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What's  in  a  name? 

NADBRH  has  changed  its  name  to  SENSE. 
But,  as  we  all  know,  a  rose  smells  as  sweet 
by  any  name.  Rodney  Clark  explains  the 
reason  behind  the  change  on  page  3. 

Minister  for  Disabled 
visits  Family  Centre 

Tony  Newton,  Minister  for  the  Disabled, 
spent  4  hours  visiting  The  Family  Centre 
on  15th  February.  He  met  and  talked  with 
many  parents  and  staff,  and  joined  in 
discussions  on  the  issues  most  concerning 
our  members. 

Full  story  page  1 2. 


That's  Life  girl  wins 

Dawn  Kemsley  featured  on  That's  Life  on 
January  8th,  is  going  to  The  Manor  House 
after  all.  Leeds  Social  Services  Committee 
met  with  the  Kemsley's  and  with  SENSE 
staff  to  review  their  decision  not  to  f  u  nd  her 
place  at  The  Manor  House.  After  a  meeting 
which  lasted  all  morning,  the  Committee 
agreed  to  the  funding,  and  Dawn  is  now 
due  to  arrive  in  Market  Deeping  on  March 
4th.  Full  story  page  4. 
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Chairman's  Letter 
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Throughout  the  history  of  this  Association 
parents  have  played  a  vital  role  in  every 
aspect  of  its  work.  Quite  apart  from  having 
been  founded  by  and  for  parents  and  their 
deaf-blind  children,  the  Association  has 
depended  upon  its  parent  membership  for 
its  expertise  in  the  handling  and  teaching 
of  deaf-blind  children,  for  its  fighting  spirit 
against  all  odds  when  faced  with  the 
apparently  implacable  front  of  Authority, 
and  for  its  unstinting  efforts  on  behalf  of 
other  peoples'  children  and  young  people 
when  there  is  apparently  nothing  to  be 
done  for  their  own. 

Now  that  the  Association  has  an 
increasing  professional  staff  at  Head 
Office  in  London  and  other  staff  at  our  two 
teaching  units,  the  Family  Centre  and  the 
Manor  House,  perhaps  many  parents  feel 
that  their  role  in  the  work  of  the  Association 
is  diminishing,  the  Directorandhisstaff  are 
seen  to  be  dealing  increasingly  with  Govern- 
ment Departments  and  Local  Authorities 
and  sharing  responsibility  for  major  projects 
such  as  the  National  Rubella  Campaign 
with  other  major  organisations.  How  do 
parents  continue  to  fit  into  all  this,  they  ask. 

The  answer  is  that  parents  still  are 
playing  a  vital  and  sometimes  dramatic 
role  in  the  furtherance  of  the  Association's 
work.  More  than  half  the  Council  members 
are  parents  and  about  equal  numbers  of 
parent  and  professional  members  regularly 
attend  Council  Meetings.  They  are  repre- 
sented on  every  sub-committee  so  the 
valuable  opinions  and  contributions  of 
parents  are  included  in  the  Association's 
policy  making.  We  hope  new  and  long- 
standing parents  will  put  themselves 
forward  to  represent  other  parents  on 
these  committees.  Please  come  forward. 
We  need  you! 

The  Association  has  recently  been 
involved  with  two  areas  of  Government 
legislation,  the  Chronically  Sick  and 
Disabled  Persons  (Amendment)  Bill  and 
the  Mobility  Allowance.  Though  Head 
Office  was  dealing  directly  with  the  M.P. 
whose  Private  Members  Bill  it  was,  many 
parents  were  involved  in  the  campaign  to 
involve  their  local  M.P.s  and  persuade 
them  to  attend  Parliament  on  the  day  of  the 
Second  Reading.  They  went  to  see  them, 
wrote  to  them,  presenting  cases  of 
discrimination  against  their  disabled  family 
member,  and  wrote  to  their  local  papers. 
Without  their  efforts  not  so  many  M.P.s 
would  have  been  present.  The  fact  that  the 
Bill  was  defeated  was  not  for  lack  of  parent 
involvement.  Likewise  with  the  Mobility 
Allowance,  the  change  in  procedure  has 
come  about  for  the  deaf-blind  through  the 
years  of  battle  with  the  Mobility  Allowance 
Officers  largely  through  the  efforts  of  one 
parent,  Janet  Mann,  who  was  prepared 
drive  herself  tothe  limits  with  mountains  of 
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paperwork  and  endless  reviews  and  legal 
battles  to  prove  the  rights  of  her  child  and 
others  like  him  to  benefit  from  the  Mobility 
Allowance.  Without  parents  who  are  willing 
to  face  such  traumas,  or  more  usually  to 
assist  by  writing  or  asking  personally  for 
assistance  of  some  kind,  or  spreading 
publicity  material  or  information  (for 
example  about  the  Rubella  Campaign)  the 
efforts  at  Head  Office  are  much  less 
effective. 

Now,  as  you  will  read  on  page  3,  we 
have  appointed  a  parent  member  onto  the 
Headquarters  staff.  We  all  wish  Norman 
Brown  well  in  his  new  post. 

Another  parent  who  has  recently  faced 
the  glare  of  enormous  publicity  on  behalf 
of  her  daughter  is  Doreen  Kemsley  on 
"That's  Life".  By  being  willing  to  fight  forthe 
right  placement  for  her  daughter  she  has 
not  only  helped  her  but  also  other  parents, 
children  and  young  people  of  all  disabilities 
who  can  perhaps  take  renewed  heart  in 
achieving  the  same  rights  as  a  result  of  her 
success. 

We  hope  that  most  of  you  parents  will 
never  have  to  go  through  so  much  but 
there  is  much  that  you  can  do  in  the  work  of 
the  Association.  Here  are  a  few  ideas;  I 
hope  that  you  will  suggest  others: 

•  Be  willing  to  visit  a  new  parent  in  your 
area  who  needs  the  support  of  a  parent 
who  understands  how  they  feel; 

•  Be  willing  to  write  up  and  send  in  your 
ideas  on  problems  that  have  arisen  with 
your  child  and  how  you  have  solved  them 
or  been  helped  to  solve  them; 

•  Be  willing  to  run  or  help  to  run  local  or 
regional  meetings  to  bring  parents  and 
sometimes  professionals  together; 

•  Be  willing  to  visit  your  local  doctors' 
surgeries,  health  clinics,  hospitals,  schools 
with  publicity  materials; 

•  Be  willing  to  be  on  the  end  of  a 
telephone  to  any  parent  in  need; 

•  Be  willing  to  run  local  fund-raising 
efforts  or  interest  a  volunteer  in  doing  so; 

•  Send  in  reports  on  your  children  and 
young  people  to  the  Newsletter.  They  are 
always  interesting  and  helpful  to  all  the 
readers. 

•  Be  willing  to  write  to  or  visit  your  M.P.  or 
Local  Authority  if  you  are  asked  to  help 
with  a  Campaign. 

Obviously  individually  you  cannot  do  all  of 
these  things  but  if  you  are  able  to  help  with 
any  of  them,  do  write  and  tell  us  -and  that's 
another  thing  you  can  do,  write  to  us  with 
your  ideas,  your  needs,  your  successes. 
We  are  always  glad  to  hear  from  you. 

Looking  forward  to  a  flood  of  letters, 
with  best  wishes, 


Jessica  Hills 
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What's  in  a  Name? 


3  you  will  know  from  the  letter  we  sent  out 
st  before  Christmas,  the  NADBRH  Council 
:  Management  decided,  after  much 
sliberation  by  its  Policy  Group,  to  adopt 
e  name  SENSE  (until  now  our  Fund- 
aising  &  Publicity  Campaign  title)  as  the 
ssociation's  everyday  name.  At  the  same 
ne,  the  Council  accepted  the  Trustees' 
?cision  to  wind  up  the  existing  Trust  and 
•  recommend  to  the  members  of  the 
ssociation  that  the  activities  of  the  Trust 
3  transferred  to  a  new  company,  to  be 
illed  "The  National  Deaf-Blind  and  Rubella 
ssociation".  Because  of  the  size  of  the 
jsociation  now  -  a  turnover  of  £¥2  million 
inually-  company  status  will  mean  that 
3  individual  will  be  liable  for  more  than  £1 , 
hereas  until  now  the  five  Trustees  could 
ave  faced  substantial  personal  liabilities, 
is  envisaged  that  the  new  company  will 
j  set  up  by  the  end  of  April,  and  a 
commendation  to  transfer  assets  and 
;tivities  to  it  will  be  put  to  the  AGM  in  July. 
Attachment  to  a  name,  as  the  identi- 
ing  feature  of  a  person  or  of  an 
ganisation  runs  very  deep  in  people.  It 
as  been  remarked  by  victims  of  amnesia 
at  what  they  find  most  disturbing  of  all  is 
e  loss  of  their  name.  Confucius,  when 
iked  what  his  first  action  would  be  in  his 
;w  society,  said  that  he  would  attend  to 
e  re-naming  of  things.  Such  is  the 
iportance  of  a  name. 

NADBRH  members  have  long  been 
)ncemed  about  the  problems  we  faced 
ith  our  cumbersome  title.  Our  title  came 
)out  as  an  attempt  to  cover  the  variety  of 
jneficiaries  the  Association  has  existed 
support:  those  with  single  disabilities 
Dm  Congenital  Rubella  Syndrome  (CRS), 
ose  with  multiple  disabilities  from  CRS, 
id  those  both  deaf  and  blind  from  other 
tuses.  Its  organic  growth  has  required  a 
lange  of  name  each  time  there  was  a 
jbstantial  change  in  the  membership.  For 
any  years,  the  everday  name  (which  we 


RODNEY  CLARK  examines  the  history  of 

the  arguments  behind  the  acceptance  of 

SENSE  as  the  everyday  name  of  our 

Association. 


all  need  for  simplicity  and  recognition)  was 
'The  Rubella  Association'.  With  the  increase 
in  Rubella  vaccination  and  Rubella- 
associated  terminations  of  pregnancy,  the 
percentage  of  Rubella  beneficiaries  went 
down,  and  the  complaints  about  the  name 
from  families  of  non-Rubella  member  went 
up.  In  November  1 981  we  asked  members 
to  suggest  short  names  that  would  be 
expressive  of,  rather  than  describing  our 
work-  but  none  of  the  suggestions  proved 
acceptable. 

Members  were  adamant  that  the  loss 
of 'Rubella'  from  our  full  title  would  mean  a 
loss  in  recognition  of  the  problems  caused 
by  CRS.  They  were  right  -for  instance,  its 
inclusion  in  our  title  has  given  us  added 
status  in  the  formation  of  the  National 
Rubella  Council. 

Many  members  also  spoke  of  their 
dislike  of  the  word  'handicapped'  in  the 
title.  Their  reason  is  that  our  members  are 
disabled,  but  not  necessarily  handicapped. 
A  handicap  is  something  that  prevents  one 
from  functioning  independently  in  society 
without  help,  and  this  can  be  anything 
physical,  mental  or  emotional.  A  disability 
may  handicap  a  person  or  it  may  not,  and  a 
number  of  our  members  object  strongly 
to  being  considered  dependent. 

The  consensus  was  that  our  formal 
title  should  bethe'National  Deaf-Blindand 
Rubella  Association'. 

Our  SENSE  Campaign  has  been  so 
successful  in  creating  awareness,  that  it 
was  thought  that  it  would  be  misleading 
and  confusing  to  have  another  everyday 
title.  It  was  generally  considered  that 
SENSE  has  a  flavour  of  the  multiple 
sensory  impairment  suffered  by  most  of 


Fundraising  and  Publicity 


ur  SENSE  fundraising  and  publicity 
ampaign  continues  to  attract  public 
tention  for  the  needs  of  deaf-blind  and 
ibella  handicapped  children  and  adults, 
ur  reputation  and  fundraising  ability 
ave  been  enhanced  by  the  Sunday 
mes  article  last  summer,  by  the  publicity 
jrrounding  the  National  Rubella  Council 
impaign,  and  by  the  'That's  Life'  prog- 
:mme  on  Dawn  Kemsley  (see  page  5). 

The  campaign  has  so  far  produced 
/er  £160,000.  With  these  sort  of 
serves,  we  are  now  well  able  to  consider 
e  further  appointments  of  staff  which 
jr  Development  Plan  proposed.  Active 
)nsideration  is  being  given  to  the  next 
jacher  appointment  which  will  be  based 
artly  at  The  Family  Centre  and  partly  in 
ie  of  the  regions.  In  addition,  our  new 
jpointment  at  Head  Office  will  permit 
5  to  promote  more  activity  for  the 
oper  provision  of  places  for  our  young 
embers  once  they  leave  school.  We  are 
ready  discussing  with  local  health  auth- 
ities,  social  services  and  voluntary  orga- 


nisations, schemes  for  residential  care 
and  further  education  in  Essex  (see  page 
9),  Ealing,  Haringey,  Birmingham  and 
Yorkshire.  We  hope  it  will  not  be  tc_  long 
before  we  can  cover  the  country! 

All  this  needs  money,  and  we  are 
indebted  to  our  donors,  big  and  small. 
Companies,  charitable  trusts  and  wealthy 
individuals  support  us,  but  most  of  our 
income  is  from  individuals  giving  what 
they  can  afford  to  help  our  work.  Schools 
have  regularly  held  events,  as  have  scout 
and  guide  troops.  The  next  major  event 
is  a  Reception  onboard  HMS  President, 
the  headquarters  of  the  London  Division 
of  the  Royal  Naval  Reserve,  which  is 
moored  on  the  Thames  near  Blackfriars. 
This  will  be  held  on  Wednesday  28 
March  and  is  being  hosted  by  our  Appeal 
President,  Admiral  Sir  Raymond  Lygo. 
Also  on  the  cards  is  a  Sponsored  Grey- 
hound Meet  at  the  White  City  in  June. 

Details  for  both  events  are  available 
from  John  Lake  or  Judy  Wynne  at  Gray's 
Inn  Road. 


our  beneficiaries.  So  we  are  now  SENSE 
and  you  are  reading  TALKING  SENSE. 

There  is  never  unanimity  in  the 
naming  of  anything,  (just  think  about  those 
arguments  over  the  heads  of  new-born 
babies),  but  we  hope  that  SENSE  will 
continue  to  capture  people's  imagination 
in  the  future. 


New  Staff 


Norman  Brown,  parent  member  of  the 
Association  and  an  active  campaigner  for 
suitable  provision  for  deaf-blind  young 
adults,  is  starting  work  for  SENSE  in  April. 
Those  of  you  who  attended  our  last  AG  M 
and  heard  Norman  speak  on  the  future 
plans  of  the  Association,  will  know  that  we 
have  found  an  articulate,  concerned  and 
experienced  new  staff  member.  Norman 
has  shouldered  most  of  the  responsibility 
for  bringing  up  his  deaf-blind  son  Stephen, 
who  is  now  at  The  Manor  House,  and  he 
understands  the  pressures  and  problems 
that  many  parents  face. 

Norman  will  be  involved  in  many 
aspects  of  SENSE'S  work.  With  Paul 
Ennals,  he  will  be  tackling  the  major  issue 
of  finding  long-term  residential  placements 
for  our  school  leavers.  He  will  be  joining  us 
just  in  time  to  take  charge  of  our 
programme  of  holidays,  so  he  will  have  no 
shortage  of  work!  And  he  will  be  following 
up  some  of  the  flood  of  letters  we  now 
receive  from  members. 


Norman  Brown,  parent  memberand  new  staff 
member. 


Dawn's  Story 


Dawn  was  born  21  years  ago.  Her  mother 
Doreen  caught  rubella  in  early  pregnancy 
and  Dawn  was  found  to  be  profoundly  deaf 
and  partially  sighted,  with  a  heart  murmur 
and  a  defective  kidney. 

Mrs  Kemsley  was  an  active  campaigner 
from  the  start,  and  played  a  large  part  — 
with  other  local  parents  —  in  persuading 
Leeds  Education  Department  to  make 
special  provision  for  rubella  handicapped 
children  in  Elmete  Hall  School.  Life  was 
not  easy,  but  Dawn  and  her  family  got  by, 
until  1979  when  Dawn  was  16  and  left 
Elmete  Hall. 

Now  Mrs  Kemsley  discovered  that  her 
battles  had  to  start  all  overagain.as  Leeds 
Social  Services  Department  reclassified 
Dawn  as  'mentally  handicapped',  and 
determined  that  she  could  receive  all  the 
training  that  they  said  she  needed  within 
their  services  for  mentally  handicapped 
people.  Doreen  knew  otherwise,  and  kept 
up  relentless  pressure  on  the  local  authority 
to  recognise  Dawn's  special  needs  and 
make  provision  for  her  and  for  the  other 
rubella-handicapped  young  adults  in  the 
area. 

From  the  start  Doreen  received  little 
recognition  or  support  from  the  Social 
Services.  Letters  remained  unanswered, 
and  Doreen  went  for  long  periods  with  no 
visits  or  contacts  from  social  workers.  The 
pressure  began  to  tell,  and  Doreen  pleaded 
for  her  daughter  to  be  considered  for 
placement  at  the  Manor  House. 

In  December  1980  Dawn's  social 
worker  wrote  to  the  Manor  House  asking 
for  an  assessment,  and  saying  that  it  was 
clear  that  Dawn  needed  some  kind  of 
appropriate  training.  Dawn  visited  the 
Manor  House,  and  the  Principal  —  John 
Blanchard  —  recommended  that  she  be 
accepted  for  a  6  weeks  assessment  at  the 
Manor  House.  For  a  short  time,  it  seemed 
as  if  Leeds  were  taking  Doreen's  views 
seriously  in  her  pursuit  of  suitable  help  for 
her  daughter. 
Dawn  (centre)  with   her  mother  (right) 


There  then  followed  a  frustrating  year. 
Throughout  1981  nothing  was  heard  from 
Leeds  Social  Services  Department,  despite 
constant  letters  and  calls.  Doreen  was  not 
consulted  about  her  views  or  feelings,  and 
Dawn  remained  as  a  day  visitor  to  West 
Ardsley  Adult  Training  Centre  —  an  excel- 
lent centre,  but  quite  unable  to  provide  the 
help  in  communication  or  social  skills  that 
Dawn  required. 

Eventually,  in  September  1982,  John 
Blanchard  decided  to  accept  Dawn  for  an 
assessment.  Doreen  was  told  by  her  social 
worker  that  she  would  have  to  pay  the  fees 
herself  —  £200  per  week  for  six  weeks. 
Because  he  was  so  sure  Dawn  needed  the 
service  which  Manor  House  could  offer, 
John  Blanchard  agreed  to  waive  the  fees 
for  the  assessment,  and  on  8th  November 
1  982  Dawn  started  her  assessment  at  the 
Manor  House. 

These  weeks,  says  Doreen,  were  the 
happiest  weeks  of  Dawn's  life.  She  settled 
in  quickly,  and  for  the  first  time  in  her  life 
started  to  make  friends  with  other  young 
people  of  her  own  age.  She  learnt  new 
signs,  and  started  to  make  good  progress 
in  the  educational  and  training  programmes 
offered  to  her.  In  Dawn's  concluding 
report,  John  Blanchard  wrote:  "Dawn 
displays  considerable  potential  to  further 
develop  her  self-help  skills,  communi- 
cation and  pre-vocational  skills." 

The  reports  were  sent  to  Leeds,  and 
they  were  asked  to  agree  to  fund  her  for  a 
year,  to  see  how  far  she  could  progress. 
Leeds  refused. 

In  the  next  few  months,  Mrs  Kemsley 
and  Manor  House  repeatedly  asked  Leeds 
to  reconsider  their  verdict,  and  accept  the 
advice  of  those  who  knew  most  about 
Dawn's  potential.  In  May  1983,  Rodney 
Clark  —  SENSE  director  —  wrote  a  lengthy 
letter  to  Leeds  Social  Services  Committee, 
stating  again  the  overwhelming  case  for 
giving  Dawn  a  chance  at  the  Manor  House. 
Leeds  failed  even  to  acknowledge  the  letter. 
1983  continued  with  constant  letters 
and  complaints.  Dawn  became  very  unsettled 
at  the  Training  Centre,  often  refusing  to  go 
in  the  morning,  and  asking  why  she 
couldn't  go  to  the  Manor  House.  Doreen, 
on  her  own  by  now,  had  to  work  at  nights  in 
order  to  support  Dawn,  Doreen's  elderly 
father-in-law,  and  her  other  son. 

Finally,  SENSE  contacted  Esther 
Rantzen  and  explained  the  situation  to  her. 
She  quickly  asked  her  researcher  Shaun 
Woodward  to  explore  the  situation,  and  he 


went  to  Leeds  to  meet  Dawn  and  her 
mother.  When  he  had  collected  all  the 
facts,  he  realised  there  was  a  story  to  be 
told  —  not  just  about  Dawn,  but  about  all 
the  other  deaf-blind  young  adults  who 
were  notgiven  the  services  they  deserved. 

On  12th  December  1983,  at  9.30am, 
Shaun  phoned  Leeds  Social  Services 
Department  on  behalf  of  That's  Life.  Just 
one  hour  later,  Doreen  received  a  personal 
phone  call  from  the  Director  of  Social 
Services,  inviting  her  to  a  meeting  of  the 
Social  Services  Committee  to  discuss  her 
case.  For  the  first  time,  Dawn  and  her 
mother  were  to  be  fully  consulted  over  the 
plans  for  Dawn's  future. 

That's  Life  appeared  on  8th  January  in 
front  of  1  2  million  viewers,  with  a  thirteen 
minute  story  on  Dawn  and  her  situation. 
Viewers  saw  Dawn  and  hermotherworking 
and  communicating  together,  and  they 
saw  Dawn's  expression  of  excitement  and 
delight  at  the  idea  that  she  might  go  to 
Manor  House.  They  heard  Dr  Gerry  Simon , 
Director  of  the  British  Institute  for  Mental 
Handicap,  explain  that  deaf-blind  people 
need  special  training  in  special  centres 
They  saw  the  isolation  that  Dawn  exper- 
ienced daily  at  the  Training  Centre,  where 
none  of  the  other  young  people  could 
communicatewith  her. They  heard  Rodney 
Clark  explain  that  it  was  vital  for  Dawn's 
future  independence  that  she  be  given  a 
chance  at  the  Manor  House.  And  they 
heard  Esther  Rantzen  say  that  it  was  "a 
matter  of  life  and  death"  for  Dawn. 

Public  opinion  rallied  round  Mrs 
Kemsley.  Newspapers  and  radio  stations 
ran  regular  stories,  and  Mrs  Kemsley's  ME 
Derek  Fatchett  intervened  to  find  out  whal 
could  be  done. 

Finally,  on  2nd  February,  Leeds  Socia 
Services  Committee  met  Doreen  anc 
Dawn,  Rodney  Clark  and  Paul  Ennals 
Later  that  afternoon  they  told  Doreen  thai 
they  had  reconsidered  Dawn's  situation 
and  that  she  could  gotothe  Manor  House 


Dawn  and  'That's  Life' 


The  story  of  Dawn  on  That's  Life  on  8th 
January  produced  a  wave  of  reaction. 
Viewers  were  concerned  by  the  story  of 
how  Leeds  Social  Services  Department 
had  refused  to  fund  Dawn's  further  edu- 
cation at  the  Manor  House,  and  their 
assumption  that  Dawn  was  mentally  handi- 
capped. 

The  programme  raised  several  issues 
which  affected  many  parents  of  other 
handicapped  children: 

•  How  parents  are  often  not  consulted 
about  important  decisions  affecting  the  life 
of  their  child  and  themselves. 

•  How  there  is  no  reliable  way  of  assessing 
a  decision  made  by  a  Social  Services 
Department 

•  How  so  many  children  faceatotal  lack  of 
special  provision  afterschool,  when  parents 
are  getting  older  and  the  child  is  ready  to 
move  on. 

•  How  there  is  no  reliable  way  of  assessing 
the  abilities  of  deaf-blind  children,  except 
by  experienced  staff  in  a  specialised 
environment. 

Dozens  of  parents  wrote  in  to  That's 
Life  with  their  stories  and  comments,  from 
SENSE  and  from  other  charities  who  had 
been  alerted  to  the  screening  of  the  pro- 
gramme. In  the  near  future  That's  Life  may 
take  up  another  story  —  they  are  certainly 
not  short  of  material  now! 

Mrs  Kemsley  too  was  flooded  with 
letters  and  calls  of  support.  She  told  us  "I 
am  overwhelmed  with  the  kindness  of  the 
many,  many  people  who  contacted  me. 
People  stopped  me  in  the  street  and  in  the 
shops  to  wish  us  luck.  Thank  you  to 
everyone  who  gave  their  support." 

Interviews  and  stories  have  followed  in 
many  newspapers  and  radio  programmes. 
Leeds  Social  Services  Department  re- 
frained from  comment,  and  Mrs  Kemsley 
and  SENSE  staff  said  only  that  they  would 
await  the  decision  of  the  Social  Services 
Committee. 


The  Manor  House,  Market  Deeping,  where  Dawn  arrives  on  March  4th. 


Indeed,  Dr  Simon,  Director  of  the 
British  Institute  of  Mental  Handicap, 
voiced  many  people's  feelings  when  he 
said  "I'm  sorry  it  was  Leeds  that  received 
all  the  bad  publicity."  For  there  is  no  doubt 
that  Leeds  have  a  good  record  in  many 
areas  of  social  welfare,  and  most  observers 
would  agree  that  this  was  one  error  made 
in  an  otherwise  good  record  of  humane 
care.  In  particular,  many  people  felt  that 
there  are  other  authorities  who  have  a 
much  worse  record  —  authorities  who  will 
refuse  to  fund  any  young  person  in  an  out- 
county  placement.  Perhaps  the  next 
That's  Life  sword  will  fall  on  one  of  their 
necks. 

Support  came  in  other  forms  too.  One 
cheque  for  £10,000  arrived  to  encourage 
the  work  of  the  Manor  House,  and  many 
other  generous  gifts  were  received.  This  is 
all  the  more  welcome,  since  SENSE  and 
the  Manor  House  are  planning  a  £100,000 
project  to  extend  the  facilities  there  for  a 


further  8  school-leavers  and  young  adults, 
especially  those  who  are  less  able  than 
many  of  the  existing  Manor  House  resi- 
dents. Whether  we  can  do  this,  of  course, 
depends  upon  the  success  of  our  fund- 
raising  efforts. 

We  can  all  learn  a  few  lessons  from  the 
story  of  Dawn  and  That's  Life.  On  the 
positive  side,  parents  should  never  give  up 
their  efforts  to  get  the  best  for  their 
children;  Doreen  Kemsley's  success  has 
come  at  the  end  of  long  years  of  struggling 
to  get  her  case  heard. 

On  a  sadder  note,  it  does  seem  a 
shame  that  parents  have  to  go  to  such 
extremes  to  achieve  the  result  they  know  is 
right.  Doreen  Kemsley  appealed  to  the 
highest  'court'  in  the  land  —  the  court  of 
public  opinion  —  and  public  opinion 
supported  her  case.  Let  us  hope  that  in  the 
future  parents  will  find  the  right  facilities 
offered  without  recourse  to  these 
desperate  measures. 


Welsh.  Region  Report 


Christmas  passed  happily  for  most  of  us, 
and  once  again  we  have  been  grateful  for 
generous  donations  from  several  local 
organisations  and  individuals.  We  have 
been  able  to  purchase  several  pieces  of 
'Pethna'  apparatus  which  helped  to  occupy 
two  of  our  children  during  the  holidays,  and 
with  the  help  of  the  recent  donations  we 
hope  to  buy  more  of  this  excellent 
equipment  for  other  members  who  will 
enjoy  using  it.  (See  page  10) 

In  spite  of  the  cold  weather,  this  is  the 
time  to  make  plans  for  the  Summer 
holidays.  We  would  like  to  commend  our 
caravan  at  Dinas  in  West  Wales,  where 
many  of  our  families  have  spent  relaxed 
and  happy  holidays.  The  caravan,  which 
sleeps  six  comfortably,  has  its  own  shower 
and  toilet.  It  also  has  a  fridge,  gas  fire  and 
cooker,  a  television,  and  is  fully  equipped 
with  blankets,  pillows,  cutlery  and  cooking 


utensils.  In  fact  it  has  everything  we  have 
been  able  to  think  of,  and  we  urge  families 
to  let  us  know  if  they  can  think  of  anything 
that  would  add  to  the  comfort  of  the 
caravan.  Our  friend  Mrs  Stevens,  who  lives 
in  a  nearby  caravan,  is  always  on  hand  to 
help  and  advise,  but  once  again  we  make  a 
plea  to  holiday-makers  to  take  care  of  the 
caravan,  and  to  leave  it  clean  and  tidy.  The 
site,  which  is  in  an  area  of  outstanding 
natural  beauty,  has  a  swimming-pool,  a 
mini-market  and  a  club-house  with  a 
children's  room.  There  are  also  several 
places  nearby  where  families  can  buy  a 
meal  if  they  are  tired  of  self  catering.  There 
is  an  attractive  beach  within  walking 
distance  and  several  others  with  miles  of 
sands,  safe  bathing  and  glorious  scenery 
within  an  easy  drive.  Fishguard  is  an 
interesting  old  town  to  explore,  and  those 
with  an  interest  in  history  may  perhaps  like 


to  visit  the  nearby  site  of  the  last  invasion  of 
Britain  in  1 797,  where  the  French  soldiers 
were  routed  by  the  local  militi?  with  the  aid 
of  an  'army'  of  local  housewives.  Cardigan, 
the  Presceli  hills  and  the  tiny  cathedral 
'city'  of  St.  Davids  are  all  worth  a  visit. 

We  are  very  grateful  to  Mrs  Joan  Hier 
who  has  managed  the  caravan  so  well  for 
the  last  two  years.  The  caravan  secretary  is 
now  Mr  Elfed  Jones.  He  will  be  pleased  to 
help  you  with  any  enquiries,  and  all 
bookings  should  be  sent  to  him  at  1 0  Heol 
Caredig,  Tonna,  Neath  Tel:  Neath  55913 
(house)  or  Swansea  5 1 555,  ext  394  (work). 

We  hope  that  you  all  have  a  happy 
holiday  and  that  the  sun  shines  again  this 
year. 

Hazel  Benjamin 
8  Forest  View 
Cimla 
Neath 


Holidays 


For  many  parents  the  long  summer  holiday  is  not  a  time  of  relaxation  and  fun,  but  a 
seemingly  endless  period  in  which  to  find  suitable  activities  for  their  handicapped  child. 
Six  weeks  can  seem  like  an  eternity,  particularly  if  you  have  other  children  to  occupy  as 

well,  none  of  whom  seem  to  want  the  same  kind  of  amusements  as  your  deaf-blind  or 

rubella  child. 

This  is  not  intended  to  be  a  full  checklist  of  possible  holiday  ideas.  You  may  know  other 

suitable  places  -  if  you  do,  let  us  know  so  we  can  tell  other  parents.  Also,  there  are  many 

schemes  in  different  areas  for  amusing  the  children  while  they  are  at  home.  The  June 

Newsletter  will  contain  a  summary  of  a  few  of  these  ideas. 


Sense  Holidays 


•  The  Family  Centre  is  running  4  weeks  of 
residential  holidays forchildren  aged  0-10 
years  during  the  summer  holidays.  All 
these  places  are  already  fully  booked.  It 
just  goes  to  show  that  you  need  to  book 
early! 

•  Bob  Snow  is  running  a  2  week  holiday  in 
Southport  during  August  for  10-16  year 
olds.  At  the  time  of  going  to  press,  there  is 
just  one  vacancy  remaining. 

•  May  12th  to  19th  sees  the  first  ever 
SENSE  holiday  for  young  adults  at  Caister 
holiday  camp  near  Great  Yarmouth.  This 


group  still  has  one  vacancy,  so  you  must 
apply  quickly  if  interested.  This  holiday  is 
especially  geared  towards  the  less  able 
adults  aged  1 7  years  and  over.  Details  and 
prices  are  available  from  31 1  Grays'  Inn 
Road. 

•  There  is  a  plan  for  a  further  young 
adults'  holiday  in  the  first  week  in  August, 
set  in  a  residential  centre  in  Buckingham- 
shire. Apply  to  the  office  for  details. 

•  The    3    SENSE    caravans    are    again 


available  for  hire,  (see  below) 


Holidays  take  some  time  to  organise,  to 
provide  the  necessary  high  staff  levels  and 
accommodation.  We  hope  in  the  future  to 
provide  as  many  holidays  as  members 
require,  but  to  do  this  we  need  to  know 
EARLY  how  many  people  would  like  to  take 
up  the  places.  It  is  heartbreaking  to  have  to 
refuse  people  because  of  lack  of  spaces. 


Organisations 


MENCAP 

Run  a  range  of  holidays  for  mentally  handi- 
capped children  and  adults.  Contact: 
MENCAP,  1  23  Golden  Lane,  London  EC1 . 
Tel:  01-253-5081. 


Caravans -Booking  now 


Why  not  have  a  holiday  in  one  of  the  Asso- 
ciation's holiday  caravans? 

NORTHERN  REGION  CARAVAN 
Location:   Lakeside  Lido,   North  Somer- 
cotes,  Lincolnshire. 

On  the  North  Lincolnshire  coast,  over- 
looking a  fishing  lake.  There  are  3  quiet 
and  safe  beaches  within  3  miles,  and  3 
pleasant  seaside  towns.  Car  is  not  abso- 
lutely necessary,  but  would  be  a  help. 
Buses  pass  the  site  entrance  to  and  from 
the  station  and  all  local  places. 

Site:  Excellent  facilities,  club,  cafe,  shop, 
laundry,  children's  play  area,  cinema, 
amusements  room,  neated  swimming  pool. 
solarium,  sauna. 

Caravan:  Sleeps  8:  running  hot  and  cold 
water,  gas  water  heater;  gas  cooker;  gas 
fire,  electric  lighting;  TV;  f'idge:  toilet; 
shower  and  wash  basin;  everything  provided 
e/'.ept  linen. 

Rent:  £30  per  week  for  parent  members 
and  other  families  with  a  disabled  person. 
£.40  per  week  for  all  others. 

Further  details  and  booking  forms  from: 
-    C   iby,  3  Shibden  Drive,  Carlmghow, 
bh'  <:/  West  Yorkshire, 


SCOTTISH  REGION  CARAVAN 

Location:      Redgates      Caravan      Park, 
Ma  oens,  Ayrshire    On  the  coast  of  the 


Firth  of  Clyde.  One  and  a  half  miles  from 
Culzean  castle,  which  is  a  National  Park 
Area. 

Site:  Very  good  facilities  including  laundry, 
shop,  games-room  (recently  enlarged); 
cafe;  pub;  there  is  a  golf  course  2  miles 


away,  and  the  town  of  Girvan  (4  miles  away) 
has  a  cinema. 

Caravan:  Sleeps  8  (one  end  bedroom,  a 
bunk  bedroom  and  divans  etc.  in  living 
area),  fully  electric,  gas  cooker,  hot  and 
cold  water,  toilet,  shower  and  washbasin: 
everything  supplied  except  linen. 

Rent:  £30  per  week  for  parent  members 
and  other  families  with  a  disabled  person. 
£40  per  week  for  all  others.  Further  details 
and  booking  forms  from:  Mrs  L.  Collins,  29 
Loch  Road,  Chapelhall,  Lanarkshire. 

WELSH  REGION  CARAVAN 

See  Welsh  Region  report  on  page  5. 

Interior  of  Welsh  caravan.  Clare  Jones  and 
friend  enjoying  their  holiday. 


Organisations  (continued) 

Shaftesbury  Society 
Run  2  Holiday  Centres  in  Essex  and  Kent. 
Contact:  Shaftesbury  Society,  1 1 2  Regent 
Street,  London,  SW1.  Tel:  01-834-7444. 

Across  Trust 

Run  holidays  to  Lourdes  for  severely 
landicapped.  Contact:  Across  Trust,  Crown 
House,  Morden,  Surrey.  Tel:  01  -540-3897. 

.ocal  Blind  Societies 

Several  local  societies  organise  holidays 
or  the  blind  and  partially  sighted  children 
n  their  area.  For  details  of  your  local 
society,  contact  31 1  Grays'  Inn  Road. 

1NIB 

"he  RNIB  Sports  and  Recreation  Officer, 
Jhris  Attrill,  can  give  you  information  on 
lolidays  for  blind  children.  Contact:  RNIB, 
>24  Great  Portland  Street,  London,  W1. 


Organised  Holidays 


Mobility  International 

Mobility  International,  in  Association  with 
Centre  La  Varenne  for  Deaf-Blind  Adults  in 
3oitier,  France,  is  organising  a  week's 
jrogramme  of  activities  from  1 1  th— 1 8th 
lune.  The  programme  includes  a  visit  to  La 
"Joree  caves,  nature  activities  and  a  visit  to 
he  local  zoo,  swimming  on  the  beach, 
vine  tasting  and  shopping.  The  cost  will  be 
ibout  £50  per  person,  excluding  travel. 
ror  further  information,  contact  SENSE 
)ffice  as  soon  as  possible. 


Breakthrough  Trust 

Breakthrough  are  organising  a  holiday  for 
^additionally  handicapped  deaf  children 
from  Saturday  August  1 1  th  to  August  1 8th, 
near  Lake  Windemere.  Each  child  will  have 
a  personal  helper.  Age  range  8-14  years. 
Cost  £75.  Interested  parents  should  as 
soon  as  possible  contact:  June  Rawnsley, 
Breakthrough  Trust,  Charles  Gillett  Centre 
Selly  Oak  Colleges,  Birmingham.  Tel:  021- 
472-6447. 


R.N.I.D. 

Derek  Burton  still  has  places  on  two  of  his 
trips  this  year  for  deaf-blind  young  adults 
who  have  good  self-care  skills  and  are  able 
to  communicate.  1 1  th— 1 8th  August,  Pontins 
Holiday  Camp,  Blackpool.  Date  to  be  fixed: 
France.  For  further  information  on  both 
these,  contact:  Derek  Burton,  Head  of 
Regional  Service,  R.N.I.D.,  1 02  Manchester 
Road,  Chorlton,  Manchester,  M21  1  PQ. 


Atholl  Baptist  Centre 

Offers  a  holiday  for  deaf  children.  June 
27th-July  7th.  Contact:  Atholl  Baptist 
Centre,  Atholl  Road,  Pitlochry,  Scotland. 
Tel:  0796-3044. 

Forest  School  Camps 

Run  camping  holidays  for  over  1,000 
children  each  year,  including  some  which 
welcome  handicapped  children.  Contact: 
Forest  School  Camp,  23  Station  Road, 
Walton,  Surrey. 


Holiday  Care  Service 


What  is  it? 

THE  HOLIDAY  CARE  SERVICE  is  a 
registered  charity  which  holds  details 
of  holidays  for  people  who  do  not  find  it 
easy  to  find  something  which  suits 
their  particular  needs. 

Who  can  the  Holiday  Care  Service 
help? 

The  service  aims  to  help  people  who 
are  elderly,  or  disabled,  or  who  have 
special  family  circumstances,  which 
mean  they  are  looking  for  budget 
holidays,  or  holidays  suitable  for 
single  parents  or  unaccompanied 
children. 

What  does  the  service  do? 

Individuals,  their  families,  or  those 
who  care  for  them,  can  telephone  or 
write,  explaining  their  problem  and 
what  sort  of  holiday  they  are  looking 
for.  THE  HOLIDAY  CARE  SERVICE 
will  provide  them  with  details  of  what 
seems  most  appropriate  to  their 


needs,  and  the  enquirer  can  then 
make  their  own  reservation  direct. 
The  service  does  not  make  the 
reservations  or  bookings  but  provides 
as  much  information  as  possible  from 
which  the  enquirer  can  make  a 
choice. 

What  kind  of  information  does  the 
service  have? 

The  service  holds  details  of: 

•  accommodation 

•  transport 

•  publications  and  guides 

•  inclusive  holidays  in  the  United 
Kingdom  and  abroad 

•  escort  services 

•  possible  sources  of  financial  help. 

How  can  the  holiday  care  service 
be  contacted? 

By  letter  or  telephone:- 
HOLIDAY  CARE  SERVICE, 
2  Old  Bank  Chambers, 
Horley,  Surrey  RH6  9HW 
(Tel:  02934  74535) 


BREAK  Organisation 

Their  home  at  "The  Rainbow"  will  provide 
holidays  for  severely  handicapped  children 
under  the  age  of  1 5.  It  is  by  the  sea,  and  is 
well  provided  with  play  facilities.  The  child 
is  looked  after  by  "Break"  staff  at  a  cost  of 
£95  per  week.  Contact:  The  Rainbow,  17 
Hookhill  Rd,  Sheringham,  Norfolk 

Deaf  Christian  Fellowship 

The  D.C.F.  are  organising  a  2  week  holiday 
for  deaf  young  people  aged  12  to  19.  It 
runs  from  Saturday,  1 1  August  to  Saturday, 
25  August,  and  is  based  at  Woolacombe  in 
North  Devon.  Activities  will  include  horse 
riding,  sailing,  water  ski-ing,  roller  skating, 
nature  walks,  swimming  and  snooker.  This 
is  for  the  totally  deaf  child,  and  communi- 
cation will  depend  on  signing  and  lip- 
reading. 

Cost  for  the  2  weeks  is  £90.50,  or 
£45.50  for  1  week.  For  more  information 
contact:-  Kenneth  &  Christine  Nuttall,  94 
Taylor  Street,  Preston,  Lanes,  0772  5981 1 

ILEA  Holidays 

Children  in  Inner  London  Education  Auth- 
ority schools  may  be  eligible  for  what  are 
quaintly  termed  "recuperative  holidays". 
The  ILEA  runs  residential  holiday  centres 
in  Ramsgate,  Sussex,  Devon  and  Surrey  to 
provide  staffed  holidays  for  handicapped 
children.  All  are  well  staffed  with  qualified 
helpers,  with  nursing  supervision  where 
necessary.  First  recommendation  should 
be  made  by  the  School  Doctor,  if  you  wish 
your  child  to  be  considered  for  a  week's 
holiday.  For  further  information  contact:- 
Anne  Potter,  Medical  Department,  ILEA, 
County  Hall,  London  SE1 ,  Tel:  01-633  7846 

Hopton  Holiday  2-9  June  1984 

RADAR  organises  an  annual  one-week 
holiday  for  disabled  people  at  Golden 
Sands  Holiday  Centre,  Hopton-on-Sea, 
Great  Yarmouth,  Norfolk.  The  cost  of  the 
holiday  is  £70  plus  V.A.T.  which  includes 
accommodation,  meals  and  entertainment 
at  the  camp.  It  does  not  include  food  and 
drink  purchased  over  bars,  travel  to  and 
from  the  camp,  personal  items  and  outings. 
A  £15  deposit  per  person  is  required  on 
bookings. 

They  welcome  both  parties  and  indivi- 
duals who  are  able  to  cater  for  their  own 
daily  needs,  and  who  can  arrange  their 
own  transport  to  the  camp.  If  interested 
contact  Moyra  Carey  at  RADAR. 

Transport  to  holiday  accommodation  can 
sometimes  be  provided  by  the  Red  Cross, 
9  Grosvenor  Crescent,  London  SW1. 
Tel:  01-235  5454,  or  from  your  Social 
Services  Department. 


Publications 


•  A  Handbook  for  Parents  with  a  Handi- 
capped Child  by  Judith  Stone  and  Felicity 
Taylor.  1977  Arrow  Books. 

•  MENCAP  Directory  of  Residential 
Accommodation  for  the  Mentally  Handi- 
capped includes  a  list  of  hotels  and  guest 
house.  Available  from  MENCAP,  123 
Golden  Lane,  London  EC1. 

Holidays  for  the  Physically 
Handicapped  1984 

The  1984  edition  of  the  HolidaysGuidewill 
be  available  in  early  January.  It  will  cost 

(see  over) 
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Holidays  (continued) 

£1.50  (post  free)  from  RADAR  or  may  be 
obtained  from  branches  of  W  H  Smith  & 
Son. 

This  new  edition  covers  a  wide  range 
of  holiday  opportunities  for  disabled  people, 
including  information  on  accessible  holiday 
accommodation,  activity  holidays  and  travel 
abroad.  Advice  is  also  given  on  such  things 
as  insurance  cover,  medical  treatment 
abroad  and  travel  arrangements.  For 
further  information  contact  the  Holidays 
Officer  at  RADAR,  25  Mortimer  Street, 
London  W1  N        Tel:  01-637-5400 


Facilities 


Middlesex  Association  for  the  Blind 

Caravan  Accommodation  is  offered  in  2 
rented  6-berth  caravans  at  St.  Leonards- 
On-Sea,  East  Sussex  from  June  to  Septem- 
ber, for  families  with  a  child  registered 
blind  or  partially  sighted.  Fees  £43  per 
caravan  per  week.  Contact:  The  Secretary, 
Middlesex  Association  for  the  Blind,  83 
Cambridge  Street,  Pimlico,  London  SW1. 
Tel:  01-828-8250. 

The  Association  aiso  run  a  hotel  in 
Folkestone  for  blind  and  partially-sighted 
people.  Contact:  The  Jubilee  Hotel,  5 
Langhorne  Gardens,  The  Leas,  Folkestone, 
Kent. 

'Buckets  and  Spades' 

Holiday  home  at  St.  Leonards-on-Sea 
accepts  all  mentally  or  multiply  handi- 
capped children.  Contact:  Mr  Silverman, 
20  Mersham  Drive,  London  NW9.  Tel: 
01-204-7414. 

Hilton  Hotel 

Caters  specially  for  mentally  handicapped 
children  and  young  people.  Contact:  Eunice 
Jordan,  Hilton  Hotel,  3  East  Parade,  Craig- 
y-don,  Llandudno. 

Colwall  Court 

Run  by  'Stars  Organisation  for  Spastics', 
Colwall  Court  caters  mainly  for  spastic 
children  but  considers  applications  on 
behalf  of  other  handicapped  children.  They 
provide  staff  to  offer  a  full  programme  by 
the  sea  for  children  aged  5  to  1 2.  Contact: 
Colwall  Court  Holiday  Hotel,  Pages  Avenue, 
Bexhill-on-Sea,  Sussex. 

Red  Cross 

Hindleap  Warren  caters  for  70  guests  in  4- 
bedded  rooms,  and  welcomes  children 
aged  10  to  17.  Children  must  be  accom- 
panied by  an  adult,  but  Red  Cross  helpers 
will  provide  a  wide  range  of  activities 
including  archery,  canoeing,  environmental 
studies  and  leisure  activities.  Cost  £80  per 
week.  Contact:  Hindleap  Warren,  Forest 
Row,  East  Sussex. 

St.  Anne's 

St.  Anne's  Holiday  Home  in  Clacton  caters 
for  deaf-blind  people  and  their  escorts,  in  a 
friendly  family  atmosphere.  It  is  run  by  a 
Trust,  who  are  prepared  to  reduce  their 
fees  in  cases  of  financial  hardship.  Mid- 
summer rates  are  £75  per  week.  Contact: 
Nigel  Brown,  St.  Anne's  Holiday  Home,  26 
Harold  Road,  Clacton-on-Sea,  Essex. 

Church  Town  Farm 

The  ','./.■/:  '.  Society  runs  this  Field  Study 
Centre,  which  includes  on  its  programme 
courses  for  Visually  Handicapped  Children, 
during  the  weeks  23-30  May  and  21-28 
October.  Contact:  Llanlivery,  Bodmin, 
Cornwall,  PL30  5BT. 


Parliamentary  News 


Following  the  defeat  in  the  House  of 
Commons  of  Bob  Wareing's  bill  amending 
the  Chronically  Sick  and  Disabled  Persons 
Act  on  technical  grounds  (reported  in  the 
last  Newsletter),  the  scene  of  debate  has 
now  moved  to  the  House  of  Lords. 

Lord  Longford  was  so  incensed  by  the 
failure  of  the  Bill  that  he  promptly  entered  it 
for  debate  in  the  Lords.  It  was  debated  on 
December  1 6th  for  five  hours,  and  received 
an  unopposed  Second  Reading. 

The  next  step  forward  through  this 
complicated  Parliamentary  procedure  is 
for  the  Bill  to  be  fully  debated  again  in  the 
Lords,  in  the  'Committee  Stage'.  This  gives 
an  opportunity  for  details  of  the  wording  to 
be  changed,  and  for  Lords  to  amend  it  in 
any  way  that  they  wish.  This  procedure  will 
have  taken  place  on  February  24th,  after 
the  Newsletter  has  gone  to  press.  If  the  Bill 
is  successful  at  this  stage,  it  can  then  be  re- 
introduced to  the  House  of  Commons.  We 
hope  that  the  amendments  and  improve- 
ments to  it  will  result  in  a  friendlier 
reception  from  the  Government.  However, 
experienced  observers  are  saying  that 
Anti-Discrimination  Legislation  and  in- 
creased responsibilities  to  Local  Authorities 
are  unlikely  to  gain  Government  support  in 
any  shape  or  form. 

SENSE  has  remained  fully  involved 
through  this  period.  Whilst  most  of  the 
publicity  that  the  Bill  received  came  from 
the  measures  outlawing  discrimination 
against  disabled  people,  the  second 
section  of  the  Bill  contained  measures  of 
great  importance  to  deaf-blind  people, 
which  we  introduced. 
If  passed,  the  Bill  would: 
•  increase  the  responsibility  of  local 
authorities  to  find  out  about  the  disabled 


people  in  their  area, 

•  require  local  authorities  to  pay  the  fees 
people  about  all  the  facilities  available  to 
them, 

•  require  local  autorities  to  pay  the  fees 
for  out-county  facilities  if  they  cannot 
provide  suitable  facilities  themselves. 

•  encourage  local  authorities  to  co- 
operate with  each  other  in  providing 
regional  services  for  minority  handicaps 
such  as  deaf-blindness. 

•  allow  an  Appeal  against  the  decisions  of 
local  authorities  (as  in  the  Dawn  Kemsley 
case),  and  provide  for  the  voice  of  the 
individual  and  the  family  to  be  heard  in  the 
decision-making  process. 

These  measures-  and  the  anti-discrimina- 
tion measures- are  unlikely  to  getthrough 
this  year.  Nonetheless,  progress  has  been 
made.  The  issues  have  been  debated  for 
three  whole  days  in  the  Houses  of 
Parliament.  SENSE  staff  have  discussed 
the  issue  with  many  Lords  and  M.P.s 
Indeed,  we  have  over  200  letters  from 
M.P.s  on  the  subject,  following  the  exten- 
sive letter-writing  campaign  carried  out 
before  Christmas  by  members  and  by  the 
office. 

Many  political  changes  take  several 
years  to  become  Law.  From  their  first 
conception  there  is  usually  a  long  period  of 
struggle  and  persuasion,  campaigning  and 
educating,  until  eventually  the  Government 
feels  that  public  pressure  is  so  great  that 
something  must  be  done. 

We  live  in  a  democracy,  and  we  have 
the  power  to  change  things,  not  just  by 
voting,  but  by  persuading  those  who  are  in 
power  of  the  justice  of  our  cause.  That  is 
our  right,  and  also  our  duty. 


Low  Vision  Aids 

Do  you  think  your  child  could  benefit  from  a 
low  vision  aid?  Low  Vision  Aids  are  special 
devices  like  magnifying  glasses  or  mini- 
telescopes,  which  can  help  some  visually- 
handicapped  people  to  see  better.  Every 
area  should  have  its  own  Low  Vision  Aid 
Clinic.  If  you  want  more  information,  con- 
tact your  local  doctor,  or  ask  the  office  for  a 
contact  address. 

Youth  Training  Scheme 

Disabled  young  people  up  to  the  age  of  21 
are  now  able  to  take  part  in  the  Govern- 
ment-sponsored Youth  Training  Scheme. 
Previous  regulations  stated  that  only 
young  people  aged  17  or  18  would  be 
eligible,  but  this  age  limit  was  extended  to 
21  at  the  beginning  of  1984. 

This  should  increase  the  chances  of 
young  people  to  get  their  first  job  through  a 
Manpower  Services  Commission  Scheme. 

Can  Anyone  Help? 

Mrs  Nott-Bower,  Mobility  Officer  for 
Croydon  Social  Services  Department,  has 
asked  if  anyone  could  help  her  make 
holidays  more  enjoyable  for  one  of  her 
clients. 

Is  there  anyone  in  the  Croydon  area 
who  could  volunteer  to  take  out  a  1 5  year 
old  girl,  deaf  and  partially  sighted,  on  day 
trips  during  the  holidays?  You  would  need 
to  have  some  experience  of  BSL  signing, 
and  be  used  to  dealing  with  children. 

If  you  can  help,  please  contact  Mrs 
Nott-Bower  on  01-686  9441. 


Prince  of  Wales 

The  Prince  of  Wales,  as  President  of  the 
'Prince  of  Wales  Advisory  Group  on 
Disability',  recently  led  a  discussion  on 
employment  for  disabled  people  at  a 
private,  working  luncheon  held  at 
Kensington  Palace  with  influential  guests 
from  business  and  commerce. 

This  was  the  first  of  a  series  of  similar 
gatherings  on  other  issues  affecting 
disabled  people,  including  education, 
access  and  prevention. 

"Education  and  Special 
Needs"  -  a  guide  to  some  new 
opportunities  and  rights 

This  new  booklet  provides  information  on 
education  for  disabled  children  and  their 
rights  under  the  Education  Act  1981.  It 
gives  guidance  to  parents  and  voluntary 
organisations  on  assessment  of  childrens' 
needs  and  preparation  of  statements.  It  is 
published  by  the  Broadcasting  Support 
Service  following  the  screening  of  two 
programmes  on  education  for  disabled 
children  made  by  the  Mediscreen  Company 
for  Channel  4.  The  booklet  draws  heavily 
on  the  ACE  handbook  to  the  Education  Act 
1981  but  is  much  less  technical  and 
should  serve  as  a  useful  source  of 
information  and  guidance  for  all  those 
concerned  with  the  education  of  disabled 
children.  Available  from  Broadcasting 
Support  Services,  PO  Box  4000,  London 
W3  6XJ,  it  is  free  of  charge  but  please  send 
a  SAE  (9"  X  6"). 


Educational  Reports 


Manor  House  News 


Friendship  Scheme 

When  the  scheme  was  instigated  in  the 
Spring  of  1983  I  confess  to  having  pre- 
conceived ideas  as  to  how  it  would 
develop.  How  wrong  I  was!  I  envisaged 
that,  as  a  result  of  letters  sent  out  to 
various  groups  and  individuals,  a  group  of 
local  people  would  visit  the  Manor  House 
at  various  times,  gradually  getting  to  know 
all  our  young  people.  Then,  I  hoped,  they 
would  take  an  interest  in  a  particular 
youngster  and  'befriend'  that  youngster  by 
either  visiting  them  at  the  Manor  House,  or 
by  inviting  the  young  person  to  their 
homes.  I  envisaged  group  counselling 
sessions  and  group  signing  lessons  on  a 
regular  basis. 

However,  the  initial  response  to  the 
letters  was  disappointingly  poor,  and  the 
whole  scheme  has  developed  at  a  much 
slower  rate  and  in  a  different  way  from  that 
which  I  had  originally  expected. 

For  a  start,  there  wasn't  the  expected 
rush  of  people  eager  to  befriend  one  of  our 
youngsters!  Why  not,  I  wondered?  Did  I 
make  the  original  letter  sound  too  off- 
putting?  However,  interest  was  gradually 
generated  by  one  or  two  couples  and  the 
first  tentative  steps  were  made. 

We  began  to  have  enquiries  from 
people  who  had  met  our  youngsters  - 
perhaps  in  church  or  doing  their  shopping 


in  the  local  supermarkets  -  and  were 
anxious  to  learn  some  signing  in  order  that 
they  might  communicate  with  them  when 
they  met  them  outside.  We  also  had  phone 
calls  from  people  wanting  to  do  voluntary 
work  during  the  evenings  and  at  weekends. 
None  of  these  requests  was  turned  down, 
and  although  several  people  started  and 
then,  for  various  reasons  dropped  out  of 
the  scheme,  we  now  have  a  reliable 
nucleus  of  about  twelve  "friends"  getting 
to  know  our  young  people  in  one  way  or 
another. 

Julie  has  formed  a  firm  friendship  with 
a  couple  whose  daughter,  in  pre-university 
days,  used  to  visit  her  at  the  Manor  House. 
Mr  and  Mrs  Miller  come  to  visit  Julie  one 
evening  every  week  -  they  spend  some 
time  with  Julie  (who  has  been  delighted  to 
teach  them  the  manual  alphabet  and  is 
now  improving  their  signing!)  and  then 
attend  the  evening  Signing  class  which  is 
held  every  Wednesday  night.  From  time  to 
time  they  invite  her  to  their  home  for  tea  - 
and  how  Julie  enjoys  helping  to  cook  the 
food!  So  successful  has  this  link-up  been, 
that  Julie's  parents  and  Mr  &  Mrs  Miller 
have  also  got  to  know  each  other. 

Maurice  has  been  "befriended"  by  a 
family  in  the  next  village,  whose  daughter 
used  to  be  a  Care  Assistant  at  the  Manor 
House.  He  spends  a  Sunday  with  them 


about  once  a  month  and  often  stays  with 
them  for  a  longer  period  over  the 
Christmas  and  Easter  periods. 

Another  couple  are  at  this  moment 
showing  an  interest  in  Susan,  with  whom 
they  feel  they  have  much  in  common,  and 
someone  else  is  wanting  to  befriend  Paul. 

Several  people  are  now  regularly 
attending  the  Signing  class  on  a  Wednesday 
night,  and  when  they  feel  more  confident  I 
hope  that  some  of  them  will  participate  in 
the  Friendship  Scheme. 

On  two  or  three  evenings  a  week  we 
also  have  voluntary  helpers  in.  One  of 
them,  a  local  schoolteacher,  has  come 
every  week  for  the  past  four  months,  and 
we  have  been  more  than  grateful  for  her 
help.  We  also  have  volunteers  for  our 
Saturday  morning  swimming  sessions  at 
the  local  Leisure  Centre,  a  volunteer  for 
riding  on  a  Wednesday  afternoon,  and 
people  we  can  call  upon  to  take  a  particular 
youngster  for  a  hospital  appointment  or  to 
the  hairdresser's. 

Taken  all  round,  I  am  very  happy  at  the 
way  in  which  the  scheme  is  now  developing. 
Although  the  pace  of  its  development  is 
slowerthan  I  originally  anticipated,  and  the 
number  of  participants  is  fewer,  I  feel  we 
are  building  on  a  surer  foundation  for  the 
success  of  the  scheme  in  the  future.  What 
we  may  have  lost  in  quantity  is  more  than 
made  up  for  in  terms  of  quality  and  this  can 
only  be  beneficial  to  our  young  people. 
June  Brooks. 


Christmas  Party 

The  Manor  House  Christmas  party  was 
held  on  Saturday  10th  December.  It  was 
actually  a  combined  Birthday  and  Christmas 
party  as  three  of  our  young  people  have 
birthdays  in  the  pre-Christmas  period. 

Ellie,  our  Matron,  once  again  'persuaded' 
the  Landlord  of  The  White  Horse  Pub  (just 
across  the  road  from  The  Manor  House)  to 
allow  us  to  use  their  club  room  free  of 
charge.  All  members  of  staff  offered  to 
contribute  towards  the  food,  the  result 
being  a  magnificent  buffet  including  three 
birthday  cakes. 

After  much  discussion  it  was  decided 
to  make  this  year's  party  more  of  a  'family' 
affair  including  past  and  present  members 
of  staff  and  their  families,  and  voluntary 
helpers  and  their  families. 

In  all  over  80  people  attended  and  it 
was  very  pleasing  to  see  everyone  so 
willing  to  work  together  for  the  benefit  and 
enjoyment  of  our  young  people. 

Jill  Blanchard. 


David  finds  parties  thirsty  work! 


New  Unit  In  Essex 


A  new  community  unit  for  multi-handicapped 
blind  -  including  deaf-blind  -  is  opening 
soon  in  Colchester. 

Braiswick  Lodge  is  opening  as  part  of 
the  development  plans  of  the  North-East 
Thames  Regional  Health  Authority,  to 
provide  for  some  of  the  residents  of  Turner 
Village  Hospital  and  neighbouring  hospitals 
within  the  community.  It  is  a  large  house, 
with  1 2  individual  bedrooms,  set  on  a  main 
road  on  the  outskirts  of  Colchester.  The 
residents,  who  have  already  been  selected, 
will  mainly  be  drawn  from  the  Turner 
Village  Deaf-Blind  Unit. 


The  Victorian  house  is  being  simply 
adapted,  following  suggestions  from 
SENSE,  to  allow  appropriate  lighting, 
decoration  and  equipment  suitable  to  the 
needs  of  blind  and  deaf-blind  people.  In 
most  ways,  however,  it  will  be  an  ordinary 
house,  and  residents  will  be  encouraged 
as  far  as  possible  to  live  ordinary  lives. 

The  high  staff  ratio  -  19  staff  for  12 
residents  -  will  enable  residents  to  be 
involved  in  all  aspects  of  normal  life.  They 
will  help  with  cooking,  washing  and 
cleaning,  and  will  have  active  links  with  the 
local  community. 

Training  during  the  day  will  be  carried 
out  by  Occupational  Therapists,  who  have 
been  involved  with  the  residents  during 
their  period  at  Turner  Village.  All  staff  will 


follow  aspecially-designed  training  course 
prior  to  the  opening  of  the  unit  in  June  (or 
thereabouts),  with  the  assistance  of  SENSE 
staff. 

Perhaps  the  most  satisfying  aspect  ot 
this  new  unit  is  that  it  should  provide  a  high 
standard  of  care  for  life.  Let  us  hope  that 
other  authorities  -  both  health  and  social 
services  -  will  follow  the  example  that 
Essex  is  setting,  and  start  considering 
plans  for  other  units  along  these  lines. 
Within  Essex  itself  we  know  of  many  other 
young  people  who  could  benefit  from  such 
a  unit. 

Braiswick  Lodge  is  showing  that  there 
is  no  practical  reason  why  deaf-blind 
ness  should  prevent  people  from  living  an 
ordinary  life  outside  hospital. 
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Toys  and  Equipment 


In  each  future  Newsletter  we  hope  to  print  details  of  any  new  pieces  of  equipment  which 

people  have  found  useful  with  deaf-blind  children.  Please  help  to  share  new  ideas  by 

sending  in  details  of  your  own  discoveries. 


'Pethna' 

An  interchangeable  toy  system  for  handi- 
capped children  and  adults 

This  toy  has  been  strongly  recommended 
by  several  members  of  the  Welsh  Region. 

A  Pethna'  is  a  toy  which  has  been 
designed  and  constructed  particularly  for 
the  handicapped,  and  is  intended  to 
entertain  and  amuse  as  well  as  encourage 
the  use  of  simple  skills.  It  consists  of  an 
•in-box'  (a  simple  device  that  has  to  be 
operated  by  the  child),  and  an  'out-box' 
la  rewarding  outcome  for  operating  the  'in 
box").  A  'Pethna'  can  be  tailored  to  meet 
individual  child's  requirements  and  includes 
the  following  major  features: 

The  'out-box'  generally  contains  a 
cassette  player  wh-ch  is  capable  of  play- 
ing an  endless  cassette.  Music,  nursery 
rhymes.  T.V.  theme  music,  advertisement 
jingles  etc.  can  be  played  for  short 
bursts.  Controls  inside  the  'out-box'  enable 
the  volume  and  duration  of  each  play  to 
be  changed.  Some  out-boxes'  include 
flashing  lights,  spinning  objects  or  puffs 
of  air  that  can  be  blown  at  the  child.  A 
vibratory  seat  can  be  attached  to  all  'out- 
boxes'.  The  'out-boxes'  can  be  altered 
and  changed  to  allow  for  each  child's 
likes  and  dislikes,  and  for  the  child 
becoming  bored  with  a  particular  reward 
such  as  when  the  novelty  wears  off. 
Changeable  batteries  that  power  the 
Pethna'  are  housed  in  the  'out-box'. 

(ii)  The  'in-box'  component  of  a  'Pethna' 
consists  of  something  that  the  child  has 
to  operate  to  get  the  reward.  This  could 
be  a  simple  touch  or  squeeze  device  for 
the  more  severely  retarded,  leading  up  to 
complicated  peg-boards  and  shape  boards 
for  more  able  children.  Things  to  blow, 
screw,  pull,  drop  objects  into ...  (in  fact. 
any  skill  that  it  might  be  useful  to  get  the 
child  to  practise)  can  be  incorporated  in 
an  in-box'. 

(iii)  Most  'in-boxes'  are  adjustable  so  that 
the  requirement  from  the  child  can  be 
gradually  increased  as  he  becomes  more 
proficient.  For  example,  he  may  be  required 
to  squeeze  something  progressively 
harder,  push  a  knob  along  a  greater 
distance,  put  more  pegs  into  holes  etc. 
before  the  reward  is  switched  on.  In  this 
way  the  child's  skils  can  be  stretched  at 
a  rate  that  he  determines  and  the  'Pethna' 
serves  an  educational  function. 

(rv)  The  Pethna'  is  constructed  so  that  a 
variety  of  combinations  of  different  'in- 
■.,)-.'.  and  'out-boxes'  are  possible, 
making  the  system  considerably  flexible 
and  capable  of  being  tailored  to  indi- 
vidual nee-:-- 

(v)  A  Pethna'  is  solidly  constructed  and 
considerably  robust  so  that  it  can  stand 
up  to  frequent  boisterous  handling.  Out- 
bOMBtf  can  be  provided  with  the  facility 
for  clamping  to  a  table  where  necessary. 

•hough  the  design  of  the  mechanical 
and  electronic  components  of  the  'Pethna' 
i&  quite  sophisticated,  the  construction  is 


Examples  from  the  wide  range  of  'Pethna' 
Equipment 


relatively  simple  so  that  maintenance  is 
relatively  straightforward.  Detailed  plans 
and  wiring  diagrams  are  provided  with 
each  module  and  fault-finding  and  repair 
tips  are  provided.  All  electronic  compo- 
nents are  located  on  an  easily  removable 
circuit  board,  and  a  free  postal  repair 
service  is  provided  for  faults  on  the 
board  in  the  event  of  a  fault  developing 
in  the  first  twelve  months.  Thereafter, 
repairs  could  be  carried  out  for  a  nominal 
charge. 

Address  for  orders  and  enquiries:  Bryn 
Roberts,  26  Sandway  Road,  Wrexham. 
Clwyd.  North  Wales.  (Telephone:  Wrexham 
(0978)  54161) 


MICRO  MIKE 


MICROMIKE  attaches  to  a  BBC  Micro- 
computer, to  enable  a  child  to  play  a 
number  of  games  with  his  voice.  This 
encourages  clear  vocalisation  in  speech- 
impaired  children,  and  allows  the  computer 
to  be  used  by  physically  handicapped 
children. 

There  are  a  number  of  different  games  to 
play: 

(1)CITY  -  draw  a  city  skyline  with  your 
voice.  The  child  can  control  the  height. 
width  and  position  of  buildings  drawn  on  a 
screen,  by  varying  the  timing,  loudness  and 
length  of  his  vocalisations. 

(2)  SHOOT  -  Use  carefully  timed  vocali- 
sations to  play  a  shooting  gallery  game. 

(3)  BOAT  -  Steer  a  speedboat  through  the 
channel,  past  some  rocks,  with  your  voice. 

And  many  more.  Further  programmes  are 
under  development. 

The  system  is  simple  to  use.  and  costs  £25 
with  introductory  programmes.  You  will 
need  to  have  a  BBC  Microcomputer. 

Contact:  J  Tubberer,  51  Guernsey  Close. 
Widnes,  Cheshire. 


ESNS  Consortium 

The  Spastics  Society  are  now  marketing 
a  range  of  simple  electronic  switches 
which  can  be  used  with  readily  available 
toys  and  other  electrical  accessories  that 
have  been  suitably  adapted. 

These  switches  have  been  tested  in 
some  London  schools  over  the  past  few 
months  and  have  been  found  to  be 
useful  for  both  the  teacher  and  parents 
to  use  with  their  children. 
Pressure  Switch:-  activated  by  applying 
light  pressure  to  top  of  switch.  Cost 
£12.00 

Wobble  Switch:-  activated  by  gripping  a 
small  joystick  and  pushing/pulling  in  any 
direction.  Cost  £13.50 
Touch  Switch:-  activated  by  simply  touch- 
ing surface  of  switch  (skin  contact).  Cost 
£9.75 

Shadow  Switch:-  activated  by  casting  a 
shadow  over  the  switch.  Cost  £7.50 
Control  Unit:-  used  in  conjunction  with 
Touch  and  Shadow  switches.  Cost  £20.00 
Leads  are  available  at  an  approximate 
cost  of  £3.25  to  connect  the  switches  to 
the  toy  etc. 

For  further  information  write  to:-  Mr. 
H.  Cragg,  Product  Development  Officer, 
Beumont  Products.  The  Spastics  Society, 
Sully  Works.  Hayes  Road.  Sully.  Penarth. 
Glamorgan  CF6  2SE.  Telephone  (044673) 
3418:  or  contact  Christ  Stoneat:  ESNS 
Consortium.  Jack  Tizard  School.  Finlay 
Street.  London  SW6  6HB.  Telephone  01- 
736-8877. 

The  ESNS  Consortium  also  produce 
a  wide  range  of  teaching  packs,  specially 
designed  for  children  with  a  variety  of 
special  needs. 

For  example,  the  'Market  Place'  pack 
consists  of  large  clear  photographs  of 
common  shopping  items,  with  guidelines 
for  use  as  prompt  cards,  naming  aids. 
sorting  exercises. 

Pre-Writing  Skills'  material  is  designed 
to  provide  simple  practice  exercises  in 
hand-eye  co-ordination  for  children  with 
visual  handicaps  or  special  learning  diffi- 
culties. There  are  30  Worksheets  and  40 
Funsheets,  designed  and  prepared  by 
staff  used  to  working  with  disabled 
children. 

For  details  of  these  and  many  other 
packs,  write  for  a  catalogue  to  the  ESNS 
Consortium  (address  above). 


Squeaker  T  Shirts 

Adrian  Marsh  Ltd  have  produced  a  range 
of  T-shirts  with  squeakers,  for  use  either 
as  a  toy,  as  an  educational  aid,  or  as  a 
way  of  a  handicapped  child  attracting 
attention.  They  come  in  a  range  of 
designs  and  are  completely  washable. 
For  further  details  contact:-  Adrian  Marsh 
Ltd,  Viceroy  House,  Salisbury  Avenue. 
Southend-on-Sea,  Essex. 
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Calthorpe  Special  Scliool 


althorpe  Special  School  is  a  Local 
uthority  day  school  in  Birmingham  for 
lildren  with  moderate  to  profound  learning 
ifficulties  caused  by: 
sensory  impairment  (mainly  auditory  and 
sual) 

emotional  and  behavioural  problems 
central  (i.e.  brain)  dysfunctions 
unknown  factors 

hildren  can  enter  school  at  2  years  of  age 
id  remain  until  19.  The  first  term  —  or 
nger,  if  necessary  —  is  used  as  an 
ssessment  period  to  establish  the  correct- 
ess  of  the  placement.  Integral  with  the 
:hool  is  a  Youth  and  Adult  Centre  which 
an  provide  further  education  and  social 
;tivities  after  children  leave  the  school 
■oper  at  19.  At  present  there  are  270 
lildren  on  the  school  roll,  of  whom  18 
ave  a  dual  hearing  and  visual  impair- 
ent.  Within  the  school  there  is  a  well- 
quipped  Hearing-Impaired  Unit  staffed  by 
/o  full-time  qualified  Teachers  of  the 
eaf.  The  Unit  performs  the  following: 

the  identification  of  hearing  problems. 

very  new  child  has  his  hearing  assessed, 
'ith  very  young  or  severely  disabled 
lildren,  this  process  may  take  many 
^ssions  spread  over  weeks  or  months.  A 
ariety  of  techniques  may  be  employed 
icluding  conditioned  response  audiometry, 
lay  audiometry,  distraction  testing  and 
mipanometry.  In  addition  to  new  children, 
jachers  refer  to  the  Unit  any  children  who 
o  not  appear  to  be  hearing  as  well  as  they 
hould. 

the  provision  and  maintenance  of 
mplification.  The  Unit  provides  a  number 
f  services,  including  minor  repairs  to  hear- 
ig  aids  and  ensuring  their  correct  perfor- 


mance, making  earmould  impressions, 
and  issuing  batteries.  The  Unit  tries  to 
make  class  teachers  competent  in  the  day 
to  day  maintenance  of  their  children's  aids 
and  runs  regular  workshops  on  matters 
such  as  earmould  cleaning. 

•  individual  and  small  group  language 
tuition.  All  children  in  the  school  are  class 
based.  25  hearing-impaired  (some  also 
visually-impaired)  children  are  extracted  3 
or  4  times  a  week  for  a  20  minute  session 
on  an  auditory  trainer. 

For  children  with  the  dual  impairment, 
a  Visiting  Teacher  for  the  Visually-Impaired 
works  in  the  school  for  at  least  one  full  day 
per  week.  Her  duties  consist  of  assessing 
the  extent  of  the  impairment  and  advising 
class  teachers  on  an  appropriate  curri- 


culum. Individual  tutorials  are  also  given  to 
a  number  of  these  children.  There  is  close 
liaison  with  the  Teachers  of  the  Hearing- 
Impaired  on  assessment  and  curriculum 
recommendations.  Facilities  available  for 
the  visually-impaired  children  include  a 
sensory  stimulation  room  containing  Pethna 
equipment,  coloured  lights,  mobiles  and 
illuminated  toys.  Magnification  instruments 
and  large  print  books  are  also  available. 
Within  the  school  there  is  also  a  medical 
wing  with  a  full-time  nursing  and  para- 
medical staff  to  whom  children  can  be 
referred  if  necessary. 

Michael  Lavender 
Teacher  of  the  Hearing-Impaired 
Calthorpe  School,  Darwin  Street, 
Birmingham  B12 


National  Plan  for  Deaf-Blind  Education 


Je  reported  last  year  on  attempts  by  the 
'epartment  of  Education  and  Science  to 
jgulate  educational  provision  for  deaf 
hildren  and  for  blind  children.  The  DES 
evised  a  series  of  plans  because,  as  a 
jsult  of  the  falling  birth-rate  and  hence  of 
mailer  school  populations,  schools  and 
nits  for  the  deaf  and  blind  began  to  close, 
ut  with  no  overall  planning.  This  meant 
lat  some  areas  were  over-provided  whilst 
thers  were  left  with  no  provision  whatso- 
ver. 

The  DES  has  a  number  of  regional 
landing  conferences  in  special  education, 
ollowing  two  meetings  in  London,  these 
onferences  were  given  the  task  of  setting 
p  working-parties,  one  for  the  hearing- 
npaired,  the  other  for  the  visually- 
npaired,  whose  briefs  were  to  devise  a 
agional  strategy  for  future  provision, 
hese  regional  plans  were  then  to  be 
icorporated  into  national  plans,  both  of 
-hich  have  yet  to  be  published.  On  the 
'hole  the  working  parties  took  evidence 
om  existing  providers  i.e.  local  authorities 
nd  voluntary  organisations  managing 
eaf  schools  and  blind  schools.  Sensory 
npaired  children  placed  outside  such 
chools were  not  included,  norforthe  most 
art  were  consumer  organisations. 

NADBRH  was  concerned  to  be  fully 
lvolved  for  a  number  of  reasons.  Firstly, 
ie  dual  handicap  of  deafness  plus 
lindness  had  never  been  recognised  as 


an  educational  category,  and  as  a  result  no 
sensible  planning  for  deaf-blind  children 
had  ever  taken  place.  This  meant  that  the 
statutory  requirements  for  teacher-training 
which  apply  to  teachers  working  with  deaf 
or  blind  children  did  not  apply  to  deaf-blind 
children  unless  they  were  amongst  the 
lucky  minority  who  found  a  place  in  a  unit 
attached  to  a  deaf  or  blind  school. 

Secondly,  it  is  generally  recognised 
that  amongst  children  with  special  educa- 
tional needs  there  is  an  increasing 
percentage  of  multiple  handicaps.  The 
reducing  viability  of  a  main  school  for  the 
blind  or  deaf  would  bring  about  a  threat  of 
closure  not  only  to  itself,  but  a  thriving  unit 
for  the  deaf-blind.  Recent  events  at  The 
Royal  Victoria  School  for  the  Blind  in 
Newcastle  (see  page  1 6)  serve  to  illustrate 
this  point. 

Thirdly,  a  substantial  change  has 
taken  place  in  current  provision  for  deaf- 
blind  children  over  the  last  1 8  months.  Of 
the  13  deaf-blind  units  open  in  Summer 
1 982,  3  have  closed,  2  are  due  to  close  in 
November  1985,  1  is  under  threat  of 
immediate  closure  and  4  have  broadened 
theircriteria  for  admission  to  become  units 
either  for  multiply-handicapped  blind 
children  or  for  multiply-handicapped  deaf 
children.  This  leaves  only  3  units  - 
Condover,  Whitefields  and  Glasgow  -  as 
true  deaf-blind  units.  Such  changes  occur 
when  provision  is  affected  by  local  issues 


and  when  it  is  not  part  of  a  national 
provision  or  a  national  educational  con- 
sciousness of  that  category. 

Chris  Best's  survey  of  ESN(S)  Schools 
in  England  revealed  large  numbers  of  deaf- 
blind  children  placed  in  these  schools.  The 
intensive  work  with  pre-school  children 
and  their  families  at  the  Family  Centre  has 
brought  about  the  identification  of  more 
than  70  children  to  date  in  the  South  and 
Midlands  of  England  who  would  otherwise 
have  mostly  entered  their  local  ESN(S) 
school  and  thereafter  been  classified  as 
mentally  handicapped,  perhaps  for  life. 
The  early  recognition  of  deaf-blind  children 
in  such  numbers  means  that  appropriate 
units  must  be  provided  on  a  regional  basis. 

SENSE  submitted  proposals  to  all 
the  regional  working-parties,  some  of 
whom  included  us  in  their  deliberations. 
We  were  not  satisfied  that  the  very 
paticular,  and  usually  very  different  needs, 
of  deaf-blind  children  could  appropriately 
be  tacked  onto  plans  for  deaf  or  blind 
children,  but  it  seemed  the  only  course. 
The  DES  were  similarly  dissatisfied  and 
they  have  suggested  that  a  better  course 
would  be  for  an  official  working-party  to 
consider  provision  for  deaf-blind  children 
as  a  separate  issue,  along  with  perhaps 
other  groups  of  multiply-handicapped 
children  who  are  not  readily  provided  for  in 
existing  schools.  This  is,  of  course  long 
overdue  but  we  must  be  very  gratified  to 
feel  that  formal  planning  of  our  educational 
requirements  in  now  to  come  about.  We 
hope  to  report  much  more  action  in  the 
next  Newsletter. 
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Family  Centre  News 


Forthcoming  Events 

For  further  details  of  all  these  events 
please  contact  Lindy  Wyman  on  01-991 
0513  or  write  to  the  Family  Centre.  86 
Cleveland  Road  London  W13. 

Sunday  March  4th  1 1 .00am  -  5.00pm 
1  day  mobility  course. 
Speakers:-  a  mobility  officer 
a  physiotherapist 
a  parent  of  a  rubella  boy 
This  day  is  suitable  for  parents  of  children 
who  are  learning  to  walk  or  who  have 
achieved  mobility  but  need  to  learn  to 
become  more  "'organised"  in  their  walking. 
It  will  cover  the  needs  of  partially  sighted 
children  as  well  as  those  with  a  more 
severe  visual  impairment.  Creche  facilities 
are  provided. 

Saturday  1 7th  March  1 1 .00am  -  5.00pm 

1  day  communication  course. 

Speakers:-  a  lecturer  in  BSL 
a  teacher 

a  man  with  a  profound 
hearing  impairment 

This  day  is  for  parents  and  professionals 
who  wish  to  gain  some  basic  knowledge  of 
British  Sign  Language  and  early  com- 
munication skills.  Apply  immediately  as 
places  are  limited  to  15  participants. 
Please  apply  in  writing  forfurtherdetails  of 
this  course. 


Robert  Beattie  at  his  fourth  birthday  party 
which  was  held  at  the  Family  Centre  recently. 


Monday  and  Tuesday  1  9th  &  20th  March 
A  two  day   practical  course  for  people 
-  ^g  with  young  deaf-blind  children.  It 
.  saged  that  most  people  who  attend 
the  course  will  want  to  discuss  practical 
means  of  assisting  their  children's  develop- 
mental progress. 
Speakers:-  a  mobility  officer 
a  physiotherapist 
a  teacher  of  hearing-impaired 
children 

a  teacher  of  visually  -  hand- 
icapped children 
a  parent  of  a  deaf-blind  child 
There  will  be  ample  opportunity  for 
discussing  indnndual  children's  programmes. 
Please  appty  immediately  as  places  are 
limited  to  1 5  participants. 


Saturday  and  Sunday  7th  &  8th  April 
Communication  Skills  Weekend  Workshop. 
Speakers  will  include  a  parent  of  a  deaf- 
blind  child 

A  two  day  parents  workshop  for  parents 
who  wish  to  increase  their  communication 
skills.  This  weekend  is  not  suitable  for 
absolute  beginners  and  is  designed  for 
parents  who  already  use  Total  Communi- 
cation techniques  with  their  young  children. 
The  day  starts  at  1 1 .00am  on  Saturday  and 
finishes  at  lunchtime  on  Sunday.  Creche 
facilities  are  provided.  These  weekends 
get  booked  very  quickly  so  please  apply 
immediately. 


Monday  to  Friday  May  1 4th  -  May  1 8th 
This  weeks  course  is  for  people  working 
with  young  deaf-blind  children.  For  details 
of  costs  and  course  content  please  apply 
in  writing  by  Monday  April  9th. 

Saturday  and  Sunday  June  2nd-3rd 
The  June  parents'  weekend  will  include  a 
party  for  parents  and  children  on  Saturday 
June  2nd.  The  children's  party  will  be  in  the 
early  evening.  The  parents'  party  will  be  in 
the  late  evening  and,  judging  from  the 
party  which  was  held  at  the  Family  Centre 
in  February,  this  party  will  continue  until 
the  early  hours  of  Sunday  morning! 


Aillil  Finlayson  at  Robert's  birthday  party. 
Aillil  and  Roberts  parents  came  to  the  last 
communication  workshop.  Both  children  are 
using  British  Sign  Language  as  a  means  of 
communication. 


David  Brown 

Just  before  Christmas,  David  Brown, 
our  Teacher/Co-ordinator  at  The  Family 
Centre,  had  an  unfortunate  and  very 
serious  accident  While  he  was  decorating 
his  flat,  a  screwdriver  pierced  his  left 
eye. 

He  has  had  two  operations  to  repair 
the  damage  at  the  Western  Opthalmic 
Hospital  in  London,  and  as  we  go  to 
press  has  had  a  major  operation  to 
repair  and  replace  the  retina  which 
became  detached.  David  is  still  uncertain 
whether  or  not  he  will  regain  sight  in  the 
eye,  but  is  being  very  cheerful  and  positive 
about  it.  Typically,  he  is  most  concerned 
about  'his  families'  and  they,  like  us, 
sent  him  love  and  best  wishes  for  a 
speedy  and  successful  recovery. 


Minister  for  Disabled 
Visits  Family  Centre 


MrTony  Newton,  Ministerforthe  Disabled, 
spent  4  hours  visiting  The  Family  Centre 
on  Wednesday.  1 5  February,  during  which 
he  was  introduced  to  most  of  the  main 
issues  that  concern  our  members. 

After  a  brief  introductory  chat  Mr  Newton 
went  straight  into  the  classroom,  to  watch 
Lindy  Wyman  (Principal)  and  Chris  Dunn 
working  with  the  children  on  a  Develop- 
mental Programme  Planning  Session.  Mr 
Newton  showed  a  great  interest  in  the 
work  of  the  Centre,  and  had  to  be  prised 
away  from  his  conversations  with  Christine 
and  Gary  Taylor  (parents  of  Paul)  and 
Jacqui  and  Bernard  Dunleavy  (Lucy's 
parents),  from  whom  he  heard  about  their 
experiences  in  bringing  up  a  deaf-blind 
child,  and  about  the  important  role  a  pre- 
school service  can  play. 

There  then  followed  a  lengthy  discus- 
sion, during  which  Mr  Newton  had  the 
opportunity  of  hearing  the  views  of  many 
parent  and  professional  members  of  the 
Association,  on  the  subject  of  Education. 


Jessica  Hills-  our  Chairman  and  herself  a 
teacher  of  deaf  children  -  summarised  the 
existing  provision,  and  spoke  about  the 
need  to  develop  a  training  course  for  staff 
working  with  deaf-blind  children.  Rodney 
Clark  described  the  existing  plans  for 
future  education  provision,  including  the 
threat  to  units  such  as  Newcastle,  and 
outlined  the  intervention  which  is  required 
from  the  Government  to  prepare  appropriate 
national  and  regional  provision.  Doreen 
Norris,  our  Education  Committee  Chairman, 
spoke  about  the  future  of  the  children  at 
present  in  the  Perrygrove  deaf-blind  unit  of 
which  she  is  the  head,  which  is  closing 
shortly.  Another  personal  view  came  from 
Norman  Brown  -  parent  member  -  who 
spoke  of  the  efforts  involved  in  finding 
suitable  education  for  his  son  Stephen. 
And  the  situation  faced  a  few  years  ago 
was  outlined  by  Margaret  Brock  in  her 
description  of  how  her  son  Christopher 
progressed  through  the  embryonic  educa- 
tion system  of  the  50's  and  60's. 
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Minister  Visits  (confined) 

Usher's  S',  ndrome,  and  its  effects  on 
producing  progressive  blindness  among  a 
sizeable  proportion  of  deaf  schoolchildren 
was  described  by  Mary  Guest,  who  talked 
of  her  plans  for  an  Education  and  Awareness 
Programme.  An  application  for  funding  is 
now  with  the  DHSS. 

The  discussion  then  turned  to  Further 
Education,  where  Mr  Newton  heard  from 
several  parents  of  deaf-blind  young  adults. 
Margaret  White,  Trevor  Smith,  Norman 
Brown  and  Margaret  Brock  all  explained 
their  hopes  for  their  children,  and  John 
Blanchard  (Principal  of  The  Manor  House) 
explained  the  need  for  suitable  further 
education  provision.  Throughout  the  long 
meeting,  the  three  young  people  whom 
John  had  brought  down  for  the  day-  Paul, 
Susan  and  Linda  -  were  able  by  their 
presence,  to  demonstrate  the  progress 
they  have  achieved  at  The  Manor  House. 

On  the  issue  of  long-term  residential 
care,  Paul  Ennals  and  Rodney  Clark 
outlined  the  problems  of  getting  the 
necessary  cooperation  between  local 
authorities  to  provide  the  services  we 
require.  The  need  forflexibility  of  provision 
was  emphasised,  but  Jessica  underlined 
once  again  the  need  to  plan  regional 
services  for  deaf-blind,  from  birth  to 
adulthood  and  beyond.  The  parents  ex- 
plained their  worries  about  who  would  look 
after  their  children  when  sickness  or  old 
age  prevented  the  parents  from  carrying 
out  this  role.  They  talked  also  about  the 
presures  of  caring  for  a  deaf-blind  child, 
and  why  two  of  the  families  present  had 
finally  agreed  to  their  children  entering 
mental  handicap  hospital.  (One  of  these 
young  people  is  now  at  Poolemead;  the 
other  we  hope  will  find  a  better  placement 
soon). 

The  problem  of  disputes  with  local 
authorities  was  raised,  when  Rodney  Clark 
referred  to  Dawn  Kemsley's  well-publicised 
battle  with  Leeds  Social  Services  Depart- 
ment, and  pointed  out  that  the  legislation 
which  SENSE  is  promoting  through  the 
House  of  Lords  would,  if  accepted,  give 
parents  and  disabled  adults  the  same  right 
of  involvement  and  appeal  that  the  1981 
Education  Act  had  granted  to  school- 
children and  their  families. 

Mary  Welland,  Co-ordinator  of  the 
National  Rubella  Council,  spoke  about  the 
progress  of  the  Rubella  Campaign,  and 
described  the  future  plans  for  its  work. 

That  old  chestnut,  Mobility  Allowance, 
turned  up  once  again  when  Mr  Newton 
promised  to  write  providing  guidance  on  the 
criteria  for  approving  Mobility  Allowance, 
to  smooth  over  the  apparent  anomalies 
now  existing.  It  was  pointed  out  to  him  that 
we  have  heard  about  30  successful  claims 
made  by  members  since  Janet  Mann's  test 
case  earlier  in  the  year,  but  we  have  also 
heard  of  half  a  dozen  failures  from 
claimants  who  seemed  to  be  equally 
deserving. 

The  meeting  ended  with  a  delicious 
lunch  prepared  by  Gilda  Avanessian  - 
new  secretary  of  the  London  Region  - 
during  which  Mr  Newton  chatted  further 
with  many  parents. 

All  the  participants  were  very  pleased 
by  the  interest  and  attention  paid  by  Tony 
Newton  to  the  issues  we  raised.  Gary 
Taylor  said  "Mr  Newton  showed  a  great 
deal  more  than  polite  interest,  and,  best  of 
all,  not  one  trace  of  pity  or  sadness".  He 
certainly  went  away  with  a  lot  to  think 
about,  and  we  must  hope  that  it  will  help 
him  towards  a  greater  understanding  of 
our  children  and  their  needs. 


At  the  end  of  term  we  had  to  say  farewell  to 
our  colleague,  Helen  Townend.  Helen 
moved  to  Pathways  to  work  about  three 
years  ago  when  Overley  Hall  was  sold  by 
the  RNIB.  She  has  now  been  made  the 
Head  at  Sunshine  House,  Southport,  and 
we  congratulate  her  on  this  appointment. 

Those  of  you  who  know  her  will 
appreciate  that  she  will  bring  unlimited 
energy,  a  sound  knowledge  of  rubella 
children,  and  an  unselfish  dedication  to 
her  new  role.  We  will  certainly  miss  her 
special  brand  of  humour  and  her  engaging 
personality.  We  wish  her  well  in  her  new 
post. 

One  of  her  responsibilities  at  Pathways 
was  to  send  items  for  inclusion  in  your 
Newsletter  and  for  the  next  few  issues  I 
would  like  to  send  you  notes  on  specific 
aspects  of  our  work  at  Pathways  before  we 
find  a  more  permanent  scribe. 

The  Shop 

'Sale',  'Bargain',  '50%  more',  '3p  off  —  this 
language  is  more  suited  to  Tesco's  or 
Sainsbury's,  you  may  think.  In  fact,  the 
theory  behind  the  sales  talk  is  common  to 
most  shops  these  days.  It  is  the  language 
of  our  own  Tuck  Shop  that  I  quote. 

The  Shop  has  been  going  now  for  eight 
years  and  its  success  is  due  to  the  untiring 
efforts  of  three  of  our  staff,  all  of  whom  are 
responsible  for  stocking  it  and  for  opening 
it  twice  a  week. 

Unlike  the  other  shops  I  have 
mentioned  there  is  no  profit  motive  involved 
—  if  a  profit  is  made  it  is  by  accident  and  not 
design! 

The  Shop  stocks  commodities  which 
the  children  need  each  week,  e.g.  stamps 
for  their  letters  home,  or  goods  which  the 
children  cannot  do  without,  e.g.  tooth- 
paste, toothbrushes,  or  treats  such  as 
sweets  and  Coke. 

We  are  convinced  that  the  Tuck  Shop 
plays  an  important  role  educationally. 

It  is  a  very  important  bridge  between 
the  school  and  the  real  shops.  The  children 
can  learn  to  give  the  right  money  for  the 
goods  they  wish  to  buy  and,  when  older,  to 
work  out  the  right  change  they  should 
receive.  All  this  learning  takes  time  and 
within  the  environment  of  our  Shop  there  is 
no  "pressure"  on  them  to  be  quick.  The 
Shop  gives  them  the  opportunity  of  using 
skills,  acquired  in  the  classroom,  in  a 
practical  way. 

The  Shop  gives  the  children  the 
opportunity  of  making  choices.  This  process 
is  very  difficult  for  some  children.  As  they 
progress  they  may  have  to  decide  between 
six  or  seven  bars  of  chocolate  and,  having 
chosen,  they  have  to  stick  to  that  decision. 
Again,  insufficient  money  will  not  buy  the 
bar  of  chocolate  that  looks  most  appeal- 
ing. This  can  be  a  painful  lesson  to  learn. 

Many  of  us  have  had  to  queue  up  with  a 
young  child  orchildren.  We  have  expected 
them  to  be  very  good  even  forshort  periods 
and  often  the  results  have  been  disastrous. 
Having  to  queue  up  each  week  to  wait  their 
turn  gives  them  good  practice.  It  is 
possible  to  arrange  a  child's  programme  so 
that  he  or  she  is 'planted'  in  the  queue  and 


thus  the  time  of  waiting  is  increased 
gradually.  Learning  to  wait  is  an  extremely 
important  lesson  to  learn. 

The  senior  children  can  learn  to  under- 
stand the  special  vocabulary  used  in  the 
shops,  e.g.  '50%  off,  'extra  1 5%'  —  such 
explanations  can  form  an  important  part  of 
language  and  maths  lessons.  If  the  children 
are  able  to  shop  then  we  must  help  to  make 
them  discerning  shoppers  too. 

Another  valuable  aspect  of  the  Shop  is 
that  it  brings  all  sections  of  the  school 
together.  When  the  Shop  is  open  there  is 
the  opportunity  for  children  from  various 
parts  of  the  school  to  meet  and  for  much 
social  interaction  to  take  place. 

New  Equipment 

Within  the  last  two  years  we  have  replaced 
old  communication  equipment  or  bought 
new  auditory  training  apparatus  to  the 
tune  of  £20,000. 

One  particularly  important  piece  of 
equipment  is  the  closed  circuit  television 
which  allows  print  and  pictures  to  be 
greatly  magnified.  Everything  then  appears 
on  a  large  television  screen.  This  has 
certainly  spurred  on  some  of  our  more 
reluctant  readers!  The  machine  also 
magnifies  objects  too. 

The  phonic  ears  that  we  are  using  with 
some  of  the  children  have  proved  to  be 
most  beneficial.  Despite  the  cost  of  the 
units,  we  feel  that  it  is  money  well  spent 
when  we  see  a  number  of  the  children 
responding  in  a  positive  way. 

Stereo  speech  trainers  have  been 
bought,  audiometers,  a  tympanometer 
(which  produces  graphs  showing  how  the 
eardrums  are  working),  a  hearing  aid 
analyser  (which  indicates  whether  aids  are 
performing  well),  Braille  machines,  and  a 
video  camera  and  recorder.  We  hope  to 
have  a  computer  soon.  Another  article  on 
how  we  use  all  this  equipment  will  be 
written  later  on  in  the  year. 

Aiming  for  Gold 

A  handicapped  girl  of  about  fifteen  sat 
opposite  me  'chatting'  to  her  mother  as  we 
all  waited  in  the  doctors'  waiting  room  the 
other  evening.  Later,  one  of  the  doctors 
handed  me  a  very  large  gold  medal  and 
explained  that  this  young  girl  had  brought 
it  for  the  doctors  to  see.  She  had  won  it  at 
the  Olympics  for  handicapped  people. 

It  struck  me,  that  looking  back  at  some 
of  the  children  known  to  us,  they  may  have 
been  able  to  have  competed  quite  favour- 
ably and  to  have  achieved  a  high  standard 
at  both  athletics  and  swimming.  Perhaps 
we  ought  to  be  on  the  look-out  now  for 
children  who,  with  adequate  training  and 
sound  advice,  could  compete  for  such 
medals  —  and  win! 

Please  write  to  me  if  you  have  any 
comments  about  our  'news'  items  or  on  any 
other  educational  matter. 

John  Peter  Jones 
Teacher  in  Charge 
Pathways',  Condover  Hall. 
Condover,  Nr  Shrewsbury, 
Shropshire 
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Melanie  and  Beech.  Tree 


This  is  the  story  of  Melanie  Jarrett,  a  severely  handicapped  girl  who,  after  many 

unsettled  years,  is  now  making  excellent  progress  in  a  Unit  designed  for  children 

with  severe  behaviour  problems.  It  is  a  story  that  shows  how  co-operation  between 

parents  and  authorities  can  work  to  the  best  interests  of  the  child.  It  also  tells  of  a 

very  special  unit  —  Beech  Tree  House. 

As  a  change  from  the  normal  format  of  'Members  News'  articles,  we  asked  for 
contributions  from  Melanie's  mother,  from  her  foster  mother  Mrs  Edwards,  from 
her  education  department,  and  from  the  principal  of  her  School  Unit,  to  tell  the 

story  of  Melanie's  progress  before  and  since  her  arrival  at  Beech  Tree  House. 


Melanie  Jarrett  was  born  in  April  1971. 
She  was  rubella  handicapped,  and  was 
diagnosed  as  severely  mentally 
handicapped,  partially  deaf  and  partially 
sighted,  with  a  heart  murmur  and  severe 
behaviour  problems.  At  the  age  of  5,  she 
went  to  Condover  School,  but  she  did  not 
settle  there,  and  her  severe  problems  at 
home  resulted  in  her  being  admitted  to 
Leybourne  Grange  Hospital  in  January 
1977,  soon  before  her  sixth  birthday. 

Her  mother,  Drusilla  Cerballos,  kept 
a  close  and  constant  interest  in  Melanie's 
progress  and  has  remained  involved  in  all 
the  decisions  relating  to  her  daughter's 
care  and  education.  However,  soon  after 
Melanie's  admission  to  hospital,  Mrs 
Cerballos  was  blinded  in  a  car  accident, 
so  it  became  clear  that  other  help  would 
be  needed  to  care  for  Melanie  in  the 
future. 

Reports  from  Melanie's  early  days  at 
Leybourne  Grange  show  that  she  was  a 
lively  girl,  but  very  disturbed,  often 
banging  her  head  and  poking  her  face. 
She  was  disturbed  at  her  school  too,  and 
any  changes  in  her  environment  seemed 
to  unsettle  her.  There  were  regular 
reviews,  where  Mrs  Cerballos  could 
discuss  Melanie  with  the  care  staff,  the 
psychologist  David  Ellis,  and  staff  from 
the  fields  of  education,  medicine  and 
nursing. 

The  Education  Department 
writes: 

"It  was  decided  that  the  best  possible 
place  for  Melanie  was  in  a  special  unit  at  a 
residential  school  which  could  give 
constant  individual  attention  to  Melanie,  to 
work  out  the  best  way  in  which  to  handle 
her  and  to  restore  her  to  a  family  in  the 
community.  The  Education  Department 
agreed  to  fund  her  stay  at  Beech  Tree  House. 
In  turn  the  Unit  agreed  to  take  her  on  the 
understanding  that  during  the  school 
holidays  she  would  not  have  to  return  to 
the  hospital  and  an  institutional  way  of  life. 
Without  this  agreement  it  was  felt  that  any 
good  achieved  during  the  term  would  be 
undone  during  the  holidays.  So  Melanie 
needed  a  home." 

Nurse  Jenny  Edwards  had  cared  for 
Melanie  during  her  ?>tay  at  Leybourne 
Grange.  She  and  her  husband  Derek 
suggested  that  they  foster  Melanie,  and 
continue  during  the  holidays  the 
programmes  of  care  and  training  that  her 
■.'.'',',    //'jut'l  <)':/<;lop  hlhrr.  were  made, 
Melanie  was  accepted  at  Beech  Tree 
House,  a  unit  attached  to  Meldreth  Manor 
School,  run  by  the  Spastics  Society. 


Jenny  Edwards  writes: 

"On  the  24th  September  1 982,  Derek  and  I 
were  passed  as  foster  parents,  after  a  full 
'Foster  Parent  Assessment'.  When  Melanie 
had  spent  the  occasional  day  at  our  house 
she  had  seemed  to  relax  in  the  quieter 
atmosphere.  There  was  every  sign  that  a 
family  environment  would  suit  Melanie 
well.  She  had  begun  to  learn  Makaton  Sign 
Language,  and  she  leant  to  sign  'toilet'  and 
'please'  appropriately  and  without  prompting. 

In  April  1 983  Melanie  was  admitted  to 
Beech  Tree  House,  who  agreed  to  accept 
herfora  minimum  of  two  years,  but  longer  if 
necessary.  She  stayed  with  us  for  three 
weeks  before  going  there  to  get  more  used 
to  the  homely  atmosphere.  During  those 
weeks  she  became  much  more  relaxed 
than  we  had  ever  seen  before;  we  gave  her 
a  lot  of  love,  and  tried  to  build  up  a  secure 
feeling  in  her. 

We  both  decided  that  we  did  not  agree 
with  drugs,  and  would  cope  with  her 
tantrums  in  a  more  positive  way.  When  she 
was  being  good  and  co-operative  we 
rewarded  her  with  lots  of  love  and 
attention,  but  when  she  was  tantrumming 
we  rejected  her.  She  soon  learnt  that  it  was 
better  to  be  good  than  to  tantrum.  In  the 
past,  due  to  staff  shortage,  she  had  often 
got  her  way  by  tantrumming  and  head- 
banging.  During  the  six  years  in  a  mental 
handicap  hospital  she  had  learnt  very 
successfully  how  to  manipulate  a  situation 
to  her  advantage. 

During  those  few  weeks  before  she 
went  to  Beech  Tree  we  encouraged  her  in 
self-help  skills,  and  by  the  time  she  was 
due  to  go  she  was  able  to  put  on  simple 
items  of  clothes  unaided.  She  was  also 
able  to  use  the  toilet  appropriately.  At  meal 
times  she  began  to  accept  that  she  must  sit 
down  at  the  table  throughout  the  meal,  and 
not  keep  geting  up  and  down.  By  this  time 
she  was  using  a  spoon  and  fork  unaided. 
She  was  also  wearing  herglassesfulltime, 
whereas  she  wouldn't  wear  them  before. 

Melanie  appeared  first  to  recognise 
me  by  my  perfume.  I  always  use  the  same 
one.  This  was  especially  so  in  the  morning, 
during  thegetting  up  period,  when  she  was 
most  likely  to  tantrum.  I  would  go  up  to  her 
slowly,  she  would  smell  my  perfume,  then 
my  hands,  and  usually  I  didn't  have  to  face 
a  tantrum,  although  other  people  did. 

Right  from  the  early  stages  of  working 
with  Melanie  she  seemed  to  have  chosen 
me,  rather  than  the  other  way  round.  Since 
talking  with  Melanie's  mother,  I  find  that 
while  Melanie  lived  at  home  her  mother 
responded  to  Melanie  over  many  things  in 
the  same  way  as  I  do. 


When  Melanie  first  arrived  at  Beech 
Tree  House  she  was  very  calm  and  relaxed, 
and  she  accepted  the  school  very  well.  On 
first  seeing  Melanie,  the  staff  wondered 
why  she  needed  the  special  training  that 
Beech  Tree  offers.  By  the  end  of  the  week 
Melanie  began  to  show  her  true  colours. 
Derek  and  I  were  faded  out,  and  the 
teacher  was  faded  in. 

Melanie  started  tantrumming  for  three 
or  four  hours  at  a  time,  but  by  the  end  of  the 
first  term  the  tantrumming  was  under 
control.  She  has  become  very  relaxed 
and  helpful,  has  accepted  a  smaller  group 
environment,  and  loves  to  come  home  to 
us  during  school  holidays. 


During  the  Easter  and  Summer 
holidays  last  year  Melanie  appeared  much 
more  like  a  normal  happy  little  girl.  She  has 
settled  well  into  having  to  cope  with  two 
environments  —  home  and  school  —  and 
she  is  beginning  to  accept  more  people.  In 
the  Easter  holidays  I  was  able  to  get  her  to 
use  the  toilet  just  by  signing  'toilet'  and 
sending  her;  by  the  end  of  the  summer  I 
had  taught  her  to  sign  'J'  for  my  name  — 
Jenny.  This  was  useful,  as  it  was  better  to 
sign  for  me  than  to  bang  her  head.  At 
school  it  was  useful  too,  to  sign  'J  NO'. 


14 


At  home  myhusband  Derek  tried  her 
with  stereo  headphones  connected  to  the 
video,  as  Melanie  loves  'Top  of  the  Pops'. 
Her  response  is  that  she  makes  head,  eye 
and  foot  movements  in  time  to  the  music. 

This  Christmas  Melanie's  mother 
bought  her  a  portable  personal  hi-fi.  After 
ten  minutes  Melanie  learnt  to  sign  for  it. 
She  was  also  given  a  baby  doll;  after 
unwrapping  it,  she  put  the  baby's  bottle  in 
its  mouth  and  combed  its  hair.  We  were 
truly  amazed. 

Melanie  is  learning  so  much,  so  fast, 
that  we  are  all  very  excited  and  feel  that 
she  has  a  future  in  the  community.  She  is 
now  dressing  herself  completely,  only 
needing  help  with  buttons  and  laces.  She 
is  more  aware  of  her  surroundings,  and  I 
feel  she  has  great  potential.  I  am  sure  that 
her  behavioural  problems  in  the  past  have 
resulted  in  her  being  under-assessed. 
She  is  a  happy,  contributing  member  of  my 
family." 

Mrs  Cerballos  told  us  of  her  joy  at 
Christmas,  when  she  spent  time  with 
Melanie.  She  felt  that  Melanie  could  now 
relate  to  her,  and  that  the  training  has 
removed  enough  of  her  behaviour 
problems  to  enable  the  real  Melanie  to 
shine  through. 

The  Principal  of  Beech  Tree,  Malcolm 
Jones,  told  us  about  the  role  of  his 
unit.  Beech  Tree  accepts  the  most 
severely  disturbed  children,  and  uses 
carefully  planned  behaviour  modification 
programmes,  along  with  specially 
designed  equipment  and  a  high  staff 
ratio,  to  improve  the  children's  behaviour, 
and  eventually  to  introduce  them  into  a 
less  secure  and  specialised  teaching 
environment. 

Everyone  concerned  with  Melanie  is 
now  concerned  about  the  future.  In  the 
short  term  Beech  Tree  House  will  be 
able  to  continue  to  provide  their  special 
kind  of  care  for  Melanie.  But  after  that, 
where  can  she  go?  As  Jenny  Edwards 
says,  "If  Melanie  is  put  back  into  an 
institution  after  she  has  gained  so  much 
trust  in  people,  I  am  afraid  that  she  may 
be  worse  than  she  was  at  the  beginning 
of  training." 


Beech.  Tree  House 


In  January  1977  the  Spastics  Society 
opened  a  unit  called  Beech  Tree 
House  to  cater  for  six  cerebral  palsied 
palsied  children  who  had  very  special 
needs  —  they  exhibited  behaviour 
which  put  themselves  or  other  children 
at  risk.  Unless  their  problem  behaviour 
could  be  improved  these  children 
were  never  likely  to  attend  special 
schools  capable  of  dealing  with  their 
physical  and  sensory  handicaps.  The 
early  results  were  very  promising: 
children  who  had  formerly  been 
excluded  from  special  education  left 
Beech  Tree  House  and  were  placed 
successfully  in  ordinary  schools  for 
the  handicapped.  In  recognition  of 
this  and  in  response  to  the  urgent 
need  for  more  places,  a  need  which 
had  steadily  become  more  apparent 
during  the  first  two  years  of  the 
project,  the  unit  was  extended  to 
accommodate  nine  children. 

The  reputation  of  the  unit  steadily 
grew  and  referrals  became  more 
frequent  and  more  urgent.  Once  the 
staff  realised  that  children  requiring 
the  type  of  education  they  were 
providing  at  Beech  Tree  House  were 
probably  numbered  in  thousands  they 
became  depressed.  This  reaction 
lasted  until  they  realised  that  there 
was  a  way  to  help  them.  They  would 
try  to  demonstrate  that  children  with 
the  very  severest  behaviour  problems 
could,  regardless  of  the  nature  of 
other  handicaps,  achieve  results 
similar  to  the  original  group  of 
cerebral  palsied  children.  If  this 
could  be  done  successfully  and  the 
results  and  techniques  could  be  made 
widely  known  it  was  felt  that  workers 
who  were  dealing  with  similar  children 
would  be  encouraged  to  abandon 
drugs,  restraint  and  custodial  methods 
in  favour  of  the  education  approach 
followed  at  Beech  Tree  House.  A 
number  of  children  who  suffered  from 
handicaps  other  than  cerebral  palsy 


were  therefore  admitted.  These  pupils 
were  chosen  to  represent  the  wide 
variety  of  children  who  are  handicapped 
by  severe  behavioural  disorders. 

The  majority  of  the  Beech  Tree 
House  pupils  have  been  mentally 
handicapped,  some  severely  so,  and 
for  many  these  problems  have  been 
compounded  by  physical  and  sensory 
difficulties.  Two  were  rubella  handi- 
capped. Melanie,  who  has  been  there 
for  nearly  a  year,  is  one  such  child. 
She  is  profoundly  deaf,  severely 
visually  handicapped  and  on  admission 
displayed  an  alarming  range  of  self 
injurious  behaviour  which  included 
lengthy  bouts  of  beating  her  head  and 
face. 

Staff  have  been  fortunate  because 
the  teaching  and  management  methods 
they  have  evolved  have  proved  to  be 
extremely  effective.  For  example,  26 
out  of  the  first  29  children  educated 
in  the  unit  transferred  successfully  to 
special  schools  or  adult  units  which 
met  their  educational  needs.  These 
were  places  which  the  children's 
earlier  difficult  behaviour  would  have 
prevented  them  attending. 

The  pioneering  work  of  Beech 
Tree  House  has  been  widely  reported. 
It  featured  in  the  hard  hitting  television 
documentary  S//enf  Minority  which 
explored  the  fate  of  multiply  handi- 
capped children  in  subnormality 
hospitals  and  contrasted  this  with  the 
service  provided  in  the  unit;  it  has 
been  referred  to  by  name  in  the 
House  of  Commons  on  a  number  of 
occasions  as  an  example  of  good 
practice  and  subsequently  the  Spastics 
Society  received  matching  funds  to 
open  a  second  Beech  Tree  House  to 
serve  the  north  of  England;  there 
have  been  a  number  of  features  in 
various  journals  and  papers,  and  a 
book  Behaviour  Disorders  in  Handi- 
capped Children  —  The  Beech  Tree 
House  Approach  was  recently  published. 


The  case  for  Increased  Facilities 

for  multiply  handicapped  children 
with  severe  behaviour  problems 


Let  us  hope  that  such  wide  and 
enthusiastic  publicity,  which  confirms 
that  multiply  handicapped  children  with 
the  severest  behaviour  problems  can 
make  dramatic  progress,  will  encourage 
the  policy  makers  in  both  the  voluntary 
and  statutory  services  to  review  what 
they  are  doing  for  these,  the  least 
appealing  and  usually  the  worst  served, 
handicapped  children.  The  length  of 
their  waiting  list  confirms  that  there  is 
an  urgent  need  for  more  units  now.  The 
plight  of  many  children  and  families  is 
desperate,  but  lack  of  places  means 
Beech  Tree  House  is  unable  to  help. 

Many  charities  which  help  handi- 
capped children  are  experiencing  a 
significant  decline  in  referrals  and 
their  schools  and  residential  units  are 
being  closed  for  the  lack  of  pupils.  It 


seems  reasonable  to  hope  that  those 
in  this  position  will  consider  setting 
aside  resources  to  help  behaviour 
disordered  children.  It  would  be  in 
order  for  them  to  give  priority  to 
applicants  who  were  additionally 
handicapped  by  conditions  in  which 
they  specialised  —  remaining  places 
could  then  be  offered  to  children  with 
behaviour  disorders  who  had  other 
handicaps.  Units  established  by  other 
charities  could  act  in  a  similar  fashion 
and  a  regional  service  could  be 
created.  A  committee  whose  members 
could  be  drawn  from  participating 
charities  could  co-ordinate  the  venture. 
Those  who  worry  about  problems 
arising  from  mixing  children  with 
different  handicaps  should  be  reassured 
by    the    experience    of    Beech    Tree 


House  which  indicates  that  there  are 
few  problems  so  long  as  the  goal  of 
the  unit  is  to  remediate  the  behaviour 
difficulties  as  quickly  as  possible  and 
then  transfer  the  improved  children  to 
appropriate  schools. 

The  Beech  Tree  House  message 
is  one  of  hope  —  so  long  as  small 
local  units  are  opened  and  run  along 
the  lines  which  have  already  proved 
to  be  so  fruitful. 

Malcolm  Jones'  book  on  Beech  Tree  House. 
Behaviour  Problems  in  Handicapped 
Children:  The  Beech  Tree  House  Approach 
was  published  In  November  by  the  Souvenir 
Press  at  £5.95.  It  describes  the 
development  of  the  unit,  the  special 
equipment  in  use  there,  the  methods  of 
working  with  extremely  disturbed  children, 
and  the  results  of  this  work. 
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Newcastle  Unit  Reprieved 


We  have  for  some  years  been  aware  that 
the  Royal  Victoria  School  for  the  Blind 
would  be  unable  to  continue  its  traditional 
role  of  providing  residential  education  for 
primary-aged  blind  children  who  have  no 
additional  handicaps.  Economic  pressures 
and  changes  in  educational  philosophy 
have  meant  that  local  Education  Authorities 
(LEAs)  were  no  longer  willing  to  send 
children  'out  county'  to  boarding-schools, 
especially  at  primary  school  age.  We  were 
expecting  it  to  be  announced  that  the 
school  would  close  in  Summer  1985. 

The  announcement  a  few  weeks  ago 
of  a  Summer  1 984  closure  came  as  a  great 
shock.  Dismayed  and  worried  parent- 
members  telephoned  usforthwith,  anxious 
about  subsequent  placement  for  their 
children.  Through  the  kind  offices  of  our 
Appeal  President,  Admiral  Sir  Raymond 
Lygo.  we  obtained  an  interview  with  Sir 
Keith  Joseph,  Secretary  of  State,  who 
undertook  to  investigate  the  situation. 
Rodney  Clark,  SENSE  Director,  wrote  as 
follows  to  Mr  Stafford,  Chairman  of  the 
school's  Board  of  Govenors:- 

^ ^  Dear  Mr  Stafford, 

(fe|fc  As   you    will    know,    this   Assoc- 

^^^  iation  represents  the  parents 
of  those  children  who  attend  the 
Multiply  Handicapped  Unit  at  the  Royal 
Victoria  School.  Like  many  others,  we  were 
stunned  by  the  news  of  the  decision  to  close 
the  school  this  year,  though  readily  under- 
stand the  reasons  that  will  have  led  to  this 
decision. 

Our  concern  is,  of  course,  that  until  it 
was  generally  accepted  that  the  main 
school  would  have  to  close,  the  Multiply 
Handicapped  Unit  was  thriving.  It  is  still  a 
viable  unit  and  will  remain  so  for  at  least  a 
further  18  months  without  subsequent 
admission.  Because  of  the  threat  of 
closure,  admissions  have  not  been  sought 
and  all  enquiries  rebuffed. 

Education  provision  for  children  with 
multiple  sensory  impairments  has  never 
been  planned  in  this  country,  and  has 
come  about  because  of  the  interest  of 
either  voluntary  organisations  or  particular 
individuals  or  both.  We  were  most  concerned 
that  this  group  of  children  were  not  to  be 
considered  in  either  of  the  latest  initiatives 
for  planning,  regionally  and  nationally, 
educational  services  for  deaf  children  and 
for  blind  children.  The  Department  of 
Education  and  Science  are  currently 
considering  a  proposal  for  an  official 
working  party  to  investigate  need  and 
propose  provision  for  multi-sensory  impaired 
children  and  it  is  our  fervent  wish  that  the 
Newcastle  Unit  play  its  fullest  part  in  this. 
The  proposal  to  close  the  school  in 
July  1984  will  inevitably  mean  that  there 
will  be  little  time  available  for  the  full 
reassessment  of  the  children  under  the 
new  1981  regulations,  or  for  suitable 
provision  to  be  made  available  to  meet 
their  special  educational  needs.  I  imagine 
that  this  will  apply  equally  to  the  main 
school.  Much  as  we  sympathize  with  the 
problems  of  managing  a  school  in  decline 
over  a  period  of  eighteen  months,  a 
decision  to  remain  open  until  July  1985 
would  give  time  for  full  "statementing"  to 

>,'H  place. 

However,  must  we  be  considering  just 
two  options,  i.e.  stay  open  as  we  are,  or 
close9  We  recognize  that,  philosophically 
and  economically,  it  is  going  to  be  very 
difficult   for   an    independent    school   to 


provide  education  in  a  residential  setting 
for  young  blind  children  without  additional 
handicaps. 

At  Benwell  Dene  there  are  resources 
of  staff,  equipment,  buildings,  etc.  that 
should  not  be  lightly  discarded.  Is  it  not 
possible  for  this  long-established  and 
respected  school  to  adapt  to  meet  present 
needs?  One  idea  that  immediately  comes 
to  mind  is  for  the  school  to  act  as  a  focus 
and  resource  centre  for  services  for 
visually-handicapped  children  in  Newcastle 
and  the  Northern  Region. Is  it  too  late  for  a 
working-party  to  be  set  up  to  discuss 
positive  possiblities  rather  than  the  single 
negative  option  now  being  considered? 
We  would  certainly  play  our  part  in  full  in 
any  such  group,  together  with  you,  the 
other  parents'  organisations,  Newcastle 
Education  and  the  DES.  I  will  copy  this 
letter  to  all  who  might  be  concerned  and 
involved  and  seek  their  interest. 

You  will  know  from  your  long  associa- 
tion with  the  School  for  the  Multiply 
Handicapped  Unitthat  children  with  multiple 
sensory  impairments  need  a  very  intensive 
approach  if  they  are  to  make  and  maintain 
progress.  If  the  unit  disappears,  the  North 
of  England  will  be  left  without  any 
appropriate  provision  whatsoever.  A  recent 
survey  by  Mrs  Christine  Best,  a  copy  of 
which  I  enclose,  demonstrates  that  there 
are  many(indeed  most)  deaf-blind  children 
currently  in  ESN(S)  schools  who  are 
greatly  in  need  of  the  intensive  approach 
and  communicative  skills  available  in  the 
Unit.  Our  Family  Centre  in  London  is  now 
working  with  over  70  children  under  the 
age  of  5  for  whom  specific  education  as 
deaf-blind  children  will  be  sought,  depend- 
ing of  course  on  their  individual  special 
needs.  They  would  otherwise  have 
disappeared,  for  the  most  part  inappro- 
priately, into  the  Special  Care  Units  of 
ESN(S)  Schools. 

It  is  our  intention  to  provide  a  similar 
pre-school  service  in  the  North  of  England, 
Undoubtedly,  similar  numbers  will  be 
identified,  manifesting  similar  educational 
needs.  Our  unit,  with  its  knowledge  and 
expertise,  must  play  a  crucial  part  in 
meeting  these  needs. 

Our  intention  in  writing  now  is  not  to 
dissuade  you  from  making  a  definite 
decision  about  the  school  as  it  now  stands 
-  such  a  delay  would  be  cruel  and 
destructive.  However,  we  would  ask  most 
strongly  for  a  working  party  of  interested 
bodies  to  be  set  up  to  investigate  as 
expeditiously  as  possible,  what  might  be 
done  to  adapt  the  school  to  meet 
realistically  the  special  needs  of  young 
children  in  the  North.  Whatever  your 
decision,  you  and  the  school  will  continue 
to  have  the  full  support  of  this  Association 
for  whose  members  you  have  done  so 
much  in  the  past. 


Rodney  Clark 
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Following  this  and  other  representations 
from  the  DES  and  Newcastle  Education 
Department,  the  Governors  changed  their 
decision  to  one  of  closure  in  1985.  We 
hope  that  a  working-party  will  now  be  set 
up  to  examine  the  role  the  school  might 
play  in  special  education  in  the  North  of 
England  from  autumn  1985  onwards.  We 
will  report  any  future  developments. 


Integrated  Education 

The  Parents'  Campaign  for  Integrated 
Education  in  London  is  a  newly  formed 
group  of  parents,  professionals  and 
interested  parties  who  are  aiming  to 
support  all  parents  of  children  with  special 
needs  in  London  to  get  the  best  education 
possible  for  their  children,  and  to  work 
towards  the  ultimate  integration  of  all 
children  with  special  needs  into  the  main- 
stream. 

The  subject  of  integration  is  one 
fraught  with  emotional  and  ideological 
differences.  The  Education  Act  1981 
encouraged  the  principle  of  integration, 
and  many  more  children  with  special 
needs  are  now  being  educated  within  units 
in  mainstream  schools,  sharing  the  facilities 
and  lessons  to  a  varied  extent  with  non- 
handicapped  children.  The  Parents'  Cam- 
paign is  holding  a  public  meeting  on 
Thursday  29  March  at  County  Hall,  London 
W1 ,  to  launch  their  group  and  to  plan  their 
campaign.  Interested  people  should 
contact:  Penny  Juneidi,  35  Leppoc  Road, 
London  SW4  9LS. 


HASICOM  news 

The  project  to  provide  a  communication 
and  information  service  by  telephone  for 
deaf-blind  people  (see  last  Newsletter)  is 
now  progressing  rapidly.  The  equipment 
for  Stage  1  is  now  being  installed  in  the 
homes  of  seven  deaf-blind  people  who 
read  Braille  and  in  the  offices  of  the  organisa- 
tions participating  in  the  project:- 
Rainbow  Court,  (National  Deaf-Blind  Helpers 
League) 

Condover  Hall  School  (RNIB) 
Joan  Shields  (RNIB) 
Breakthrough  Trust,  Birmingham 
Breakthrough  Trust,  Nottingham 
RNIB,  Great  Portland  Street  London 
Manor  House,  Market  Deeping  (SENSE) 
SENSE  Headquarters,  London 
British  Telecom,  London 
It  is  hoped  that  Stage  1  will  be  operational 
by  the  time  this  Newsletter  is  published. 

For  braille  readers,  the  HASICOM 
project  uses  a  Versabraille  machine.  This 
translates  the  messages  directly  into 
braille,  and  presents  it  in  an  easily- 
readable  form.  To  reply,  the  user  types 
directly  in  braille  onto  the  machine,  and  the 
message  is  converted  by  the  Versabraille 
into  a  format  suitable  for  transmission. 
Sighted  people  use  a  typewriter  keyboard 
for  sending  messages,  and  read  the 
incoming  message  on  a  small  screen 
(VDU). 

Stage  2  is  intended  to  develope 
devices  for  allowing  telephone  communica- 
tion for  people  who  do  not  know  Braille,  but 
who  can  read  Moon,  finger-spelling  or 
large  print.  Currently  available  Visual 
Display  Units  are  to  be  evaluated  for  those 
with  enough  vision  to  read  large  print.  For 
finger-spellers,  a  machine  called  the  Fox 
Hand  Tapper  is  to  be  developed  and  six 
prototypes  made  available.  This  machine, 
when  equipped,  will  indicate  letters  by 
vibrations  in  much  the  same  way  as  a 
communicant  spells  out  letters  using  "the 
manual",  We  will  report  further  on  develop- 
ments in  Stage  2  as  they  occur. 


"-, 


Christopher  -  A  Silent  Life 


Eight  years  ago,  MARGARET  BROCK  first 
published  the  story  of  her  life  with 
Christopher,  her  deaf-blind  rubella 
handicapped  son.  The  book  proved  so 
popular,  and  such  an  inspiration  to  other 
parents,  that  Margaret  has  now  updated 
it,  and  the  new  book  will  be  published  in 
late  April. 

'Christopher  —  A  Silent  Life'  is 
required  reading  on  social  work  courses 
around  the  world.  It  is  a  unique  account 
of  the  struggles  involved  in  bringing  up  a 
deaf-blind  child  after  the  war,  and 
provides  an  insight  into  the  first  days  of 
what  was  then  called  the  'Rubella 
Association'. 

We  are  proud  to  present  the  first  of 
two  sets  of  excerpts  from  'Christopher'. . . 


When  I  had  finished  writing  Christopher - 
A  Silent  Life  in  1976,  and  was  waiting  for 
it  to  be  published,  I  suffered  from 
tremendous  doubts  as  to  whether  or  not 
I  should  have  written  it,  wondering  if  its 
revelations  of  so  many  events  and 
emotions  which  had  hitherto  been  entirely 
private  would  turn  out  to  be  a  form  of 
betrayal  both  of  Christopher's  life  and  of 
ours.  I  wondered  if  people  would  react 
differently  to  us,  knowing  so  much  more 
about  us  than  they  had  before  reading 
my  book,  and  I  even  contemplated  trying 
to  withdraw  from  the  whole  thing  and 
relapsing  into  anonymity  again. 

In  the  event,  I  need  not  have  worried 
at  all.  Publication  of  the  book  brought  us 
all  so  much  pleasure  and  so  many  new 
friends  from  all  over  the  world  that  all 
doubts  vanished.  I  was  delighted  by  the 
volume  of  letters  which  poured  in,  saying 
that  my  book  had  provided  a  new  under- 
standing of  some  of  the  problems  of  our 
life  and  our  struggles  for  a  better  quality 
of  life  for  Christopher  and  all  the  other 
deaf-blind  people  we  know;  particularly 
gratifying  were  the  many  letters  from 
complete  strangers  who  had  found 
Christopher  in  a  library  and,  having  quite 
normal  children  themselves,  wanted  to 
thank  me  for  presenting  my  handicapped 
one  so  honestly.  One  correspondent  said 
that  reading  it  seemed  like  "a  voyage  of 
discovery,  trying  to  share  the  world  of 
someone  who  lives  in  a  different 
dimension",  and  I  found  this  very  touch- 
ing and  perceptive;  so  many  people, 
after  reading  his  book,  tried  to  reach  out 
to  Christopher  in  a  new  way  and  now 
that  I  have  been  asked  to  try  to  bring 
Christopher's  life  up  to  date,  I  want  to 
record  some  of  these  attempts  at  bringing 
him  into  our  dimension. 


Christopher  was  born  in  1946,  a  healthy, 
eight  pound  baby.  Exactly  a  week  later 
my  husband  had  to  tell  me  that  he  had 
bilateral  cataracts  and  was  quite  blind. 
Bevis  was  taking  a  clinic  when  the  eye 
specialist  came  to  tell  him,  and  he  came 
straight  up  to  me.  He  had  to  go  back  to 
his  patients  a  few  minutes  afterwards, 
and  years  later  he  came  across  some  of 
the  notes  he  had  made  on  the  patients 
he  saw  after  our  world  had  fallen  to 
pieces;  how  he  managed  to  be  gentle 
and  sympathetic  and  to  preserve  his 
clinical  judgment  on  people  complaining 
of  pain  in  their  knees,  or  stiff  fingers,  I 
shall   never  know,  but  when   he  re-read 


his  notes  he  remembered  the  nightmare 
quality  of  having  to  carry  on  as  usual. 

I  am  often  asked  if  I  had  any  idea 
that  Christopher  was  blind  before  Bevis 
told  me  so;  each  time  I  fed  him  I  had,  as 
all  mothers  do,  checked  up  on  his  hands 
and  feet  and  body,  and  I  had  wondered 
why  he  hadn't  opened  his  eyes  at  first. 
When  I  gently  prised  open  his  lids,  I 
could  see  that  his  eyes  were  milky  and 
cloudy,  so  I  think  I  knew  they  weren't 
right.  But  I  didn't  ask  anyone  —  not  even 
my  husband  —  because  all  the  time  I 
hoped  that  they  weren't  very  bad,  or  that 
they'd  get  better  soon. 


In  the  early  years  after  the  war,  bringing 
up  a  child  was  hard  work . . . 

The  strangest  people  were  my  greatest 
helpers  at  that  time,  especially  two 
coalmen  who  I  am  sure  will  never  read 
this  but  who  did  more  for  my  morale  than 
almost  anyone.  We  only  had  a  very  small 
coal  bin  at  the  time  so  the  coalmen 
called  extremely  frequently.  Christopher 
was  nearly  always  in  his  pram  in  the 
garden,  and  they  never  failed  to  peep  in 
at  him  and  tell  me  how  much  he'd  grown, 
what  a  lot  of  hair  he'd  got,  how  well  he 
was  keeping  his  glasses  on,  or  how 
cleverly  he'd  hung  his  rattle  on  the  pram 
cover.  Never  once  did  they  say  —  as  so 
many  did  —  "Poor  little  chap  having  to 
wear  glasses,  isn't  it  sad?",  and  they 
remain  immortalised  in  my  memory  as 
the  first  people  to  suggest  to  me  that  the 
only  way  to  make  any  sense  of  the  whole 
thing  was  to  concentrate  on  what  he 
could  do,  and  not  to  mourn  for  all  his  lost 
opportunities  and  skills. 


I  tried  transferring  Christopher  from  his 
little  bath  to  the  big  one  in  the  bathroom, 
as  he  really  was  rather  hefty.  This  was  a 
disaster:  he  screamed  and  yelled  and 
was  plainly  terrified,  both  of  the  size  of 
the  bath  and,  presumably,  the  brightness 
and  whiteness  of  the  bathroom.  So  bit  by 
bit  I  had  to  coax  him  towards  it,  first 
moving  his  bath,  on  its  stand,  out  of  his 
nursery  on  to  the  landing  then,  feeling 
quite  ridiculous,  into  the  doorway  of  the 
bathroom,  and  eventually  taking  it  right 
in.  Weeks  later  I  daringly  put  the  baby 
bath  into  the  big  bath,  and  this  provided 
some  sort  of  security  for  him.  Eventually, 
months  later,  when  he  was  simply  over- 
flowing the  little  one,  he  consented  to  be 
bathed   in  the  big  bath,  but  only  if  he 


could  cling  to  my  left  arm  all  the  time  for 
safety.  There  can  be  very  few  mothers 
who  have  bathed  their  baby  one-handed 
for  nearly  a  year. 


In  1949,  Christopher  was  two  years  old. 

By  watching  him  closely  we  began  to 
build  up  a  picture  of  his  likes  and 
dislikes.  Very  early  on  it  became  apparent 
that  soft  toys  were  utterly  repugnant  to 
him.  All  the  cuddly  dogs  and  bears  and 
furry  cats  that  had  been  given  him  were 
speedily  thrown  away  or  hidden,  and  he 
would  withdraw  his  hand  hastily  if  it 
touched  anyone's  fur  gloves,  much  pre- 
ferring a  spoon,  a  tin  with  a  coin  in  it  to 
rattle,  or  indeed  any  household  object 
which  was  hard  and  had  a  pleasurable 
texture,  like  enamel.  This  peculiarity 
applies  to  all  rubella  children,  and  is 
completely  inexplicable;  people  find  it 
very  hard  to  accept,  and  it  is  most 
embarrassing  when  your  child  throws 
away  his  lovely  new  panda  in  obvious 
disgust,  and  reaches  for  his  wooden 
spoon  or  fish  slice;  but  friends  soon 
became  adept  at  providing  hard  toys  to 
entertain  him,  and  one  god-daughter  got 
quite  cross  with  her  mother  because 
she'd  forgotten  to  prepare  a  box  of 
"Christopher's  hard  things"  for  him.  He 
was  always  fascinated  by  shiny,  silver 
objects,  and  because  we  couldn't  watch 
him  all  the  time,  he  would  sometimes  slip 
small  silver  objects  into  his  pocket,  or 
else  refuse  to  be  parted  from  them,  and 
rather  than  upset  him,  friends  would  say 
"Oh  let  him  have  it"  and  he  would  come 
home  in  triumph  with  yet  another 
Georgian  spoon  or  snuff-box. 


He  was  a  terribly  poor  eater,  and  would 
tolerate  nothing  hard  or  lumpy,  though 
his  teeth  were  now  through.  He  liked 
Robinson's  Groats.  He  ate  them  variously 
garnished  with  mashed-up  egg,  gravy  or 
jam  according  to  the  meal  they  repre- 
sented, and  he  kept  this  up  for  nearly 
two  years,  despite  all  our  efforts  to 
introduce  him  to  other  cereals.  Anything 
else  he  would  spit  or  dribble  out  of  his 
mouth,  roaring  angrily  and  obviously 
hungrily.  Friends  sent  us  packets  of 
rusks  and  biscuits  and  cereals  from  all 
over  the  place,  and  some  even  arrived 
from  America.  But  it  was  no  good  —  he 
would  eat  only  Groats,  which  we  had  to 
take,  ready-made  and  kept  warm  in 
thermos  flasks,  on  picnics  or  wherever 
we  went  out  for  the  day.  I  have  sometimes 
wondered  whether,  if  we  had  written  to 
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Robinson's  to  tell  them  that  our  little  boy 
was  being  kept  alive  by  their  product, 
they  would  have  supplied  us  with  a 
year's  free  issue  of  the  horrible  stuff. 

•  •  • 

By  now  it  had  been  discovered  that 
Christopher  was  profoundly  deaf . . . 

This  was  the  first  time  in  his  life  when  he 
was  obsessed  by  things  with  holes  in 
them:  apart  from  the  housemaid's  aids, 
he  had  a  fish-slice  which  was  perforated 
and  this  became  his  most  treasured 
possession.  It  was  useful  too  for  battling 
at  things,  and  some  of  our  flowers 
suffered,  as  he  had  learnt  how  to  pick 
them  —  heads  only  of  course;  and  when 
he  discovered  they  were  soft  and  in 
some  awful  cases  squashy  too,  he  hastily 
abandoned  them.  Some  of  our  neighbours' 
children  were  quite  upset  at  the  sight  of 
Christopher  with  my  colander  on  his 
head,  peering  through  the  holes  at  the 
sunshine,  but  after  a  while  they  became 
quite  interested  in  his  passion  for  holes, 
and  would  even  find  knot-holes  in  fences 
nearby  and  report  them  to  us  for  further 
investigation.  At  one  time  I  was  the  great 
authority  on  gaps  in  fences,  unusual 
gates  and  uneven  slats  along  all  the 
roads  near  enough  for  our  daily  walks, 
and  while  his  younger  sister  Elizabeth  lay 
in  her  pram  "conducting  invisible  orchestras, 
and  managing  to  put  her  hands  together, 
convulsed  with  joy  at  the  achievement", 
Christopher  and  I  peered  through  holes, 
because  he  wouldn't  look  through  one, 
even  a  familiar  one.  until  I'd  had  a  go 
first. 


We  had  been  working  extra  hard  at 
trying  to  teach  him  to  feed  himself,  or 
even  to  take  some  interest  in  food,  but 
meal-times  were  a  nightmare.  We  tried 
everything,  and  every  known  type  of  food 
and  drink,  but  cups  and  bowls  were 
thrown  down,  dropped  idly,  turned  over 
and  generally  rejected.  For  well  over  a 
year  we  sat  with  him,  holding  his  hand 
round  a  spoon,  scooping  up  a  portion  of 
mushy  food  and  propelling  it  into  (or  at 
least  towards)  his  mouth,  only  to  be 
faced  with  clenched  jaws  or  a  last  minute 
outflanking  movement  which  once  more 
.:..-;'  the  spoon's  contents  on  to  the 
floor.  He  simply  wasn't  interested  and  I 
believe  would  have  starved  to  death  had 
we  not  persisted.  One  glorious  day, 
about  a  week  before  Miss  Shields  was 
from  Condoveo,  I  offered  him  —  just 
once  more  —  a  piece  of  banana;  he  put  it 
suspiciously  in  his  mouth,  chewed  it  and 
smiled.  It  was  his  first  solid  food,  and  he 
was  nearly  five  years  old.  Bevis  and  I  sat 
•;  ther  side  of  him  with  tears  running 


down  our  faces.  After  that,  he  began  to 
tolerate  solid  foods,  and  by  the  time  he 
was  seven  he  was  eating  normally:  though 
I  know  it  is  foolish,  I  can  never  see  him 
with  his  Christmas  dinner  piled  high  in 
front  of  him  without  remembering  with 
horror  those  Groat-laden  years. 


At  the  age  of  8,  Christopher  was  soon  to 
start  at  his  first  school,  Rayner  School. 

We  took  the  children  to  a  fair  as  an  experi- 
ment. Christopher  absolutely  loved 
the  roundabouts  and  other  moving  side- 
shows but  was  appalled  by  candyfloss, 
which  Elizabeth  discovered  and  enjoyed. 
She  wouldn't  go  near  any  of  the  "frighten- 
ing horses",  and  this  was  one  of  the  first 
indications  we  had  of  the  totally  different 
sense  of  values  and  the  conflicting 
interests  that  we  should  have  to  cope 
with  within  the  family  as  the  children 
grew  up.  Already  different  standards  of 
acceptable  behaviour  were  becoming  a 
problem:  things  which  were  an  achieve- 
ment for  Christopher,  such  as  putting  his 
spoon  and  fork  together  at  the  end  of  a 
meal,  were  already  commonplace  for 
Elizabeth,  and  allowable  oddities  like 
turning  his  cup  upside  down,  which  was 
a  temporary  aberration  of  ChristoDher's, 
were  punishable  when  Elizabeth  did  them. 
It  was  very  difficult  to  explain  this  to  a 
four-year-old,  but  she  accepted  it  easily 
and  seemed  to  bear  no  resentment  for 
the  many  rebukes  she  earned  which  she 
knew  would  never  come  her  brother's 
way. 


We  were  beginning  to  suspect  that 
Christopher's  strange  pattern  of  behaviour 
was  not  unique,  but  might  be  shared  by 
other  rubella  children;  Mrs  Freeman,  who 
had  for  months  been  writing  to  many 
journals  and  professional  magazines, 
had  collected  the  stories  of  nine  chil- 
dren with  similar  handicaps,  all  of  whom 
showed  clearly  the  bizarre  pattern  Of 
dislike  of  soft  things  and  an  inability  to 
swallow  anything  but  mashed  foods  for  a 
very  long  period.  Even  in  these  early 
days  of  the  Rubella  Group  it  was  com- 
forting to  know  that  at  least  a  few  other 
people  shared  our  difficulties,  and  that 
articles  were  appearing  in  magazines 
like  Mother  and  Child,  concerning  the 
established  link  between  rubella  in  early 
pregnancy  and  damage  to  the  developing 
foetus.  In  1941  Sir  Norman  Gregg  of 
Sydney  had  published  his  findings  on  the 
link  between  a  very  large  number  of 
mothers  with  a  history  of  rubella  in  the 
first  four  months  of  pregnancy,  who  had 
blind  or  partially  sighted  children,  many 
of  whom  had  later  been  found  to  be  deaf, 
to  have  parent  ductus  heart  lesions,  and 
whose  first  teeth  were  fairly  disastrous. 
Already  by  1  955  claims  were  being  made 
in  Australia  to  have  isolated  the  rubella 
virus  (which  apparently  changed  its 
character  in  1941  from  a  fairly  benign 
virus  to  one  which  did  this  great  damage 
in  early  pregnancy),  and  it  seems  rather 
sad  that  not  until  1970  was  a  vaccine 
produced  by  several  firms  simultaneously, 
which  may  ultimately  mean  the  end  of 
such  damaged  children. 

•  •  • 

Though  he  was  occupied  at  school  during 
the  day,  we  felt  we  must  keep  on  trying 
to  get  through  to  him,  and  help  him  with 
some  form  of  communication,  so  once 
again  we  asked  our  professional  friends 


how  to  set  about  it;  and  once  again  they 
gave  us  practical  advice  on  useful 
apparatus  we  could  make,  and  encourage- 
ment in  how  to  use  it  to  help  Christopher. 
By  this  time  he  was  beginning  to  make 
his  needs  known  to  us  by  pushing  things 
towards  us  to  open  or  cut  or  deal  with; 
by  leading  us  to  taps,  cups  or  cupboards 
he  couldn't  open;  or  by  waiting  until,  by 
trial  and  error,  one  of  us  brought  him  the 
thing  he  had  been  wanting.  This  guess- 
work has  been  built  up  over  years  of 
acute  and  constant  and  shared  obser- 
vation, and  is  not,  as  we  are  constantly 
being  told,  some  "extra-sensory  percep- 
tion that  exists  between  you  and 
Christopher".  We  have  watched  him,  and 
discussed  his  every  action  and  imagined 
thought  and  need  endlessly,  sometimes 
succeeding  in  interpreting  him  and  more 
often  failing,  but  always  trying  to  be 
responsive  to  his  changing  patterns  of 
behaviour  and  ready  to  react  more 
helpfully. 


At  the  age  of  ten,  a  new  blow  fell. 

It  had  been  decided  that  he  had  an  IQ  of 
between  75  and  85.  This  meant,  as  the 
headmaster  very  kindly  told  us,  that 
Christopher  was  really  no  longer  qualified 
to  remain  at  an  occupation  centre,  and 
he  wished  us  luck  in  our  search  for 
something  suitable.  Though  our  spirits 
rose  immeasurably,  merely  at  being  told 
that  Christopher  was  better,  and  not 
worse,  than  at  his  last  assessment,  we 
began  to  realise  what  a  terrible  predica- 
ment we  were  now  in.  He  was  ten  years 
old;  he  had  been  for  eighteen  months  at 
a  school  where  he  was  found  to  be 
ineducable,  ascertained  mentally  handi- 
capped and  a  year  later  deemed  to  have 
too  high  an  IQ  for  occupation  centre 
training;  he  was  too  blind  for  a  deaf 
school,  and  too  deaf  for  a  blind  school. 
We  had  come  to  the  worst  impasse  of  all 
by  the  hardest  road,  that  of  obeying 
every  scrap  of  advice,  of  accepting  every 
bit  of  help  from  all  quarters  and  acting  in 
faith  that  we  were  doing  all  we  could  for 
Christopher:  and  we  had  got  precisely 
nowhere. 

Read  how  Christopher  develops 
from   aged   10  to  the   present 
day,  in  the  June  edition  of 
Talking  Sense. 

Christopher  —  A  Silent  Life  is  published  by 
Bedford  Square  Press  for  SENSE,  and  it  costs 
E3.95.  From  the  end  of  April,  it  will  be  available 
from  MacDonald  and  Evans,  Estover  Road, 
Plymouth  PL6  7PZ,  from  your  local  bookshop, 
or  direct  from  31 1  Gray's  Inn  Road.  All  proceeds 
are  being  donated  to  SENSE. 
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Christopher  ~  A  Silent  Life 


Margaret  Brock  had  rubella  (German  measles)  in  the 
first  weeks  of  pregnancy-   Her  son  Christopher  was 
born  totally  blind  and  profoundly  deaf.   As  he  grew 
older,  reactions  to  him  were  often  unsympathetic: 

'Initiative  -  nil.' 

'Never  going  to  be  any   good  at  relationships .  ' 

'Lethargy  defies  rapport. ' 

'Ineducable. ' 

In  nicknaming  Christopher  'Doolittle  and  Dally' 
after  a  local  firm  of  estate  agents,  his  parents 
at  once  demonstrated  the  humour,  love  and  sense 
of  critical  objectivity  which  colour  the  pages 
of  this  book. 

It  is  an  absorbing  account  of  the  day-to-day 
life  of  a  family  containing  a  deaf-blind,  non- 
communicating  child,  and  his  growing  to  manhood. 
It  is  written  by  his  mother,  who  reconstructs 
the  impact  on  the  family  of  his  birth,  of  their 

gradual  adaptation  to  his  handicaps,  and  of  trie  long,  hard  slog  to  provide  him  with 
a  tolerable  quality  of  life  within  and  outside  the  family.   It  is  a  record  of  their 
hopes  and  disappointments,  but  also  of  the  help  and  encouragement  which  enabled  his 
parents  to  rejoice  in  small  achievements.   Filled  with  close  observations  and  much 
conjecture,  it  takes  an  unbiased  look  at  Christopher's  development. 


First  published  in  hardback  in  1975,  this  new  paperback  edition  of  Christopher   -  A 
Silent   Life   continues  his  story  up  to  his  37th  year.   In  her  preface  to  the  1984 
edition,  the  author  describes  how  publication  of  the  book  brought  new  friends  from 
all  over  the  world: 

'But  strangers  are  naturally  shy  and  diffident  about  approaching 
people  "living  in  another  dimension",  and  I  was  pleased  that  because 
they  had  read  of  all  the  little  pleasures  we  had  found  as  a  family 
containing  Christopher,  they  felt  more  inclined  to  extend  a  hand  of 
friendship  to  him  despite  his  apparent  complete  withdrawal  from  them. ' 


Bedford  Square  Press  is  the  publishing  imprint  of  the 

National  Council  for  Voluntary  Organisations,  26  Bedford  Square,  London  WC1B3HU     01-6364066 


Publication  also  brought  requests  for  book-signing  which  gave  Christopher  enormous 
pleasure: 

"...whenever  he  was  presented  with  a  copy,  he  seized  the  pen  and 
enthusiastically  wrote  "Christopher" ,  sometimes  crooked  but  always 
with  the  full  stop  at  the  end.  One  glorious  evening  when  he  came 
home  from  work  there  were  six  copies  for  him  to  sign:  no  Mr  Heath, 
signing  hundreds  of  autobiographies  per  hour,  could  have  been  more 
pleased  than  Christopher,  and  now  all  over  the  world  are  treasured 
copies  bearing  his  straggly  signature.' 


The  author 

Margaret  Brock  is  a  qualified  physiotherapist.   She  was  a  founder  member  of  the  Rubel 
Parents  Group  (now  known  as  SENSE  -  the  National  Deaf-Blind  and  Rubella  Association) . 
She  has  written  many  articles  on  life  with  the  deaf-blind  for  publication  in  scientif 
journals,  and  has  given  talks  on  the  deaf-blind  to  various  organisations.   She  is 
married  to  an  orthopaedic  surgeon. 

CHRISTOPHER  -  A  SILENT  LIFE  is  published  for  SENSE  -   the  National 
Deaf-Blind  and  Rubella  Association  by  Bedford  Square  Press/NCVO 
on   27  April   1984.      Price   £3.95,    ISBN  0   7199   1118   4,    148  pp ,  illustrated. 
Available   from  bookshops  or   £4.45  by  post   from  the  distributors : 
Macdonald   &  Evans   Distribution   Services  Ltd,    Estover  Road,    Plymouth 
PL6    7PZ. 


Press  comments  on  the  hardback  edition 

Sunday    Telegraph   said: 

' . . .will  give  others  a  compelling  insight  into  the  way  in  which  such 
formidable  challenges  can  be  met'  . 

The  Practitioner   said: 

'Christopher's  mother  is  a. . .writer  of  considerable  talent,  whose 
concise  style  and  flashing  imagery  must  make  the  book  compulsive 
reading... It  will  surely  become  a  classic  in  its  own  field.' 

Community  Care   said: 

'The  book  is  full  of  practical  ideas  which  will  be  seized  upon  by 
other  parents. ' 

Please  hand  to  your  bookseller,  or  send  with  your  remittance  to  the  distributors: 
MACDONALD  &  EVANS  DISTRIBUTION  SERVICES  LTD,  ESTOVER  ROAD,  PLYMOUTH  PL6  7PZ 

CHRISTOPHER  -  A  SILENT  LIFE  by  Margaret  Brock 
ISBN  0  7199  1118  4       Published  27  April  1984 

Please  supply copy/ies  @  £3.95  per  copy,  plus  50p  p/p  per  copy.   I/We  enclose  a 

cheque/postal  order,  made  payable  to  Macdonald  &  Evans,  for  the  sum  of  £ 

Name  Address 


Date 


Please  tick  if  you  wish  to  receive  details  of  other  BSP  publications 
Published  by  Bedford  Square   Press/NCVO,    26   Bedford  Square,    London   WC1B   3HU 
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How  to  Apply  for 
Mobility  Allowance 


cent  years  SENSE  has  been 
ning  to  ensure  that  Mobility 
;e  is  made  available  to  deaf-blind 
Recent  cases  suggest  that  this 
ould  now  largely  be  over,  yet  still 
eaf-blind  applicants  are  being 
iown.  This  is  often  because  the 
t,  or  the  examining  doctor,  or  the 
tself  is  unaware  of  the  new  inter- 
is  which  are  made  of  the  existing 
>n. 

procedure  to  be  followed  can  be 
ed  and  the  battle  long,  which 
n  many  claimants  giving  up  the 
,  Yet  this  is  an  allowance  which 
ie  available  by  right  to  deaf-blind 
A  battle  fought  now  could  result  in 
r  income  the  equivalent  of  £19  a 
definitely.  So  it  is  worthwhile 
hrough  it  all. 

ember  that  every  case  is  different. 
ier  advice,  contact  the  office. 


ity  Allowance? 

Allowance  is  a  weekly  cash 
paid  if  you  or  your  child  are  not 
\lthough  it  is  intendedto  help  with 
t  costs,  you  can  spend  it  any  way 

It  is  tax  free,  and  does  not  affect 
;r  benefits  you  may  receive.  It  can 
ed  at  any  age  from  5  to  65,  and  is 
whetheryou  live  at  home,  stay  in  a 
ial  school,  or  live  in  an  institution, 
resent  (March  1984)  it  is  paid  at 

week.  It  can  also  entitle  you  to 
snefits. 

My  Child  Qualify? 

>s  state  that  you  are  entitled  to 

Allowance  if  you  are  "unable  or 
unable  to  walk",  and  are  likely  to 
o  for  at  least  a  year,  as  a  result  of  a 

condition. 

able  to  walk"  is  clear,  and  applies 
ically  handicapped  people.  The 
ssue  is  what  does  "virtually  unable 

mean? 

can  now  show  that  your  child  can 

idered  "virtually  unable  to  walk"  if 

imited  by: 

distance  over  which  s/he  can  walk 

he  speed  at  which  s/he  can  walk 

he  time  for  which  s/he  can  walk 

he  manner  in  which  s/he  can  walk 

outdoors. 

Medical  Board  should  ignore  any 
)  walk  a  long  way  that  your  child  is 

of  whilst  suffering  "severe  dis- 

>t  deaf-blind  children  are  ambulant. 
;hild  cannot  walk,  and  will  not  be 
,  then  there  is  no  problem  in 
3.  The  problem  comes  in  defining 
r  the  factors  described  above  make 
ild  "virtually  unable  to  walk"  under 
ining  of  the  legislation, 
ents  of  deaf-blind  and  other  handi- 
children  have  long  argued  that  it  is 
us  to  say  that  a  child  is  mobile 
jecause  he  can  put  one  foot  in  front 
>ther,  when  he  is  unable  to  find  his 
y  about  outside  and  unaided.  This 
illy  recognised  by  the  Commissioner, 
s  Reith,  in  a  decision  referred  to  as 
31: 


PAUL  ENNALS  has  a  look  at  how 

you  go  about  applying  for  Mobility 

Allowance. 


"It  seems  to  me  that  ability  to  walk 
involves  proceeding  from  A  to  B.  The 
position  in  the  present  case  (of  a  blind 
person  with  poor  sense  of  direction)  is 
this.  The  Claimant,  if  he  is  at  point  A  . . . 
and  wishes  to  proceed  to  point  B,  he 
cannot  do  so.  He  can  only  reach  point  B 
if  he  is  guided  there  by  another  person. 
In  other  words,  although  . . .  the  claim- 
ant's legs  are  capable  of  making  the 
movements  required  in  the  activity  of 
walking,  he  is  in  fact  unable  to  walk  to 
any  place  he  desires  to  go  without  help 
and  guidance  from  another  person  . . . 
The  claimant  is  therefore  entitled  to 
mobility  allowance." 

This  case  in  1981  has  proved  a  useful 
precedent.  The  issue  became  clearer 
when  3  test  cases  appeared  before  the 
Appeals  Tribunal  in  January  1983.  Their 
decision,  relating  to  a  deaf-blind  child, 
should  prove  useful  to  many  people  in  their 
appeal.  It  accepted  that  deafness  and 
blindness  can  be  "taken  into  account"  and 
it  looked  more  carefully  at  what  kind  of 
extra  difficulties  a  child  faces  should  be 
counted  as  leaving  a  child  "virtually  unable 
to  walk". 

The  decision  is  referred  to  as  R(M)1/83, 
and  should  be  quoted  if  you  are  appealing 
on  similar  grounds.  The  crucial  paragraph 
came  near  to  the  end  of  the  judgement: 

"The  main  question  . . .  will  be  whether 
the  child  is  so  incapable  inasmuch  as 
his  ability  to  walk  out  of  doors  is  so 
limited  as  regards  the  manner  in  which 
he  is  able  to  make  progress  on  foot, 
since  behavioural  limitations  on  a 
person's  walking  generally  affect  the 
manner  of  walking.  It  is  possible  also 
that  speed  of  walking  from  place  to 
place  may  enter  into  it.  It  will  clearly  be 
relevant  that  tantrums  or  refusals  to 


walk  are  of  frequent  occurrence  or  not. 
We  accept...  that  the  making  of 
progress  on  foot  means  that  it  is  proper 
to  take  account  of  the  fact  that  a  major 
purpose  of  walking  is  to  get  to  a 
designated  place.  It  follows  that  if  a 
person  can  be  caused  to  move  himself 
to  a  designated  place  only  with  the 
benefit  of  guidance  and  supervision 
and  possibly  after  much  cajoling,  the 
point  may  be  reached  at  which  he  may 
be  found  to  be  virtually  unable  to  walk. 
There  may  be  other  factors  such  as 
blindness  and  deafness  ...  to  be  taken 
into  account  in  addition." 

This  means  that  there  are  a  number  of 
grounds  for  claiming  mobility  allowance: 

•  If  the  child  is  unable  to  reach  a 
designated  place  without  guidance  or 
supervision; 

•  If  the  child  is  deaf  and  blind; 

•  If  the  child's  constant  tantrums  and 
refusals  make  travel  difficult; 

•  If  any  of  these  factors  (or  others)  result  in 
a  very  slow  speed  of  travel. 


How  Do  I  Apply? 

1.  Ask  for  Form  Nl  211  from  your  local 
DHSS  office,  and  fill  it  in. 

2.  Send  it  to  the  address  on  the  form,  with 
a  covering  letter.  The  letter  should  follow 
this  pattern: 

"I  claim  mobility  allowance  on  behalf  of 
(child's  name  and  address).  I  am  the 
mother/father  of  this  child. 

Jane  is  deaf  and  blind,  as  a  result  of 
the  physical  condition  of  (name  of 
condition).  She  is  also  (list  any  other 
disabilities  your  child  has). 

Jane  can  only  be  caused  to  move 
herself  to  a  designated  place  with  the 
benefit  of  guidance  and  supervision.  I 
refer  you  to  the  Tribunal  Decision 
R(M)1/83.  (Here  you  should  also  describe 
in  your  own  words  the  aspects  of  your 
child's  behaviour  which  mean  s/he 
cannot  travel  outside  on  here  own.)" 

continued  on  page  20 
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continued  from  page  19 

3.  Keep  a  copy  of  any  letters  you  send. 

4.  Send  any  further  supporting  evidence 
that  you  think  would  be  helpful,  either  in 
theform  or  afterwards.  This  might  includea 
letter  from  school  declaring  thatyourchild 
cannot  travel  outdoors  alone. 

What  Happens  Next? 

You  should  normally  hear  from  the  DHSS 
within  3  weeks  of  sending  off  the  form. 
They  will  arange  an  appointment  with  a 
doctor  to  prepare  a  medical  report  on  your 
child.  This  can  be  arranged  to  take  place  in 
your  home  if  you  wish. 

Take  this  leaflet  with  you  to  show  the 
doctor,  since  many  of  them  are  unaware 
that  deaf-blindness  and  behavioural  factors 
can  be  considered  as  determining  a  child 
"virtually  unable  to  walk".  Ask  the  Doctor  to 
establish  your  child's  abilities  with  a  fair 
test.  Suggest  that  the  doctor  observes 
your  child  travelling  down  a  street  to  a 
destination  that  the  doctor  suggests, 
without  your  help. 

Ask  the  doctor  to  establish: 


•The  distance  over  which  your  child  can 
progress  on  foot  out  of  doors  without 
discomfort.  If  your  child  is  easily  distracted, 
and  therefore  liable  to  do  something 
dangerous,  ask  him  to  note  this. 
•The  speed  over  which  your  child  can 
progress  on  foot  out  of  doors,  and 
•The  manner  in  which  your  child  can 
progress  out  of  doors.  This  should  include 
whether  the  travel  is  purposeful,  whether 
your  child  is  liable  to  agitation  or  unexpec- 
ted hyperactivity,  whether  he  need  cajoling, 
guidance  or  restraint.  Ask  your  doctor  to 
note  what  he  feels  would  happen  were 
your  child  unaccompanied. 
The  doctor  will  send  in  his  report,  and  the 
local  insurance  officer  will  make  his 
decision. 

What  if  I  am  Turned  Down? 

You  must  send  in  a  written  appeal  within 
28  days.  This  only  needs  to  take  the  form  of 
a  letter  saying: 

"I  appeal  against  the  decision  of  the 
Mobility  Allowance  Unit  to  refuse  my 
child  mobility  allowance,  on  the  grounds 
that  s/he  is  virtually  unable  to  walk  by 
reason  of  being  deaf-blind." 


The  Appeals  procedure  is  long  and  compli- 
cated. You  will  probably  be  required  to 
attend  a  Medical  Board,  at  which  you 
should  again  present  this  leaflet,  and  ask 
that  they  refer  to  Decision  Number  R(M) 
2/81  and  Decision  Number  R(M)  1/83. 

If  this  appeal  fails,  then  you  can  appeal 
further  to  the  Medical  Appeal  Tribunal. 
Alternatively,  if  you  win  your  claim  at  any 
stage  the  DHSS  can  appeal  themselves  to 
a  Medical  Appeal  Tribunal. 

If  you  reach  this  stage,  you  should  get 
legal  advice.  We  can  advise  you  as  to 
where  you  can  get  free  legal  representation 
in  your  area.  This  may  involve  seeking  an 
independent  medical  report. 


And  When  I  Succeed? 

You  can  arrange  to  receive  payment  in  a 
number  of  ways,  outlined  in  the  form  Ml 
211. 

You  can  then  also  claim  exemption 
from  road  tax  on  your  car,  if  the  car  is 
largely  for  the  use  of  your  child.  If  you 
haven't  already  got  one,  you  can  claim  an 
Orange  Badge  for  the  car,  which  gives  you 
parking  concessions  when  your  child  is 
with  you. 


How  Can  I  Benefit? 


As  in  the  last  Newsletter,  the  case  des- 
cribed is  afictional  one.  Yoursituation  may 
be  different  from  the  one  described.  If  in 
doubt,  ask  the  office  for  advice. 

Joanne  is  a  five  year  old  deaf-blind  child. 
She  is  registered  blind  with  the  local 
authority,  and  is  almost  totally  deaf.  She  is 
hyperactive,  and  doesn't  sleep  well.  She 
doesn't  understand  language,  but  she 
does  use  about  30  signs  for  communi- 
cating. She  also  occasionally  wets  the  bed, 
and  sometimes  her  clothes  too. 
Joanne's  mother  and  father  live  in  a 
council  house.  Her  father  earns  about 
£140  per  week,  and  her  mother  stays  at 
home  to  look  after  her.  She  is  their  only 
child. 

What  Benefits  Do 
Joanne's  Family  Receive? 

The  most  important  benefit  her  parents 
receive  on  Joanne's  behalf  is  an  Attendance 
Allowance  at  the  higher  rate  of  £27.20  per 
week.  They  have  qualified  for  this  since 
Joan  was  2  years  old. 

They  filled  in  leaflet  Nl  205  and 
enclosed  a  letter  fully  explaining  the 
demands  of  caring  for  a  deaf-blind  child. 
They  had  to  show  that  Joanne  needed 
frequent  help  throughout  the  day  with 
"bodily  functions".  They  emphasised  to  the 
doctor  who  came  to  see  them  that  the 
Attendance  Allowance  Board  had  decided 
that  communication  was  a  bodily  function. 
'-•;/  <:/'..■:•':".  that  Joanne'',  multiple 
handicap  meant  that  she  needed  constant 
help  with  communication. 

They  knew  that  Joanne  was  automati- 
cally entitled  to  the  lower  rate  of  Attendance 
Allowance,  through  being  deaf-blind.  To 
qualify  for  the  higher  rate  of  allowance  they 
had  to  show  that  because  she  is  hyperactive 
and  wakes  up  at  night,  and  also  because  of 
her  bed-wetting,  Joanne  needs  "continual 
supervision  throughout  the  night"  so  that 
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she  didn't  come  to  any  harm.  They  made 
sure  that  the  doctor  who  visited  them  fully 
understood  all  these  points,  and  that  he 
wrote  them  all  down.  They  found  it  useful  to 
show  the  doctor  a  diary  they  had  kept 
showing  how  often  they  had  to  get  up  at 
night,  and  for  how  long. 

Secondly,  from  herfifth  birthday  Joanne 
has  received  a  Mobility  Allowance  of 
£19.00.  Her  parents  applied  in  good  time 
on  form  Nl  21 1  so  that  the  allowance  was 
paid  from  Joanne's  birthday.  They  wrote  an 
accompanying  letter  explaining  that 
Joanne  qualified  as  "unable  or  virtually 
unable  to  walk".  They  pointed  out  a  recent 
tribunal  of  Social  Security  Commissioners 
had  said  that  it  was  important  to  consider 
the  need  for  assistance  in  getting  about. 
Joanne,  they  wrote,  needed  constant 
guidance,  supervision  and  sometimes 
cajoling  to  travel  to  the  right  place.  Even 
then  her  speed  was  very  slow.  (See  article 
on  page  00.) 

It  was  useful  to  get  letters  from  their 
GP,  and  from  the  social  worker  who  had 
visited  several  times,  to  support  the  claim. 

Joanne's  parents  had  never  applied 
for  a  rent  rebate  because  they  thought  her 
father's  income  was  too  high.  The  social 
worker  advised  them  to  claim,  and  to  their 
surprise  their  rent  was  reduced  by  about 
£5  per  week.  That  was  very  useful  in 
making  ends  meet. 

Two  years  ago  they  received  help  from 
the  Family  Fund  to  buy  a  new  washing 


machine.  They  have  just  heard  that  this 
year  the  fund  is  helping  them  to  take 
Joanne  on  holiday  for  a  week.  They 
contacted  the  Family  Fund  at:  PO  Box  50, 
YorkYCM  1VY. 

Since  Joanne  was  two  her  parents 
have  had  an  Orange  Badge  to  put  on  their 
car  when  they  take  Joanne  out  anywhere. 
It  means  that  they  can  park  more  easily  in 
the  town  centre.  They  enquired  at  their 
local  Social  Services  Office  to  get  an  appli- 
cation form. 

Luckily  Joanne  is  only  occasionally 
incontinent,  but  the  Health  Visitor  explained 
that  if  this  should  become  more  of  a 
problem  then  various  forms  of  help  were 
available  from  the  District  Health  Authority. 
These  included  free  incontinence  pads, 
protective  pants,  disposable  drawsheets, 
as  well  as  an  incontinent  laundry  service. 
She  explained  that  in  some  areas  the 
social  services  department  organised  these 
services,  and  in  some  places  the  service 
hardly  existed  at  all! 

Finally,  Joanne's  mother  was  worried 
about  her  pension  rights.  She  had  always 
worked  before  Joanne  was  born,  and 
wondered  if  staying  at  home  to  look  after 
her  was  putting  her  pension  at  risk.  She 
enquired  at  the  local  social  security  office, 
and  was  reassured  to  know  that  she  did  not 
have  to  pay  contributions  while  she 
received  Child  Benefit  or  looked  after  a 
disabled  person  receiving  an  Attendance 
Allowance.  She  read  leaflet  NP  27  which 
explained  all  about  this,  "Home  Responsi- 
bilities Protection". 

We  already  know  of  five  families  who 
have  significantly  increased  their 
income  as  a  result  of  following  the 
suggestions  in  the  last  Newsletter. 
Forfurtherinformation  on  benefits  — 
or  for  a  copy  of  past  articles  —  simply 
contact  the  office. 


'Sj 


Interpreting  for  Deaf-Blind  Persons 


Many  deaf-blind  people  feel  very  depen- 
dent on  others,  and  are  usually  grateful  for 
other  people's  help.  They  tend  not  to 
complain  therefore  about  interpreting 
services.  One  can  often  see  deaf-blind 
people  treated  very  badly  however  in  the 
interpreting  situation,  and  it  is  a  sobering 
thought  for  interpreters  to  reflect  that 
because  there  is  no  monitoring  of  their 
efforts,  very  rarely  does  anyone  comment 
that  their  interpretation  has  been  done 
badly.  Yet  there  are  numerous  observable 
instances,  where  interpreters  have 
discharged  their  responsibilities  to  deaf- 
blind  people  very  poorly.  This  paper  is  a 
humble  attempt  to  stimulate  some  thinking 
on  the  subject.  It  is  not  directed  towards 
full-time  professional  interpreters,  but 
rather  towards  workers  and  volunteers 
who  only  occasionally  interpret  for  deaf- 
blind  persons. 

I  would  suggest  that  in  the  interpreting 
situation  there  are  three  factors  which 
influence  the  actual  exercise  of  the  inter- 
pretation. These  are:— 

•The  amount  of  control  one  can  exercise 
over  the  interpreting  situation  itself  and 
the  speed  of  the  speaker 

•The  complexity  of  the  material  to  be 
interpreted. 

•  The  personal  skill  of  the  interpreter. 

Two  of  these  factors  at  least  can  be 
influenced  so  that  the  demand  on  the 
personal  interpreting  skills  of  the  inter- 
preter become  a  little  less  obvious.  The 
more  time  that  can  be  gained  to  discharge 
the  interpreting  task,  the  more  successful 
the  interpreter  is  likely  to  be. 


Control 
and  Speed 

The  control  over  the  situation,  and  over  the 
speaker  is  usually  quite  considerable  in  a 
straightforward  interview  situation  between 
one  deaf-blind  person  and  one  other 
person,  such  as  might  happen  in  a  social 
security  interview.  The  speaker  can  be 
asked  to  speak  slowly  and  also  can  be 
asked  to  pause  at  appropriate  intervals  if 
the  communication  is  being  given  too 
quickly  or  is  complex  and  needs  furthertime 
for  elaboration.  A  situation  which  is  slightly 
more  difficult  is  in  a  hospital.  The  inter- 
preter may  ask  doctors  and  other  medical 
personnel  for  their  co-operation  but  if  they 
unwittingly  speak  too  quickly,  or  in  a 
complicated  manner,  then  there  is  a  limit  to 
the  number  of  times  that  an  interpreter  can 
interrupt  the  doctor  or  other  hospital 
worker  to  remind  them  of  the  needs  of  the 
interpreter.  An  even  more  difficult  situation 
is  when  a  meeting  is  being  interpreted.  The 
speaker   may   have   been    requested   to 
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speak  slowly  but  if  he  forgets  and  quickens 
up,  then  again  there  is  a  limit  to  the  number 
of  times  that  the  interpreter  can  interrupt 
to  ask  the  speaker  to  maintain  a  slower 
speed.  Lastly,  there  is  the  situation  such  as 
exists  in  the  church  service  or  a  burial 
service  where  it  would  be  completely 
unacceptable  to  interrupt  the  priest  to  ask 
him  to  slow  down  his  speaking  speed. 
Suggestions  can  be  given  to  speakers 
indicating  how  they  can  help  the  inter- 
preter in  assisting  the  deaf-blind  person  to 
comprehend  more  fully.  Such  points  may 
be  invitations  to  the  speaker  to  (a)  speak 
slowly,  (b)  speak  with  normal  rhythm,  but 
with  longer  pauses  at  the  end  of  phrases, 
(c)  make  the  main  thoughts  and  emphasis 
in  the  speaker's  remarks  clear  at  the  outset 
if  this  is  possible,  (d)  use  simple  straight- 
forward language  avoiding  idioms  or  collo- 
quialism where  possible.  As  the  statement 
"please  speak  slowly"  is  open  to  various 
subjective  interpretations,  it  might  be 
useful  to  indicate  that  speaking  at  a  rate  of 
around  45  wpm  would  be  most  suitable  if 
the  situation  permits.  Posting  or  handing  a 
list  of  suggestions  to  the  speaker  before 
the  interpreting  occasion  is  more  helpful 
for  the  speaker  than  if  he  is  confronted  with 
these  requests  in  a  somewhat  hasty 
garbled  manner  by  the  interpreter  just 
prior  to  the  situation  which  calls  for  inter- 
pretation. Obviously,  there  will  be  times 
when  it  is  not  possible  to  implement  some 
of  the  above  suggestions.  If  we  can  only 
reduce  the  difficulties  on  a  percentage  of 
occasions  however,  it  is  bound  to  be  an 
improvement  on  the  present  situation 
where  in  a  number  of  instances  the  inter- 
preters do  little  forward  planning  or 
objective  thinking,  about  the  situation. 
Similarly,  there  will  always  be  speakers 
and  interviewers  who  will  not  bother  to  co- 
operate in  terms  of  speaking  speed,  or  will 
set  off  with  good  intentions  and  then  fail  by 
racing  away.  Again,  if  we  can  reduce  the 
number  of  times  when  this  happens  by 
educating  speakers,  this  must  help. 


Complexity 


The  second  topic  is  the  complexity  of  the 
material  to  be  interpreted.  This  might 
involve  a  straightforward  conversation 
containing  references  to  concrete  things 
such  as  pounds,  shillings,  and  pence,  such 
as  might  happen  in  a  social  security  inter- 
view. Those  parts  of  the  conversation  are 
likely  to  be  relatively  simple,  even  though 


explaining  the  regulations  and  the  manner 
of  payment  may  be  complicated.  The 
explaining  of  medical  conditions  at  a 
medical  interview  may  be  more  complex 
because  the  medical  jargon  used  is 
unfamiliar  to  the  deaf-blind  person.  In 
interpreting  jargon  there  is  also  the  risk 
that  the  interpreter  will  paraphrase  in- 
appropriately because  he  or  she  is  also 
unfamiliar  with  the  true  meaning  of  the 
jargon.  There  are  even  more  complicated 
situations  in  terms  of  material  however. 
Interpreting  a  speech  at  a  public  meeting 
which  involves  complex  thinking  or 
specialised  jargon  or  both,  is  likely  to  be 
the  most  demanding  challenge  of  all. 
Examples  might  be  interpreting  a  paper  on 
psychiatry,  or  in  a  more  simple  setting, 
interpreting  the  involved  language  of  the 
Prayer  Book  and  Bible  during  a  religious 
service. 

Here  again,  the  interpreter  can  prepare 
himself  or  herself  before  such  a  challenge 
by  either  reading  the  leaflets  or  other 
material  associated  with  the  speaker's 
presentation  or,  alternatively,  identifying 
some  of  the  complex  key  words  which  are 
likely  to  be  used  and  working  out  suitable 
paraphrases  beforehand.  Some  words  are 
not  only  difficult  to  paraphrase  but  are  also 
literally  difficult  to  spell  out  on  a  person's 
fingers.  "Psychosis",  "neurosis",  and  even 
simple  words  like  "rhythm"  are  surprisingly 
difficult  to  get  right  in  terms  of  their  spelling 
without  some  concentration  upon  the 
execution.  When  an  interpreter  is  inter- 
preting at  speed  even  small  portions  of 
time  are  not  available  for  reflection  on  any 
one  word.  A  little  practice  on  any  words 
which  might  be  involved  which  are  actually 
difficult  to  spell  beforehand  is  a  useful 
exercise,  therefore. 


Interpreting 
Skill 

Lastly,  we  come  to  the  skill  of  the  inter- 
preter himself  or  herself.  People  vary  in 
their  aptitudes  and  experience  in  dis- 
charging the  interpreting  role.  An  inter- 
preter may  be  a  professionally  trained 
worker  with  deaf-blind  persons  or  he  or  she 
may  be  a  volunteer  who  is  helping  a  deaf- 
blind  person  only  sporadically.  By  looking 
at  the  three  areas  outlined  above  the 
volunteer  with  limited  experience  can 
reduce  the  challenge  of  the  interpreting 
situation  to  his  or  her  own  personal  skills, 
and  thus  gain  slightly  more  breathing 
space  or  time.  This  in  turn,  is  likely  to  help 
the  interpretertosucceed  more  easily. The 
more  the  interpreter  succeeds,  the  more 
confident  he  or  she  will  become;  the  more 
confident  the  interpreter  becomes  the 
better  the  interpreter  will  eventually  be. 


continued  on  page  22 
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Now.  we  come  to  the  heart  of  the 
matter  when  we  look  at  the  skill  of  the 
interpreter.  Here  again, wecan  identifythe 
ingredients  which  are  involved  in  inter- 
preting. I  would  analyse  the  constituent 
elements  as  follows:— 

•  Knowledge  of  the  appropriate  deaf- 
blind  alphabet  and  other  methods  of 
communication  with  deaf-blind  persons, 
such  as  the  use  of  the  block  alphabet  or 
manual  word  signs. 

•  Ability  in  paraphrasing  language. 

•  Manner  and  style  of  exercising  manual 
communication  methods  to  convey 
meaning. 

•  Speed  of  competent  interpreter. 


Knowledge 

Learning  a  deaf-blind  manual  alphabet  is 
usually  a  straightforward  matter.  There  are 
some  people  who  have  been  pre-lingually 
deafened  before  becoming  blind  whose 
main  method  of  communication  is  by  sign 
language  however.  This  presents  a  problem 
in  Britain  because  a  number  of  the  workers 
who  help  deaf-blind  people  have  not  been 
trained  in  British  sign  language.  This 
means  that  the  interpreter  is  unable  to 
understand  the  signs  used  by  the  deaf- 
blind  person,  nor  is  he  or  she  able  to  use 
signs  in  their  own  interpretation  for  the 
deaf-blind  person.  This  is  a  point  which  is 
often  brushed  under  the  carpet,  and  yet  it 
ought  not  to  be.  Interpreting  for  pre- 
lingually  deafened  blind  persons  invariably 
calls  for  much  greater  skill  than  inter- 
preting for  those  blind  persons  who  have 
become  deaf  in  later  life  who  have  normal 
language  and  normal  voices.  Because  of 
this  fact  the  interpretation  needs  of  pre- 
lingually  deafened  blind  persons  are 
sometimes  neglected  because  there  are 
insufficient  workers  around  who  can  cope 
with  the  sign  language  problem.  This  is 
patently  unfair  and  something  ought  to  be 
done  about  it  in  the  not  too  distant  future.  It 
may  mean  that  workers  with  the  blind  who 
are  not  familiar  with  sign  language  should 
have  instruction  upon  this  in  their  training 
courses  so  that  they  may  become  familiar 
with  at  least  the  more  commonly  used 
signs  of  pre-lingually  deafened  persons. 


Ability 

Paraphrasing  is  the  basic  skill  which  is  the 
fundamental  key  to  good  interpretation. 
Not  only  does  good  paraphrasing  more 
■-.■/.  lately  reproduce  the  speaker's 
message,  it  also  cuts  verbal  corners  with  a 
valuable  saving  of  time.  This  gives  the 
interpreter  more  time  to  concentrate  upon 
the  spelling  and  also  to  deliver  the 
■■<:■..--.'.<:  ■  ■./,'/',■: i  <:  £  u',ef'ji  ma/im  for 
interpreters  who  would  wish  to  improve 
their  paraphrasing  skills  might  be  "Think 
cleverly  —  Speak  simply1"  By  pursuing  this 
aim  whilst  one  is  speaking  normally,  it  is 
possible  to  improve  one's  skill  in  para- 
phrasing when  using  manual  communi- 
■>.•  Of  "  ':"  '>rtv  The  interpreter  will  often 


find  also  that  he  or  she  becomes  a  clearer 
thinker  in  the  process. 

Because  a  number  of  pre-lingually 
deafened  blind  persons  do  not  acquire 
their  vocabulary  and  a  knowledge  of 
grammar  normally  through  their  hearing  as 
other  people  do,  they  are  prone  to 
expressing  their  thoughts,  and  also  under- 
standing other  people's  communications 
in  a  language  style  which  is  different  to  that 
of  people  with  normal  hearing.  This  means 
that  the  interpreter  has  to  phrase  the 
speaker's  remarks  in  a  manner  which  is 
more  easily  understood  by  pre-lingually 
deafened  blind  persons.  Suggestions  which 
might  help  the  interpreter  in  such  situ- 
ations include  the  phrasing  of  the  language 
in  the  active  tense,  the  avoidance  of 
pronouns  —  even  if  this  means  repeated 
use  of  the  proper  noun,  an  abstinence  from 
the  use  of  colloquialisms,  or  idioms,  and 
the  use  of  simple  words  framed  in  one 
thought  sentences  wherever  possible.  The 
prime  thought  in  any  passage  should  be 
placed  as  near  as  possible  to  the  begin- 
ning of  the  sentence  with  ancillary  thoughts 
following  on  subsequently.  Because 
manual  communication  lacks  spoken 
emphasis,  it  is  sometimes  necessary  to 
rearrange  the  speaker's  words  quite  con 
siderably  in  order  to  convey  the  true 
emphasis  and  import  of  his  message  in  a 
manner  which  is  understandable  to  the 
deaf-blind  person.  Unlike  the  interpreter 
for  sighted  deaf  persons  it  is  rarely 
possible  for  the  interpreter  for  deaf-blind 
persons  to  give  a  completely  faithful 
verbatim  rendering  of  the  speaker's 
message. 


Manner 

Next,  there  is  the  manner  and  style 
employed  in  expressing  language  through 
manual  methods.  All  interpreters  need  to 
aim  at  a  flowing  rhythmical  style  of 
interpretating  as  distinct  from  a  staccato  or 
uneven  style.  Good  rhythm  is  necessary  if 
the  deaf-blind  person  is  to  be  helped  to 
synthesise  the  letters  into  words  and  the 
words  into  sentences.  The  comfort  in 
which  the  interpreting  is  carried  out  can 
also  be  enhanced  by  a  little  thought 
beforehand.  The  actual  physical  position 
the  interpreter  adopts  in  relation  to  the 
deaf-blind  person  will  differ  according  to 
the  alphabet  which  is  being  used.  A  person 
using  the  one-handed  American  deaf-blind 
alphabet  will  no  doubt  adopt  a  different 
position  to  the  person  using  the  British 
two-handed  alphabet.  For  interpreters 
using  the  British  two-handed  alphabet,  the 
interpreter  needs  to  be  on  the  right-hand 
side  of  the  deaf-blind  person  using  his  or 
her  right  hand  to  finger-spell  into  the  left 
hand  of  the  deaf-blind  person.  It  is  helpful  if 
the  chairs  are  as  close  together  as 
possible  and  if  the  interpreter  is  able  to 
maintain  some  body  contact  with  the  deaf- 
blind  person,  then  the  recipient  will  beable 
to  get  some  further  evidence  of  the 
interpreter's  reactions  through  the  body  as 
well  as  through  the  hands.  If  signs  are 
being  used  and  especially  if  they  are  being 
used  in  conjunction  with  some  residual 
sight,  then  the  interpreter  may  need  to  sit 
in  front  of  the  deaf-blind  person  with  the 
interpreter's  wrists  or  hands  being  held  by 
the  deaf-blind  person.  The  interpreter  will 
then  use  signs  which  are  familiar  to  the 
deaf-blind  person  and  at  the  same  time 


speak  in  a  manner  which  will  help  that 
person  to  lipread  with  his  or  her  remaining 
residual  vision.  Often  people  who  are 
registered  blind  with  tunnel  vision  can  still 
see  a  surprising  amount  notwithstanding 
their  overall  problem  in  seeing.  One  needs 
to  follow  the  pointers  which  speakers  bear 
in  mind  when  they  are  trying  to  help 
sighted  persons  lipread  more  successfully 
in  such  a  situation.  This  means  sitting  with 
the  speaker's  face  in  a  good  light  wherever 
possible,  speaking  slowly,  rhythmically, 
and  with  clear  lip  movements. 


Speed 

Finally,  we  come  to  the  speed  or  execution 
of  the  interpreting  task.  Deaf-blind  persons 
will  differ  enormously  themselves  in  the 
speed  at  which  they  can  receive  infor- 
mation. Those  who  would  fill  the  role  of 
interpreter  however,  ought  to  be  able  to  do 
the  interpreting  at  a  good  speed  so  that  a 
deaf-blind  person  who  is  able  to  receive  at 
this  speed  may  profit  from  his  or  her  ability. 

I  n  terms  of  interpretation  it  is  the  writer's 
opinion  that  the  fastest  speed  likely  to  be 
achieved  by  an  interpreter  and  a  deaf-blind 
person  using  the  British  two-handed 
manual  alphabet  is  around  80-85  wpm. 
Although  having  less  experience  in  the  use 
of  the  American  one-handed  alphabet  it  is 
nevertheless  also  his  opinion  that  inter- 
preting speeds  for  deaf-blind  persons  using 
this  alphabet  is  also  likely  to  be  around  80- 
85  wpm  at  its  fastest  usage.  Although  it  is 
an  arbitrary  decision,  experience  suggests 
that  a  reasonable  aim  for  an  average  inter- 
preter might  be  around  45  wpm.  Surpris- 
ingly, some  competent  British  interpreters 
for  sighted  deaf  persons,  are  less  com- 
petent in  interpreting  for  deaf-blind  persons, 
and  do  not  achieve  an  interpreting  rate  of 
45  wpm.  The  writer  has  negotiated  with  the 
secretary  of  the  Council  for  the  Advance- 
ment of  Communication  with  Deaf  People 
and  it  has  now  been  agreed  that  in  future 
assessments  of  interpreters  for  work  with 
sighted  deaf  people  there  will  be  included 
an  assessment  on  their  skills  with  deaf- 
blind  persons  and  that  the  interpreting 
speed  expected  of  candidates  will  be  45 
wpm.  Would-be  interpreters  should  check 
their  own  interpreting  speeds  using 
straightforward  uncomplicated  spoken 
material,  to  assess  their  own  competence 
as  interpreters  for  deaf-blind  persons. 
Their  findings  may  surprise  themselves! 

Hearing  persons  with  normal  speech 
tend  to  speak  at  a  speed  somewhere 
between-130-1  50  wpm.  This  means,  that  if 
the  writer's  assumption  is  correct,  the 
interpreter  has  absolutely  no  chance  of 
giving  a  verbatim  interpretation  of  a 
speech  given  at  normal  delivery  speeds 
This  knowledge  therefore  should  influence 
the  interpreter's  technique.  He  or  she 
knows  that  paraphrasing  will  be  needed, 
and  needed  quite  significantly,  if  there  is 
no  control  over  the  speaker's  rate  of 
delivery.  Furthermore,  there  will  need  to  be 
a  concentration  on  getting  acrossthe  main 
message  of  the  speaker's  delivery  even  if 
some  parts  have  to  be  left  out.  This  is 
especially  true  of  interpreting  in  a  religious, 
or  formal,  ceremony.  In  such  a  situation  not 
only  will  the  speaker  be  beyond  the  control 
of  the  interpreter,  the  material  being 
spoken  may  be  complex  and  demanding  in 
terms  of  paraphrasing.  So,  even  a  very 
good  interpreter  capable  of  finger-spelling 
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at  60  wpm  to  70  wpm  is  likely  to  be  slowed 
down  if  the  material  being  spoken  calls  for 
concentration  and  reflection. 

Obviously  speed  of  interpreting  is 
more  often  limited  by  the  speed  of 
reception  of  the  deaf-blind  person  rather 
than  the  speed  of  the  interpreter.  Some 
people  are  only  able  to  receive  it  at  20  wpm 
to  30  wpm,  or  even  slower,  and  prior 
planning  is  even  more  important  in  such 
instances. 


Selection  of 
Material 

Religious  services  are  often  the  situations 
which  most  frequently  occur,  where 
complex  interpreting  is  needed  by  deaf- 
blind  persons  of  varying  receptive  abilities. 
In  such  instances  it  is  suggested  that  the 
interpreter  endeavours  to  get  across  some 
complete  parts  of  the  service,  sermon,  or 
hymns,  meaningfully,  even  if  other  parts 
have  to  be  left  out.  On  a  number  of 
occasions  interpreters  can  be  seen  en- 
deavouring to  keep  up  in  a  religious 
service  but  only  managing  to  confuse  the 
deaf-blind  person  because  they  have  not 
prepared  themselves  beforehand.  Such 
interpreters  will  tend  in  interpreting  a 
hymn  for  example,  to  do  the  first  two  lines 
of  the  first  verse,  discover  that  the  singers 
are  losing  them,  which  forces  them  to  skip 
the  next  two  lines  and  they  rejoin  the 
singers  with  something  like  the  last  line  of 
the  second  verse.  They  often  spend  the 
whole  service  sporadically  interpreting 
odd  lines  which  must  leave  the  deaf-blind 
person  with  a  very  fragmented,  confused 
idea  of  what  is  being  offered.  By  inter- 
preting the  first  verse  of  a  hymn  completely, 
even  if  by  doing  so  the  second,  third,  or 
even  fourth  verses  have  to  be  omitted, 
then  at  least  one  complete  meaningful  part 
is  conveyed.  Likewise,  in  the  service  itself, 
one  prayer  meaningfully  interpreted  at  a 
speed  that  the  deaf-blind  person  can 
comprehend,  would  appear  to  be  prefer- 
able, even  if  one  or  two  other  prayers  have 
to  be  omitted. 

This  leads  on  to  a  consideration  as  to 
which  particular  sections  of  the  service 
should  be  given  priority  when  making 
decisions  about  the  parts  to  be  inter- 
preted and  the  parts  to  be  left  out.  In  a 
burial  service  it  may  mean  the  selection  of 
familiar  phrases,  such  as  "Ashes  to  ashes, 
Dust  to  dust",  together  with  prayers  for  the 
bereaved  and  any  well-known  psalms.  As 
the  Lord's  Prayer  is  familiar  to  most  people, 
it  is  often  only  necessary  to  indicate  to  the 
deaf-blind  person  that  the  Lord's  Prayer  is 
about  to  be  spoken  and  many  deaf-blind 
persons  will  follow  it  in  their  own  internal 
thinking  without  the  need  for  interpretation. 
The  finger-spelling  of  "Amen"  on  the  deaf- 
blind  person's  hand  when  the  Lord's 
Prayer  has  been  completed  by  the  preacher 
and  the  congregation,  gives  him  or  her  an 
indication  that  the  service  is  moving  on 
again  beyond  that  prayer.  In  a  secular 
meeting  the  interpreter  may  have  to  skip 
some  of  the  introductory  remarks  in  order 
to  get  across  the  main  theme  and  frame- 
work, and  also  possibly  leave  out  asides, 
anecdotes,  and  other  parts  of  the  speech 
which  do  not  carry  the  highest  priority  in 
conveying  the  speaker's  main  message. 
Interpreters  can  readily  avail  themselves 
of  hymn  books,  prayer  books  and  the  bible 


and  a  little  time  spent  on  making  simple 
precis  of  the  more  familiar  parts  of  church 
services  will  be  time  well  spent  because 
such  precis  can  be  used  over  and  over 
again.  In  a  meeting,  or  other  situations 
where  a  speech  has  to  be  interpreted  it  is 
helpful  if  the  interpreter  can  get  hold  of  the 
script  of  the  speaker's  comments  before- 
hand so  that  the  interpreter  can  get  the 
main  drift  of  the  speaker's  remarks  and 
also  make  some  decisions  about  which 
parts  should  be  interpreted  and  which 
parts  can  be  reasonably  left  out.  This 
implies  that  organisers  of  meetings  where 
numerous  deaf-blind  persons  are  present 
should  endeavour  to  get  a  speaker's 
speech  in  advance  so  that  they  can 
duplicate  it  and  pass  it  out  to  the  inter- 
preters. In  large  gatherings  of  deaf-blind 
persons  very  often  the  helpers  have  had  an 
extremely  limited  experience  of  interpreting. 
One  usually  does  not  discover  many 
professional  interpreters  at  such  gatherings. 


Volunteers 


This  introduces  the  issue  of  volunteers. 
Very  often  professionals  delegate  inter- 
preting functions  for  deaf-blind  people  to 
volunteers,  and  in  a  number  of  instances, 
the  professional  social  worker  does  not 
satisfy  himself  or  herself  that  the  volunteer 
is  capable  of  fulfilling  the  interpreting  task 
competently.  Volunteers  have  to  fill  two 
roles,  that  of  guide,  and  that  of  interpreter. 
The  guiding  task  usually  presents  no 
problems  and  is  dealt  with  very  competently. 
It  is  often  this  role  that  takes  priority  when 
volunteers  are  involved.  Too  little  focus  is 
placed  upon  the  interpreting  function  and 
invariably  the  volunteers  are  described  as 
"guides".  It  would  help  to  underline  the 
critical  need  for  interpretation  if  forthwith, 
such  helpers  were  described  as  "guide/ 
interpreters".  Volunteers  who  help  deaf- 
blind  people  are  very  often  kindhearted 
persons  who  are  given  up  their  time  and 
energies  to  help  deaf-blind  people.  The 
responsibility  to  ensure  that  the  volunteers 
are  competent  in  interpreting  should  rest 
with  the  professional  worker  who  is 
delegating  the  task,  rather  than  the 
volunteer  himself  or  herself.  Whilst  we  can 
never  repay  the  kindness  of  volunteers  for 
the  service  they  give,  it  would  be  unfair  to 
deaf-blind  people  not  to  recognise  that 
many  volunteers  are  placed  in  situations 
where  their  interpreting  skills  are  not  up  to 
the  demands  which  are  placed  upon  them. 
There  is  another  area  here  therefore, 
where  more  widespread  reflection  and 
better  practices  would  help  to  improve 
services  for  deaf-blind  persons. 


Communication 
System 

So  far,  the  emphasis  has  been  upon  the 
use  of  the  manual  deaf-blind  alphabet  as 
the  major  means  of  communication.  How- 
ever, some  people  are  not  able  to  use  this, 
and  use  the  spelling  out  of  block  capital 
letters  on  their  palms  instead.  This  is  a 


slower  method  than  the  use  of  the  manual 
alphabet,  and  very  often  deaf-blind  persons 
are  reduced  to  a  speed  of  around  20-25 
wpm,  when  using  block  capital  letters. 
There  are  also  a  great  number  of  other 
homespun  methods  of  communication 
that  have  been  evolved  by  deaf-blind 
people  within  the  bosom  of  their  own 
families.  Some  people  will  use  their 
remaining  residual  vision  by  having  letters 
drawn  in  the  air  in  front  of  their  eyes,  or 
traced  out  on  a  slate.  One  worker  observed 
by  the  writer,  even  interpreted  for  a  deaf 
man  playing  cards  by  drawing  the  number 
and  suit  of  the  cards  on  his  leg  with  her 
finger!  None  of  these  methods  could  be 
said  to  be  effective  for  other  than  the  most 
primitive  transfer  of  information  however. 

Residual  hearing  and  sight  should  be 
used  wherever  this  is  possible,  no  matter 
how  limited  those  residual  senses  may  be. 
Persons  who  can  still  hear  through  a 
hearing  aid  may  be  able  to  follow  an 
interpreter's  remarks  if  the  interpreter 
speaks  slowly  and  with  care  into  the 
microphone  of  the  aid.  There  is  always 
room  for  experiment  and  innovation  in 
terms  of  communication  methods.  Recently, 
the  writer  accidentally  discovered  that  a 
young  blind  woman  who  was  losing  her 
hearing,  who  could  neither  hear  speech 
clearly  enough  to  understand  it,  nor 
receive  communications  competently 
through  the  medium  of  the  deaf-blind 
alphabet,  did  manage  to  understand  when 
the  information  was  both  spoken  and 
finger-spelt  at  the  same  time.  So, 
experience  and  wits  are  called  for  when 
trying  to  help  deaf-blind  people  break  out 
from  their  prisons  of  deafness  and  blind- 
ness. It  is  tempting  but  dangerous  to  make 
an  assessment  of  a  deaf-blind  person's 
communication  skills  on  one  visit  alone. 
The  writer  visited  one  deaf-blind  man  in  his 
fifties,  and  for  three  visits  established  no 
communication  at  all.  Eventually,  he  was 
successful,  albeit  at  a  limited  level,  and 
although  it  was  only  possible  to  communi- 
cate within  a  framework  of  fifty  signs  after 
seven  years  of  weekly  visits  it  did  never- 
theless make  a  modicum  of  communication 
possible.  It  may  be  that  communication 
with  deaf-blind  persons  at  such  a  level  is 
moving  beyond  the  point  where  it  can  be 
really  described  as  interpretation.  Some 
needs  for  interpretation  may  be  very 
primitive  indeed  however,  and  only  call  for 
one  or  two  words.  There  is  a  tendency  to 
dwell  only  upon  interpretation  at  impor- 
tant meetings,  when  often  other  situations 
exist  in  which  deaf-blind  persons'  needs 
for  communication  are  simple  and  primitive. 

No  paper  on  interpreting  for  deaf-blind 
persons  would  be  complete  however, 
without  mentioning  the  outstanding  skills 
of  those  deaf-blind  persons  who  can  use 
the  Tadoma  method  of  communication. 
With  this  method  the  deaf-blind  person 
places  his  fingers  alongside  the  throat  of 
the  speaker  and  his  thumb  on  the  lips  of 
the  speaker.  It  is  a  method  which  was 
developed  in  Perkins  School  for  the  Blind, 
Boston,  and  only  a  few  persons  can  use  it 
in  England.  A  recent  report  from  America 
also  suggests  that  there  are  few  people 
learning  it  in  America  at  the  present  time. 

Whilst  there  are  over  40  different 
manual  alphabets  in  use  throughout  the 
world,  mainly  they  are  based  upon  four 
basic  systems.  One  is  our  own  two-handed 
British  alphabet.  This  method  is  not  only 
used  in  the  United  Kingdom,  but  in  many  of 
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the  countries  which  used  to  be  part  of  the 
Empire,  and  more  recently  the  Common- 
wealth. The  American  one-handed  alpha- 
bet is  used  in  one  form  oranother  by  many 
countries  throughout  the  world,  adapted  to 
meet  their  particular  local  needs.  The  third 
method  is  the  Lorme  method  which  is  used 
by  deaf-blind  people  in  Germany  and 
Austria,  and  finally,  the  block  alphabet 
method  is  described  as  the  International 
Alphabet  by  many  persons. 


These  comments  are  offered  in  the  hope 


that  it  will  encourage  professional  workers 
and  volunteers  to  think  in  a  more  detailed 
and  objective  way  than  hitherto  about  the 
needs  of  deaf-blind  persons  in  the  inter- 
pretation situation,  and  the  skills  which  are 
required  to  effectively  meet  those  needs.  It 
is  hoped  that  this  reflection  will  in  turn,  lead 
on  to  consideration  of  other  services,  and 
other  needs  of  deaf-blind  persons,  for  they 
are  small  as  a  group,  and  often  inarticulate 
in  every  sense  of  the  word.  Unless  we  who 
can  hear  and  see,  are  prepared  to  act  as 
advocates,  and  to  seek  ways  of  improving 
our  skills  in  helping  deaf-blind  persons, 
then  the  situation  of  deaf-blind  persons  will 
remain  neglected  because  of  either  in- 
difference,   or   attitudes   which    are   too 


casual     when     services    for    deaf-blind 
persons  are  being  considered. 


Editors  Note:  SENSE  has  applied  for 
membership  of  the  Council  tor  the  Advance- 
ment of  Communication  with  Deaf  People, 
so  that  communication  methods  and 
services  for  deaf-blind  people  (both  those 
who  understand  English  and  those  who  do 
not)  may  be  advanced. 


Backdating  Claims  for 
Supplementary  Benefit 


On  January  24  1984,  a  Tribunal  of  Social 
Security  Commissioners  gave  a  decision 
that  will  specifically  help  mentally  handi- 
capped teenagers  and  adults  if  theircarers 
failed  to  claim  supplementary  benefit  on 
their  behalf  at  the  time  they  first  became 
eligible. 

The  Commissioners  also  ruled  that  full 
arrears  can  be  paid-right  backto  when  the 
claimant  would  first  have  been  paid 
supplementary  benefit  had  it  been  claimed. 
As  such,  their  decision  helps  all  those  who 
fail  to  claim  because  of  wrong  or  misleading 
advice,  or  insufficient  advice  -  ie  anyone 
who  can  prove  "good  cause"  for  delay. 
Because  of  the  extra  difficulties  imposed 
by  disability,  disabled  claimants  may  find  it 
easier  to  show  "good  cause"  than  able- 
bodied  claimants. 

The  effect  of  the  Commissioners' 
decision  is: 

•  Any  person  who  through  mental  disable- 
ment is  'unable  to  act'  on  his  or  her  own 
behalf  will  be  able  to  show  "good  cause" 
for  any  delay  in  claiming  benefit. 


•  The  conduct  of  the  carer(s)  is  not 
relevant  UNLESS  the  carer  has  legal 
authority  to  act  on  behalf  of  the  disabled 
person. 

•This  means  that  a  first-ever  claim  for 
supplementary  benefit  made  on  behalf  of 
someone  who  is  'unable  to  act'  will  be  fully 
backdated  (unless  a  receiver  has  been 
appointed  by  the  Court  of  Protection;  or,  in 
Scotland,  the  person's  affairs  are  being 
administered  by  a  curator,  factor,  or  by 
someone  legally  appointed  to  do  so). 

•  In  paragraph  10  of  their  decision,  the 
Commissioners  conclusively  confirm  that 
an  appointment  made  by  the  Secretary  of 
State  under  the  Social  Security  Act  1975 
(for  the  purposes  of  claiming  Attendance 
Allowance,  Mobility  Allowance,  NCIP  etc) 
does  not  extend  to  or  cover  rights  and 
duties  under  the  Supplementary  Benefits 
Act  1976.  A  separate  appointment  has  to 
be  made  for  supplementary  benefit  pur- 
poses (and  can  only  be  done  once  supp. 
ben.  has  been  claimed).  This  is  the  case 
even  though  the  same  administrative  form, 
a  BF  56,  is  used. 


More  on 
Benefits 


Two  proposed  changes  in  the  procedure 
for  paying  benefits  may  affect  future 
payments  to  some  people. 

1 .  At  present,  if  you  are  granted  an 
increase  in  Attendance  Allowance  from  the 
lower  to  the  higher  rate,  the  increase  is 
back-dated  to  the  time  when  it  is  considered 
that  the  change  in  need  took  place.  The 
proposal  is  that  the  increase  would  date 
only  from  the  application. 

2.  The  second  change  affects  long-stay 
patients  in  mental  handicap  hospitals  who 
receive  mobility  allowance.  At  present, 
some  of  these  patients  accumulate  large 
amounts  of  this  benefit,  through  lack  of 
opportunity  to  spend  it,andthrough  lack  of 
initiative  by  the  staff  of  the  hospital  in 
finding  ways  of  spending  it  on  behalf  of  the 
patients.  The  proposal  is  that  mobility 
allowance  would  stop  being  paid  in  these 
circumstances  when  the  patient  has  saved 
£1 ,000.  SENSE  has  written  to  the  DHSS, 
suggesting  that  a  better  proposal  would  be 
to  encourage  staff  to  use  the  benefit  for 
holidays  and  trips  for  the  patients. 


Transplants 


Following  the  recent  publicity  on  the 
needs  of  encouraging  donors  of  livers  and 
kidneys,  the  IRIS  FUND  for  Prevention  of 
Blindness  is  pressing  for  greater  recog- 
nition of  the  need  for  corneal  transplants  to 
prevent  blindness  in  people  suffering  from 
some  eye  conditions. 

In  February  1  984  the  DHSS  launched 
a  new  Kidney  Donor  publicity  campaign, 
issuing  'Donor  Cards'  for  willing  donors  to 
carry.  On  the  card  there  is  included  a 
section  to  mark  if  you  are  prepared  for  your 
■;/•'-''-  "-  '■''■■  ''■'■-'-  ''<'  transplants  in  the  e  /enl 
of  your  death. 

The  IRIS  FUND  is  setting  up  a  national 
'Corneal  Transplant  Service'  to  increase 
the  number  of  donors,  to  improve  infor- 
mation as  to  availability  of  corneas  for 

splant,  and  to  reduce  waiting  lists. 

Any  readers  who  do  not  carry  a  Donor 
Card  should  contact  their  local  GP  or  write 
to  Susanna  Burr,  Iris  Fund,  York  House, 
199  Westminster  Bridge  Road,  London 
SE1  7UT. 
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Data  Communication  in  the  Future 


If  we  were  able  to  single  out  a  problem 
faced  by  all  deaf-blind  persons  that  can  be 
said  to  be  the  most  critical  factor  in  their 
everyday  lives,  it  must  surely  be  isolation 
—  isolation  from  other  people,  isolation 
from  information,  isolation  from  ideas. 
Developing  the  contacts  with  the  "outside 
world"  and  acquiring  the  information  and 
experiences  needed  for  personal  growth 
and  development  through  the  use  of  the 
sense  of  touch  is  a  formidable  undertaking, 
and  the  fact  that  many  deaf-blind  individuals 
have  successfully  overcome  the  isolating 
effects  of  their  dual  disability  is  a  tribute  to 
their  resourcefulness  and  perseverance, 
as  well  as  to  the  dedicated  labour  of  the 
men  and  women  who  have  devoted  their 
lives  to  working  with  deaf-blind  people. 

In  recent  years,  there  have  been  a 
number  of  developments  in  science  and 
technology  which  have  greatly  increased 
the  deaf-blind  person's  access  to  outside 
information  and  ideas.  Other  speakers  will 
focus  on  some  of  the  specific  devices  that 
have  made  this  increased  accessibility 
possible.  The  purpose  of  this  paper  will  be 
to  examine  how  these  developments  might 
be  used  in  the  future  to  enrich  the  lives  of 
deaf-blind  people. 

Let  us  begin  by  considering  how 
information  is  normally  made  available  to 
people  who  do  not  have  physical  disabilities. 
The  centuries-old  method  consists  of  one 
person  reproducing  information  in  such  a 
way  that  it  is  made  available  to  others.  For 
example,  a  scholar  might  share  his  or  her 
knowledge  of  a  particular  subject  by 
writing  a  book,  and  having  this  book 
printed  on  paper  for  others  to  read.  Alter- 
natively, our  scholar  might  share  the  same 
information  by  recording  it  on  magnetic 
tape  for  others  to  listen  to.  In  both  cases, 
however,  the  information  is  recorded  on  a 
medium  designed  for  the  sense  of  hearing, 
and  it  is  not  readily  accessible  to  a  deaf- 
blind  person. 

Our  earliest  efforts  to  make  information 
available  to  deaf-blind  persons  is  centred 
on  using  the  finished  product  generated 
for  sighted  or  hearing  individuals,  such  as  a 
printed  book,  and  reproducing  it  in  such  a 
way  that  it  would  be  accessible  to  the  deaf- 
blind  person.  For  example,  a  printed  book 
might  betranscribed  into  Brailleforthe  use 
of  the  deaf-blind  individual.  However, 
while  this  represented  a  tremendous 
breakthrough  in  the  effort  to  provide 
information  to  deaf-blind  people,  the 
process  involved  is  so  labour-intensive 
and  time-consuming  that  the  amount  of 
information  made  available  to  the  deaf- 
blind  person  was  minimal.  In  addition,  only 
one  copy  of  the  book  could  be  produced  at 
a  time,  and  this  in  turn  tended  to  further 
reduce  the  deaf-blind  person's  access  to 
information. 

More  recently,  developments  in  the 
production  of  Braille  have  allowed  multiple 
copies  to  be  made  at  the  same  time,  or  to 
be  duplicated  later  from  an  existing  copy. 
Even  with  these  advances,  however,  signifi- 
cant problems  of  time,  labour,  space  and 
cost  remain. 

With  the  advent  of  the  computer  age, 
many  of  the  basic  concepts  involved  in  the 
provision  of  information  have  undergone 
considerable  change.  For  example,  printing 
information  on  paper  is  no  longer  the  only 
way  of  making  it  available  to  those  who 
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need  it.  The  information  can  be  stored 
electronically,  with  vast  amounts  of  infor- 
mation stored  in  a  very  small  amount  of 
physical  space;  it  can  be  manipulated 
quickly,  transmitted  long  distances  or 
reproduced  many  times  over  in  a  matter  of 
seconds.  And,  while  the  information  can 
still  be  reviewed  using  either  sight  or 
hearing,  it  is  also  readily  available,  thanks 
to  modern  technology,  to  the  sense  of 
touch. 

In  our  earlier  example  of  producing  a 
book  in  Braille,  the  starting  point  in  the 
effort  to  make  the  information  available  to 
a  deaf-blind  person  was  an  already  exist- 
ing print  copy  of  the  book  that  had 
previously  been  produced  for  the  use  of 
people  with  sight.  With  the  advent  of  the 
computer,  however,  an  existing  print  copy 
is  no  longer  necessary;  the  deaf-blind 
person  can  access  the  same  original 
source  of  information  as  the  sighted 
person,  in  this  case  some  sort  of  elec- 
tronic storage  device.  The  sighted  person 
or  the  hearing  individual  can  access  the 
information  by  using  a  computer  terminal. 
A  deaf-blind  person  can  do  the  same. 

A  computer  terminal  is  a  device  that 
can  access  the  computer's  information 
and  operating  systems  and  display  infor- 
mation in  some  manner.  For  example,  the 
information  can  be  printed  on  paper, 
displayed  on  an  electronic  display  screen, 
produced  in  the  form  of  voice  output  or 
displayed  in  the  form  of  Braille  characters 
produced  either  in  hard-copy  or  soft -copy 
Braille.  The  print  displays  can  be  enlarged 
in  size  or  enhanced  in  quality  to  take 
advantage  of  any  residual  sight  the  deaf- 
blind  person  might  have.  Or  the  information 
can  be  made  available  through  voice 
output  that  can  be  amplified  or  otherwise 
enhanced  to  take  advantage  of  remaining 
hearing.  And  now,  for  the  first  time,  the 
person  without  sight  or  hearing  can  have 
the  same  access  to  the  same  information 
that  is  available  to  others. 

Through  the  use  of  existing  technology 
and  devices  that  may  soon  be  available, 
the  deaf-blind  person  in  the  future  will  find 
that  his  or  her  access  to  information  has 
been  increased  to  a  staggering  degree. 
Some  of  these  possibilities  are  as  follows: 

Electronic  Mail 

This  is  the  system  used  in  the  HASICOM 
project,  described  in  the  last  Newsletter. 
Electronic  mail  is  an  important  new  means 
of  communicating  that  is  similar  to  regular 
mail  but  differs  in  significant  ways.  Instead 
of  writing  a  letter  in  print  or  Braille,  and 
posting  it  to  a  single  individual,  the  elec- 
tronic mail  user  types  a  message  on  the 
computer  terminal  keyboard  and  it  is  com- 
municated electronically  to  the  computer's 
storage  system.  From  there  it  can  be  sent 
to  one  or  many  users  almost  instantaneous- 
ly. The  rapidity  of  electronic  mail  means 
that  many  exchanges  of  messages  can 


occur  in  a  single  day. 

Typically,  an  electronic  mail  system 
allows  its  users  to  compose,  edit,  send, 
receive  and  store  messages.  The  system 
has  "bulletin  boards"  for  sub-groups  of 
users  with  similar  interests  or  for  general 
information.  And,  although  all  messages 
pass  through  the  computer,  the  correspon- 
dence between  the  sender  and  the  reci- 
pient; no  one  can  examine  another  person's 
mail  without  his  or  her  permission. 

To  use  the  electronic  mail  system,  a 
person  first  calls  the  computer  by  telephone 
using  his  or  her  terminal.  Once  the 
computer  system  has  been  accessed,  the 
user  can,  for  exam  pie,  ask  the  computer  for 
his  or  her  mail,  compose  a  letter,  or  post  a 
note  on  a  bulletin  board.  By  reading  the 
terminal  display,  a  user  can,  for  example, 
read  recently  received  letters,  re-read  old 
letters  that  have  been  stored,  or  read  items 
on  a  bulletin  board. 

A  number  of  electronic  mail  systems 
are  currently  in  use,  including  several  for 
people  with  particular  disabilities.  In 
addition,  Dr  Richard  Ladner,  a  Professor  of 
Computer  Science  at  the  University  of 
Washington  in  the  United  States,  is 
working  on  the  development  of  a  research 
project  to  determine  the  feasibility  of 
establishing  an  electronic  mail  system 
designed  especially  to  meet  the  needs  of 
deaf-blind  people. 

Shopping  at  Home 

For  many  deaf-blind  people,  the  most 
dramatic  and  often  frustrating  expression 
of  their  limited  independence  is  their  need 
to  rely  on  others  for  assistance  with 
personal  shopping.  In  the  future,  however, 
it  may  be  possible  for  them  to  browse 
through  the  entire  inventory  of  a  given 
store,  examine  descriptions  of  each 
product  available,  select  items  for  pur- 
chase and  have  these  purchases  delivered 
—  all  without  leaving  home.  Some  experi- 
mental systems  of  this  nature  are  already 
in  existence,  and  deaf-blind  people  may 
some  day  find  similar  services  an  accepted 
part  of  their  everyday  lives. 

With  this  type  of  application,  the  store 
places  descriptive  information  concerning 
its  merchandise  in  computer  storage, 
including  prices,  specifications  and  other 
useful  information.  When  a  user  accesses 
the  computer  system  using  his  or  her 
terminal,  the  entire  range  of  information  is 
available  for  examination,  and  is  also 
presented  in  such  a  way  that  the  user  can 
review  what  is  available  for  a  given 
product,  without  having  to  read  the  entire 
catalogue.  As  in  the  case  with  electronic 
mail,  the  user  can  send  a  message 
requesting  that  specific  items  be  delivered, 
find  out  the  costs  involved,  and  have  these 
charges  added  to  his  or  her  monthly  bill. 

Clearly,  this  type  of  service  would 
greatly  contribute  to  the  deaf-blind  person's 
independence,  but  just  as  importantly  it 
would  increase  the  deaf-blind  individual's 
access  to  information,  for  he  or  she  could 
study  the  store's  entire  inventory,  compare 
prices  and  in  general  make  much  more 
mature  judgements  regarding  purchases 
simply  because  much  more  information 
would  be  available. 

continued  on  page  26 
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Banking  Services 

Several  banks  in  the  New  York  City  area 
have  been  experimenting  with  home 
banking  services  that  allow  customers  to 
handle  many  of  their  banking  needs 
without  leaving  home.  By  using  a  computer 
terminal,  the  user  can  transfer  funds  from 
one  account  to  another,  arrange  for 
special  services,  make  inquiries  of  a 
financial  nature  and  so  on. 

This  type  of  service  would  allow  a  deaf- 
blind  person  to  handle  daily  financial 
arrangements  in  a  matter  of  minutes 
without  having  to  leave  home  or  depend  on 
others  for  help. 

Daily  News 

Another  application  that  may  soon  be 
available  is  access  to  daily  news  services. 
With  this  type  of  service,  vast  amounts  of 
daily  news  —  international,  national  and 
local  news,  weather  reports,  sports  — 
could  be  readily  available  to  a  deaf-blind 
person  in  a  timely  manner.  At  present, 
deaf-blind  people  must  often  wait  weeks  or 
months  before  magazines  featuring  news 
reports  can  be  produced  and  distributed  in 
Braille  or  large-type  print.  With  the  help  of 
the  computerterminal.  it  could  be  possible 
for  a  deaf-blind  persor,  to  review  a  brief 
description  of  each  article  available,  and 
then  choose  the  articles  of  interest  to  be 
displayed  or  printed  at  his  or  her  terminal. 
This  would  be  a  most  welcome  innovation, 
for  example,  for  the  deaf-blind  sports  fan, 
who  would  be  able  to  learn  the  results  of 
sporting  events  literally  within  minutes  of 
their  completion. 

This  type  of  service  would,  in  effect, 
make  the  daily  newspaper  available  to  a 


deaf-blind  person,  and  make  it  available 
much  faster  than  it  is  now  available  to  a 
sighted  person,  thanks  to  the  speed  and 
efficiency  of  the  computer. 


Books  and  Magazines 

At  some  point  in  the  future,  using  modern 
technology,  it  may  be  possible  for  a  deaf- 
blind  person  to  use  the  telephone  to  call  a 
central  library,  browse  through  a  catalogue 
of  books  and  magazines  available,  and 
request  that  a  selected  book  or  magazine 
be  immediately  sent  to  the  user's  terminal. 
In  seconds  the  entire  book  or  magazine 
could  be  recorded  on  a  cassette  tape,  and 
the  deaf-blind  person  could  then  read  the 
material  at  leisure.  With  this  type  of 
service,  vast  amounts  of  written  material 
could  be  made  available  to  the  deaf-blind 
reader  in  a  very  short  amount  of  time  and  at 
a  greatly  reduced  cost.  With  the  time  and 
cost  of  production  greatly  reduced,  the 
central  library  could  make  many  more  titles 
available  to  the  deaf-blind  person  than  is 
now  possible. 

Learning  at  Home 

Continuing  one's  education  has  always 
presented  problems  to  deaf-blind  adults 
because  of  the  limited  amount  of  learning 
opportunities  available  and  the  logistics 
involved  in  attending  classes.  In  the  future, 
however,  it  may  be  possible  for  the  deaf- 
blind  person  to  choose  from  a  wide  range 
of  courses  offered  in  many  subject  areas, 
all  without  the  need  to  worry  about 
transportation,  finding  an  interpreter, 
taking  notes  in  class  and  so  on. 

In    this   type   of   application,   course 
materials  could  be  placed  in  the  computer's 


storage  system  and  be  made  available  to 
the  deaf-blind  person  using  a  terminal  at 
home.  The  deaf-blind  person  could  progress 
at  his  or  her  own  pace,  yet  with  access  to 
the  same  amount  and  type  of  information 
that  would  be  available  to  others.  This 
could  be  done  during  free  time,  so  that  the 
deaf-blind  person's  regular  job  need  not 
pose  a  problem.  The  deaf-blind  person 
could,  for  example,  take  a  course  in 
cooking,  home  repair  or  gardening  to 
increase  his  or  her  ability  to  deal  with 
everyday  tasks,  could  take  a  course  that 
would  provide  additional  information  or 
training  that  would  permit  him  or  her  to 
gain  further  employment  opportunities,  or 
could  simply  take  courses  of  recreational 
interest. 

These  are  but  a  few  of  the  possible 
applications  that  may  some  day  be  available 
to  deaf-blind  people.  These  and  other 
applications  could  some  day  give  a  deaf- 
blind  person  the  same  amount  and  quality 
of  information  that  would  be  available  to 
others,  yet  without  the  related  problems  of 
transportation  and  communication  which 
exist  today. 

Many  problems  remain  to  be  solved,  of 
course.  While  the  information  provided 
would  ultimately  be  less  expensive  to 
produce  and  maintain,  the  costs  involved 
in  developing  the  applications  are  signi- 
ficant. In  addition,  the  relatively  small 
number  of  deaf-blind  people  tends  to  make 
the  allocation  of  the  necessary  resources 
less  attractive  to  those  responsible  for 
such  decisions.  Despite  these  and  other 
problems,  however,  the  deaf-blind  person 
can  look  to  the  future  with  excitement  and 
anticipation,  for  the  sense  of  touch  may  yet 
reach  just  as  far  as  the  senses  of  sight  and 
hearing. 


Audiology  House-The  Home  of  Technology 


Established  in  1939,  P.  C.  Werth 
have,  over  the  years,  built  an 
enviable  reputation  for  the  supply 
and  service  of  audiological 
equipment.  From  ear  tissues  to  the 
most  sophisticated,  microprocessor 
controlled  electronic  apparatus,  the 
range  is  constantly  being  added  to 
and  updated.  Supplying  the  needs  of 
Health  Authorities,  HM  Government, 
Educational  Authorities,  as  well  as 
the  private  Dispenser,  P.  C.  Werth 
Ltd  have  earned  the  right  to  be  called 
the  Country's  foremost  Supplier. 

Call  us  -  it  is  unlikely  that  we  cannot 
meet  your  need. 


PCWERTH  LTD 
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Audiology  House,  45  Nightingale  Lane,  London,  SW1 2  8SU 
Telephone:  01  -675  5151.     Telex:  8955485 
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Members  News 


Graeme  Ferguson 

Graeme  attended  daily  at  a  local  school  for 
the  mentally  handicapped  until  he  was  1 9. 
At  the  age  of  1 6  he  spent  two  of  his  weekly 
schooldays  at  an  adult  training  school  in 
the  Special  Care  department  which  he 
thoroughly  enjoyed.  However  the  Social 
Services  decided  that  as  the  centre  was 
overcrowded  the  special  care  unit  should 
be  moved  to  a  short  stay  home.  We  felt  the 
care  was  far  below  the  standard  at  the 
adult  centre  so  the  school  agreed  to  take 
him  back  on  a  full  time  basis  until  he  was 
19. 

He  now  attends  a  day  unit  run  mainly 
for  the  mentally  handicapped  residents  in 
the  adjoining  hospital.  He  is  one  of  two  day 
boys.  This  is  run  by  the  District  Health 
Authority  and  we  could  highly  recommend 
it.  The  care  and  training  is  outstanding. 
Graeme  is  very  dependent  on  us  and  his 
teachers,  but  with  the  psychologist  acting 
as  a  linkman  between  home  and  the  unit  he 
is  beginning  to  help  himself. 

He  has  learnt  to  wash  his  face  and  also 
helps  to  bath  himself  now.  He  has  always 


been  doubly  incontinent  but  now  we  are 
doing  well  over  bladder  control,  but  not  so 
well  with  bowel  control.  He  doesn't  speak 
but  has  trained  us  to  understand  his  wants. 
He  loves  to  go  out  in  the  car,  but  isn't  at  all 
eager  to  walk  far  and  when  he  does  walk  he 
likes  to  have  an  arm  to  hold,  probably  due 
to  his  poor  eyesight.  When  in  the  car  he 


appears  to  know  where  he  is  and  in  what 
direction  home  is;  once  we  are  on  the  road 
to  home,  should  we  alter  course  he  soon 
lets  us  know  we  are  going  the  wrong  way. 
He  also  knows  the  sound  of  the  engine  and 
if  the  gear  change  gets  left  a  little  too  long 
he  attempts  to  change,  ending  up  in 
neutral. 

He  is  usually  quite  a  happy  good- 
tempered  lad  and  is  much  easierto  handle 
now  that  he  is  older.  We  still  try  to  avoid 
doing  too  much  shopping  with  him  as  after 
visiting  two  shops  he  has  had  enough  and 
makes  a  rather  embarrassing  bellow. 

Last  July  he  had  the  last  of  his  teeth 
removed  after  years  of  six-monthly  treat- 
ment under  anaesthetic  in  hospital.  We 
have  been  advised  that  dentures  would  be 
unsafe  and  practically  impossible  to  fit. 
However,  he  seems  to  have  accepted  the 
loss  of  his  teeth  quite  well. 

Phyll  Ferguson 
44  Nodgham  Lane 
Carisbrooke 
Isle  of  Wight 


Janine  Chesney 

I  am  a  parent  of  a  rubella  handicapped 
child,  Janine.  Her  handicaps  are  profound 
deafness,  a  cataract  in  her  left  eye,  and 
scarring  at  the  back  of  both  eyes. 
Hopefully  her  right  eye  will  stay  stable.  She 
also  has  a  heart  murmur,  she  has  an  under- 
developed thyroid  gland  which  went 
undetected  for  eight  years.  This  caused 
untold  problems  and  she  was,  looking 
back,  very  ill.  She  was  on  the  way  to  having 
cretinism,  but  now  the  change  in  her  is 
remarkable.  She  was  put  on  thyroxine  and 
must  take  it  for  the  rest  of  her  life.  It  is  the 
difference  between  sickness  and  health 
for  her,  and  thank  goodness  for  it. 

We  are  at  the  moment  campaigning  in 
Manchester  to  ensure  the  facilities  that  at 
the  moment  our  children  benefit  from  are 
kept  at  their  previous  high  standard.  It 
would  help  our  campaign  greatly  if  parents 
could  write  to  my  address  with  their  views 
on  the  facilities  that  are  available  for 
children  who  have  similar  handicaps  to 
Janine,  and  perhaps  tell  us  how  far  your 
child  is  progressing,  and  if  you  are  satis- 
fied with  the  progress.  We  hope  to  hear 


from  you  soon  and  perhaps  could  share 
experiences  with  each  other.  We  know  as 
parents  the  feeling  of  despair  when 
problems  occur,  and  just  talking  alleviates 
them.  The  deaf  children  of  Manchester 
have  a  great  chance  to  succeed.  Our 
multiply  handicapped  deaf  have  just  as 
much  of  a  chance  just  by  being  able  to 
integrate  as  they  do  at  the  moment  with 
those  children. 

Mrs  J  Chesney 

26  Mertone  Crescent 

Crossacres 

Wythenshaw,  Manchester  M22  7YH 

Editor's  Note:  Mrs  Chesney's  child  attends 
Whitebrooke  School  for  the  Deaf  in 
Manchester,  which  is  shortly  to  be  combined 
with  another  special  school  in  the  re- 
organisation of  special  education  within 
Manchester.  She  has  mounted  a  remarkable 
public  campaign  to  preserve  standards 
there,  and  has  been  successful  in  influenc- 
ing the  plans  of  the  Education  Depart- 
ment, by  bringing  together  the  parents  and 
staff  at  the  school.  If  other  parents  are 
worried  about  future  plans  for  the 
education  of  their  child,  please  let  us  know. 


Nana  Osei 

Deaf  and  Blind 

Nana  was  a  year  and  two  months  when  he 
was  accepted  for  education  at  the  Family 
Centre.  He  and  Mandy  were  the  pioneers 
at  the  Centre  for  the  first  year,  until  more 
parents  got  to  know  about  it  and  fought  for 
their  own  children  to  be  accepted  there. 

After  some  years  at  the  Family  Centre 
Nana  had  learnt  a  lot,  helping  to  clothe 
himself,  eat,  drink  and  play.  To  be  honest  I 
am  so  proud  of  my  son  and  at  the  same 
time  very  grateful  to  the  members  of 
NADBRH,  and  I  pray  that  they  will  continue 
to  help  other  parents  to  be  happy  and  to 
love  their  handicapped  children. 

Nana  and  two  other  children  were 
moved  to  the  deaf-blind  unit  at  the  Royal 
School  forthe  Deaf,  Margate.  Now  Nana  is 
using  a  lot  of  signs,  and  his  toilet  training 
has  improved.   He  uses  his  sight   much 


better  now,  when  he  wears  his  glasses. 

Nana  is  just  five  years  old.  His  hearing 
is  not  good  but  he  does  understand  a  few 
things.  He  knows  exactly  what  he  wants 
and  will  pull  you  and  point  to  whatever  it  is 
that  he  cannot  reach.  If  you  refuse  to  fetch 
it  he  bangs  his  head  or  hits  his  face  in 
protest.  All  the  same  he  is  a  strong, 
energetic,  lovable  boy  whom  no  one  who 
has  met  him  at  the  Family  Centre  can  ever 
forget. 

This  year,  in  August,  he  won  a  prize  at 
the  Inter-Schools  Sports  Day  in  Margate, 
and  also  a  prize  for  making  good  progress 
in  class.  This  is  a  good  sign  that  he  will  do 
well  in  the  future. 

Lillian  Schwarzenbach 
25  Allingham  Close 
Milton  Road 
Hanwell,  London  W7 


New  Members 

Janet  Maclean,  Wolseley  House,  Wolseley 
Rd.,  Peverall,  PLYMOUTH.  Janet  is  a 
Mobility  Officer. 

Mrs  Marilyn  Hallam,  83  Pickhurst  Rise, 
WEST  WICKHAM,  Kent.  Her  son  James  is 
1 5  months  old,  with  restricted  hearing  and 
vision. 

Malcolm  &  Lynn  Scott-Reid,  15  Charles 
Ave.,  CHICHESTER,  West  Sussex.  Their 
10  year  old  son  Damien  is  featured  in 
Members'  News. 

Ann  Middleton,  207  Burnt  Oak  Broadway, 
Edgware,  Middlesex.  Ann  is  a  teacher  in  an 
ESN(S)  school. 

Olga  Miller,  Linden  Lodge  School,  61 
Princes  Way,  London  SW1  9.  Olga  teachers 
mobility  and  craft  to  blind  children. 
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John  Sheehan 


I  am  very  pleased  to  tell  you  that  the  news 
of  John  is  very  good.  He  lived  at  home  with 
us  until  3  years  ago,  and  attended  St 
Michael's  House  Special  Care  Unit,  and 
then  St  Paul's  School  for  Autistic  Children 
in  Beaumont.  Dublin,  as  a  day  pupil.  As  he 
got  older,  and  we  got  older,  it  became  more 
and  more  difficult  to  lookafter  him  at  home. 
Being  a  rubella  child,  he  is  deaf,  has  a 
cataract  in  one  eye.  and  is  mentally 
handicapped.  He  caused  quite  an 
upheaval  in  the  house  with  his  four  sisters. 

We  tried  to  have  him  placed  in  resi- 
dential care,  and  found  how  difficult  this 
was.  as  places  are  so  scarce.  St  Michael's 
House  had  built  lovely  bungalows  in 
Ballymun  and  in  1  980  the  first  one  opened 
as  a  Crisis  Care  Unit.  We  applied  for  a  place 
in  one  of  these  bungalows,  and  were  told 
that  it  would  be  years  before  they  opened 
as  money  was  scarce.  They  were  also 
doubtful  as  to  whether  this  was  the  right 
place  for  John. 

In  the  meantime.  John  was  taken  into 
the  Crisis  Care  Unit  to  let  us  away  for  a 
week  to  visit  our  eldest  daughter  in 
Germany.  While  away,  we  paid  a  fleeting 
visit  to  Switzerland,  and  visited  the  shrine 
of  the  Black  Madonna,  where  we  prayed 
very  hard  for  John.  Two  days  after  our 
return,  we  got  word  to  say  there  was  a 
place  for  him  in  the  first  bungalow  in 
Ballymun.  He  went  there  two  weeks  later 
and  he  just  loves  it  there. 


I  cannot  say  enough  about  the  young 
staff  who  look  after  him  so  well.  There  are 
ten  residents  in  the  bungalow  and  it  is  just 
like  home.  We  can  call  whenever  we  like, 
and  we  bring  him  home  frequently.  He 
loves  to  come  home  and  always  loves  to  go 
back  again. 

John  is  now  17  and  attends  a  local  St 
Michael's  House  Care  Centre  in  the 
daytime.  He  makes  rugs  and  is  very  good  at 
jigsaws.  He  also  suffers  from  asthma,  for 
which  he  is  on  medication,  and  gets  mild 
sedatives. 

John  has  always  been  severely  handi- 
capped, due  in  no  small  measure  to  his 
deafness,  but  he  is  very  cute  and  very 
lovable.  He  would  appear  not  to  have  made 
much  progress  over  the  years.  But  just  to 
see  him  so  happy  and  well-cared  for  is  such 
a  weight  off  our  minds  and  something  for 
which  we  will  always  be  grateful. 

Before  I  finish,  I  would  like  to  make  one 
more  comment.  Having  a  child  as  handi- 
capped as  John  can  cause  tremendous 
upset  to  the  other  children  in  the  home,  far 
more  upset  than  parents  often  realise. 
Now  that  our  children  are  older  and  have 
been  able  to  tell  us  how  much  they 
suffered  and  worried,  i  would  like  to  tell 
other  parents  not  to  neglect  their  other 
children,  and  rememberthat  they  need  as 
much  care  as  the  handicapped  child.  One 
of  ourchildren  is  still  suffering  as  a  result  of 
having  had  such  a  handicapped  brother. 

Mrs  Thelma  Sheehan 

39  Mount  Prospect  Grove 

Clontarf,  Dublin 


Debra  Fielding 

Debra  was  born  in  March  1953.  I  was  a 
young  soldier  then  in  Tidworth.  and  Debra 
was  our  first  child.  As  any  parents  would. 
we  loved  Debra  from  the  start,  but  it  was 
not  long  before  we  realised  that  things 
were  not  quite  right.  I  knew  that  Julie,  my 
wife,  had  had  rubella  early  on  in  pregnancy 
but  I  had  no  idea  of  the  damage  that  this 
minor  illness  could  cause. 

Debra  had  the  usual  characteristics  of 
a  rubella  child.  She  was  found  to  be  deaf. 
blind  in  one  eye,  and  have  a  slight  heart 
murmur.  She  also  had  brain  damage  and 
was  very  hyperactive.  All  this  was  confirmed 
by  the  endleso  hospitals  we  visited  up  and 
down  the  country.  I  was  posted  to  Germany 
for  3  years  and  my  wife  and  Debra  came 
with  me. 

It  was  not  long  before  Debra's  future 
had  to  be  sorted  out  and  discussed.  It  was 
decided  that  my  wife  and  Debra  should 
return  to  the  UK.  and  that  I  should  try  and 
get  a  compassionate  discharge,  as  there 
was  no  foundation  for  Debra  with  me  being 
in  the  army.  My  wife  managed  to  get  a 
council  house  in  1  966  in  Sennybridge,  and 
I  followed  in  1967. 

We  tried  hard  to  find  somewhere  for 
Debra  to  go  to  school  nearby  but  there  was 
nowhere.  Eventually  a  place  was  found  in 
The  School  for  the  Deaf  in  Cardiff  where 
•-':-•;  I.'-.-'-.  •'■':<■.  other  rubella  children 
Debra  would  be  taken  on  Sunday  night  and 
p  -."-A  up  on  Friday  and  brought  home. 
This  arrangement  lasted  for  a  year,  then  it 
was  decided  that  the  rubella  children  were 
g  up  places  which  should  be  used  by 
deal  children,  and  that  they  would  have  to 
r< 


At  the  age  of  6  Debra  was  at  home  with 
no  school  at  all.  Then  started  the  terrible 
ordeal  of  going  for  assessments  from  one 
end  of  the  country  to  the  other,  only  to  be 
told  "Sorry". 

After  a  year  of  going  for  assessments 
and  being  turned  down,  Debra  ended  up  in 
the  local  Mentally  Handicapped  School  in 
Brecon,  which  is  9  miles  away.  It  was  a  Day 
Centre,  and  Debra  made  the  1  8-mile  round 
trip  each  day.  As  she  grew  up,  it  became 
more  and  more  difficult  to  manage,  and  the 
school  in  Brecon  said  that  they  were 
unable  to  teach  Debra  anything.  In  fact  she 
was  so  active  that  she  was  distracting  the 
other  children;  although  they  loved  Debra 
very  much  there  was  nothing  of  educational 
value  that  they  could  teach  her. 


When  Debra  reached  the  age  of  13 
things  began  to  get  out  of  hand  at  home, 
and  the  strain  of  looking  after  Debra  began 
to  tell.  Debra  had  reached  her  menstru- 
ation time.  It  was  and  still  is  a  very  trying 
time  for  her.  It  was  decided  that  Debra 
would  have  to  be  found  a  place  somewhere, 
otherwise  the  whole  family  would  have 
fallen  apart.  (We  had  a  son  by  now.) 

Debra  was  found  a  place  in  hospital  in 
Cwmbran  about  30  miles  from  home,  a 
place  I  will  never  forget.  We  were  so 
desperate  for  a  break.  Each  week  we 
would  travel  to  see  her  and  take  her  for  a 
ride,  and  each  week  it  broke  our  hearts  to 
leave  her.  They  put  Debra  on  a  course  of 
drugs  to  slow  her  down  as  it  was  far  too 
much  work  for  them  to  be  chasing  her 
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Debra  Fielding  (continued) 

around  all  the  time  and  they  did  not  have 
enough  staff. 

In  a  very  short  time  Debra  became  a 
different  girl,  unable  to  chew  properly  and 
very  overweight.  All  she  wanted  was  to  lie 
down.  Herfingers  were  chewed  by  another 
child.  We  complained,  but  they  said  that 
she  had  put  her  fingers  in  a  boy's  mouth. 
Shortly  after  this  incident  a  social  worker 
from  the  hospital  came  to  tell  me  that  if  we 
were  coming  down  at  the  weekend,  not  to 
be  alarmed  at  the  sight  of  Debra,  since  she 
had  injured  herself  and  had  two  black  eyes. 

We  went  straight  to  see  Debra,  and  I 
did  not  even  recognise  her,  she  was  in 


such  a  mess.  This  was  the  last  straw.  They 
would  not  give  me  an  explanation  as  to 
what  had  happened;  they  said  she  had 
done  it  herself,  which  I  disbelieved. 

I  called  the  police  to  investigate  and 
also  asked  for  a  hospital  enquiry,  which 
was  granted.  Still  not  satisfied  with  the 
outcome  of  the  enquiry  I  took  legal  action 
against  the  Gwent  Area  Health  Authority 
for  negligence.  In  the  meantime  we  would 
not  let  Debra  go  back  to  the  ward,  and  we 
demanded  that  Powys  Council  do  something 
about  providing  a  safe  place  for  Debra. 

They  responded  by  opening  an  annex 
next  to  Bromlys  Hospital  for  Debra  and  for 


two  other  children.  This  annex  is  where 
Debra  is  at  present.  She  is  happy,  safe  and 
loved,  only  18  miles  from  home,  and  we  can 
call  any  time  to  take  her  out.  She  went  on 
holiday  with  them  last  year  to  Weston- 
super-Mare  and  really  enjoyed  it.  There  is  a 
one-to-one  staff  ratio  most  of  the  time. 
Seeing  her  happy  and  safe  means  more 
than  anything  to  us  after  all  she  has  been 
through. 

Mr  &  Mrs  Fielding 
29  Coednaungar 
Sennybridge,  S  Wales 


Kevin  Smith 

Kevin  is  just  9  years  old  and  is  at  school  at 
Pathways  Deaf-Blind  Unit,  Condover  Hall. 
He  is  profoundly  deaf  but  has  useful  vision 
in  his  left  eye. 

About  two  years  ago  Kevin  was  not 
properly  toilet  trained.  The  only  sign  he 
could  make  was  "please".  Dressing  skills 
were  almost  nil.  We  were  concerned  about 
the  way  he  walked.  Kevin  wasn't  interested 
in  books  or  puzzles  and  wanted  to  be  on 
the  go  all  the  time. 

Now,  because  of  the  patience  and 
encouragement  of  his  school  staff,  Kevin's 
concentration  has  improved  greatly  and 
his  understanding  of  situations  has  improved 
too,  although  the  signing  has  not  improved 
as  much  as  we  would  like. 

The  only  sign  he  makes  is  still  "please" 
and  a  poor  attempt  at  "drink",  but  he  does 
understand  the  signs  we  make.  I  can  tell 
Kevin  on  an  outing  now  without  worrying 
about  him  wetting  himself,  but  we  have  to 
look  for  the  tell-tale  signs  of  him  requiring 
the  toilet  as  he  does  not  ask  for  it.  There 
must  have  been  a  lot  of  time  spent  on 
dressing  skills  at  school,  for  Kevin  can  now 
dress  himself  with  the  exception  of  socks 


and  buttons,  and  he  is  showing  progress 
even  with  his  buttons. 

Eighteen  months  ago  Kevin's  walking 
was  becoming  worse.  We  made  an 
appointment  at  the  limb-fitting  centre,  not 
having  any  idea  how  helpful  a  part  they 


would  have  to  play  in  Kevin's  progress.  He 
walked  on  histoesand  his  balance  was  not 
good.  When  standing  still  he  had  to  hold  on 
to  something  but  once  he  got  his  splints  he 
no  longer  walked  on  tiptoe  and  he  could 
stand  still  to  view  his  surroundings  without 
holding  on.  Signing,  shopping  in  crowded 
shops,  and  just  taking  Kevin  for  a  walk 
became  easier.  Kevin  stands  well  with  or 
without  splints  now,  but  he  walks  on  toes  if 
his  splints  aren't  worn.  The  staff  at  the 
Broughty  Ferry  Limbfitting  Centre  are  very 
good  with  him  and  he  enjoys  his  visits 
there. 

Kevin  is  now  showing  much  more 
interest  in  books,  puzzles  and  games  like 
Perfection,  Connect  4  and  Mix  &  Match, 
although  we  do  not  keep  to  the  rules  of  the 
game.  By  modifying  the  game  Kevin  finds 
them  interesting. 

I  never  cease  to  marvel  at  the  skills  our 
children  achieve  despite  all  their 
handicaps.  The  smile  of  appreciation  that 
Kevin  sometimes  shows  makes  caring  for 
him  all  worthwhile. 

Mrs  H  Smith 
8  Killin  Avenue 
Dundee  DD3  6ED 


Steven  Munro 

Steven  is  now  a  young  man  of  20,  and 
having  finished  his  education  he  is  now 
living  at  home  with  his  family. 

He  finished  school  at  Pathways  deaf- 
blind  unit  in  the  summer  of  1  980  and  from 
there  he  went  to  the  FE  Department  at  the 
Yorkshire  Residential  School  for  the  Deaf 
in  Doncaster.  He  was  very  lucky  togothere 
as  the  staff  of  the  Department  were  very 
caring,  and  they  were  able  to  stretch 
Steven's  abilities  that  had  been  fostered  at 
Pathways. 

In  his  first  term  Steven  was  able  to 
make  the  journey  home  by  coach,  alone 
and  unaided,  from  Doncaster,  changing  at 
Sheffield,  to  Northampton.  As  parents  we 
were  rather  worried,  but  he  arrived  safely, 
and  after  that  first  journey  there  was  no 
stopping  him.  Steven  now  travels  to  see 
relatives  in  Leeds  orfriends  in  Shrewsbury 
with  great  confidence,  either  by  coach  or 
by  Inter-City  train. 

He  was  at  Doncaster  for  3  years  and 
matured  a  lot  whilst  he  was  there.  He 
completed  a  work  orientation  course,  and 
learnt  the  basic  skills  of  woodwork, 
pottery,  plastering,  brick-laying,  home 
decorating    and    some    typing.    He    can 


manage  money  and  has  his  own  (solvent) 
bank  account! 

He  left  Doncaster  in  Summer  1983, 
and  what  now?  Well,  at  the  moment  he  is 
one  of  the  great  army  of  unemployed.  We 
are  pursuing  various  contacts  through 
helpful  members  of  the  Social  Services  (a 
social  workerforthe  visually  handicapped, 
mobility  officer,  and  social  worker  for  the 
deaf)  and  we  hope  for  results  soon. 

Steven  has  many  hobbies.  He  enjoys 
cooking,  playing  snooker,  swimming, 
camping,  and  dancing  to  disco  music.  He 
has  found  a  good  friend  in  his  1  8  year  old 
brother  Neil  —  they  do  quite  a  lot  of  things 
together.  Steven  also  helps  a  lot  in  the 
house  and  looks  after  our  puppy,  of  which 
he  has  become  very  fond. 

I  hope  this  report  will  give  hope  to 
other  parents,  but  we  are  not  out  of  the 
woods  yet,  and  Stephen  still  has  many 
problems  to  face.  Let's  hope  with  the 
increased  publicity  about  the  rubella 
vaccine  that  1984  will  be  a  happier  and 
healthier  year  for  us  all. 

Anne  and  Robin  Munro 
6  Halswell  Court 
The  Arbows 
Northampton 


29 


Members  News 


Janet  Carter 

Profoundly  deaf,  blind  in  left  eye 
A  great  number  of  years  have  gone  by 
since  I  last  wrote  about  Janet  in  the 
Newsletter,  and  I  am  happy  to  say  that 
Janet  has  improved  considerably  with  the 
years.  Janet  attends  an  Adult  Centre  in 
Chorley,  about  4  miles  from  where  we  live, 
and  she  is  very  happy  there.  She  did  pass 
an  assessment  test  for  Pathways  when  she 
was  5.  but  1 5  months  later  she  was  asked 
to  leave  because  of  her  uncontrollable 
behaviour.  While  Janet  was  there  she  was 
on  3  different  drugs  which  I  gradually  took 
her  off.  We  are  all  convinced  that  Janet  is 
an  easier  person  to  manage  off  drugs.  Her 
screaming  tantrums  are  rare  now,  we  do 
still  have  them  when  she  does  not 
understand  what  we  are  doing  or  when  we 
do  not  understand  Janet. 

I  do  wish  Janet  had  a  wider  knowledge 
of  signs.  Over  the  last  couple  of  years  they 
have  been  using  the  Makaton  Vocabulary 
with  Janet  in  the  Centre.  I  went  on  a  course 
for  this,  and  have  found  it  a  tremendous 
help.  We  only  do  the  basic  ones  so  far,  but 
Janet  now  understands  quite  a  few.  When  I 
look  back  and  think  of  the  peripatetic 
teacher  coming  every  week  to  visit  us  when 
Janet  was  3  and  what  a  waste  of  time  the 
headphones  were,  how  much  better  it 
would  have  been  if  they  had  done  some 
sign  language  instead.  From  Janet's  and 
my  point  of  view  I  am  sure  we  would  have 
had  a  less  frustrated  Janet  and  mother. 

After  leaving  Pathways  Janet  went  to 
the  Junior  Training  Centre  and  left  when 
she  was  16;  maybe  not  the  ideal  situation 
but  she  was  very  happy  there  and  always 


enjoyed  going. 

Janet  is  aged  21.  She  has  2  sisters: 
Jane  now  1 6  and  Joanne  1 3.  Both  are  very 
good  with  her  and  are  an  enormous  help.  It 
is  great  now  having  built-in  babysitters,  but 
I  expect  one  day  this  will  come  to  an  end 
when  they  go  to  college  or  to  work.  Janet 
does  go  for  1  weekend  a  month  into  a 
hostel  in  Chorley  and  this  again  she 
appears  to  enjoy,  for  after  a  few  weeks  at 
home  she  gets  her  suitcase  out  and  starts 
to  pack  it. 

My  biggest  problem  has  not  been  in 
looking  after  Janet,  but  in  fighting  with 
Social  Services.  When  Janet  was  16  we 
were  told  that  there  was  nowhere  for  Janet 
to  go,  as  an  Adult  Centre  was  out  of  the 
question.  However,  we  ended  up  taking 
Janet  along  to  Junior  Hostel  and  leaving 
her,  then  ringing  the  Lancashire  Evening 
Post  who  wrote  an  article  about  Janet  not 
being  allowed  in  an  Adult  Hostel.  Social 


Services  put  it  down  to  shortage  of  staff 
etc;  however,  after  that  she  was  accepted 
and  has  now  been  going  ever  since.  I  find 
you  must  never  accept  the  word  NO  where 
our  children  are  concerned,  and  keep  on 
and  on  even  if  you  make  yourself  unpopular 
along  the  way.  I  have  shed  so  many  tears, 
not  about  Janet,  but  about  getting  what  I 
wanted  for  Janet.  Social  Workers  have 
come  along  and  said  "she  can't  go"  but  you 
just  go  above  them.  I  expect  I  am  a  fighter 
really  especially  if  it  is  to  do  with  Janet. 

Only  the  other  week  we  were  told 
Janet  could  not  go  to  the  hostel  because  of 
industrial  action,  but  my  husband  and  I 
rang  NALGO  and  said  "Janet  is  not  a  new 
case,  she  goes  once  a  month  on  a  regular 
basis,"  and  in  the  end  Janet  went.  If  we  had 
just  listened  to  the  Social  Worker  she 
would  have  never  gone.  The  thing  was  that 
I  was  fed  upwith  Janetgetting  hersuitcase 
out,  and  there  was  no  way  I  could  have 
explained  to  Janet  about  the  industrial 
action. 

Janet  is  very  clean  and  loves  clothes, 
she  knows  what  she  wants  when  we  go 
shopping. 

In  the  past  few  weeks  we  have  been 
successful  in  getting  Mobility  Allowance 
for  Janet  after  many  years  of  appeals. 
Thank  goodness  there  will  not  be  any  more 
of  them. 

The  photograph  shows  Janet  trying 
out  her  Dad's  moped.  She  would  love  to  be 
off  and  away  on  this! 

Mrs  Carter 
3  The  Briers 
Evvlestone 
Nr  Chorley 
Lancashire 


Steven 

Steven  is  just  1 6  years  old.  I  have  been  his 
foster  mother  for  1 1  years,  and  he  has 
grown  into  a  lovely  young  man.  When  he 
was  brought  to  me  he  was  very  tiny  and 

-•';';■;'.'■;';      He     !!>/,    not     <:/\,<:r.\<:<\    tO    llVB 

and  I  have  worked  on  him  non-stop. 

He  goes  to  Franklyn  School  every  day, 
and  every  other  weekend  he  stays  in 
Franklyn  Home  to  give  me  a  break,  as  I  am 
;,//  <<ged  63.  Franklyn  House  is  a 
lovely  place  with  lovely  staff.  Professor 
Bnmblecombe  has  been  a  constant  friend, 
and  one  of  the  many  doctors  involved  with 
Steven,  and  he  only  wishes  now  that  we 
-  ;-.-;  •■:<<:'  ',  -  •-.  f  rn  of  V'.-/<.-r.  from  the,-  -Ahr\ 
•-.  -.-  ',/.  •■  ';  g real  progrev,  he  has  made 

Mrs  L  Ryan 

83  Lloyds  Crescent 

Whipton 

E/eter    Devon 


Nicholas  Archer 

Nicholas  is  30  years  old.  He  does  very  little 
for  himself;  he  might  feed  himself,  but  that 
is  about  all.  He  keeps  quite  well,  is  well 
looked  after,  and  Bromham  Hospital  do 
everything  they  possibly  can  for  him. 

In  the  photograph  he  is  receiving  his 
rosette  from  Princess  Anne,  who  opened 
the  Elizabeth  Curtis  Centre  for  Disabled 
Riders,  which  he  attends  and  enjoys.  The 
centre  is  in  Bromham  Hospital  grounds, 
where  Nicholas  has  been  a  resident  for  22 
years.  They  have  a  blind  unit  there. 

We  live  a  few  minutes'  walk  from  the 
hospital;  we  have  him  home  every  Sunday 
and  keep  well  in  touch. 

Mrs  Kathleen  Archer 
52  Grange  Lane 
Bromham,  Bedford 


Damien  Scott-Reid 

Damien  was  born  on  25th  January  1  974  at 
Kettering  General  Hospital.  I  must  have 
contracted  rubella  during  the  early  months 
of  my  pregnancy  and  not  known,  because 
Damien  was  born  with  rubella. 

He  was  born  totally  deaf  and  blind,  and 
with  congenital  heart  trouble.  During  the 
first  two  years  of  his  life  Damien  had 
numerous  operations  on  his  eyes  to  dispel 
cataracts,  at  Moorfields  Hospital.  When  he 
was  aged  2  he  had  a  heart  operation  at  the 
London  Heart  Hospital.  He  spent  most  of 
his  first  three  years  in  and  out  of  hospitals 
for  numerous  operations  and  treatments. 

My  husband  and  I  separated  shortly 
after  Damien's  birth,  as  he  could  not 
accept  Damien's  handicaps.  I  met  and 
married  my  new  husband  three  years  later. 
He  gets  on  very  well  with  Damien;  in  fact,  I 
think  Damien  gets  on  better  with  him  than 
me. 

Damien  lived  at  home  until  1  979,  when 
I  had  a  miscarriage  and  he  was  taken  into 
Borocourt  Hospital  as  an  emergency 
admission  as  I  could  not  cope  with  him.  He 
was  extremely  hyperactive  and  only  slept 
two  hours  in  twenty-four  if  we  were  lucky. 

He  is  now  at  the  Mary  Sheridan  Unit  at 
Borocourt  Hospital.  We  have  him  home 
every  other  weekend  from  Friday  till 
Monday,  three  weeks  at  Christmas,  three 
weeks  at  Easter,  four  weeks  in  the  summer 
and  a  week  at  each  half  term,  so  he  spends 
as  much  time  at  home  as  in  hospital. 

Lynn  Scott-Reid 
1  5  Charles  Avenue 
Chichester,  West  Sussex 
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Malachy  Connolly 

Malachy  is  now  15,  and  has  been 
attending  the  Deaf-Visually  Handicapped 
Unit  at  Whitefields  School  for  two  years, 
where  he  is  very  happy.  We  had  a  long 
battle  with  our  Education  Department 
concerning  his  attendance  there,  as  they 
did  not  want  to  finance  it,  but  after  we 
received  help  from  an  organisation  called 
Network,  they  agreed  that  he  would  attend 
the  school. 

Malachy  communicates  by  Makaton 
signing,  which  has  steadily  improved.  He 
can  wash  and  dress  himself  and  attends  to 
his  own  toiletting,  but  still  needs  a  lot  of 
prompting.  He  now  eats  a  wide  variety  of 
foods,  and  his  table  manners  are  good  due 
to  the  hard  work  done  at  school  which  we 
carry  on  at  home.  He  loves  going  swim- 
ming trampolining,  and  going  for  drives  in 
the  car. 

Malachy  is  a  much  more  settled  and 
happy  boy  now  as  he  can  communicate 
with  us  better  and  us  with  him.  He  very 


rarely  gets  into  bad  tempers  now,  but  when 
he  does  they  only  last  a  few  minutes. 
During  the  summer  holidays  he  goes  on 
the  Southport  holiday  for  two  weeks, 
where  he  really  enjoys  himself  and  meets 
new  friends. 

Malachy  has  recently  been  fitted  with 
his  first  hearing  aid.  Now  his  overall 
attitude  to  his  surroundings  has  changed, 
and  he  is  much  more  aware  of  the  things 
going  on  around  him.  We  hope  he 
continues  to  do  as  well  in  the  coming 
years. 

Josie  Connolly 
299  West  End  Road 
South  Ruislip,  Middlesex 

Editor's  Note:  If  other  parents  have 
problems  with  their  local  Education  Depart- 
ment, try  getting  in  contact  with  Network 
for  free  help  and  advice,  at:  Network  for  the 
Handicapped,  Bedford  House,  35  Emerald 
Street,  London  WC1N  3QL  Tel:  01-831 
8031. 


Stephen  Jacques 

Stephen  was  born  14  weeks  premature, 
one  of  twins,  weighing  just  1  lb  1 1  oz.  The 
other  twin  died,  and  Stephen  had  quite  a 
few  complications.  The  result  is  that 
Stephen  is  totally  blind,  partially  deaf  and 
brain  damaged. 

He  is  now  6  years  old,  a  happy  boy  and 
nearly  always  laughing.  He  goes  daily  to 
Dame  Evelyn  Fox  School,  where  he  has 
just  changed  classes  into  the  Special  Care 
Unit.  He  is  coming  on  slowly  but  he  doesn't 
like  to  handle  things.  He  likes  bouncing  on 
the  settee;  we  have  had  to  replace  more 
than  one  because  of  broken  springs.  His 
favourite  toy  is  his  rocking  horse,  and  he 
also  loves  us  singing  nursery  rhymes  to 
him  with  us  clapping  his  hands. 

He  is  mobile,  but  he  doesn't  explore 
much  on  his  own.  We  are  using  Makaton 
signs  with  him,  but  he  does  not  under- 
stand any  yet.  He  can  feed  himself  if  we 
help  load  the  spoon,  but  he  doesn't  chew 
much. 

We  are  potty  training  him  but  he  only 
uses  it  now  and  then.  A  few  weeks  ago  we 
thought  we  had  cracked  it  when  for  two 
nights  running  his  pyjamas  and  nappy 
were  off  and  there  was  wee  in  the  potty;  we 


did  feel  let  down  when  we  found  it  was  our 
kitten  that  was  trained,  not  Stephen.  Well, 
we  will  just  have  to  persevere  and  see  how 
things  progress. 

Pam  Jacques 

284  Whalley  Old  Road 

Little  Harwood,  Blackburn 


Shaun  Lee  Porter 

Shaun  is  profoundly  deaf,  and  blind  in  one 
eye.  He  is  just  15  years  old,  and  getting 
very  tall  now. 

Shaun  had  a  few  problems  in  1  983,  but 
we  are  getting  ourselves  sorted  out  once 
again.  At  the  moment  Shaun  is  still  in  a  deaf 
unit  at  Talbot  School  in  Sheffield,  but  what 


will  happen  when  Shaun  reaches  1  6  is  still 
a  big  worry  to  us.  I  know  a  lot  of  parents 
have  this  worry  about  children  leaving 
school  and  about  what  happens  to  them 
them.  Shaun  could  perhaps  stay  at  Talbot 
until  he  is  19,  but  a  lot  depends  on 
Rotherham  Authority's  willingness  to  pay. 
We  will  have  to  wait  and  see  what 
happens  in  the  next  six  months. 

Janet  Porter 

206  Upper  Wortley  Road 

Dropping  Well 

Rotherham 

Editor's  Note:  All  members  should 
remember  that  the  local  authority  is  legally 
obliged  to  provide  full-time  education  in 
some  form  until  your  child's  19th  birthday. 
If  you  have  any  problems  over  this,  contact 
the  office. 


Robert  Crane 

Born  Christmas  Day  1965.  Died  28 
November  1983,  aged  17. 

After  a  short  illness,  Robert  passed 
away  quietly  on  Monday  28  November. 
He  had  suffered  some  digestive  com- 
plaint in  the  weeks  before,  but  nothing 
that  had  seemed  alarming. 

On  Friday  25th  he  was  taken  to  the 
sick  ward  at  Harperbury  Hospital  with  a 
high  temperature.  It  was  diagnosed  as 
pneumonia  on  the  Sunday,  and  it 
rapidly  developed  into  both  lungs  and 
claimed  his  life  on  the  Monday  evening. 

For  the  past  nine  years,  Robert  had 
been  in  full-time  placement,  first  at  Cell 
Barnes  Hospital  in  St  Albans,  then  for 
the  last  41/>  years  at  the  Deaf-Blind  Unit  at 
Harperbury  Hospital. 

At  Harperbury,  despite  his  total 
blindness  and  deafness,  the  school 
managed  to  teach  him.  He  had  learntto 
dress  and  undress  at  the  appropriate 
time,  to  feed  himself,  and  to  under- 
stand some  of  the  basic  touch  signs 
such  as  "stand  up",  "sit  down"  and 
"sweets".  "Sweets"  was  his  favourite. 

When  we  visited  Robert  we  would 
take  him  out  in  the  car,  and  go  for  walks 
around  the  lake  in  Veralanum  Park,  St 
Albans.  He  also  enjoyed  his  days  out 
around  the  shops,  and  his  holiday  trips. 

Perhaps  our  most  endearing  mem- 
ory will  be  of  Robert  and  his  music.  He 
used  to  take  up  his  place  at  the  bass 
note  end  of  the  piano  and  feel  for  the 
vibrations,  which  were  a  great  form  of 
stimulation.  You  could  readily  tell  when 
he  picked  up  the  vibrations  by  his 
cheeky  smile  and  his  deep  noise  of 
enjoyment,  which  all  those  who  knew 
Robert  could  identify. 

He  will  be  deeply  missed  by  us,  his 
family,  and  by  all  his  teachers  and 
friends  at  the  hospital.  The  light  and 
happiness  he  brought  to  those  who 
knew  him  will  never  be  forgotten. 

Bill  and  Anne  Crane 
18  Hoist  Mead 
Stowmarket,  Suffolk 
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Georgina  Brown 

Georgina  was  4  years  old  on  4th  February. 
She  is  in  her  second  term  at  the  Partial 
Hearing  Unit  of  the  Knaresmuir  County 
Primary  School  in  York,  which  she  loves. 
Attending  for  mornings  only,  we  have 
noticed  a  tremendous  improvement  in 
Georgina's  speech.  Even  after  only  one 
week  she  was  pronouncing  the  'S'  in  'yes', 
everything. 

As  a  rubella  baby,  the  prognosis  at 
birth  was  not  too  good,  cataracts  in  her 
right  eye  and  a  heart  murmur.  Since  then 
Georgina  has  amazed  us  with  her  ability  to 
cope  and  mix  so  well  with  her  normal- 
hearing  friends.  She  apparently  has  little  or 
no  hearing  in  her  right  ear  and  a  loss  of 
about  90dB  in  her  left.  The  residual 
hearing  in  that  ear  she  uses  to  maximum 
benefit.  Her  hearing  aid  is  a  Viennatone 
post-aural,  which  seems  to  suit  her 
admirably.  We  are  also  lucky  enough  to 


have  the  use  of  a  phonic  ear  at  home  and  at 
school. 

Our  only  problem,  if  it  can  be 
considered  a  problem,  is  her  continued 
indifference  to  food  and  eating.  I  can't 
think  of  one  instance  when  Georgina  has 
ever  asked  for  food.  Each  mealtime  we 
have  to  coax  her  to  have  something,  and  if 
we  don't,  she  just  sits  fiddling  with  the 
cutlery.  In  consequence,  Georgina  is  very 
slender  and  tires  quite  quickly. 

Her  first  term,  like  most  children 
starting  school,  seemed  plagued  with 
colds  and  infections.  As  a  result  she 
became  thinner  than  ever!  Over  the 
Christmas  holidays  we  have  endeavoured 
to  build  her  up  and  are  now  keeing  out 
fingers  crossed  for  a  healthier  Spring  term 

Stuart  and  Rosalind  Brown 
Byways' 
Drax 
Selby.  Yorks. 


Cheryl  Cox 

Cheryl  is  nearly  5  years  old.  and  is 
progressing  very  well  at  the  moment. 
Things  that  did  have  no  relevance  to  her 
now  get  a  response  more  often  than  not. 
Drinking  sometimes  shows  promise,  but 
the  bottle  is  still  much  in  use. 

Cheryl  has  just  started  to  lift  and  lay 
her  spoon  on  her  own.  The  other  day  she 
was  so  excited  at  doing  it  herself  that  she 
just  lifted  the  whole  bowl  and  put  her  face 
into  it.  so  as  to  get  the  food  quicker. 

Her  tciiet  training  is  also  progressing. 
Often  she  will  complete  her  'duties' 
correctly:  other  times  she  waits  until  she  is 
allowed  off  the  potty  then  makes  a  large 
puddle,  accompanied  by  a  big  smile! 

School  for  Cheryl  consists  of  four 
mornings  per  week  at  St  Vincent's  in 
Glasgow.  This  has  produced  quite  a  lot  of 
tantrums.  To  combat  this  we  changed  her 
whole  dressing  and  feeding  routine,  which 
has  worked  well.  It  also  shows  what  can  be 
achieved  with  young  children,  when  we 
grown-ups  are  educated  along  with  them. 
Ignorance  for  us  certainly  is  not  bliss.  Her 
school  visits  have  helped  a  lot,  and  we  are 
hoping  for  great  things  when  the  new 
school  is  finished  and  Cheryl  attends  full- 
time. 

Roy  and  Liz  Cox 

23  Blantyre  Crescent 

Duntocher.  Clydebank 


Laura  Curtis 

Laura  is  still  at  the  Pathways  deaf-blind 
unit  at  Condover  Hall  School  and  making 
very  good  progress.  She  is  now  19,  and 
must  leave  Condover  at  Easter. 

She  has  made  remarkable  progress 
there.  She  does  not  talk,  but  with  the  use  of 
Paget  and  finger  spelling  she  can  com- 
municate very  well.  She  is  well  advanced  in 
self-care  and  helps  at  home  with  the 
cooking.  She  can  knit,  do  her  washing, 
-  ake  - '.'  bed,  and  is  very  good  at  making 
herself  up  with  nail  varnish,  lipstick  and 
eye-shadow,  etc.  She  loves  to  go  out  for  an 
evening  meal,  and  her  table  manners 
would  be  acceptable  anywhere. 


Laura  comes  home  to  me  during  all  her 
school  holidays,  and  I  have  a  touring 
caravan  (bought  specially  for  the  purpose) 
so  I  can  visit  her  at  school  and  take  her 
away  for  weekends.  We  also  spend  our 
summer  holidays  in  the  caravan,  which 
Laura  loves. 

Laura  and  I  have  a  very  close  relation- 
ship and  get  on  well  together.  We 
exchange  weekly  letters  while  she  is  at 
school;  she  writes  her  own  letters  and 
addresses  the  envelope  herself. 

Geoffrey  Curtis 

2  Hampton  Court  Avenue 

East  Molesey,  Surrey 
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Kelly  Pentecost 

Kelly  was  born  blind  in  January  1 980,  she 
has  a  brother  aged  1 8  months  called  Scott. 

Kelly  was  a  very  good  little  baby,  and 
when  she  came  up  to  a  year  old  she  started 
at  a  nursery  not  far  away  from  us.  It  was  one 
morning  a  week;  it  helped  her  to  walk  and 
explore  things  she  liked,  and  they  were 
very  kind  to  her.  She  used  to  do  a  lot  of 
rocking  and  banging  things  on  her  teeth 
but  she  doesn't  do  them  much  now.  Kelly 
loves  going  to  the  park  and  playing  on  the 
swings,  and  she  has  always  liked  music 
even  from  an  early  age. 

Then  when  she  was  3  she  started 
nursery.  It  is  a  nursery  for  sighted  children 
but  they  said  she  was  welcome  to  attend. 
Kelly  goes  five  mornings  a  week,  she  is 
picked  up  and  brought  home  by  taxi  which 
is  laid  on  for  her;  she  has  an  escort  who  she 
likes  very  much.  Kelly  has  a  teacher  of  her 


own  at  the  nursery  but  the  children  are  very 
helpful;  they  help  her  to  get  around,  and 
she  goes  outside  to  play  with  the  bike  and 
the  other  toys  which  they  have.  In  the 
school  they  have  a  piano  which  they  let 
Kelly  have  a  go  on  if  she  is  a  good  girl,  and 
she  loves  singing  nursery  rhymes. 

At  home  Kelly  knows  her  way  around 
the  house  very  well.  At  first  I  thought  it 
would  be  hard  for  her,  but  she  is  so  inde- 
pendent and  we  try  and  keep  the  furniture 
in  the  same  place. 

She  can  feed  herself  with  a  fork  and 
she  is  potty  trained.  She  does  not  say  very 
much.  She  will  ask  for  a  biscuit  and  a  drink, 
and  she  can  hold  the  cup  herself,  but 
mostly  Kelly  will  copy  what  you  say. 

Mrs  B  P  Pentecost 
56  Trident  Drive 
Parkside  Estate 
Dunstable,  Beds. 


Lorraine  Harris 

Lorraine  is  12  years  old,  and  profoundly 
deaf.  She  attends  the  Royal  School  for 
Deaf  Children  in  Edgbaston,  Birmingham.  I 
noticed  there  was  something  wrong  with 
Lorraine's  hearing  when  she  was  eight 
months  old.  By  the  time  she  was  one  year 
old  she  had  two  hearing  aids  and  a  teacher 
was  coming  in  once  a  week. 

When  she  was  two  she  went  to  Spon 
Gate  partial  hearing  unit  in  Coventry, 
coming  home  every  day.  At  four  years  old 
we  were  told  she  was  too  deaf  for  the  unit 
and  that  she  would  have  to  go  to  a  deaf 
school. 

From  aged  four  until  six  she  attended 
Hartley  Deaf  School.  Then  this  school  was 
closed  and  she  was  transferred  again  to 
Edgbaston.  Lorraine  and  I  both  wish  there 
was  a  school  in  Coventry  that  she  would 
attend  and  come  home  every  night.  All  the 
family  —  my  husband,  son,  two  daughters 
and  myself  —  went  to  signing  classes  so 
we  could  communicate  with  her. 

Lorraine  is  hyperactive,  so  is  full  of 
energy  and  requires  little  sleep.  She  some- 


times gets  very  distressed  at  having  to  stop 
at  school  and  it  seems  to  get  harder  as  she 
gets  older.  She  is  very  lovable  but  some- 
times has  terrible  tantrums  of  frustration. 

Mrs  Marilyn  Harris 
23  Sandy  Lane 
Radford,  Coventry 


Kerry  Riley 

Kerry  is  getting  on  very  well.  She  is  just  9 
years  old.  Her  eyesight  seems  better  than 
before,  and  although  she  cannot  hear  at 
all,  she  can  lipread.  People  who  have 
known  her  for  some  time  can  understand 
some  of  her  speech. 

She  goes  to  Needwood  School,  where 
they  are  very  good  to  her,  but  the  school  is 
due  to  close  in  2  years.  She  lives  at  school 
during  the  week  and  comes  home  at 
weekends. 

She  enjoys  going  to  Brownies,  and 
going  horse-riding  and  swimming. 

Linda  Riley 
30  Short  Lane 

Burton- under- Needwood 
Burton-on-Trent 


Paul  Jensen 

Paul  is  13,  and  continues  to  make 
progress,  sometimes  not  always  in  the 
direction  we  would  wish.  At  the  moment  his 
obsession  is  electric  plugs,  sockets,  light 
bulbs;  in  fact  anything  to  do  with  electricity. 
Unfortunately  he  has  now  progressed  to 
unscrewing  plugs  and  delving  amongst 
their  contents,  which  is  dangerous  not  only 
for  himself  but  also  for  anyone  else  using 
them.  He  has  been  told  in  no  uncertain 
terms  that  he  must  not  touch  plugs  except 
when  necessary,  but  as  Paul  is  under  the 
impression  that  because  he  can't  hear 
sounds,  you  also  cannot  hear  when  he  is 
tinkering  with  things  he  shouldn't  be,  he 
continues  craftily  to  do  his  own  things 
when  he  sees  you  are  out  of  the  room.  We 
are  at  present  (with  the  help  of  the  school), 
trying  to  devise  a  way  of  showing  him  how 
dangerous  electricity  is  when  misused.  On 
the  other  hand  he  can  be  so  rewarding, 
both  in  his  drawing,  handicrafts,  self-help 
and  socialisation.  Really  now  our  only 
problem  area  is  when  taking  Paul  shopping. 
He  still  tends  to  create  when  denied  what 
he  thinks  he  should  have. 

Paul  had  a  very  happy  Christmas 
holiday.  Plenty  of  presents  to  do,  i.e.,  rug- 
making,  doodle  art,  Lego  etc.,  and  plenty 
of  Christmas  dinners.  We  often  wonder 
where  he  puts  it  all  as  he  still  hasn't 
managed  to  reach  5  stone  despite  the  fact 
that  he  eats  like  a  horse.  Socially  he  is 
doing  very  well.  We  are  able  to  take  him  out 
to  see  friends  as  long  as  it  is  not  too  long  a 
visit,  or  as  long  as  he  has  something  of 
interest  to  do.  We  took  him  to  a  New  Year's 
party  —  he  enjoys  dressing  up,  and  his 
behaviourwas  much  betterthan  that  of  the 
unhandicapped  children.  Although  he 
didn't  get  to  bed  until  1am  on  New  Year's 
Day  he  was  still  up  with  the  lark,  and  as 
usual  raring  to  go. 

We  have  progressed  a  step  from  last 
year's  summer  holiday  when  we  went  to 
the  NADBRH  caravan  in  Scotland  (really 
fantastic),  and  have  booked  a  holiday  at  a 
small  holiday  camp  near  Great  Yarmouth. 
We  hope  Paul  will  enjoy  it. 

Anthea  Adlington 
1  Sandfield  Close 
Market  Weighton 
Yorks  Y04  3ET 
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Members  News 


Simon  Lloyd 

Blind,  mentally  handicapped,  epileptic. 
I  wonder  how  many  people  will  remember 
Simon?  It  must  be  10  years  since  I  wrote 
my  last  report.  In  fact  we  lapsed  our 
membership  -  but  are  pleased  to  say  we 
are  here  again. 

Simon  had  meningitis  as  a  baby.  By  the 
time  he  was  a  year  old  we  knew  he  was 
blind  and  although  we  had  hearing  assess- 
ments no  one  seemed  sure  about  a 
hearing  loss.  We  then  had  to  go  overseas 
with  my  husband'sjobandwelived  in  Hong 
Kong  f  or  21/2  years.  We  came  home  via  USA 
and  visited  Perkins  in  Boston,  and  were 
made  very  welcome.  Once  home  again  we 
visited  various  hospitals  to  catch  up  on 
things.  We  eventually  settled  in  Crawley, 
Sussex,  where  we  lived  for  6  years. 

When  Simon  was  5  years  old  he  went 
daily  to  East  Grinstead  to  the  Sunshine 
House.  He  was  there  for  2  years,  when  I 
was  suddenly  given  1  day's  notice  that  he 
was  leaving.  By  this  time  I  had  4  children; 
Julian  aged  9,  Simon  aged  7,  Caroline 
aged  2%  and  Duncan  IV2  years. 

After  Sunshine  House  he  attended  the 
local  ESN  school  -  with  no  specialist 
teaching  -  and  I  had  no  help  at  all.  Now  our 
only  contact  was  a  padeiatrician  who  was 
really  only  concerned  with  controlling  hisd 
fits.  Simon  wasn't  walking  alone,  and  I 
didn't  even  have  any  physiotherapy  for 
him. 

We  left  Crawley  in  1 979  and  moved  to 
Trowbridge.  Simon  has  since  been  attend- 
ing Ashton  Street  ESN  School.  At  one  time 


Miss  Evans  visited  (from  RNIB),  but  she  no 
longer  comes  to  Wiltshire,  and  we  have  no 
specialist  help  for  Simon. 

In  1980  we  visited  the  Mary  Sheridan 
Unit  for  an  assessment.  Simon  wasthen  1 1 
years  old,  and  his  developmental  level  was 
between  1  and  4  years.  He  did  best  on 
social  skills.  That  was  our  last  assessment. 

Simon  is  now  1 41/2  years  old.  We  have 
over  the  last  7  years  had  very  little  special 


help  for  him.  We  have  integrated  him  and 
he  is  part  of  our  family  -  but  we  are 
concerned  about  the  future.  Our  family  is 
very  extended  as  we  have  also  fostered  45 
infants  over  the  last  7  years. 

Some  time  this  year  the  orthopaedic 
surgeons  are  planning  to  do  an  Arthrodisis 
on  Simon's  left  ankle.  He  will  be  at  least  3 
months  in  plaster  and  will  have  to  learn  to 
walk  again.  His  mobility  has  become  more 
difficult  over  the  last  2  years,  and  his  leg  is 
sometimes  very  painful. 

Although  Simon  needs  a  lot  of  care  and 
help  he  is  well  adjusted  to  normal  family 
life.  He  is  very  limited  in  what  he  can  doand 
as  he  has  no  sign  language  -  or  words  we 
are  all  well  tuned  to  his  needs.  He  has  a  lot 
of  "drop  attack"  fits  -  which  were  much 
worse  during  the  heat  of  the  summer-  but 
seems  better  controlled  lately.  He  is 
healthy  and  happy. 

We  have  a  caravan  which  we  use  for 
holidays.  Simon  enjoys  sitting  on  the 
beach.  At  home  he  is  fairly  active  and 
enjoys  playing  with  simple  toys.  In  summer 
he  loves  the  garden  and  his  swing  - 
neighbours  often  see  his  head  popping 
over  the  fence. 

What  happens  when  school  finishes  is 
our  next  challenge.  We  are  beginning  to 
tackle  that  bogey.  I  will  keep  you  informed 
on  how  we  go  about  this,  and  what 
happens. 

Mollie  Lloyd 
8  Halfway  Close 
Trowbridge 
Wiltshire 


Martin  Hands 

Martin  was  born  in  May  1967.  He  had 
meningitis  at  2V2  months  old;  now  he  is 
profoundly  deaf,  with  mild  mental  retarda- 
tion and  epilepsy. 

He  is  very  tall,  strong  and  independent. 
He  loves  his  home  and  his  family,  and  he 
still  likes  to  have  his  panda  at  the  end  of  his 
bed. 

Communication  is  through  sign  lan- 
guage and  lip-reading.  He  has  attended 
the  Royal  School  for  the  Deaf  at  Manchester 
for  the  past  1 1  years.  What  an  awful  child 
he  was  then,  very  hyperactive,  never 
sleeping  day  or  night,  and  no  communi- 
cation, but  see  him  now -cooking  bacon, 
sausage  and  egg  for  his  breakfast,  and 
making  lovely  objects  in  woodwork  like  a 


table-lamp,  a  bookcase  and  a  thimble  shelf 
for  his  sister.  It  has  been  hard  work,  but 
worth  it. 

He  went  back  to  the  Royal  School  in 
September  1 983,  to  start  a  3  year  Further 
Education  Course,  in  Work  Preparation, 
Social  Independence  Training,  and  General 
Education. 

Martin  loves  cooking,  especially  icing 
cakes.  He  was  a  great  help  before 
Christmas.  I  catered  for  63  people  at  our 
Silver  Wedding.  I  think  some  trifle  had 
more  sherry  than  others.  We  all  enjoyed 
the  party! 

Mrs  Ann  Hands 
30  Spinney  Hill 
Warwick 


Attendance  allowance  victory 
for  deaf  children 


For  some  time  now,  deaf-blindness  has 
resulted  in  the  automatic  award  of  Atten- 
dance Allowance  at  the  low  rate.  Now  this 
allowance  should  also  be  available  to  all 
deaf  children. 

The  Divisional  Court  has  confirmed 
that,  for  the  purposes  of  Attendance 
Allowance,  hearing  is  a  bodily  function.  In 
his  judgement,  Mr  Justice  Woolf  stated 
that  someone  who  needs  the  services  of 
an  interpreter  may  qualify  for  Attendance 
/•   ',nh".<-.    ','     "'-.    ground'*    that    they 


require  attention  in  connection  with  a 
bodily  function.  In  a  previous  judgement 
Lord  Denning  ruled  that  "seeing"  was  also 
a  bodily  function  so  the  case  may  have 
important  implications  for  blind  claimants 
as  well.  The  case  was  brought  by  the  Child 
Poverty  Action  Group  and  claimants  who 
feel  the  judgement  may  be  of  relevance  to 
them  are  advised  to  contact:  CPAG, 
1  Macklin  St,  London  WC2E  5NH.Tel:01- 
242  3225. 


Music 

The  Music  Adviser  of  the  Disabled  Living 
Foundation  has  produced  a  new  leaflet 
entitled  Music  and  Hearing  Impaired 
People.  It  includes  a  list  of  interested 
organisations,  existing  practitioners, 
sources  of  information  and  a  summary  of 
ideas. 

The  leaflet  also  makes  a  special 
request  for  information.  Is  anyone  doing 
work  on  music  with  deaf-blind  children?  If 
so,  DLF  would  be  very  keen  to  hear  from 
you.  Please  write  to:  Daphne  Kennard, 
DLF,  346  Kensington  High  Street,  London 
W14. 


V. 


Conferences 


Parents  Conference 

Provisional  plans  are  now  made  for  a 
weekend  Conference  for  parents  and 
teachers,  taking  place  at  Leicester  Univer- 
sity from  the  evening  of  Friday  21st 
September  until  the  afternoon  of  Sunday 
23  rd. 

Subjects  to  be  covered  are  still  to  be 
settled,  but  the  weekend  should  provide 
an  opportunity  to  learn  about  future  plans 
for  services,  new  equipment,  and  new 
skills.  A  creche  will  be  provided. 

Cost  is  uncertain  at  the  moment,  but  it 
should  be  quite  cheap. 

Full  details  will  be  available  in  the 
June  Newsletter.  Meanwhile,  any  suggest- 
ions for  lectures  or  workshops  should  be 
sent  to  Paul  Ennals  at  the  office. 


Special  Education 

The  National  Council  for  Special  Education 
are  holding  their  1 984  Conference  on  April 
24th-25th  in  Northampton.  For  further 
details  contact:-  Conference  Secretary, 
Nene  College,  Moulton  Park,  Northampton. 


International  Association 
for  Education  of  the 
Deaf-Blind,  New  York, 
5-10  August  1984 

Full  details  are  now  to  hand  at  Gray's  Inn 
Road.  As  registrations  are  sought  by  the 
end  of  March,  any  member  wishing  to 
attend  should  contact  Rodney  Clarke 
without  delay. 


Provision  in  the  Community 
for  Disabled  People 

RADAR  are  organising  a  conference  on 
this  subject  from  Friday  6th  April  to  Sunday 
8th  April  at  Keele  University  in  Staffordshire. 
Further  details  and  application  forms  from 
the  Conference  Officer,  RADAR,  25 
Mortimer  Street,  London  W.C.1. 


In  The  Office 

From  the  beginning  of  February  we  have 
expanded  our  office  space,  and  have  now 
taken  overthe  ground  floor  of  31 1  Gray's  Inn 
Road.  For  those  of  you  who  have  struggled 
up  4  flights  of  stairs  just  to  say  "Hello",  this 
will  be  a  great  relief. 

We  will  also  have  the  ground  floor 
permanently  manned,  which  means  that 
visitors  will  not  have  to  rely  on  the  door-bell 
in  order  to  gain  access. 

So  please  pop  in  and  see  us  next  time 
you  are  in  London. 

Many  people  have  also  claimed  that 
nowadays  our 'phones  are  always  engaged. 
To  alleviate  this  problem,  we  have  taken  on 
another'phone  line.  Since  most  people  will 
still  'phone  us  on  the  easily  remembered 
number  278 1 000-  members  should  usually 
be  able  to  get  through  on  01-278  1005. 


Last  year,  the  staff  and  regulars  at  'The  Swan'  in  Hatfield  Peverel  lost  a  good  friend  when  Mr 
Everton  died  tragically  of  a  heart  attack.  A  year  later,  on  Burns  Night,  the  regulars  paid  a  moving 
tribute  to  their  friend,  by  presenting  a  cheque  for  £2,000  to  SENSE.  The  money  was  raised  in  a 
number  of  startling  ways- raffling  a  pig,  paying 'fines' for 'minor7  offences,  and  having  sponsored 
'on  the  wagon'  sessions.  Mary  O'Shaughnessy,  Landlady  of  'The  Swan',  said  from  behind  the 
plates  of  haggis,  "This  is  just  a  start.  Next  year  we  hope  to  raise  even  more."  Pictured  are  Mary 
O'Shaughnessy  and  some  of  her  regular  customers.  (Picture  courtesy  of  Essex  Chronicle.) 


Courses 


Castle  Priory  College  Courses 

2nd-10th  April: 

'The     Mentally     Handicapped    Adult     in 

Residential  Care'. 

6th-8th  April: 

'Revised  Makaton  Vocabulary  for  Severely 

Handicapped  Children  or  Adults'. 

25th-28th  July: 

'Children  with  Special  Needs'. 

For  details  of  these  and  other  courses, 

write  to:  Castle  Priory  College,  Thames 

Street,  Wallingford,  Oxon.  Tel:  049-37551 . 


British    Institute   of 
Handicap  Courses 


Mental 


1 9th-23rd  March  or  1 5th-1 9th  October: 

The  Education  of  the  Profoundly  Multiply- 
Handicapped  -  for  staff  working  in  Special 
Care  Units. 

Pendrell  Hall  College,  Codsall  Wood, 
Wolverhampton.  Also  1st-5th  October,  at 
Holly  Royde  College,  Manchester. 


11th  May 

Workshop  on  'Developing  an  Communica- 
tion Programme  for  the  Profoundly 
Handicapped'. 

Royal  National  College,  Hereford. 


21st-22nd  May 

A  Practical  Introduction  to  Portage. 
Scottish  Health  Service  Centre,  Edinburgh. 


Thursday  14th  June. 

Thursday  5th  July. 

Thursday  30th  August. 


Visiting  Workshop: 

The    Needs    of    the    Visually    Mentally 

Handicapped  Person. 

BIMH  tutorial  staff  will  visit  establishments 

on  request  to  conduct  one  or  two  day 

workshops. 

For  further  information  on  these  and  other 
courses,  contact:  The  Course  Organiser, 
BIMH,  Wolverhampton  Road,  Kidderminster, 
Worcs,  DY10  3PP. 

NDBHL 

The  National  Deaf-Blind  Helpers'  League 
rallies  this  year  will  take  place  as  follows: 

Liverpool: 

Peterborough: 

Brighton: 

For  further  information,  contact  Mrs  Kay 
Perret,  NDBHL  18  Rainbow  Court,  Paston 
Ridings,  Peterborough,  PE4  6UP. 

Disabled  Mobility  &  Aids 
Exhibition  in  Scotland 

Friday  27  -  Sunday  29  April  1984. 

An  exhibition  with  a  strong  emphasis  on 
mobility,  but  including  a  variety  of  other 
aids,  will  be  taking  place  from  Friday  27  - 
Sunday  29  April  at  the  Anderston  Exhibition 
Centre  in  Glasgow.  Further  details  may  be 
obtained  from:  Jim  Bail  lie,  Scottish  Council 
on  Disability,  Princes  House,  5  Shandwick 
Place,  Edinburgh  EH2  4RG,  telephone: 
031-229  8632  or  from  the  exhibition 
organisers,  Index,  53  King  Street,  Crieff 
PH7  4DA,  telephone:  0764  3312. 
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Rubella  Campaign 


The  campaign  of  the  National  Rubella 
Council  to  increase  immunity  to  Rubella 
amongst  schoolgirls  and  adult  women,  and 
thence  to  eradicate  Congenital  Rubella 
Syndrome  (CRS),  has  been  well  and  truly 
launched.  A  major  ministerial  Press  Confer- 
ence, headed  by  Health  Minister  Kenneth 
Clark  was  held  at  Old  Admiralty  House  in 
Whitehall  and  attended  by  representatives 
of  the  national  press,  TV  and  radio.  News 
bulletins  were  issued  on  all  of  the  broad- 
casting stations  that  day,  and  the  event 
was  preceded  by  substantial  television 
pieces  on  Newsnight  (BBC2)  and  Breakfast 
Time(BBCI). 

The  main  event  of  the  day  was  a 
Government  reception  at  Lancaster  House, 
attended  by  the  NRC's  new  Patron,  HRH 
The  Princess  of  Wales.  Representatives  of 
all  the  major  organisations  who  may  help 
support  the  campaign  were  present  e.g. 
women's  magazines,  Girl  Guides,  WRVS, 
Community  Health  Councils,  education, 
etc.  These  representatives  have  offered 
enthusiastic  support  for  the  campaign  and 
Lady  Wilson  (Chairman)  and  Mary  Welland 
(Co-ordinator)  are  now  making  valuable 
use  of  these  powerful  contacts. 

Princess  Diana  chatted  for  a  long  time 
with  Margaret  Beattie,  whose  4-year  old 
son  Robert  has  impairments  of  both  sight 
and  hearing  as  a  result  of  Congenital 
Rubella  Syndrome.  She  was  very  interested 
to  learn  of  the  problems  that  deaf- 
blindness  creates  for  parents,  and  she 
asked  a  number  of  questions  as  to  how 
Margaret  dealt  with  various  aspects  of 
early  care  and  training  that  she  had 
encountered  with  Prince  William. 

Two  short  films  have  been  made  by  the 
DHSS,  with  commentaries  by  Brian  Rix  of 
MENCAP,  for  use  as  'adverts'  on  television, 
encouraging  girls  and  women  to  have  a 
rubella  vaccination.  A  video  programme  is 
to  be  made  for  schools,  together  with  a 
teaching  pack.  A  Newsletter  will  be 
produced  quarterly.  Coverage  since  the 
launch  has  been  prestigious,  and  we  have 
received  newspaper  clippings  from  all 
round  the  country  in  which  local  health 
authorities  have  stated  their  commitment 
to  sustained  campaigns  and  local  commu- 
nity workers  have  stated  their  enthusiasm 
for  participating. 

The  next  step  is  the  organisation  of 
conferences  in  every  region  of  England, 
Wales  and  Northern  Ireland.  These  confer- 


Rubella  Campaign:  HRH  The  Princess  of  Wales  at  the  Reception  at  Lancaster  House  on  29 
November  1983. 


Mary  Welland,  National  Rubella  Council  Co-ordinator,  holds  the  Rubella  Credit  Card  atthe  Press 
Conference  to  launch  the  campaign.  Others  in  the  picture,  from  left  to  right,  are:  Lady  Wilson, 
NRC  Chairman,  Mr  Kenneth  Clarke,  Minister  of  Health,  and  the  then  Dr,  now  Sir,  John 
Badenoch,  Chairman  of  the  Joint  Committee  on  Vaccination  and  Immunisation. 


ences  are  scheduled  to  take  place  between 
March  and  July,  and  it  is  intended  that  local 
Rubella  committees  will  be  set  up.  All 
organisations,  statutory  and  voluntary,  will 
be  invited  to  attend  and  details  will  be  sent 
out  to  SENSE  members  as  soon  as  they 
are  to  hand.  The  first  to  be  arranged  will  be 
in  the  West  London  region,  probably  at 


Charing  Cross  Hospital  on  3  or  10  April 
The  next  will  take  place  on  1  May  a 
Harrogate,  Yorkshire.  The  Northern  Irelani 
conference  has  been  provisionally  orga 
nised  for  19  September. 

Let  us  hope  that  soon  we  can  announct 
that  Congenital  Rubella  Syndrome  i; 
completely  wiped  out. 


Margaret  Beattie,  parent  representative  and  Jessica  Hills,  NAOBRH 
Chairman,  at  the  Lancaster  House  reception  attended  by  HRH  the 
Princess  of  Wales,  to  launch  the  campaign  of  the  National  Rubella 
Council. 


Mary  Welland  at  the  Press  Conference  with  the  campaign  posters. 
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Fanny  Turner 

Rodney  Clark  writes  about  the  first  deaf- 
blind  person  he  ever  met.  See  page  1 8. 


Rubella 

This  issue  contains  the  first  edition  of 
Uptake,  the  Newsletter  of  the  National 
Rubella  Council,  as  well  as\Other  news  on 
the  progress  of  the  campaign.  See  pages 
13-16. 

1984  AGM 

We  hope  to  see  all  of  you  at  the  AGM  on 
Saturday  1 4th  July  and  at  the  Conference 
over  the  weekend  of  21  st-23rd  September. 
See  pages  28  and  3,  and  theforms  included 
with  this  Newsletter. 
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First  Tuesday 


By  the  time  this  Newsletter  arrives, 
ITV  will  have  screened  the  edition  of 
'First  Tuesday'  featuring  the  Manor 
House. 

The  film  focused  on  the  Manor 
House,  SENSE'S  Centre  near  Peter- 
borough for  deaf-blind  young  adults, 
giving  a  marvellously  sensitive  view 
of  life  there.  It  showed  many  touching 
scenes  of  the  students  and  staff. 


The  central  theme  was  the 
arrival  for  assessment  of  Stephen 
Brown,  the  17-year-old  deaf-blind 
son  of  Norman  Brown.  Norman,  who 
is  now  employed  by  SENSE,  was 
seen  preparing  for  Stephen's  depar- 
ture and  visiting  Stephen  after  the 
first  three  months.  Norman  spoke  for 
all  parents  as  he  unfolded  the  fears 
and  emotions  of  this  crucial  period  in 
a  family's  life. 
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Chairman's  Letter 


OeohPuemS 


In  the  last  Newsletter  I  talked  about  the 
contribution  made  by  parent  members  in 
the  history,  development  and  present 
organisation  of  the  Association.  This  time  I 
want  to  talk  about  the  so-called  'benefici- 
aries' and  their  contribution. 

In  both  our  old  and  new  Constitution 
the  'deaf-blind'  are  referred  to  legally  as 
the  beneficiaries,  those  who  are  to  receive 
the  funds  or  the  benefits  supported  by 
those  funds.  However,  throughout  the 
history  of  the  Association,  our  deaf-blind 
members  have  been  an  essential  part  of 
the  'benefactors'  team  as  well. 

In  the  early  days  of  the  Association  the 
parents  who  visited  and  wrote  to  each 
other  about  their  children  learned  from  the 
trials,  errors  and  successes  in  handling 
their  children's  development  how  to  help 
and  advise  other  parents.  The  children  who 
started  at  the  receiving  end  were  them- 
selves the  source  of  the  expertise  that  was 
gradually  built  up.  Their  successes  in 
walking,  feeding  themselves  and  starting  to 
communicate,  stimulated  their  parents  and 
teachers  to  further  efforts  and  they  continue 
to  do  so  with  the  young  parents  attending 
our  Family  Centre.  The  videos  of  the 
children  continue  to  be  invaluable  not  only 
as  the  basis  for  individual  programmes  but 
also  as  the  source  of  new  perceptions, 
new  ideas  and  greater  expertise  which  can 
benefit  so  many  of  our  future  members. 

As  far  as  our  public  image  is  concerned 
and  raising  the  funds  that  supply  the  needs 
of  our  Members,  our  rogues  gallery  of 
faces  that  have  graced  the  pages  of  our 
posters,  leaflets  and  pamphlets  have  been 
the  inspiration  that  the  public  has  been 
unable  to  resist,  from  Bunty  Freeman  on 
the  Association's  first  leaflet  to  Zarina  Cork 
on  the  front  of  the  SENSE  Campaign 
booklet.  Many  of  our  children  and  young 
people  have  contributed  to  the  publicity 
surrounding  the  Rubella  vaccine  campaign, 
thereby  arousing  public  concern  and 
interest  in  the  prevention  of  further  disable- 
ment for  those  yet  unborn.  They  have  been 
seen  on  television  and  talked  about  on  the 
radio  and  appeared  in  Newspapers  and 
the  Sunday  Times  Colour  Supplement, 
resulting  in  a  flood  of  new  members  of  all 


ages  who  were  previously  unaware  of  the 
help  available  for  them  through  the  Associa- 
tion. Dawn  Kemsley's  appearance  on  That's 
Life  will  have  helped  not  only  other  deaf- 
blind  young  people  but  also  many  others 
who  need  out-county  placement  for  their 
educational  and  training  requirements. 

Our  deaf-blind  adult  members  have 
worked  in  the  past  and  work  now  for  the 
Association.  For  many  years  Sheila  Warraker 
dealt  with  all  our  publicity  materials  sent 
out  to  students  and  others  requesting 
information.  Sheila  Anderson  is  currently 
on  the  staff  of  Head  Office  in  London.  The 
students  of  the  Manor  House  produce  art 
and  craft  goods  for  sale  and  display  them 
at  many  functions,  showing  that  the  deaf- 
blind  have  great  skills  and  demonstrating 
their  right  to  further  education  and  training 
to  develop  those  skills.  However,  quite 
apart  from  all  these  other  considerations, 
there  is  a  far  more  important  aspect  in 
which  our  deaf-blind  members  are  the 
benefactors  rather  than  the  beneficiaries. 
Margaret  Brock's  book  about  Christopher 
has  recently  been  brought  up  to  date  and 
re-issued.  Anyone  reading  it  will  find  that  it 
is  not  just  a  mother's  book  about  a  son,  but 
a  family's  book  about  a  family,  because 
Bevis  and  Elizabeth  are  ever  at  Margaret's 
shoulder  and  throughout  the  reader  feels 
the  contribution  that  Christopher  himself 
made  to  all  those  who  have  come  across 
him  and  his  family.  It  is  a  unique  blend  of 
human  relationships  with  all  their  ups  and 
downs. 

Similarly,  those  who  attended  Zarina's 
funeral  after  Easter  will  have  felt  very 
strongly  that  she  has  contributed  in  her 
short  life  something  very  valuable,  binding 
together  those  who  knew  herin  loveand  in 
admiration  for  her  own  fight  for  progress 
and  for  life  itself.  The  same  love  and 
admiration  flows  to  her  mother,  Pat,  who 
enabled  Zarina  to  live  as  fully  as  she  did. 

Through  the  lives  of  such  people, 
something  has  been  added  to  the  total 
human  experience  of  which  we  are  all 
beneficiaries. 

Looking  forward  to  seeing  you  at  the 
AGM,  or  at  the  Conference  in  September. 


Jei 


W(£& 


Jessica  Hills 


SENSE/BRPS  Conference 


SENSE,  in  co-operation  with  the  British 
Retinitis  Pigmentosa  Society,  is  organising 
a  weekend  conference  at  Leicester  Uni- 
versity on  Friday  2 1  -Sunday  23  September. 

This  will  provide  an  opportunity  to 
learn  more  about  the  world  of  the  deaf- 
blind,  whether  you  are  a  parent,  a  profes- 
sional or  just  an  interested  person.  A 
creche  will  be  provided  for  parents  who 
wish  to  bring  their  children  for  the 
weekend. 

Details  and  application  forms,  which 
must  be  returned  by  the  end  of  July,  are 
enclosed  in  this  Newsletter.  We  have 
booked  spaces  for  1 00  people,  in  addition 
to  50  members  of  the  BRPS  concerned 
with  Usher's  Syndrome  (see  page  5). 
Costs  are  being  kept  to  a  minimum  to 
encourage  as  many  members  as  possible 
to  attend  what  should  be  both  an  informa- 
tive   and    a    pleasurable    weekend.   Any 


parent  who  wishes  to  attend,  but  who  may 
have  difficulty  in  paying  the  fees,  should 
PLEASE  contact  the  office,  or  any  member 
of  the  Association's  Council. 

Details  of  the  weekend's  programme 
are  enclosed.  The  Saturday  morning  'market 
place'  should  provide  a  chance  to  try  out  a 
wide  range  of  equipment,  aids  and  toys,  as 
well  as  gathering  information  about  other 
organisations.  In  the  afternoon,  there  will 
be  workshop  sessions  on  provision  for 
deaf-blind  people  of  different  ages,  where 
you  will  have  the  opportunity  to  discuss 
things  with  the  experts.  And  Sunday  will 
present  a  choice  of  talks  and  discussions 
groups. 

One  of  the  most  important  features  of 
the  weekend  should  be  the  chance  to  mix 
socially  with  other  people  who  work  or  live 
with  similar  problems.  We  hope  that  the 
SeptemberConference  will  be  an  enjoyable 
and  useful  occasion. 


MEMBERS  CONFERENCE 


We  last  held  a  conference  for  parents  and  professionals 
back  in  1976.  Much  has  happened  in  all  aspects  of 
our  work  and  lives  since  then,  and  we  have  therefore 
planned  a  weekend  conference  to  take  place  at 
Leicester  University  in  September.   The  object  is 
for  us  all  to  meet  together,  to  bring  each  other  up 
to  date  and  to  discuss  future  needs  and  action. 


Sense 


The  National  Association  for 
Deaf-Blind  and  Rubella  Handicapped 

311  Gray's  Inn  Road  London  WCI X  8PT 
Telephone  01-278  1005/278  1000 


The  programme  contains  plenty  of  opportunities  to  learn 

as  well  as  providing  a  social  forum  for  everyone  to  get  together.  The  'Market 

Place'  on  Saturday  will  consist  of  a  large  display  of  aids,  equipment  and 

information  of  value  to  parents  and  professionals  alike.   Our  wide  range 

of  speakers  and  topics  should  provide  something  of  interest  to  everyone.  We 

hope  to  be  joined  by  the  hearing-impaired  members  of  the  British  Retinitis 

Pigmentosa  Society  and  by  those  participating  in  HASICOM,  the  project  to 

establish  a  telephone  service  for  deaf-blind  people. 

The  conference  will  be  based  in  Digby  Hall,  which  is  beautifully  situated  in 
its  own  grounds  on  the  outskirts  of  Leicester.  All  are  welcome,  including 
children  of  course,  for  an  enjoyable  weekend. 


(Overleaf  for 
Programme  details) 


(Please  detach  here) 


APPLICATION  FORM 


Names  of  those  attending:  Adults 

Children 
Address   , 


Do  you  wish  to  be  resident?  YES  NO 

If  yes,  please  state  preferred  accommodation:   Single  room   |  | 

Double  room  j  { 
Family  room   J J 

N.B.   We  will  do  our  best,  but  cannot  guarantee  the  preferred  type  of  accommodation, 


Registered  In  accordance  with  the  National  Assistance 
Act  1948  and  the  Charities  Act  I960.  Charity  No.  269772 


Patron:  The  Right  Honourable  Lord  Maybray-King  PC 
President:  Dr  G  B  Simon  MB  ChB  DPM  FRCPsych 
Vice  Presidents:  Mrs  M  Brock 
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Chairman:  Jessica  Hills 

Vke  Chairman:  Margaret  White 

Hon.  Treasurer.  Emrys  Lloyd 

Appeal  President:  Admiral  Sir  Raymond  Lygo  KCB 

Appeal  Chairman:  Charles  E  Dewey  MBE  VRD  RNR 

Director:  Rodney  Clark 


CONFERENCE        PROGRAMME 


Friday  21  September 
Saturday  22  September 


Sunday  23  September 


Introduction 

"The  Education  Act" 

"The  Market  Place"  -  Display  of 

equipment,  aids,  toys  and  organisations 

Workshops  on:   Pre-School  Provision 
Schools 

Further  Education 
Community  Care 

Workshops  (see  below) 


FEES  Free  for  Children  under  16 

Disabled  and  Parent  Members  £20 

Professional/General  Interest  Members   £40 

A  £5  deposit  per  person  is  payable  with  the  return  of  this  form  -  the 
balance  payable  on  Friday  21  September  at  the  start  of  the  conference. 
We  have  received  a  grant  to  cover  the  fees  of  anyone  who  would  like  to 
attend  but  who  may  have  difficulty  in  finding  the  money.  Please  feel  free 
to  contact  Paul  Ennals  or  anyone  else  in  the  Association. 


You  can  choose  which  two  of  the  Sunday  morning  workshops  you  wish  to  attend, 
Please  mark  them  in  order  of  preference: 

Mobility  for  young  children  \ j 

Mobility  for  young  adults  | j 

Making  suitable  toys  for  young  children  [ j 

Making  suitable  toys  for  older  children  i { 

A  visit  to  a  Toy  Library  j | 

Difficult  behaviour  in  your  child  [  j 

Sexual  problems  in  adolescence  j \ 

The  Handicapped  Family  ' j 

Leisure  for  the  deaf -blind  adult  j | 


Signed:   Date: 


Family  Centre  News 


Our  Children 

from  the  Family  Centre  Parents  News  Sheet 


Lucy  Narain 

Lucy  is  5  years  old.  Her  hearing  loss  was 
discovered  at  an  electrocochleagraph 
examination  at  the  Nuffield  Centre  —  the 
children's  section  of  the  Royal  Ear,  Nose 
and  Throat  Hospital.  She  was  18  months 
old  and  this  was  the  first  test  to  turn  up 
anything  abnormal  to  explain  her  slow 
mental  and  physical  development  and  lack 
of  responsiveness.  I  remember  feeling 
relieved  —  here  was  a  challenge  I  could 
cope  with.  There  was  a  lot  of  help  available 
and  I  felt  if  I  worked  hard  with  her  we  would 
see  an  enormous  improvement.  But,  when 
I  saw  the  way  the  other  deaf  children  in  our 
area  blossomed  with  the  help  of  their 
teachers  and  compared  them  to  Lucy,  it 
was  obvious  that  her  hearing  loss  was  only 
a  small  part  of  her  'problem'. 

Lucy's  school  is  an  ESN(S)  school  but 
they  have  a  full  time  teacher  of  the  deaf 
and  Lucy  has  individual  sessions  every 
day.  She  is  learning  Makaton  sign  language 
(slowly)  so  that  she  has  a  method  of 
communication.  Physically,  she  is  sturdy 
now  and  although  her  gait  is  not  all  that 
steady  she  doesn't  often  fall  over. 


Lucy  Narain  with  her  mother  Marion 


Paul  Taylor 

We  went  to  Ealing  last  week  for  Lindy  to 
assess  Paul.  While  we  were  there  we  were 
roped  in  to  help  with  an  open  day. 

Gary  was  mashing  a  large  saucepan  of 
potatoes;  in  the  process  he  felt  what  to  him 
was  a  large  piece  of  uncooked  potato.  He 
tried  in  vain  to  mash  'it'  down  and  then  it 
dawned  on  him  that  it  was  a  familiar  shape 
and  colour,  and  scraping  the  potatoes 
away  found  it  was  a  SENSE  campaign 
badge  which  Lindy  had  issued  us  with 
earlier  that  day  so  that  visitors  to  the  open 
day  would  know  who  we  were! 


Paul  Taylor  with  his  mother  Chris. 


James  Hallam 

Within  minutes  of  James'  birth  it  became 
apparent  that  he  was  not  swallowing  pro- 
perly and  he  was  taken  to  the  Special  Care 
Baby  Unit.  A  few  weeks  later  we  were  told 
that  he  probably  had  very  little  useful 
vision  or  hearing.  Because  James  was 
unable  to  swallow  he  was  tube-fed  from  the 
start,  and  hospital  was  his  home  for  the  next 
four  months  as  we  tried  to  overcome  the 
feeding  problems.  Feeding  times  were  a 
nightmare  as  we  tried  to  force  James  to 
swallow  one  or  two  teaspoons  of  milk  from 
a  bottle  before  his  tube  feed.  He  gradually 
took  a  little  more  by  mouth  and  eventually 
it  was  suggested  that  his  naso-gastric  tube 
be  removed,  leaving  him  to  rely  solely  on 
what  he  could  take  from  his  bottle. 

When  it  came  to  introducing  solids,  we 
found  the  only  successful  method  was  the 
one  used  by  Jane  Rogers  with  her  son 
Jamie  (whom  we  read  about  in  the  last 
News  Sheet).  Unless  his  dummy  was  put 
into  his  mouth  after  every  spoonful,  James 
could  not  swallow.  After  some  months  of 
this  we  suddenly  noticed  that  very  occasion- 
ally James  would  actually  swallow  the  food 
before  opening  his  mouth  for  his  dummy 
and  we  took  advantage  of  this  by  popping 
in  another  spoonful  immediately.  It  was 
only  a  few  weeks  before  we  were  able  to 
dispense  with  the  dummy  for  feeding. 

We  know  that  James  has  fairly  good 
close  vision  but  this  is  limited  probably  to 
only  a  few  feet.  Further  tests  have  shown 
that  he  has  a  moderate  hearing  loss;  he 
loves  his  hearing-aid.  He  crawls  well  and 
has  just  started  to  walk  along  the  furniture. 
He  seems  fairly  relaxed  and  I  think  he 
would  gladly  give  away  all  his  toys  if  only 
someone,  preferably  his  big  brother  lain, 
would  spend  all  day  chasing  him! 


Richard  Holman 

Richard  was  born  10  days  early  and 
weighing  only  41/2lbs.  He  spent  his  first 
month  in  a  Special  Care  Baby  Unit  at 
Exeter  and  we  brought  him  home  weighing 
just  5lbs.  We  took  Richard  to  the  visually 
handicapped  school  in  Exeter  for  assess- 
ment; they  were  very  encouraging  but  it 
was  decided  that  his  schooling  should  be 
at  the  Deaf  School,  half  a  mile  down  the 
road.  Are  we  lucky  to  live  in  the  area  we  do? 
Richard  started  going  to  school  there  two 
days  a  week  when  he  was  three,  he  now 
goes  three  days  a  week  and  after  Easter 
will  go  full  time.  It  is  a  marvellous  school 
and  the  staff  are  wonderful. 

Despite  all  his  problems  Richard  is  a 
happy  loving  little  boy;  his  big  sister  thinks 
the  world  of  him.  He  explores  everywhere 
these  days  -  you  need  eyes  in  the  back  of 
your  head  -  but  when  we  think  back  to  the 
time  he  lay  on  the  living  room  floor  hardly 
moving  or  doing  anything  —  who  cares? 


Sayini  Locke  with  her  mother  Barbara. 
Sayini  was  adopted  by  Roger  and  Barbara 
Locke  in  April.  She  is  progressing  extremely 
well  and  began  to  attend  her  local  school  at 
the  beginning  of  term. 

Dates  for 
Your  Diary 

Family  Centre  Summer  Fair 

Sunday  June  1 7  2. 30-5. 00pm.  All  welcome 
—  come  and  help  —  come  and  buy! 

Family  Centre  Barbeque 

Sunday  24  June.  Lunch  time.  For  parents 
of  pre-school  children.  Ring  Lindy  for 
further  details. 

Family  Centre  Holiday  Schemes 

Weeks  commencing  23  July,  30  July. 
Fortnight  commencing  18  August.  All 
holiday  places  are  fully  booked  —  if  you 
wish  to  have  details  about  next  year's 
holidays  these  are  now  available.  Holidays 
are  for  children  aged  up  to  fen  years. 

Week's  Course  for 
Parents  and  Professionals 

This  course  is  from  Monday  1  2  November 
to  Friday  1  6  November  and  includes  a  visit 
to  a  deaf-blind  unit.  Further  details  can  be 
obtained  by  writing  to  the  Family  Centre. 


Peripatetic  support  for  Parents 
and  Deaf-Blind  Children 


The  importance  of  individual  development 
programmes  for  pre-school  and  school  age 
children  and  for  individual  support  and 
education  for  their  parents  is  now  widely 
recognised.  The  Family  Centre's  objectives 
in  this  area  are  both  to  provide  a  direct 
service  to  individuals  and  to  support  other 
professionals  concerned  with  the  develop- 
ment of  the  child. 

SENSE'S  Family  Centre  in  West  Ealing 
provides  on-going  support  to  young  deaf- 
blind  children  by  providing  a  peripatetic 
service  in  conjunction  with  a  Centre  based 
service.  The  Family  Centre  is  used  as  a 
place  for  assessment  of  present  and  future 
needs  and  developmental  programme 
planning  for  parents  and  teachers,  a  place 
for  the  whole  family  to  learn  together,  a 
place  for  teaching  sessions,  a  base  for 
home  teaching  service,  a  place  for  the 
interchange  of  information  between  parents 
and  professionals,  a  resource  centre,  a 


place  for  courses  (day,  weekend  and 
week),  and  a  place  for  information  and 
advice  on  welfare  and  statutory  rights. 

The  Family  Centre's  main  work,  since 
Easter  1983,  has  been  support  for  young 
deaf-blind  children;  much  of  the  support 
has  been  in  the  form  of  Centre  and  home 
teaching  sessions.  There  are  three  teachers 
who  undertake  the  peripatetic  work  — 
David  Brown  (London  and  the  South  East), 
Doreen  Norris  appointed  April  1984  (Mid- 
lands Area)  and  Lindy  Wyman. 

The  main  task  of  the  peripatetic 
teacher  is  to  visit  deaf-blind  children  to 
assess  their  needs  and  to  develop  indivi- 
dual programmes  for  these  children,  parti- 
cularly with  regard  to  stimulating  auditory 
and  visual  skills.  We  also  need  to  assess 
the  child's  self  help  skills  and  give 
guidance  on  how  to  extend  these  skills  — 
particularly  in  feeding,  toileting  and  dressing. 


Zarina  Cork 

It  is  with  a  real  sense  of  sadness  and  loss 
that  I  have  to  report  that  Zarina  Cork  died 
in  April.  Zarina  had  been  in  hospital  since 
the  beginning  of  the  year  and,  after  a 
series  of  illnesses  and  infections,  she 
died  on  Good  Friday  afternoon. 

As  very  many  people  know,  Zarina, 
together  with  her  mother,  Pat,  had  been 
actively  involved  in  the  Family  Centre's 
work  for  the  past  two  years. 

Everyone  who  met  Zarina  will  remem- 
ber her  with  love.  She  was  always  full  of 
mischief  and  fun  and  she  gave  a  great 
deal  of  joy  to  those  people  who  were 
lucky  enough  to  know  her. 

Lindy  Wyman 
Pat  and  Zarina  Cork  talking  to  each  other: -i 


Together  we  can  achieve  so  much  more" 
Helen  Keller 


Zarina  Cork  —  "little  squirt"  —  who  gave  a  great  deal  of  joy 


An  important  aspect  of  the  Centre's 
work  is  meeting  with  the  other  professional 
workers  concerned  with  the  all  round 
development  of  the  child  and  co-operating 
with  them  in  helping  to  extend  the 
activities/provisions  for  the  deaf-blind  child. 
This  way  we  can  act  as  co-ordinator  and 
ensure  that  the  services  meet  the  needs  of 
the  child  and  of  his  parents. 

Observing  the  child's  abilities  both  at 
home  and  in  the  child's  nursery  school/ 
centre  and  by  defining  these  observations 
so  that  they  help  towards  the  child's 
objective  development  assessment  allows 
us  to  devise  developmental  programmes 
for  deaf-blind  children  for  use  by  parents, 
nursery  workers,  teachers  and  therapists. 
We  counsel  the  parents  on  the  child's 
needs  and  on  the  implications  of  the  child's 
handicapping  condition. 

The  centre  acts  as  an  information/ 
advisory  service  on  all  aspects  of  the  care, 
development,  education  and  statutory 
rights  of  the  yound  deaf-blind  child  and  his 
family.  The  teachers  attend  case  confer- 
ences on  individual  deaf-blind  children  and 
present  suggestions  on  the  child's  deve- 
lopment and  future  educational  needs. 

Finally,  the  Centre  acts  as  a  support  to 
the  parents  of  the  deaf-blind  child  and 
responds  whenever  possible  to  their 
expressed  needs  for  services  at  the 
Centre  and  in  the  home,  and  helps  them  to 
make  suggestions  for  services  in  their 
locality. 

It  shoud  be  stressed  that  the  peripatetic 
service  and  the  Centre  based  services  are 
never  mutually  exclusive.  The  dynamic 
between  them  is  complex  but  it  can  be 
stated  that  rarely  will  a  family  be  offered 
only  the  Centre  based  services  or  only  the 
peripatetic  service.  During  the  last  few 
months,  through  a  process  of  organic 
growth,  several  aspects  of  the  Centre 
based  service  have  developed.  Most 
important  of  these  has  been  the  parents' 
weekend  workshops.  These  workshops 
provide  parents  with  the  opportunity  of 
learning  together  about  the  development 
of  young  deaf-blind  children  in  general  and 
with  reference  to  their  own  child  in 
particular.  The  workshops  have  provided  a 
forum  for  a  parents  group  out  of  which  have 
evolved  ideas  for  the  Parents  Newssheet 
and  requests  for  more  courses,  group 
meetings,  etc. 

Some  eighty  families  are  known  to  the 
Family  Centre.  With  the  appointment  of 
Doreen  Norris  (who  has  been  teaching 
deaf-blind  children  since  the  early  1970s 
and  is  SENSE'S  education  committee 
chairman)  and  with  the  return  to  work  of 
our  teacher/co-ordinator  David  Brown,  we 
fully  expect  the  facilities  provided  by  the 
Family  Centre  to  expand  further.  We  have 
recently  appointed  three  staff  on  the 
Government's  MSC  scheme  one  of  whom, 
Christine  Dunn,  has  taught  deaf-blind 
children  in  Australia.  Together  with  David 
Brown,  the  MSC  staff  are  planning  to  build 
up  the  resource  aspect  of  the  Centre  so 
that  we  will  have  a  much  enlarged  and 
permanent  display  of  useful  equipment, 
toys,  videos,  pamphlets,  and  books  for  use 
by  parents  and  professionals.  We  expect 
to  report  on  the  development  of  the 
resource  room  in  the  next  Newsletter. 

Further  details  of  the  areas  covered  by 
The  Family  Centre  staff  can  be  obtained 
from  HQ  or 

Family  Centre 

86  Cleveland  Road 

London W1 3 

Tel:  01-991  0513  Lindy  Wyman 


Family  Centre  Workshop 


An  extract  from  a  letter  from  Ian  Beattie 
The  centre  had  press  ganged  a  team  of 
volunteers  to  look  after  the  children,  and 
an  excellent  job  they  did  too,  while  the 
parents  could  sit  down  in  peace  and  quiet 
to  twiddle  their  fingers.  We  were  to  be 
introduced  to  finger  spelling  and  British 
Sign  Language  (BSL)  —  most  of  us  for  the 
first  time,  and  after  an  exhaustive  session 
by  Lindy  we  could  all  spell  our  names. 

One  observation  about  this  session 
was  that  you  had  to  be  accurate  in  what 
you  were  trying  to  say  because  if  you  were 
not,  the  poor  child  would  easily  get 
confused  and  end  up  by  drowning  his 
plastic  duck  in  the  washing-up  bowl 
instead  of  going  upstairs  for  a  bath! 

I  am  notsayingthatfingerspelling/BSL 
is  difficult  to  learn,  but  you  certainly  have  to 
be  on  your  toes  to  understand  it. 

The  afternoon  session  was  split  into 
two;  the  first  session  a  very  interesting  talk 
by  Sheila  Anderson  who  herself  is  a 
Rubella  victim.  Sheila  had  learnt  to  talk  and 
understand  other  people  by  using  the 
'Tadoma'  method  and  it  was  fascinating  to 
see  her  'hearing'  you  by  putting  her  hand 
on  your  throat.  Sheila  is  now  a  typist  at 
Headquarters  in  Grays  Inn  Road,  but  prior 
to  that  she  had  been  with  United  Biscuits 
for  twenty  years  and  had  progressed 
through  the  firm,  learnt  to  type  and  was  a 
typist  when  she  left  to  join  the  Association. 

This  was  a  very  informative  and 
interesting  talk  and  gave  us  all  hope  forthe 
future. 

The  next  session  in  the  afternoon  was 
taken  by  Jessica  Hills  on  useful  signs  and 
phrases  you  would  use  during  the  day  with 
your  child.  Yet  again,  accuracy  was  the  key 

Beech.  Tree  House 
Reprieved 

Beech  Tree  House  —  the  school  unit 
featured  in  the  Spring  1 984  Newsletter  — 
has  received  confirmation  that  it  will  be 
allowed  to  become  independent  from 
Meldreth  Manor  School,  the  Spastics 
Society  School  in  Hertfordshire. 

The  unit  was  threatened  with  being 
amalgamated  back  into  the  main  school  of 
Meldreth  Manor.  However,  the  new  Director 
General  of  the  Spastics  Society,  John  Cox, 
was  impressed  by  his  recent  visit  to  Beech 
Tree.  Malcolm  Jones  will  remain  in  overall 
control,  and  will  also  oversee  the  opening 
of  a  new  unit  along  similar  lines,  due  to  be 
opened  in  Preston  next  January. 

Beech  Tree  House  accepts  children 
who  display  severe  behavioural  problems, 
behaviour  which  places  themselves  or 
other  children  at  risk.  Department  of 
Education  and  Science  regulations  have 
required  that  the  unit  will  have  to  reduce  its 
numbers  from  9  to  7,  but  the  Spastics 
Society  has  undertaken  to  seek  alternative 
buildings.  The  new  Northern  Unit  will  be 
purpose-built  for  2  groups  of  7  children, 
aged  up  to  19  years. 

But  Malcolm  Jones  does  not  see  the 
units  continuing  indefinitely.  "Local  autho- 
rities should  be  setting  up  services  to  cater 
for  this  kind  of  child  at  a  young  age  in 
his/her  locality.  We  are  developing  a  model 
of  how  these  children  can  be  helped,  and 
the  important  thing  is  the  spread  of  the 
information  we  have." 


to  good  signing  and  mistakes  could  easily 
be  made,  as  Jessica  found  out  when  she 
read  her  phrase  sheet.  It  said  —  'Who  is  at 
the  door?  It's  Daddy.  It's  the  milkman!!' 

The  one  thing  I  have  overlooked  is  the 
fact  that  you  had  to  sign  foryour  meals,  and 
this  meant  that  some  people  had  to  eat  off 
the  floorand  watch  flying  saucers  overhead. 
At  least  we  did  not  starve. 

The  day  was  rounded  off  with  a 
Birthday  Party  for  Robert  (our  son)  and  a 
good  time  was  had  by  all. 


The  following  day,  with  the  help  of  two 
drama  students,  we  found  how  easy  it  was 
to  mime  words  so  that  other  people  could 
understand  them.  It  became  quite  apparent 
then  what  sign  language  is  all  about  and 
how  easy  it  can  be  to  transmit  your  'words' 
to  someone  else  without  saying  anything. 

I  must  admit  though  I  had  difficulty  in 
interpreting  the  word  'seduce'  while  some- 
one else  was  miming  it  whilst  brushing  her 
hair!  A  very  worthwhile  and  constructive 
weekend. 


Margaret  and  Robert  Beattie,  Lindy  with  Katherine  Beattie  and  Carolyn  and  Aillil  Finlayson,  at  a 
Fam ily  Centre  workshop.  AMI il  has  been  loaned  a  radio  aid  which  has  been  donated  to  the  Family 
Centre  by  Petrosun  Ltd. 


Usher's  Syndrome  —  Education  and 
Awareness  Programme 


At  the  beginning  of  April  1984,  the  DHSS 
informed  SENSE  that  they  were  able  to 
grant  £10,000  a  year  for  three  years 
towards  the  Usher's  Syndrome  Awareness 
and  Education  Programme. 

In  making  this  grant,  Tony  Newton, 
Minister  for  the  Disabled,  said  he  was 
especially  conscious  of  the  very  distressing 
nature  of  the  disease,  not  only  for  those 
affected  but  also  for  their  families.  He 
believed  that  a  project  such  as  this  could 
do  much  to  remove  unnecessary  problems 
and  anxieties  arising  through  lack  of 
awareness  of  this  rare  condition. 

Over  the  next  3  years  we  hope  to 
achieve  two  main  aims: 

1.  To  create  awareness  —  to  let  people 
know  that  the  eye  condition  of  retinitis 
pigmentosa  (RP)  exists  in  a  small  but 
significant  percentage  of  those  born  deaf. 
This  will  involve  alerting  all  those  who 
come  into  regular  contact  with  young  deaf 
people.  Information  will  be  circulated  to 
doctors,  paediatricians,  audiologists,  otol- 
gists  and  health  visitors  who  deal  with  the 
health  of  deaf  people. 

As  the  deaf  child  spends  longer  at 
school  than  his  hearing  counterpart,  it  is 
very  important  that  teachers  and  care  staff 
are  also  made  aware  of  Usher's  Syndrome. 
They  can  then  be  alerted  to  symptoms  of 
visual  problems  —  such  as  night  blindness 
and  poor  field  vision -and  be  ready  to  refer 
the  child  to  the  eye  clinic. 


Usually  retinitis  pigmentosa  is  not 
diagnosed  until  the  deaf  student  has 
nearly  finished  school,  and  it  is  left  to  the 
Social  Worker  for  the  Deaf  to  help  the 
young  person  adjust  to  the  bad  news  of  his 
or  her  visual  condition.  Social  Work 
Departments  therefore  constitute  the  third 
important  target  group  in  this  part  of  the 
programme. 

2.  To  increase  understanding  —  we  face 
the  challenging  task  of  increasing  under- 
standing of  Usher's  Syndrome  sufferers 
and  their  families. 


The  first  year  will  be  a  'try  it  out'  year  in 
which  we  will  circulate  material  on  Usher's 
Syndrome  within  a  defined  geographical 
area  amongst  Health  Authorities,  Social 
Work  Departments,  and  Schools  and  Units 
for  deaf  children.  The  feedback  gained 
from  professional  workers  concerned  with 
people  who  have  Usher's  Syndrome  will, 
we  expect,  increase  our  understanding 
and  knowledge  as  we  come  to  revise  the 
material  for  the  second  and  third  years. 

The  three  year  programme  which  is 
based  at  SENSE  headquarters,  is  also 
being  funded  by  generous  grants  from  the 
RNIB,  the  RNID,  the  National  Deaf  Children's 
Society,  and  the  Royal  Association  in  Aid  of 
the  Deaf  and  Dumb. 

Mary  Guest 

Usher's  Syndrome  Co-ordinator 


Using  Computers  with  the 
less  able  Deaf -Blind 


The  use  of  the  computer  in  education  has 
been  increasing  rapidly  over  the  past  few 
years,  and  interest  has  been  manifested  by 
various  groups  inside  and  outside  the 
world  of  the  handicapped.  However,  the 
new  technologies  have  been  somewhat 
less  vigorous  in  infiltrating  the  education  of 
less  able  children.  One  area  which  the 
research  project  on  "Computer  Assisted 
Learning  for  the  Visually  Handicapped"  (at 
the  RCEVH)  is  particularly  concerned  with 
is  that  of  the  visualiy  handicapped  who  are 
also  multi-handicapped.  Materials  are 
currently  under  development,  and  a  working 
group  of  teachers  and  other  interested 
people  has  been  set  up.  Some  of  the 
materials  have  recently  been  tried  out  on 
less  able  deaf-blind  pupils,  and  the  results 
have  been  quite  promising.  It  should  be 
explained  that  these  developments  are 
quite  recent  and  all  discussion  here  is  both 
preliminary  and  somewhat  speculative. 
What  does  seem  clear,  though,  is  that 
computers  can  be  used  to  enhance  certain 
aspects  of  the  educational  process. 
Computers  can  be  made  tc  simulate  a 
variety  of  devices,  from  some  simple 
educational  toys  to  quite  sophisticated 
teaching  systems. 

Communicating 
with  the  Computer 

With  (at  least)  two  senses  not  functioning 
fully,  the  most  striking  problem  is  of 
communication.  Where  some  residual 
sight  is  available,  then  a  computer  screen 
can  be  used,  and  the  fact  that  the  lightfrom 
the  screen  is  emitted  (like  a  light  bulb) 
rather  than  reflected  (from  paper)  is  in 
some  respects  a  very  decided  advantage. 
Another  feature  is  that  the  colours,  bright- 
ness and  contrast  can  be  adjusted  to  suit 
the  individual  user. 

If  there  is  not  enough  sight  to  see  a 
screen,  the  problem  of  communication  is 
not  insuperable.  With  able  blind  children, 
in  this  case,  either  speech  synthesizers  or 
a  tactile  (braille)  output  is  used.  However, 
where  there  is  poor  learning,  we  have 
some  reservations  over  the  comprehension 
of  synthetic  speech  by  the  less  able  child, 
and  braille  is  not  the  easiest  medium  for 
many  of  this  particular  group.  The  musical 
capabiities  of  the  computer  could,  perhaps, 


PAUL  BLENKHORN  and  MICHAEL 
TOBIN  are  based  at  the  Research 
Centre  for  the  Education  of  the  Visually 
Handicapped  University  of  Birmingham 


be  exploited  but  here  some  form  ot 
amplification  will  be  required,  and  certainly 
this  area  will  need  considerably  more  work. 
As  well  as  receiving  information  from 
the  computer,  the  user  can  also  obtain 
some  degree  of  control  overthe  system  by 
means  of  programs  and  various  peripherals. 
Initially  we  shall  be  concentrating  on  two 
input  devices  —  a  Micro  Mike  and  a 
Joystick.  (The  Micro  Mike  enables  the 
computer  to  detect  the  volume  of  a  noise 
and  so  can  act  appropriately.)  The  general 
model  is  that  the  teacher  selects  the 
program,  sets  options,  etc,  using  a  com- 
puter keyboard,  and  the  child  then  uses 
the  other  device.  These  are  probably  best 
explained  by  referring  to  the  programs 
produced  to  date. 

Current  Programs 
under  development 

All  programs  currently  being  produced  at 
the  Research  Centre  are  for  the  BBC 
Model  B  micro-computer  with  at  least  one 
disc  drive.  All  programs  are  made  available 
in  self-contained  packages  as  floppy  disc 
with  suitable  documentation  fortheteacher. 
Some  of  the  discs  described  below  are  not 
yet  generally  available  —  they  are  still 
undergoing  developmental  testing.  Most 
are  best  used  as  a  teaching  aid  — they  will 
not  work  well  without  the  teacher  being 
present.  There  are  five  Research  Centre 
discs  which  may  be  applicable  tc  the  less 
able  deaf-blind. 

(1)Just  Look  is  a  disc  of  eight  pro- 
grams which  have  been  designed  to 
be  visually  stimulating  and  attractive. 
The  programs  have  a  varied  assort- 
ment of  moving  lights  and  colours. 
No  input  is  required  although  a 
feature  which  is  soon  to  be  introduced 
is  a"freeze  button"  which  will  enable 
a  teacher  to  stop  a  display  and  then 
communicate  with  the  child. 


(2)  Directions  is  a  disc  of  four  programs 
which  require  a  joystick.  Basically 
the  child  moves  the  joystick  and 
corresponding  areas  of  light  move 
on  the  screen  of  computer. 

(3)  Micro  Mike  Disc  1  is  a  disc  of  six 
programs  which  require  a  Micro 
Mike.  When  the  child  makes  a  noise 
of  an  appropriate  volume  the  patterns 
of  light  appear  and/or  move  on  the 
screen  of  the  computer. 

(4)A-maze-ing  consists  of  two  discs 
which  are  used  with  a  joystick.  One 
disc  enables  a  teacher  to  create  a 
mazewhich  isthen  used  by  theother 
disc  to  let  the  child  move  a  cursor 
through  the  maze  to  the  exit.  The 
complexity  of  the  maze  can  be  varied 
to  suit  the  capabilities  of  an  individual 
child. 

(5)  Games  is  a  disc  of  four  simple  video 
games  of  the  bat  and  ball  style.  At 
present,  they  are  used  from  the 
computer  keyboard  but  they  are  to 
be  modified  for  joystick  control. 

All  of  the  above  discs  have  teacher  options 
which  enable  a  teacher  to  set  up  the 
appearance  and  style  of  the  program  to 
suit  an  individual  child.  Options  such  as 
foreground  colour,  background  colour, 
speed  of  movement,  and  size  of  display  are 
common. 


Future  Development 

Having  now  produced  some  preliminary 
software  in  this  area,  the  present  intention 
is  to  develop  a  more  comprehensive 
collection  of  discs  to  assist  in  visual 
perception  teaching/testing.  Additionally, 
some  more  input  devices  will  be  introduced, 
such  as  a  concept  keyboard  and  some 
single  switch  systems. 

Another  possibility  is  the  development 
of  programs  which  will  enable  the  teacher 
to  record  the  performance  and  progress  of 
an  individual.  This  would  enable  some 
profiles  of  achievement  on  different  tasks 
to  be  produced  and  displayed,  thus 
enabling  the  teacher  to  compare  relative 
strengths  and  weaknesses,  and  then 
decide  where  further  practice  and/or 
teaching  might  be  useful. 


VIbro-tactile  equipment 


Vibratory  equipment  has  been  used  for 
many  years  by  physiotherapists,  to  relax 
or  stimulate  different  muscles,  to  improve 
blood  circulation  and  to  reduce  swelling 
and  pain  in  damaged  limbs.  Yet  not  much 
attention  has  been  paid  to  the  use  of 
vibration  as  a  Therapy  aid  with  blind-deaf 
children. 

In  their  work  at  the  Mary  Sheridan  Unit 
for  blind  and  disturbed  children,  David 
Byrne  and  Christopher  Stevens  have 
argued  for  the  existence  of  a  "Sensory 
Hierarchy".  In  simple  terms,  this  means 
that  there  are  different  stages  of  sensory 
perception,  and  that  the  'near  senses'  of 

-. ..-  taste  ^nd  smell  represent  an  earlier 
stage  of  development  than  the  'distance' 
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to  be  responding  to  visual  or  auditory  clues 


may  be  more  likely  to  respond  to  the  'near' 
sensations  such  as  vibration. 

It  seems  natural  to  assume  that  deaf- 
blind  children  will  enjoy  vibration,  and 
many  clearly  do  so  from  their  choice  of 
toys.  Vibration  can  give  pleasure,  and  as  a 
result  can  be  used  as  a  reward  in  a  training 
programme.  It  can  be  a  stimulant,  and  can 
attract  attention  in  a  passive  child.  It  can 
provide  a  form  of  communication,  and  it 
can  be  a  relaxant. 

A  lot  more  thought  has  gone  into  the 
provision  of  different  visual  and  sound 
stimuli,  perhaps  because  most  children 
can  see  and  hear.  For  vibration,  some 
teachers  use  small  pocket  vibrators  or 
electric  toothbrushes,  simply  because 
they  are  cheap  and  easily  available.  More 
sophisticated  equipment  is  available  from 
Vibra-Medico,  who  distribute  the  Niagara 


Therapy  apparatus  used  at  the  Mary 
Sheridan  Unit  and  at  other  Health  and 
Education  Centres. 

The  vibration  power  is  produced  by  a 
Basic  Control  Box,  and  can  be  applied 
through  a  number  of  different  outlets.  The 
base  units  are  large  enough  to  provide 
whole-body  vibration,  either  directly  or 
through  any  object  placed  upon  them.  The 
vibrating  walk-way  allows  forward  walking 
motion  to  be  reinforced;  the  crawl-way  only 
vibrates  when  the  pressure  pads  are 
activated  in  the  right  order,  to  make  sure 
the  child  is  travelling  in  the  desired 
direction.  Trip  bars  can  be  activated  to  give 
vibrations  when  the  child  pulls  him/herself 
upright. 


Contact:    Vibra-Medico, 
Road,  Hadleigh,  Essex. 


20    Church 


Computers  at  Whitefield  School 


The  last  edition  of  the  Newsletter  asked  for 
comment  from  teachers  who  are  using 
computer  programms  with  deaf-blind 
children.  I  teach  in  the  Deaf-Visually 
Handicapped  Department  of  Whitefield 
School  in  London.  The  school  acquired  a 
BBC(B)  computer  2  years  ago  and  for  the 
last  year  or  so  I  have  been  writing 
programms  with  our  specific  needs  in 
mind.  Very  little  of  the  commercially 
produced  software  seems  relevant  to  our 
children,  although  one  of  them  does  enjoy 
"Lasermaths",  in  which  she  defeats  alien 
forces  by  getting  her  sums  right,  and  a  few 
other  commercial  offerings. 

We  have  7  of  our  own  programms  in 
current  use.  2  are  aimed  at  encouraging 
visual  scanning  and  tracking  as  the  child 
watches  moving  shapes  or  controls  them 
himself.  3  work  on  basic  number  concepts, 
either  matching  sets  of  shapes  by  number 
or  counting  groups  of  pictures.  Another 
allows  the  child  to  build  patterns  or  pictures 
from  coloured  squares  by  pressing  the 
function  keys  at  the  top  of  the  keyboard. 
The  last  is  linked  to  a  Walsall  Keyboard  and 
the  child  is  rewarded  for  moving  a 
magnetic  piece  along  a  track  by  the 
appearance  of  flashing  lights  or  pictures 
on  the  screen.  In  the  majority  of  programms 
the  child  is  only  required  to  use  the  space 
bar,  although  one  uses  the  function  keys 
and  one  the  first  four  numbers  —  now  we 
have  a  Concept  Keyboard  I  will  be  able  to 
make  these  easier. 


Kelley  Smith  hard  at  work  on  the  White 
fields  computer. 

I  have  not  joined  the  ranks  of  those 
(mostly  computer  salesmen)  who  look  to 
computers  to  solve  all  their  educational 
problems  and  I  would  not  advise  anyone  to 
try  writing  their  own  programmes  unless 
they  want  to  lose  whole  weekends  to  a  very 
time-consuming  hobby  —  but  I  have  found 
the  computer  a  very  useful  tool.  One  major 
advantage  for  our  children  is  that  there  is 
no  tactile  element,  and  so  tracking  and 
scanning  must  be  by  sight;  the  child  cannot 
"cheat"  by  feeling  for  the  objects.  The 
bright  colours,  especially  on  the  monitor, 
allow  children  to  make  the  most  of  poor 
vision.  We  have  also  found  the  computer  to 
be  a  good  motivator,  whether  for  Mandy, 
aged  1 5,  practising  her  sums,  or  for  other 
children,  many  rather  younger  who  need 
encouragement  to  practice  visual  or  motor 
skills  or  just  to  attend  to  a  task. 


Dipak  Sacchania  considers  which  com- 
puter program  to  try  next. 

The  computer  allows  a  slightly  different 
approach,  eg  to  number  concepts,  and 
when  a  child  is  going  to  spend  some  time 
forming  these  basic  concepts  the  introduc- 
tion of  a  new  set  of  tasks  is  more  than 
welcome!  We  find  the  number  programmes 
to  be  a  useful  next  step  from  manipulating 
real  objects  for  children  who  may  not  be 
able  to  make  the  Paget-Gorman  number 
signs  or  represent  number  sets  by  drawing 
—  the  programmes  make  it  possible  for  a 
set  of  pictures  to  be  "drawn"  by  pressing 
the  space  par.  Then  it  bypasses  some  of 
the  problems  of  handling  3-D  materials  or 
picture  cards;  the  shapes  on  the  screen 
cannot  be  knocked  out  of  position.  (Nor, 
incidentally,  can  they  be  chewed,  tapped 
against  hearing  aids  or  hidden  under  the 
table  when  the  task  is  too  difficult!)  The  use 
of  the  computer's  ability  to  generate 
random  numbers  means  a  wide  variety  of 
shapes,  colours  and  arrangements  are 
possible  without  having  to  make  and 
handle  endless  cards.  Finally,  as  another 
team  in  the  school  has  found,  the  computer 
lets  a  teacher  set  a  series  of  tasks  to  be 
supervised  by  volunteer  helpers.  The 
teacher  keeps  control  of  speed,  level  of 
difficulty  and  so  on  while  the  volunteer  sits 
with  the  child  and  offers  help  if  necessary. 

I  would  be  very  interested  in  swapping 
ideas  or  programmes  with  people  involved 
in  similar  work.  I  would  also  be  happy  to 
send  further  details  of  our  programmes  to 
anyone  who  would  like  to  contact  me  at 
school. 

Laura  Pease 
Whitefield  School 
Macdonald  Rd 
Walthamstow,  London  E17 


Odour  Kit 

A  kit  has  been  produced  to  help  blind  and 
deaf-blind  children  learn  how  to  understand 
smells.  The  Odour  Kit,  developed  by  Avon 
Ltd  and  Harlands  of  Hull  Ltd  in  conjunction 
with  Roger  Hind  of  the  RNIB,  consists  of 
small  bottles  containing  liquids  which 
simulate  a  range  of  smells,  from  cut  grass 
and  fresh  strawberries  to  dirty  linen.  It  is 
not  intended  to  replace  the  use  of  natural 
products  to  train  the  sense  of  smell,  but  the 
refinement  of  the  smells  into  bottled  form 
could  produce  a  new  way  of  teaching  the 
recognition  of  different  objects. 
The    kit    is    available    from    the    RNIB 


Tripp  Trapp  Chair 

Sister  Ailish  Massey,  Head  of  St  Vincent's 
Deaf-Blind  Unit  in  Glasgow,  sent  us  the 
details  of  this  adjustable  chair  which  is 
used  in  her  unit. 

This  sturdy  wooden  chair  has  an  easily 
adjustable  seat  and  foot  rest,  to  allow  it  to 
grow  with  the  child.  It  is  balanced  to  allow 
the  child  to  stand  on  the  footrest  without 
toppling  over.  A  simple  screw  adjustment 
changes  the  height  of  the  seat  and  the  foot 
support  into  any  of  13  positions. 


Using  this  chair,  children  can  sit  at  the 
correct  height  for  any  table,  or  the  same 
chair  can  be  used  for  different  children 
whilst  still  providing  good  support. 

Available  by  order  from  Norway. 
Contact:  Stokke  Fabrikker  AS,  6010 
Spjelkavik,  Norway. 

New  progress  for 
16-19  year  olds 

A  delegation  from  a  group  of  major  national 
organisations  saw  Sir  Keith  Joseph, 
Education  Secretary,  to  support  the  cam- 
paign to  stop  local  authorities  breaking  the 
law  by  denying  handicapped  young  people 
access  to  Further  Education. 

Sir  Keith  acknowledged  that  the  law 
clearly  states  that  local  authorities  have  an 
obligation  to  provide  suitable  education  for 
all  children  up  to  the  age  of  1 9.  He  was  not 
prepared  toissueacirculartoall  education 
authorities  reminding  them  of  this  obliga- 
tion, but  he  agreed  to  issue  guidelines 
later  this  year,  which  should  provide 
examples  of  good  practice. 

Sir  Keith  also  asked  that  he  should  be 
informed  of  cases  where  local  authorities 
refused  to  accept  his  interpretation  of  the 
law. 

Any  parents  who  have  been  unable  to 
persuade  their  local  authority  to  provide  or 
to  fund  further  education  for  their  child  up 
to  the  age  of  1 9  should  contact  us  at  Gray's 
Inn  Rd. 


Green  Park  Course 


Staff  and  young  deaf-blind  adults  from  10 
teaching  centres  had  the  opportunity  to 
share  ideas  and  experiences  in  a  course 
organised  by  SENSE  and  Mobility  Inter- 
national in  early  April. 

The  week  long  course  was  at  the 
Green  Park  Centre,  in  the  village  of  Aston 
Clinton  in  Buckinghamshire.  Green  Park, 
set  in  its  own  beautiful  grounds,  and 
equipped  with  a  large  sports  hall  and 
heated  swimming  pool,  provided  an  ideal 
setting  forthe  course  on  "New Techniques 
for  Low  Functioning  Hearing  and  Visually 
Impaired  Young  People".  Each  teaching 
centre  sent  one  member  of  staff  and  one 
young  person,  and  the  participants  stayed 
in  single  study  bedrooms  during  a  full  and 
active  week. 

Our  programme 

Tony  Lumley,  Director  of  Mobility  Inter- 
national, co-ordinated  the  course,  and 
introduced  many  of  the  techniques  which 
have  been  developed  in  other  parts  of 
Europe  for  work  with  handicapped  people. 
Along  with  Anne-Margaret  Pretz  from  the 
Academie  Remscheid  in  Germany,  Tony 
involved  all  the  participants  in  gym  sessions 
in  which  many  kinds  of  movement  training 
were  introduced.  Each  session  started 
with  everyone  gathered  in  a  circle,  which 
served  as  a  signal  for  the  activities  which 
followed.  Activities  introduced  a  range  of 
movements,  where  the  young  people  were 
encouraged  to  follow  rhythmic  patterns, 
imitate  and  participate  in  group  movement, 
and  eventually  to  initiate  new  movement 
patterns. 

Anne-Margaret  laid  emphasis  on  the 
importanceof  usingthe  best  psycho-motor 
equipment  and  activities  using  a  variety  of 
sticks,  hoops,  cloths,  balloons,  balls  and 
ribbons,  may  of  which  were  imported  from 
Germany  especially  for  the  course.  SENSE 
now  retains  the  equipment  —  including  a  2 
metre  inflatable  ball,  and  a  7  metre  cloth  — 
for  participants  of  the  course  who  wish  to 
follow  up  any  of  the  activities. 

Individual  and  group  sessions  in  com- 
munication were  provided  by  Uffe  Davidson 
from  Denmark,  who  showed  a  remarkable 
ability  in  assessing  the  level  of  communi- 
cation of  each  young  person  and  advising 
on  ways  of  extending  this  communication. 
Some  of  the  young  people  showed  dramatic 
increases  in  their  communication  level 
during  the  week,  with  the  benefit  of  the 
one-to-one  attention  and  with  the  new 
chance  to  look  at  ways  of  approaching  this 
important  area. 

Georgette  Bulline  ran  sessions  in  early 
drama,  where  participants  experimented  in 
the  value  of  using  role-play  and  dressing 
up  with  their  students.  And  all  participants 
could  draw  upon  the  experience  and 
practical  advice  of  Joan  Shields,  the 
RNIB's  deaf-blind  advisor,  who  stayed 
with  us  for  the  first  few  days. 

Each  day  consisted  of  morning  work- 
shops in  the  gym,  punctuated  by  the 
welcome  coffee-break,  with  an  extended 
lunch  break  to  allow  the  young  people  a 
chance  to  rest.  A  long  swimming  session 
and  further  gym  sessions  brought  us  up 
to  the  late  afternoon,  when  we  had  the 
chance  to  explore  and  try  out  a  wide  range 
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Green  Park  Sports  Hal 
Pool. 


and  Swimming 


evening  often  consisted  of  yet  another 
gym  session,  until  as  late  as  9.30pm. 
Neither  the  young  people  nor  the  staff 
were  on  holiday! 

Equipment 

Monday  night  saw  the  production  of  a 
range  of  toys  from  Joan  Shields'  treasure 
chest,  and  the  unpacking  of  the  supplies 
from  Germany.  Joan  specialises  in  using 
simple  objects  to  attract  attention  to 
encourage  purposeful  play,  and  many  of 
her  useful  toys  represent  the  kind  of  things 
that  staff  and  parents  could  make  in  5 
minutes,  if  they  had  the  ideas. 

On  Tuesday  we  were  visited  by  Paul 
Blenkhorn,  who  is  researching  into  the  use 
of  computers  with  blind  children,  at  the 
Research  Centre  for  the  Education  of 
Visually  Handicapped  in  Birmingham  (see 
his  article  on  page  6).  His  computer,  and 
the  range  of  programmes  which  he  had 
developed  for  use  with  low  functioning 
visually  impaired  children,  captivated  many 
of  the  young  people  and  staff.  It  was 
noticeable  how,  as  the  week  progressed 
and  further  opportunities  to  use  computer 
equipment  arose,  many  of  the  young 
people  showed  clear  development  in  their 
interest  in  this  field. 

Wednesday's  visitor  was  Douglas 
Garrad,  whose  firm  "Toys  for  the  Handi- 
capped" markets  a  range  of  toys  for  young 
people  like  ours.  He  markets  the  "Pethna" 
apparatus  featured  in  the  last  Newsletter, 
and  some  of  this  had  a  dramatic  effect  on 
the  young  people.  One  "Pethna"  featured, 
as  a  reward  for  pressing  a  switch  or 
twiddling  a  knob,  a  short  blast  from  a  fan,  in 
front  of  which  was  dangled  some  scented 
cotton-wool.  The  effect  of  this  was  startling. 
Maurice,  from  Ealing,  became  so  involved 
in  working  this  equipment  that,  when  faced 
with  the  choice  between  going  to  the  toilet 
and  working  the  "Pethna",  he  chose  the 
"Pethna".  Bobby,  from  Condover,  rapidly 
progressed  through  all  the  tasks  the 
apparatus  could  set  him,  and  then  he 
solved  the  harder  problem  of  dismantling 
the  control  switch  at  the  back  of  the 
apparatus  to  ensure  that  the  fan  stayed  on 
permanently.  Mr  &  Mrs  Garrad  also  showed 
us  a  range  of  other  toys  (all  available  from 
their  catalogue). 

Our  last  evening  of  trying  out  equip- 
ment   featured    Helen    Lane    from    the 


fiendishly-entitled  SEMERC  (Special 
Education  Micro  Electronic  Resource 
Centre).  There  are  four  SEMERC  centres 
round  the  country  —  in  Newcastle,  Man- 
chester, Bristol  and  Redbridge  —  to 
demonstrate  new  computer  equipment 
that  may  be  of  interest  to  people  in  Special 
Education.  Helen  brought  us  3  computers, 
with  a  range  of  switches  and  gadgets,  as 
well  as  a  number  of  computer  programmes 
designed  for  low  functioning  children. 
Many  of  the  programmes  had  very  clear 
graphics  and  sounds,  so  that  a  child  with 
just  a  little  sight  or  hearing  could  enjoy  the 
reward  received  from  carrying  out  a  task 
successfully.  Anne  Smith  from  Poolemead 
enjoyed  the  "Concept  Keyboard",  which 
allowed  her  to  press  a  choice  of  2  buttons 
to  operate  the  screen.  She  learnt  a 
complicated  colour  matching  task  and 
demonstrated  very  clearly  how  such  a 
device  can  encourage  visual  skills  and 
attention. 

Chrissy  Walton  from  Poolemead 
demonstrated  their  light  equipment,  which 
allows  disco  lights  to  be  plugged  into  any 
sound  system  and  emphasise  the  rhythm 
of  the  sound  in  lights.  Whilst  fate  prevented 
it  from  working  when  we  most  wanted  it  to, 
in  our  gym  sessions  when  we  were  relying 
on  music  and  vibration  to  transmit  rhythm, 
the  equipment  was  clearly  a  very  useful 
device. 


Bobby  Oundsworth  explores  the  ground. 


The  Participants 

Whilst  the  formal  sessions  were  run  by 
Tony,  Uffe,  Anne-Margaret  and  Georgette 
with  the  help  of  Joan  Shields  and  Paul 
Ennals,  many  of  the  ideas  and  benefits  of 
the  course  came  from  the  participants  from 
the  schools  and  units.  The  chance  to  share 
ideas  and  methods  —  as  well  as  the  odd 
drink  —  with  colleagues  from  different 
centres  was  perhaps  the  most  valuable 
aspect  of  the  week.  We  all  enjoyed 
meeting  Pat  Paoletti  and  Jessica  from 
Newham  School,  who  renewed  their 
acquaintance  with  LouiseCamilleri,  nowat 
Turner  Village  Hospital  but  previously  in 
Pat's  class.  Also  from  London  came  Keith 
Richardson  from  Whitefields,  with  his  lively 
pupil  Paul,  who  gave  us  all  lessons  on  how 
to  dance  your  way  through  the  day.  Jill 
Wolff  brought  Maurice  from  Acton  Training 
Centre  who,  after  he  had  overcome  his  first 
day's  nerves,  showed  that  his  second  ever 
stay-away  from  home  need  hold  no  fears 
for  him. 
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Anne  Smith  and  Jessica  taking  the  air. 

A  familiar  face  was  the  newcomer  to 
The  Manor  House,  Stephen  Brown,  with 
Stephen  Kiekopf  in  close  attendance. 
From  Poolemead  we  enjoyed  seeing  Ann 
Smith,  who  relished  the  individual  attention 
she  received  from  Chrissy  Walton  and 
really  enjoyed  herself.  So  too  did  Keith 
from  Darenth  Park  Hospital,  who  provided 
one  of  the  highlights  of  the  week.  The  sight 
of  a  balloon  bursting  in  front  of  him  sent 
him  into  uncontrollable  laughter  —  after  a 
few  minutes  the  laughter  changed  to  tears 
as  the  effect  of  all  his  new  experiences 
suddenly  overcame  him,  then  gradually 
tears  changed  back  to  laughter  again,  and 
he  spent  much  of  the  afternoon  chuckling 
to  himself  over  the  tattered  remnants  of 
the  burst  balloon. 

Bob  Snow,  the  new  deputy-head  at  the 
Royal  Victoria  School  Newcastle,  and 
head  of  the  multi-handicapped  blind  unit, 
was  a  welcome  participant  with  Caroline. 
His  experience  was  of  help  to  many  staff, 
as  well  as  his  willingness  to  help  cope  with 
any  difficulties  that  arose  with  other 
children.  He  probably  still  has  the  bruises 
from  one  little  skirmish. 

Condover  offered  2  of  the  major 
personalities  —  Margaret  Jones  for  kind- 
ness to  everyone,  and  Bobby  for  his 
enthusiasm  to  discover  everything  about 
everything.  Finally  Shan  and  Tony  from 
Beech  Tree  House  gave  us  a  chance  to 
meet  Melanie  Jarrett  (featured  in  the  last 
Newsletter).  Thanks  are  due  to  them  for 
their  willingness  to  relieve  other  staff  at 
first  signs  of  tiredness. 

There  was  a  marvellous  feeling  of  co- 
operation among  all  the  group,  which  was 
shown  in  our  determination  to  meet  up 
again  to  compare  notes  next  year.  Much 
was  learnt,  and  we  all  gained  from  the 
chance  of  watching  the  young  people 
behave  in  a  new  environment,  where  lots  of 
new  ideas,  equipment  and  people  were 
being  presented  to  them.  At  the  end  of  the 
week,  Pat  Paoletti  said  she  felt  like  she  had 
been  staying  at  a  health  farm.  I  am  not  sure 
that  everyone  felt  quite  like  that  —  more 
like  a  week  at  an  SAS  training  camp,  I 
would  have  thought. 

Thanks  to  the  RNIB  for  helping  to  fund 
the  week,  and  for  Mobility  International  for 
co-ordinating  it  all. 

Paul  Ennals 
Development  Officer 


Pathways  Patter 


Taking  your  Time 

Some  weeks  ago  I  came  across  some 
Biblical  sentences  which  certainly  have 
not  yet  found  their  way  into  any  modern 
version  of  the  Bible!  They  were  written  in 
an  article  by  a  well-known  columnist,  and 
referred  to  a  particular  group  of  handicap- 
ped children.  The  sentences  gave  me 
something  to  think  about,  and  I  would  like 
to  mention  two  of  them,  the  first  one  is: 

"Blessed  are  you  who  never  bid  us 
"Hurry  up",  and  more  blessed  you 
who  do  not  snatch  our  tasks  from  our 
hands  to  do  them  for  us,  for  often  we 
need  time  rather  than  help." 

One  of  the  most  important  skills  any  new 
member  of  staff  or  anyone  else  new  to 
working  with  handicapped  children  must 
learn  is  when  to  help  a  child  and  when  not 
to  help.  I  suspect  that  even  when  you  are 
an  experienced  parent,  teacher  or  a 
member  of  the  child  care  staff,  the 
temptation  to  step  in  to  help  a  child  is  very 
great,  particularly  when  a  task  is  difficult  or 
slow  to  master.  Sometimes  people,  even 
with  normal  children,  are  so  keen  to 
impress  with  how  good  they  are  with 
children  that  they  do  everything  for  them! 
Such  energy  could  be  used  in  such  a  way 
that  the  children  would  have  to  do  all  the 
doing.  It  is  important  for  us  to  remember 
that  our  children  must  have  the  opportunity 
of  learning  skills  at  their  own  speed. 

However,  I  feel  that  the  most  important 
aspect  of  time  is  having  enough  time 
merely  to  observe  the  children  at  work  and 
play.  Pressure  is  so  great  these  days  that 
perhaps  we  are  neglecting  this  important 
aspect  of  our  work.  Yet  there  is  so  much  to 
be  gained  from  it. 

May  I  illustrate  what  I  mean  by 
describing  a  simple  example.  It  involves  a 
child  of  about  1 5  who  was  given  a  large  peg 
board  and  a  large  box  of  pegs  of  many 
different  colours.  This  particularchild  liked 
to  use  only  two  colours  alternatively. 
One  colour  was  used  in  two  rows  with  a 
space  left  between  each  peg  and  then  the 
spaces  were  filled  in  with  pegs  of  the  other 
colour  afterwards. 

On  this  particular  occasion  last  term 
the  child  started  off  by  putting  all  the  blue 
pegs  in  two  rows  and  then  proceeded  to 
put  in  all  the  yellow  ones.  But  after  putting 
in  three  yellow  ones  the  child  realised  that 
between  two  of  the  pegs  of  the  original 
colour  was  an  extra  space.  There  was  a 
period  of  shock!  The  child  did  nothing 
except  to  feel  the  space  concerned  and  to 
confirm,  without  a  fuss,  that  a  mistake  had 
been  made. 


The  next  forty  minutes  for  me  were 
most  fascinating,  because  very  slowly  and 
deliberately  the  child  carried  out  a  series  of 
manoeuvres  with  the  yellow  and  blue  pegs 
which  helped  herto  eliminate  permutations 
which  she  realised  were  wrong.  Eventually 
she  did  complete  the  pattern. 

It  took  time  of  course,  but  it  gave  me 
such  valuable  information  about  how  this 
child  thought  and  her  level  of  persistence 
—  indeed,  if  someone  had  asked  me 
whether  I  thought  the  child  was  capable  of 
doing  what  had  been  done  I  would 
probably  have  said,  categorically  "NO"! 

As  a  result  I  have  taken  more  notice  of 
the  second  sentence  that  I  will  quote  and 
leave  with  you: 

"Blessed  are  you  who  stand  beside 
us  as  we  enter  new  and  untried 
ventures  for  our  failures  will  be  out- 
weighed by  the  times  when  we 
surprise  ourselves  and  you." 

Eisteddfod 

Last  term  the  annual  Eisteddfod  took 
place.  This  gives  all  the  children  the 
opportunity  of  joining  in  activities  of 
different  kinds  and  at  their  own  level. 

Some  of  the  activities  include  shoe 
cleaning,  bed  making,  taking  messages, 
writing  braille,  making  hot  and  cold  drinks 
and  various  sections  of  art  and  craft. 

The  children  can  enter  as  many 
activities  as  they  wish  and  collect  as  many 
points  as  they  can.  The  family  with  the  most 
points  keeps  the  Eisteddfod  Cup  for  one 
year.  For  the  second  year  running  the 
Orange  Family  was  declared  the  winner. 

The  children  receive  so  much  money 
per  point  (tax  free!)  and  so  they  have  a  built 
in  incentive  to  do  well!! 

Endeavour  Cup 

Each  Family  Mother  submits  the  name  of  a 
child  who  in  their  opinion  has  made  a  very 
special  effort  during  the  previous  term.  Mr 
Jarvis  (Headmaster)  and  I  discuss  each 
child  on  the  list  and  eventually  decide  who 
should  be  presented  with  the  Endeavour 
Cup.  Sometimes  our  task  is  very  difficult 
with  so  many  children  worthy  of  winning  it. 
However,  with  our  own  very  special 
selection  techniques,  we  hope  to  ensure 
that  all  the  children  will  have  a  turn  at 
winning  the  cup. 

We  hope  all  of  you  will  have  a  very  happy 
term.  Best  wishes  to  you  all. 

Peter  Jones 

Teacher  in  Charge,  Pathways, 

Condover  Hall,  Shrewsbury 


Electronic  Aids  Loan  Service 


The  EALS  lends  second-hand  electronic 
aids  free  of  charge  to  disabled  people. 
Borrowers  are  required  to  collect  and 
return  the  item,  to  pay  any  repairs 
necessary  during  the  loan  period,  and  to 
insure  it. 

This  service  is  run  by  Roger  Jefcoate, 
who  advises  a  number  of  Charities  in  the 
use  of  electronic  aids.  Roger  also  founded 
ACTIVE,  Toy  Aids  Projects,  and  the  Aids  for 


Disabled  Fund. 

List  of  articles  available  for  loan  are 
provided  on  receipt  of  a  9"  X4"  stamped 
addressed  envelope  to:  Electronic  Aids 
Loan  Service,  Willowbrook,  Swanbourne 
Road,  Mursley,  Bucks. 

The  recent  list  includes  a  Tandy 
Microcomputer  TRS  80,  an  electric  wheel- 
chair, Microwriter,  Ceiling  Hoist  and  an 
Electric  Typewriter. 
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How  Can  I  Benefit? 


In  the  third  of  the  series,  PAUL  ENNALS 

looks  into  another  case,  and  works  out 

what  Welfare  Benefits  are  available. 


The  last  two  articles  in  the  series  have 
examined  benefits  payable  to  a  deaf-blind 
person  or  their  family  when  they  are  living 
at  home.  This  case  looks  at  what  happens 
when  the  deaf-blind  person  is  living  in  a 
long-stay  hospital,  but  visiting  home  regu- 
larly. As  before,  this  is  a  typical  account; 
your  situation  may  well  differ.  If  in  doubt, 
contact  the  office. 


Robert  Smith 

Robert  is  aged  17  and  lives  during  the  week 
at  a  long-stay  mentally  handicapped  hos- 
pital. He  is  deaf,  partially  sighted,  and 
mentally  handicapped.  He  cannot  look 
after  himself,  and  needs  help  with  many 
day  to  day  tasks.  He  goes  home  to  his 
parents  every  Friday  afternoon,  and  returns 
to  the  hospital  after  Sunday  lunch  with  his 
family. 


What  does  Robert  receive? 

Forthe  period  Robert  is  in  hospital  he  does 
not  receive  many  benefits.  He  was  turned 
down  for  Mobility  Allowance,  but  his 
parents  may  apply  again  soon.  DHSS 
payments  go  towards  his  keep  in  the 
hospital,  and  he  is  granted  £6.80  perweek 
to  cover  personal  luxuries.  This  is  paid  into 
a  hospital  account  and  spent  on  his  behalf, 
because  Robert  is  not  considered  able  to 
look  after  his  own  financial  affairs. 

First,  Robert  receives  Attendance 
Allowance  at  the  high  rate  of  £27.20  per 
week,  because  he  needs  frequent  attention 
at  night  as  well  as  during  the  day.  Since  he 
goes  home  on  Friday,  and  returns  to  the 
hospital  on  Sunday,  this  is  counted  as  3  full 
days  at  home,  although  he  actually  stays 


home  for  less  than  48  hours.  He  is  not 
entitled  to  Attendance  Allowance  for  the 
days  he  is  in  hospital,  but  he  receives 
3/7ths  of  the  weekly  total  of  £27.20  for  his 
weekend  at  home,  which  totals  £1 1 .65. 

Second,  Robert  receives  Non-Contri- 
butory Invalidity  Pension  (NCIP).  His  full 
weekly  rate  if  he  lived  at  home  would  be 
£20.45.  Of  this,  £6.80  is  paid  to  the 
hospital  for  "personal  comforts".  This 
leaves  £13.65.  NCIP  works  on  a  6  day 
week,  not  counting  Sundays,  so  his  stay  at 
home  only  entitles  him  to  2/6ths  of  this, 
which  is  £4.55. 

Third,  Robert  receives  Supplementary 
Benefit.  This  is  worked  out  by  deciding  his 
full  entitlement,  then  deducting  what  he  is 
already  paid  in  NCIP.  If  he  lived  all  week  at 
home,  Robert  would  be  entitled  to  the  long 
term  rate  for  1 7  year  olds  of  £20.90.  On  top 
of  this  is  a  Heating  Allowance  of  £5.05, 
which  is  awarded  automatically  to  everyone 
who  receives  Attendance  Allowance.  He 
may  be  able  to  claim  Laundry  Allowance  if 
he  is  incontinent.  With  no  additions,  (which 
his  parents  should  ask  the  Benefit  Officer 
about),  the  weekly  rate  would  be  £25.95. 
For  the  weekend  at  home  Robert  is 
entitled  to  3/7ths  of  this,  which  totals 
£11.12.  However,  he  already  receives 
£4.55  from  NCIP,  so  the  total  he  is  due 
from  Supplementary  Benefit  comes  down 
to  £6.57. 

If  Robert  was  registered  blind,  his 
Supplementary  Benefit  entitlements  would 
increase  sharply.  Also,  once  he  is  1 8  years 
old,  the  rates  will  go  up  quite  a  bit.  He  is  not 
eligible  for  Supplementary  Benefit  if  he 
has  more  than  £3,000  in  savings. 

Robert  also  gets  his  travel  expenses  to 
and  from  the  hospital  paid  both  for  him  and 
his  escort. 


Each  weekend  Robert 

receives: 

NCIP 

£   4.55 

Supplementary  Benefit 

£    6.57 

Attendance  Allowance 

£11.65 

Total 

£22.77 

None    of   this   affects    Mr   &    M 

rs    Smith's   own 

entitlement   to 

Supplementary  Benefit 

%&. 
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If  you  think  that  you  maybe  entitled  to  more 
benefits,  write  to  the  Manager  of  your  local 
DHSS  Office  and  ask  for  a  visit.  If  you  are 
still  not  satisfied,  contact  this  office,  or  your 
Local    Welfare    Rights    Centre.    All    this 
information  and  more  is  available  in: 
Disability  Rights  Handbook 
21  Star  Street 
London  W2  1QB 
Price  £1.50 


We  now  know  of  over  a  dozen  families  who 
have  significantly  increased  their  incomes 
from  benefits  as  a  result  of  following  some 
of  the  suggestions  in  this  series. 


Mobility 

Allowance 

Setback 


A  decision  has  been  upheld  at  the  Court  of 
Appeal  against  granting  a  blind  woman 
Mobility  Allowance,  which  may  make  it 
harderfor deaf-blind  peopletowin  mobility 
allowance  applications. 

Lord  Justice  Eveleigh  said  that: 

"...the  ability  to  walk  as  contem- 
plated by  the  (Mobility  Allowance) 
regulation  is  the  ability  physically  to 
control  the  movement  of  the  feet  so 
as  to  move  in  an  intended  direction. 
There  is  no  doubt  that  the  applicant 
had  this  ability.  Sadly,  the  direction 
in  which  she  intended  to  go  might 
not  be  that  which  would  lead  her  to 
her  desired  destination.  She  knows 
how  to  walk  and  can  do  so  but  she 
does  not  know,  particularly  out  of 
doors,  where  she  is  going.  This 
impairment  of  the  sense  of  direction 
and  not  her  ability  to  walk  is 
responsible  for  her  inability  to 
proceed  from  A  to  B." 

Lord  Justice  O'Connor  agreed, 
and  said  that: 

"it  is  a  medical  question  as  to 
whether  physical  disablement,  inc- 
luding a  disturbance  of  directional 
mechanism,  if  the  doctors  decide 
that  this  is  a  physical  disablement, 
renders  a  person  unable  to  walk,  or 
virtually  unable  to  walk." 

The  Court  of  Appeal  did  not  explicitly 
refer  to  the  Tribunal  of  Commissioner's 
Decision  R(M)1/83,  described  fully  in  the 
Spring  1984  Newsletter,  which  stated 
that: 

"it  is  proper  to  take  into  account  that 
a  major  purpose  of  walking  is  to  get 
to  a  designated  place." 

and  that  the  manner  in  which  progress 
takes  place  should  be  taken  into  account, 
along  with  ether  factors. 

It  is  not  clear  whether  this  new  ruling 
from  the  Court  of  Appeal  will  result  in  less 
successful  claims  for  mobility  allowance. 
One  likely  result  may  be  that,  since  both 
rulings  agree  that  the  final  judgment  is  a 
medical  one,  future  decisions  of  Medical 
Appeal  Tribunals  will  stand  unless  they 
have  conspicuously  failed  to  apply  the  law 
correctly  or  —  more  likely  —  they  have 
failed  to  take  all  significant  facts  into 
account. 

This  case  emphasises  two  points: 

First,  it  is  even  more  important  in 
Mobility  Allowance  cases  to  emphasise 
the  manner  of  the  walking,  the  degree  of 
cajoling  and  supervision,  and  the  deafness 
and  blindness,  and  to  ensure  that  the 
medical  report  has  taken  these  factors  in 
to  account. 

Second,  it  is  even  more  imperative  that 
the  Minister  for  the  Disabled,  Tony  Newton, 
provides  the  guidance  on  the  criteria  for 
approving  mobility  allowances  that  he 
promised  on  his  visit  to  The  Family  Centre 
on  15  February. 
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Christmas  Bonus 

SENSE  has  written  to  the  Department  of 
Health  and  Social  Security,  asking  for  a 
revision  of  the  methods  used  at  present  for 
the  payment  of  the  £10  Christmas  Bonus. 

Anyone  who  receives  Attendance 
Allowance,  Invalid  Care  Allowance,  NCIP, 
Supplementary  Benefit  or  Old  Age  Pension 
is  entitled  to  a  £1 0  bonus  at  Christmas,  in 
order  to  help  cover  the  extra  costs  which 
tend  to  occur  at  this  time  of  year.  However, 
because  of  the  problems  of  bureaucracy 
involved  in  claiming  this  one-off  benefit, 
eligibility  for  the  bonus  is  determined 
during  the  first  week  of  December. 

This  means  that  if  your  child  receives 
Attendance  Allowance  and  goes  to  a 
residential  school,  unless  you  make  sure 
that  he  or  she  is  at  home  for  at  least  one 
night  during  the  first  week  in  December, 
then  you  will  not  be  entitled  to  the  £10 
bonus,  even  though  your  child  comes 
home  over  the  Christmas  holidays. 

Since  this  problem  only  really  arises 
for  pupils  in  special  boarding  schools, 
SENSE  suggested  that  it  should  be  quite 
easy  for  the  claim  form  to  be  filled  in  during 
the  first  week  of  December,  but  for  the 
Attendance  Allowance  form  to  mark  clearly 
where  the  child  will  be  resident  over 
Christmas  itself.  There  is  no  obvious 
reason  why  this  should  not  be  easy  to  do, 
and  why  this  injustice  cannot  be  cleared 
up. 

Severe 

Disablement  Allowance 

From  November  1984,  the  Non-Contribu- 
tory Invalidity  Pension  (NCIP)  will  be 
replaced  by  the  Severe  Disablement 
Allowance  (SDA).  This  new  benefit  will  also 
replace  the  Housewives  NCIP,  which  had 
been  widely  criticised  as  discriminating 
against  women. 

To  claim  the  new  benefit,  claimants  will 
have  to  show  in  a  medical  test  that  they 
have  a  loss  of  faculty  amounting  to  80%,  as 
well  as  being  unable  to  work.  In  practice, 
since  deafness  alone  is  automatically 
counted  as  100%  loss  of  faculty,  most  of 
our  members  should  still  have  no  problem 
in  being  counted  as  eligible.  In  addition, 
anyone  who  is  at  present  claiming  NCIP 
will  automatically  transferto  receiving  SDA 
at  the  same  level. 

However,  it  would  save  problems  later 
if  you  ensure  that  everyone  over  the  age  of 
1 6  who  is  eligible  for  NCIP  claims  as  soon 
as  possible,  to  guarantee  automatic  receipt 
of  SDA  when  it  is  introduced. 


SENSE'S 
New  Constitution 


New  Staff 


Welcome  to  Pam  Winters,  who  joins  our 
staff  as  Secretary  to  the  Director.  She  will 
be  attempting  the  impossible  task  of 
organising  Rodney  Clark's  activities.  Many 
before  her  have  tried. 


The  proposal  that  the  Association  should 
seek  corporate  status  was  first  raised  in  a 
review  of  its  constitution  and  activities 
which  we  commissioned  from  Mike  Hudson, 
a  management  consultant,  recommended 
by  the  then  newly-formed  Management 
Services  Unit  of  the  National  Council  for 
Voluntary  Organisations.  This  report  was 
presented  to  the  Council  of  Management 
in  December  1982. 

The  main  reason  for  becoming  a 
company  is  to  reduce  the  risk  and  personal 
liabilities  of  Trustees.  Under  the  Charitable 
Trust  set  up  in  1 975,  the  five  Trustees  are 
personally  liable  should  the  Association 
incur  debts  or,  for  example,  have  to  meet  a 
substantial  claim  by  a  member  of  staff  for 
an  accident  not  covered  by  insurance. 
With  the  scale  of  operations  in  1975,  the 
potential  liabilities  to  be  faced  by  the 
Trustees  were  trivial,  but  in  1984  with  50 
staff  and  an  annual  turnover  of  over 
£300,000,  they  are  very  large  indeed. 

Following  the  publication  of  Mike 
Hudson's  report,  the  Council  of  Manage- 
ment considered  the  proposal  and  sugges- 
ted to  the  Trustees  that  they  consider 
winding-up  the  Trust  and  setting  up  a 
company.  In  May  1983,  the  Trustees  met 
and  agreed  on  this  course  of  action.  The 

1983  AGM  approved  the  proposal  in 
principle,  and  last  Autumn  the  Council 
gave  the  Policy  Group  responsibility  for 
drawing  up  the  new  Constitution  (Memo- 
randum and  Articles  of  Association)  and 
managing  the  changeover. 

The  Policy  Group  —  Jessica  Hills, 
Margaret  White  and  Tony  Best  —  met 
regularly  throughout  the  winter  and  retained 
Mike  Smyth  of  Knapp-Fishers,  Solicitors, 
to  undertake  the  legal  aspects.  Continuous 
discussion  took  place  with  the  Charity 
Commission,  the  Inland  Revenue  and  the 
Registrar  of  Companies,  and  by  February 

1984  the  new  Constitution  was  finally 
agreed.  It  was  received  and  approved  by 
the  Council  at  its  March  meeting  and 
signed  by  the  subscribers  of  the  new 
Company  at  the  end  of  April. 

The  eight  subscribers  are  the  original 
Trustees  —  Margaret  Brock,  Peggy 
Freeman,  Jessica  Hills,  Derrick  Roper  and 
George  Williams  —  plus  three  others. 
Because  the  first  subscribers  also  comprise 
the  Council  of  Management  until  the  1 984 
AGM,  and  because  the  new  Constitution 
requires  a  minimum  of  eight  people  forthe 
Council,  a  further  three  people  were 
required.  Three  long-standing  members 
agreed  to  make  up  the  eight  —  Tony  Best, 
Gini  Cloke  and  Margaret  White. 

The  1984  meeting  in  July  will  be  the 
last  AGM  of  the  Charitable  Trust.  It  will 
differfrom  previous  AGMs  in  that  there  will 
be  no  elections.  The  Council  of  Manage- 
ment from  that  time  will  be  the  directors  of 
the  new  Company  and  they  will  be 
appointed  by  the  8  subscribers.  Council 
membership  will  be  for  a  maximum  of  3 
years,  with  one  third  of  the  Council  retiring 
each  year.  Therefore,  after  3  years  (ie  by 
the  1987  AGM)  the  Council  will  be  a  fully 
elected  body.  The  main  business  of  this 
year's  AGM  will  be  to  consider  the  transfer 
of  assets  and  responsibilities  of  the  old 
Charitable  Trust  to  the  new  Company. 

Copies  of  the  new  Constitution  will  be 
available  at  the  AGM.  Meanwhile,  the  main 
elements  are  as  follows: 


Proposed  Memorandum 
of  Association  (ie  what  we  do) 

•  Objects  "To  support  and  promote  the 
interests  of  people  who  have  vision  and 
hearing  impairments  or  persons  who  are 
functioning  as  such  or  persons  who  are 
suffering  from  the  congenital  effects  of 
rubella." 

•  Powers  As  wide  as  the  Charity  Commis- 
sion will  allow. 

•  Subscribers  The  company  will  be  set  up 
by  8  members  who  will  be  the  Trustees  of 
NADBRH  (the  old  organisation),  plus  three 
others. 

Proposed  Articles  of 
Association  (ie  how  we  do  it) 

•  Members  Paid-up  members  are  ultimate 
controllers  of  the  organisation.  A  register 
of  paid-up  members  must  be  kept.  All 
members  must  be  informed  of  Annual 
General  Meetings  and  Extraordinary 
General  Meetings.  Members  can  appoint 
proxies  to  attend  on  their  behalf. 

•  AGMs  There  must  be  one  per  year.  They 
will  be  called  by  the  Council.  Twenty-one 
days  notice  must  be  given.  Motions  must 
be  submitted  to  the  Secretary  in  time  for  all 
members  to  be  informed  of  them.  A  quorum 
will  be  25  members. 

•  Chairman  Elected  by  members  at  AGM. 
Presides  over  AGM  and  Council  of  Manage- 
ment. Cannot  vote  unless  votes  tie.  Has  a 
3-year  term  of  office. 

•  Council  Between  8  and  16  paid-up 
members.  The  first  Council  to  be  chosen  by 
the  Subscribers  (See  above)  Subsequent 
Council  members  to  be  elected  by  the 
membership.  Members  to  have  a  3-year 
term  of  office. 

Council  membership  to  be  withdrawn  if 
member  is: 

•  bankrupt 
•insane 

•  does  not  pay  membership  fee 

•  voted  off  by  other  members 

•  does  not  attend  four  consecutive  meetings 
Vacancies  to  be  filled  by  co-option.  A 
quorum  is  6  people.  Papers  must  be  sent 
out  3  days  before  the  meeting. 

•  Retirement  and  Re-election  of  Council 

Members  A  third  of  the  Council  retire  each 
year.  The  longest  serving  members  retire 
first.  Council  members  are  eligible  for  re- 
election. Nominations  must  be  proposed 
in  writing  and  the  proposed  person  must 
give  their  written  consent. 

Proposed  Transition  Process 

•  Council  approves  Memorandum  and 
Articles  of  Association. 

•  Final  Charity  Commission  approval 
received. 

•  Trustees  meet  to  sign  the  Memorandum 
and  Articles  and  to  select  the  first  Council. 

•  New  Council  holds  its  first  meeting. 
Receives  proposed  plan  and  budget  from 
the  Director.  Sets  up  Committee  structure 
eg  Executive  Committee,  Manor  House 
Committee,  efc.  Sets  up  Advisory  Council. 

•  AGM  hands  over  assets,  staff,  member- 
ship, efctoneworganisation.  AGM  confirms 
new  Council. 
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National  Rubella  Campaign 

Since  its  launch  last  November,  there  has  been  an  intensive 
amount  of  activity  at  all  levels  in  furtherance  of  the  campaign. 


Washington  Symposium 

Our  national  campaign  arose  as  a  result  of 
an  international  agreement  to  attack  on  a 
global  basis  the  causes  of  disability. 
Rubella  was  particularly  mentioned  as  a 
disease  whose  effects  on  the  unborn  child 
could  be  prevented.  There  are  different 
philosophies  for  prevention  operating  in 
different  countries  world-wide  and  the 
results  of  the  various  vaccination  program- 
mes need  to  be  shared  so  that  the  most 
effective  schemes  are  recognised  and 
implemented.  To  this  end,  an  International 
Symposium  on  Congenital  Rubella  Infection 
was  held  in  mid-March  in  Washington  DC 
at  which  the  leading  medical  and  scientific 
figures  involved  in  rubella  vaccination  and 
Congenital  Rubella  Syndrome  (CRS)  in 
each  country  were  present  It  is  hoped  to 
report  on  the  outcome  of  this  Conference 
in  a  future  edition  of  the  Newsletter. 


New  Rubella  Publication 

SENSE,  in  support  of  the  campaign,  has 
commissioned  a  comprehensive  critical 
review  and  bibliography  of  scientific  litera- 
ture relating  to  Rubella  handicap  in  its 
epidemiology  and  its  prevention  and  in  the 
context  of  this,  the  disease  itself.  This 
publication  should  be  available  during  the 
Summer  and  full  details  will  be  published  in 
the  September  Newsletter. 


West  Suffolk  initiative 

At  grass  roots  level,  a  great  deal  has  been 
happening,  both  planned  and  spontaneous. 
The  West  Suffolk  Health  Authority 
launched  its  Rubella  Campaign  with  a 
Press  Conference  in  Bury  St  Edmunds 
during  April.  Dr  John  Tuke,  the  local 
Community  Physician,  is  adamant  in 
his  intention  to  eradicate  CRS  from  his 
Authority  and,  having  achieved  schoolgirl 
uptake  rates  of  over  90%,  intends  to 
ensure  that  the  large  number  of  susceptible 
adult  women  is  greatly  reduced.  Both  radio 
and  press  reporters  were  present  at  the 
Conference,  as  were  victims  of  Rubella  in 
the  persons  of  SENSE  member  Bruce 
Royle  and  a  deaf  schoolgirl  representing 
the  National  Deaf  Children's  Society. 
Rodney  Clark,  SENSE  Director,  addressed 
the  Conference  and  played  a  video  descri- 
bing the  effects  of  CRS. 

•  •  • 

Yorkshire's  action 

The  major  effort  in  1984  of  the  National 
Rubella  Council  is,  as  you  will  read  in  their 
Newsletter  (see  middle  pages),  to  hold 
Regional  Conferences  throughout  the 
country  to  stimulate  activity  in  each 
locality.  Representatives  of  each  District 
Health  Authority  and  of  voluntary  organi- 
sations are  to  be  invited  to  attend  these 
■/.■  '<:■<■.'  ',ev  -<i\  //hioh  it  io  intended  to  set 
up  Regional  Action  Committees. 

The  first  such  meeting  was  held  with 
the  Yorkshire  Regional  Health  Authority  at 


Harrogate  on  1  st  May.  It  was  introduced  by 
Mr  Brian  Askew,  Chairman  of  the  Authority, 
who  gave  particular  welcome  to  the 
voluntary  organisations.  He  declared  that  it 
was  essential  that  the  charities  work 
together  with  the  Health  Services,  and  was 
particularly  pleased  to  see  the  members 
giving  their  time  to  attend,  together  with 
the  representatives  of  all  the  Health 
Districts.  All  in  all,  there  were  approximately 
90  delegates  present.  Mr  Askew  went  on 
to  say  that  he  was  delighted  that  Yorkshire 
was  the  first  Regional  Health  Authority  in 
the  country  to  hold  such  a  conference,  and 
was  sure  that  by  integrating  the  Health 
Services  and  the  Voluntary  Organisations 
we  would  have  a  fruitful  day.  He  added  that 
as  the  father  of  daughters,  he  was  very 
pleased  to  support  the  campaign. 

Speakers  at  the  morning  session  were: 
Lady  Wilson  (NRC  Chairman)  —  "The 
Campaign";  Dr  Newman  (Lecturer  in 
Community  Medicine,  Harrogate)  — 
"Factors  Influencing  the  Uptake  of  Rubella 
Immunisation";  Professor  Smithells  (Leeds 
University,  Dept  of  Paediatrics  and  Child 
Health)  —  "Government  Policy  on  Rubella 
Immunisation  —  The  National  Congenital 
Rubella  Surveillance  Programme  in  Leeds". 

The  morning  session  ended  with 
questions  from  the  floor  and  written 
questions.  These  were  mainly  medical, 
and  aroused  a  great  deal  of  interest, 
resulting  in  discussion  which  had  to  be 
curtailed  because  of  shortage  of  time. 

The  Press  had  been  invited  to  attend 
the  Conference  and  they  came  in  full  force 
to  interview  SENSE  member  Sylvia  Hutchin- 
son who  was  present  with  her  39-year  old 
deaf-blind  son,  John.  Sylvia  and  John 
appeared  on  Yorkshire  TV  that  evening 
and  Sylvia  was  also  interviewed  by  three 
radio  stations  and  four  regional  news- 
papers. 

In  the  afternoon  Rodney  Clark,  Director 
of  SENSE,  gave  a  talk  on  "The  Role  of 
Voluntary  Organisations",  and  showed  a 
video  of  rubella-handicapped  children. 
Mrs  Goodbourn,  Health  Education  Co- 
ordinator talked  on  "The  Ethnic  Community." 

The  session  concluded  with  Lady 
Wilson  explaining  to  the  delegates  the 
aims  of  the  National  Rubella  Council  and 
their  ideas  for  the  campaign  in  the  regions. 
Mary  Welland,  the  Council's  Co-ordinator, 
gave  names  of  the  voluntary  organisations 
which  were  willing  to  help  at  regional 
level.  These  included  representatives  of: 
The  Family  Planning  Association,  Sorop- 
tomists  International,  The  Council  for 
Mosques,  WRVS  (North  Yorkshire),  YWCA, 
National  Association  of  Head  Teachers, 
MENCAP,  North  Regional  Association  for 
the  Blind,  British  Heart  Foundation,  Over- 
seas Doctors  Association,  the  Girl  Guides, 
Womens  Institutes  and  Townswomens' 
Guilds. 

The  Chairman  of  the  meeting,  Dr 
Turner,  gave  considerable  support  to  the 
ideals  of  the  campaign  and  offered  secre- 
tarial help  and  office  space  for  a  Regional 
Council. 

The    conference    closed    with    the 


decision  to  set  up  such  a  council,  to  be 
made  up  of  medical  and  non-medical 
people  representing  a  cross-section  of 
delegates  and  the  community  as  a  whole. 

•  *  * 

London  Conference 

The  next  meeting,  at  the  time  of  this  report 
still  to  be  held,  was  planned  for  the 
North  West  Thames  Regional  Health 
Authority,  which  covers  West  and  North 
West  London,  Hertfordshire  and  Bedford- 
shire. Planned  for  21st  May  at  Charing 
Cross  Hospital,  Hammersmith,  it  is  similar 
in  format  to  the  Yorkshire  Conference  with 
speakers  from  medicine,  the  voluntary 
organisations  and  representing  ethnic 
minorities.  This  meeting  will  be  reported  in 
the  September  Newsletter. 

Oiher  regional  conferences  so  far 
planned,  are  Northern  Ireland:  19th 
September  and  Oxford:  10th  October. 
Details  later. 

•  *  * 

Rubella  Vaccination 

In  Parliament  on  12  April,  Mrs  Ann 
Winterton  asked  the  Minister  of  Health, 
Kenneth  Clarke,  how  many  women  are 
vaccinated  each  year  for  rubella,  and  in 
how  many  cases  adverse  reactions  were 
recorded. 

Kenneth  Clarke  replied: 

"Information  about  the  number  of 
women  vaccinated  against  rubella  is 
not  available  centrally.  The  Commit- 
tee on  Safety  of  Medicines  received 
14  reports  of  suspected  adverse 
reactions  associated  with  rubella 
vaccine  occurring  in  the  UK  in  1 983. 
It  is  important  to  note  that  a  report 
does  not  necessarily  imply  a  causal 
relationship  between  the  reaction 
and  the  drug  concerned.  Rubella 
vaccine  has  an  extremely  good 
safety  record. 

•  *  * 

Rubella  figures 

It  looks  like  1 984  will  be  another  bad  year 
for  rubella  outbreaks.  The  Communicable 
Disease  Surveillance  Centre  which  com- 
piles figures  of  known  cases  of  rubella  from 
reports  by  general  practitioners  and  medical 
centres,  writes  that  figures  so  far  this  year 
suggest  that  1984  will  be  another  high 
year,  similar  to  last  year. 

Rubella  incidence  tends  to  go  in 
cycles.  Following  the  epidemic  in  1978 
there  was  a  period  of  lower  figures  in  1 980 
and  1 981 .  1 982  showed  an  increase,  with 
high  levels  again  for  1 983. 

Although  the  figures  produced  by  the 
CDSC  are  not  complete,  they  still  paint  a 
horrifying  picture.  In  the  week  ending  3rd 
May  there  were  20  confirmed  reports  of 
pregnant  women  catching  rubella.  The 
week  before  this  there  were  13.  And  the 
peak  for  this  year  is  not  expected  until 
June  or  July. 

These  figures  emphasise  again  the 
importance  of  everyone  playing  their  part 
in  the  continuing  Rubella  Campaign. 
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NEWS  FROM  THE  NATIONAL  RUBELLA  COUNCIL 


FIRST  ISSUE  MAY  1984 


HRH  THE  PRINCESS  OF 
WALES 

Patron  of  the 

National  Rubella  Council 

"I  was  so  pleased  to  be  asked  to  be 
patron  of  the  National  Rubella 
Council  ....  Immunisation  is 
quick,  easy  and  painless  and  I 
sincerely  hope  this  new  campaign 
is  so  successful  that  no  more 
babies  are  born  with  handicap 
because  their  mothers  caught 
German  measles  at  just  the  wrong 
time". 


"Let's  Eliminate  the  Fear  of 
Rubella  in  Pregnancy" 

A  message  from  Kenneth  Clarke, 
Minister  for  Health 

"Rubella  (German  measles)  can  have  tragic 
consequences  when  pre-natal  infection 
handicaps  an  unborn  baby.  As  a  result  of 
the  last  epidemic,  at  least  120  babies  were 
rubella-damaged  and  there  were  1400 
abortions  associated  with  rubella  infection. 
Every  one  of  these  is  a  personal  tragedy  -  a 
tragedy  which  I  believe  we  can  prevent  in 
the  future." 

"Immunisation  can  effectively  wipe  out  the 
risks  of  rubella  among,  women  of  child 
bearing  age.  The  school  immunisation 
programme  is  the  spearhead  and,  in  1982, 
83%  of  schoolgirls  were  immunised  by  their 
14th  birthday  ....  I  hope  that  the  message 
of  this  new  sustained  programme  to 
increase  immunity  will  reach  all  women 
including  schoolgirls  and  those  in  ethnic 
communities." 


A  Challenge  in  Communication 


The  intention  of  this  three-year  campaign 
is  to  achieve  throughout  this  country 
permanent  control  of  a  scourge  which,  in 
all  previous  generations,  has  blighted  the 
lives  of  children  and  frustrated  the  hopes  of 
their  parents.  The  medical  problems  have 
been  overcome.  This  is  probably  the  safest 
of  all  immunisations.  Through  the  National 
Health  Service  we  have  a  mechanism  for 
delivering  the  vaccine  to  everyone  who 
needs  it.  So  the  challenge  of  this  campaign 
is  not  medical,  administrative  or  even 
financial.  It  is  a  challenge  in  communication. 

At  present  two  out  of  every  ten  girls  leave 


school  unprotected.  They  are  the  people 
we  must  reach  -  they,  and  the  probably 
much  larger  proportion  of  adult  women 
who  remain  unprotected  and  whose  next 
pregnancy  could  produce  a  deaf-blind 
baby. 

The  National  Rubella  Council  ask  you,  the 
readers  of  this  newsletter,  to  help  put 
across  this  message  rubella  is  the  simplest 
of  avoidable  diseases  to  prevent,  but,  if  not 
prevented,  can  be  the  most  lethal  blight 
which  any  mother  can  give  to  her  unborn 
child. 


What  is  required  is  an  imaginative  effort  of 
communication  and  motivation.  It  must  be 
directed  to  every  school,  to  every 
organisation  concerned  with  youth  and 
women  and  to  every  family  and  community. 

With  your  help  we  can  control  rubella.  We 
can  bridge  that  fatal  gap  of  vulnerability  by 
getting  rubella  immunisation  into  our  habit 
and  folklore.  On  behalf  of  our  children  an  I 
our  grandchildren,  let  us  rebel  agai'ist 
rubella. 


Partners  Against  Rubella 

The  National  Rubella  Council,  formed  in 
1983,  is  a  characteristic  British  mix  of 
Government  and  Voluntary  effort.  It  brings 
together  the  Health  Departments  of 
England,  Wales  &  Northern  Ireland,  the 
Helath  Education  Council  and  eleven 
national  voluntary  organisations  (listed 
below)  which  are  intimately  concerned  with 
the  deafness,  blindness,  mental  and 
physical  handicaps  which  result  from 
congenital  rubella. 

Government  has  allocated  £1-8m  to  this 
three-year  campaign  to  ensure  nationwide 
availability  of  Rubella  Vaccine. 

As  the  focus  of  national  action,  the  partner 
organisations  have  established  a  small 
administrative  office  under  Mrs.  Mary 
Welland,  the  Coordinator  of  the  campaign. 
The  Council's  programme  of  action, 
monitored  at  regular  meetings,  includes 
regional  conferences  promoted  in 
collaboration  with  the  Regional  Health 
Authorities,  activities  planned  in 
cooperation  with  related  national 
organisations,  particularly  those  concerned 
with  women  and  youth,  and  a  continuous 
effort  of  publicity  through  newspapers, 
magazines,  radio  and  television. 

Nationally,  regionally  and  in  every  part  of 
the  country,  the  following  national 
voluntary  organisations,  which  are 
members  of  the  Council,  are  coordinating 
their  resources  in  support  of  this  campaign. 

Action  Research  for  the  Crippled  Child 

British  Heart  Foundation 

IRIS  Fund  for  the  Prevention  of  Blindness 

MENCAP,  The  Royal  Society  for  Mentally 

Handicapped  Children  &  Adults 

SENSE,  The  National  Association  for  Deaf, 

Blind  and  Rubella  Handicapped 

The  National  Deaf  Blind  Helpers'  League 

The  National  Deaf  Children's  Society 

The  Royal  Commonwealth  Society  for  the 

Blind 

The  Royal  National  Institute  for  the  Blind 

The  Royal  National  Institute  for  the  Deaf 

The  Spastics  Society 


News  From  Schools 

Reports  from  all  over  the  country  show  that 
many  schools  are  already  achieving  higher 
rates  of  UPTAKE  of  rubella  immunisation. 

From  an  East  Sussex  School  (following 
our  pilot  campaign  in  East  Sussex  October 
1982  March  1983)  the  uptake  of  rubella 
immunisation  has  changed  dramatically 
from  39-5%  to  94-8%.  And  from  a 
Community  College  in  Cambridge,  a  Head 
Teacher  emphasises  the  importance  of  staff 

itment  and  involvement,  "...When 
we  are  inviting  volunteers  for  vaccination,  I 
do  mako  a  point  of  speaking  about  it  in 
Assembly,  emphasising  the  effects  rubella 

;jve  on  a  baby,  of  the  demands  made 
parents    by    a    baby    suffering    a 

ity  and  I  do  seek  to  personalise  the 
issue,  would  not  wish  a  girl  to  shrug  it  off 
in  the  <:Ui;i  that  it  can  only  happen  to 
someone  stee 


What  the  Community  Can  Do 


Calling  All  Women 

Using  a  mobile  clinic  lent  by  the  Women's 
National  Cancer  Control  Campaign,  a  team 
from  the  Islington  Community  Health 
Services  took  to  the  High  Streets  for  one 
week  with  a  rubella  screening  project.  The 
team  of  medical,  nursing  and  administrative 
staff  offered  blood  testing  to  women  of 
child-bearing  age. 

Publicity  -  including  posters  and  door-to- 
door  handouts  were  distributed  by  staff, 
boy  scouts  and  on  one  patch,  the  local 
milkman.  A  staffing  rota  was  compiled 
using  volunteers  from  all  departments  and 
the  clinic  was  manned  from  9  am  to  4  pm 
daily. 

200  women  were  tested  during  the  week 
and  blood  analysis  was  carried  out  at  the 
Public  Health  Laboratory  in  Chelmsford.  20 
women  proved  to  be  non-immune  (sero- 
negative). They  were  offered  immunisation 
at  a  local  health  centre.  GPs  were  informed 
of  all  results. 


The  Lady  Baden-Powell  writes,  "The  Girl 
Guides  Association",  as  the  largest  female 
youth  organisation,  has  been  pleased  to 
bring  to  the  notice  of  its  members  the 
advice  given  by  the  National  Rubella 
Council...". 

The  NRC  appreciates  the  vigorous  action 
taken  by  the  Women's  Royal  Voluntary 

Service  to  bring  the  Rubella  Campaign  to 
the  attention  of  its  membership. 


The    Health    Visitors'    Association    has 

welcomed  the  rubella  campaign  and 
considers  that  Health  Visitors  and  School 
Nurses  are  ideally  placed  to  increase  the 
UPTAKE  of  immunisation  amongst  school- 
girls and  susceptible  women  of  child 
bearing  age. 

In  East  Suffolk,  schoolgirls  are  offered 
vaccination  in  the  third  term  of  the 
academic  year  following  an  address  to  the 
school  by  a  school  nurse  or  medical  officer. 
Consent  forms  are  sent  to  the  parent  by  the 
school,  and  special  attention,  is  paid  where 
consent  is  withheld.  Allergies  are  checked 
and,  if  there  is  no  medical  contra-indication, 
the  Health  Visitor  calls  on  the  parents,  in 
one  case  twelve  times  to  urge  vaccination! 
One  Health  Visitor  has  had  only  one  case 
since  1975  where  this  procedure  failed  to 
achieve  vaccination.  This  March  the  Health 
Visitors  and  School  Nurses  ensured  that 
poster  displays  and  leaflets  were  available 
in  surgeries,  clinics  and  schools,  with 
coverage  by  the  local  press  and  radio.  This 
publicity  is  bringing  women  of  childbearing 
age  into  their  General  Practitioners' 
surgeries. 

From  the  Royal  College  of  Midwives, 
"....Midwives  are  happy  to  lend  their 
support  to  the  National  Rubella  Campaign. 
They  are  very  conscious  of  the  severe 
problems  which  can  arise  when  mothers 
are  not  protected  by  rubella  vaccination..,." 


From  the  Chairman  of  the  National 
Federation  of  Women's  Institutes  "With 
our  membership  of  355,000  women,  we 
fully  support  the  National  Rubella 
Campaign.  We  are  encouraging  all  our 
members  not  only  to  ensure  their  families' 
protection  but  also  to  alert  their 
communities  to  the  needless  risk  of  babies 
damaged  by  Rubella." 


PUBLICITY  *  PUBUCtTY 


RUBELLA  CREDIT  CARD 


DATE  OF  IMMUNISATION/  POSITIVE  TESTING 


Dont  be  in  the  RED  with  Rubella 


The  RUBELLA  CREDIT  CARD  is  featured 
in  all  publicity  material.  The  card  should  be 
issued  to  all  girls/women  when  they  are 
immunised  against  Rubella  or  when  they 
have  confirmation  of  a  positive  blood  test. 


The  Rubella  Credit  Card  &  How  To  Get 

It'  -  leaflet  in  strip  cartoon  format,  specially 
designed  to  encourage  schoolgirls  to  be 
immunised.  (ID51) 


'Make  Sure  You  Don't  Miss  Out' 

for  schoolgirls.  (ID54P) 


poster 


'Their  Health  is  in  Your  Hands'  -  leaflet  to 
encourage  women  to  seek  medical  advice 
about  immunisation.  Available  in  English 
(ID50),  Bengali  (ID50B),  Gujerati  (ID50G), 
Hindi  (ID50H),  Punjabi  (ID50P)  and  Urdu 
(ID50U). 


Their  Health  is  in  Your  Hands' -  poster 

for  women  (ID52P) 


Dear  Mum,  Don't  Wait  for  Another 
Birth  Day'  is  a  leaflet  for  women  who  have 
just  given  birth  and  who  should  be 
immunised  before  their  next  pregnancy. 
(ID54) 


All  the  above  materials  are  available  from 
local  Health  Education  Units,  or  from 
National  Rubella  Campaign,  Campaign 
Distribution,  PO  Box  479,  London  SE1  5SE. 
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The  National  Rubella  Council  is  immensely  grateful  to  Tony  Hart  for  this  cartoon. 


QUESTIONS  &  ANSWERS 

Q.  Is  Rubella  infectious  and  how  is  it 
spread? 

A.  Yes,  Rubella  is  an  infectious  disease.  It 
is  spread  by  airborne  droplets  and  direct 
contact  with  respiratory  secretions. 


that  Rubella  antibodies  are  present  up  to  18 
years  after  immunisation;  this  is  the  length 
of  time  that  the  vaccine  has  been  in 
existence,  but  it  is  expected  that  immunity 
will  be  lifelong. 


cause  congenital  defects  if  given  in  early 
pregnancy.  In  this  respect,  the  vaccine  is 
therefore  markedly  less  hazardous  than  the 
natural  infection. 


Q.     How  long  are  you  infectious  before 
the  rash  appears  and  after  it  appears? 

A.  A  person  is  infectious  for  about  one 
week  before  and  for  nearly  one  week  after 
the  appearance  of  the  rash.  However,  it  is 
important  to  note  that  in  about  a  quarter  of 
cases,  Rubella  occurs  without  a  rash,  but 
nevertheless  such  persons  are  infectious  for 
the  same  period  of  time.  Many  other  virus 
infections  produce  a  Rubella-like  illness  and 
rash  and  the  diagnosis  of  Rubella  cannot  be 
definitely  established  without  the  aid  of  a 
blood  test. 


Q.  What  percentage  of  vaccines  do  not 
take? 

A.  Rubella  vaccine  is  one  of  the  most 
effective  vaccines  available.  There  is  the 
very  rare  person  who  despite  repeated 
immunisations  does  not  gain  immunity. 
However,  in  a  large  study,  protective 
antibodies  were  detected  in  97%  of 
vaccinees  by  routine  screening  tests  ten 
years  later.  Research  studies  have  shown 


Q.  I  have  read  varying  reports,  saying 
that  it  is  important  not  to  catch  Rubella 
in  the  first  8  weeks,  first  trimester,  first 
16  weeks  of  pregnancy.  Which  is 
correct? 

A.  The  correct  statement  as  that  it  is 
important  not  to  catch  Rubella  during  the 
first  16  weeks  of  pregnancy.  The  incidence 
of  congenital  defects  probably  exceeds 
50%  during  infection  in  the  first  month; 
40%  in  the  2nd  month;  20%  in  the  3rd 
month;  and  10%  in  the  4th  month.  After  16 
weeks,  apart  from  the  occasional 
occurrence  of  deafness,  permanent  defects 
are  rare. 


Q.  Why  is  advice  given  to  avoid 
pregnancy  for  3  months  after 
immunisation? 

A.  The  reason  women  must  not  become 
pregnant  for  3  months  after  immunisation  is 
because  there  is  a  theoretical  albeit  small 
-  risk  that  the  live  virus  in  the  Rubella 
vaccine  might  infect  the  fetus  and  might 


Q.  How  can  you  be  sure  that  you  have 
immunity  to  Rubella? 
A.  Unless  you  have  positive  evidence  of 
immunisation  or  blood  testing  (e.g.  A 
Rubella  Credit  Card)  you  should  (1)  Ask 
your  doctor  to  do  a  simple  blood  test  to 
check  if  you  are  immune  or  not.  (2)  If  you 
are  not  immune,  have  the  Rubella 
immunisation  and  avoid  pregnancy  for  3 
months.  Remember,  it  is  not  enough  to 
believe  that  you  have  had  Rubella  (or  that 
your  mother  or  grandmother  said  so).  Only 
a  blood  test  will  show  for  sure. 


Q.  If  your  doctor  does  not  have  the 
vaccine  and  gives  you  a  prescription  to 
buy  it  at  the  chemist,  how  do  you  store 
it? 

A.  When  possible,  buy  the  vaccine 
immediately  before  use  by  the  doctor.  If 
this  is  not  possible,  store  it  in  the 
refrigerator  but    not    in    the    freeing 

compartment   or   in   a   freezer  always 

protect  the  vaccine  from  heat  and  light. 


NATIONAL  &  LOCAL  PRESS  BEHIND  THE  CAMPAIGN- 
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NEEDLE  CAMPAIGN- 


A  Cautionary  Tale  about 
Rubella 

(This  is  an  abridged  version  of  an  article  by 
Dr  Eleanor  Campbell  which  originally 
appeared  in  the  Guardian  on  5  March  1984.) 

"Pam  came  into  the  surgery  looking 
flustered.  "It's  this  friend  of  mine.  I  went  to 
see  her  a  fortnight  ago,  and  she's  just  told 
me  her  little  boy  developed  German 
measles  the  day  after  I  was  there." 
Oh  well,  I  thought,  I  can  soon  reassure  you. 
You  must  have  been  tested  in  your  last 
pregnancy.  I  leafed  through  the  urine  tests, 
blood  counts,  letters  to  and  from 
consultants,  but  no  rubella  immunity 
record.  I  took  blood,  warning  Pam  we'd 
need  another  test  in  ten  days  to  see  if  there 
had  been  any  change  in  her  antibodies.  The 
test  came  back  with  a  reasonable  level  of 
immunity,  and  I  took  the  second  test,  able 
to  tell  Pam  it  was  probably  a  mere 
formality. 

days    later    the    result    was    in    the 

ng     mail.     "Rising     titre,     strongly 

'.--sting   recent   rubella   infection."   For 

Pam,  this  could  mean  an  endangered  baby 

or     termination     of     a     much-wanted 

pregnancy    I   phoned  the  lab  and  asked 

Afhat  should  we  do  next.  They  said  they 

the  blood  to  Oxford,  where  more 

:'ed  tests  would  show  whether 

the  rising  level  of  antibody  reflected  an 


actual  infection  or  merely  a  response  to  the 
threat  of  infection.  Friday,  the  lab  reported 
that  the  type  of  antibody  did  not  suggest 
recent  infection  -  Pam  was  alright.  I 
couldn't  get  her  on  the  phone,  but  left  a 
message. 

Monday  morning  found  Pam  still  doubting 
and  bewildered.  Clearly,  she  needed  not 
just  reassurance,  but  information. 
Eventually,  I  think  we  were  all  satisfied  that 
there  is  no  reason  to  expect  Pam's  baby  will 
be  anything  but  perfect.  A  happy  issue  out 
of  all  our  afflictions?  But  what  a  totally 
unnecessary  affliction. 
Last  year,  I  had  decided  to  ensure  that 
every  woman  of  child-bearing  age  in  our 
practice  was  immune  to  rubella.  Letters 
were  sent  to  500  women  between  15-35 
years  of  age.  Less  than  half  replied.  Many 
of  these  were  younger  women  who 
remembered  being  immunised  at  school. 
We  tested  60  and  found  16  were  not 
immune.  Four  have  come  for  immunisation 
and  yes,  of  course,  we  are  chasing  up  the 
other  12,  but  whose  responsibility  is  it 
anyway?  In  theory,  since  1970,  every  girl 
has  been  immunised  at  school.  In  practice, 
15%  every  year  are  not,  so  this  number  are 
at  risk.  Why  has  it  been  such  uphill  work, 
even  in  a  reasonably  middle-class  area  in 
which  I  practice?  I  find  myself  having  to 
adopt  a  much  more  aggressive  approach: 
now  when  women  come  for  contraception, 
they're  liable  to  get  blood  taken  for  testing 
as  well.  Am  I,  in  1984,  becoming  Big 
Sister?' 


At>  «1»  .<!>. 

***  DlfiRYDfiTES 

Forthcoming  Regional 
Conferences: 

Yorkshire  RHA 

Harrogate  Conference  Centre 

—  Tuesday  1st  May 
N  W  Thames  RHA 

Charing  Cross  Hospital  Postgraduate 
Medical  Centre 

—  Monday  21st  May 
Northern  Ireland 
Craigavon 

—  Wednesday  19th  September 


Readers    are    invited    to    send    their 
ideas  for  promoting  the  campaign  to: 

The  National  Rubella  Council 

105  Gower  Street 

London 

WC1E  6AH 

(01-387  8033). 

Chairman:  Lady  Wilson,  OBE 
Coordinator:  Mary  M  Welland 


London  Lrf« 


he  National  Rubella  Council  is  grateful  to  London  Life  for  supporting  the  production  of  this  issue  of  UPTAKE. 


Regional  Reports 


Eastern  Region 

Our  March  meeting  was  very  well  attended, 
almost  all  our  members  managing  to  come 
and  meet  Paul  Ennals.  Paul  told  us  a  little 
about   the   organisation   at   the   London 
office,  and  about  some  of  the  plans  in  hand, 
especially  Braiswick  Lodge  at  Colchester 
(see  last  Newsletter).  Our  members  know 
several  people  who  might  be  going  there. 
We  hope  to  see  as  many  of  our  members  at 
our  next  meeting  in  Chelmsford  on  1  st  July 
for  our  AGM. 
Elizabeth  Royle 
'The  Lanterns' 
Church  Lane 
Playford 
Ipswich 

Welsh  Region 

The  caravan  at  Dinas  has  now  been  put  in 
order  for  the  summer  season.  The  first 
visitors  at  Easter  were  able  to  enjoy 
glorious  weather,  and  we  hope  that  all  who 
come  this  year  will  spend  happy  and 
relaxing  holidays. 

During  the  summer  months  we  hope  to 
visit  two  of  our  adolescents  who  are 
happily  settled  near  their  own  homes. 
Richard  Courtney  is  living  in  one  of  the 
"Nimrod"  houses  in  Cardiff.  It  is  an  ordinary 
house  for  a  small  group  of  residents  and 
staff,  so  giving  it  a  real  "family"  atmosphere. 
It  is  situated  in  a  street  just  round  the 
corner  from  his  own  home,  so  that  while  he 
benefits  from  community  life  he  is  still  able 
to  maintain  close  links  with  his  family. 

Debbie  Fielding's  home  is  at  Senny- 
bridge,  near  Brecon,  and  for  several 
years  she  has  been  living  in  a  special 
unit  at  Bronllys  Hospital,  about  fifteen 
miles  away.  Here  she  is  learning  inde- 
pendence and  communication  skills,  which 
help  her  to  live  a  more  fulfilled  life  and  to 
enjoy  family  visits  and  trips.  We  hope 
that  when  the  time  comes  for  Clare 
Jones  and  Jacqueline  Cole  to  leave 
school  they  too  will  be  able  to  settle 
happily  in  their  own  home  area. 

We  have  been  delighted  to  welcome 
two  new  professional/general  interest 
members  to  our  group.  It  is  always  helpful 
to  be  able  to  exchange  ideas  and  to  extend 
the  public  interest  in  the  welfare  of  the 
deaf-blind. 

Hazel  Benjamin 
8  Forest  View 
Cimla 
Neath 

London  Region 

The  long  serving  and  devoted  officers  of 
the  London  Region  Committee  decided 
that  it  was  time  to  let  new  members  of  the 
Association  get  a  taste  of  various  posts  on 
the  Committee. 

At  our  last  AGM  on  12th  February 
1 984,  Maggie  Brooker  and  Norman  Brown 
resigned  as  Chairperson  and  Treasurer 
respectively,  but  they  very  kindly  offered 
theircontinued  helptothe  new  Committee. 
The  Officers  of  the  Region  are  now: 
Chairperson  —  Gilda  Avanessian,  Treasurer 
—  Jacky  Dunleavy,  Secretary  —  Nina 
Hartley. 

The  new  Committee  will  continue 
providing  social  get-togethers  and  informal 
gatherings  to  help  members  to  keep  in 
touch,  and  also  to  introduce  new  members 
to  the  Association. 

We  will  try  to  contact  each  individual 
member,  irrespective  of  whether  they  are 


parents,  professionals,  friends,  etc,  in  an 
attempt  to  find  out  exactly  what  members' 
needs  and  requirements  are. 

We  will  try  to  reach  and  attract  an  even 
more  diverse  membership  in  the  hope  that 
their  contributions  to  the  region,  coupled 
with  the  rapid  expansion  of  the  Association, 
will  bring  about  a  better  equipped  and 
stronger  region  for  the  benefit  of  all  its 
members. 

Thanks  to  Lindy  Wyman,  the  Principal 
of  the  Family  Centre,  for  her  regular 
provision  of  creche  facilities  during  all  our 
meetings  and  social  gatherings. 

Gilda  Avanessian 
25a  The  Ridings 
London  W5  3BT 

Scottish  Region 

The  main  area  of  activity  is  still  the  new 
school  at  Carnbooth,  which  should  be 
opening  soon  for  all  the  children  at  present 
in  St  Vincent's  deaf-blind  unit.  The  parents 
visited  it  and  were  shown  round  by  Sister 
Ailish,  and  a  representative  from  the  local 
education  authority  also  came.  The  parents 
were  very  pleased  with  the  visit. 

Over  and  above  this  we  are  doing  our 
usual  fund  raising  activities.  Mr  and  Mrs 
Cox  really  should  get  a  medal  for  all  the 
work  they  put  into  this  area.  Apart  from  the 
large  bottles  we  fill  with  money  at  various 
pubs,  which  we  all  enjoy  opening  as  it 
usually  is  an  excuse  for  a  good  night  out, 
we  also  have  several  people  running  in 
local  half  marathons  and  we  will  have 
people  in  the  Glasgow  Marathons. 

MrsTulloch  is  continuing  her  research 
for'  possible  post-school  needs.  At  the 
moment  our  main  aim  is  to  try  and  identify 
our  young  adults,  and  literature  has  been 
sent  to  relevant  professionals  all  over 
Scotland.  We  have  had  little  feedback  from 
this  so  far  but  we  are  now  in  the  process  of 
preparing  a  type  of  information  pack  and 
questionnaire  that  we  shall  send  out  in  due 
course.  Despite  the  lack  of  feedback  we 
are  not  too  discouraged  as  we  do  have  a 
better  idea  of  numbers.  Moreover  we  do 
feel  that  the  response  need  not  always  be 
immediate  to  be  important.  We  have  made 
a  lot  of  contacts  and  friends  and  we  hope 
that  this  will  all  be  useful  in  the  future. 

We  have  had  quite  a  lot  of  publicity  up 
here  lately.  Mrs  Tulloch  has  been  doing 
some  local  TV  and  radio  from  which  we 
have  had  some  response  and  are  hoping 
for  more.  I  also  did  some  TV  where  I  was  very 
nervous  but  it  seemed  to  go  quite  well  in 
the  end  and  we  probably  have  had,  to  date, 
about  twenty  responses  to  it.  These  all 
need  to  be  followed  up  and  we  hope  to  do 
this  in  the  near  future. 

Mr  Collins  has  been  involved  in  our 
video  work  and  we  hope  to  enlarge  on  this 
area.  Sister  Ailish  feels  that  it  is  important 
and  the  parents  do  benefit  from  the  films, 
so  again  this  area  needs  expansion.  Mrs 
Collins  keeps  our  caravan  going  very 
smoothly  indeed  and  we  have  all  had  great 
holidays  there. 

All  the  parents  and  children  in  Scotland 
are  well.  We  all  had  an  interesting 
productive  and  enjoyable  evening  with 
Paul  Ennals  recently.  All  of  us  enjoy  this 
type  of  contact  as  it  does  tend  to  recharge 
our  batteries.  We  wish  everyone  well. 

Gill  and  Jerry  Morbey 
3  Kersland  Street 
Hillhead 
Glasgow  G1 2 


Vibralarm 


Niagara  Engineering  Ltd  have  updated  the 
design  of  the  vibrating  alarm  clock  to  allow 
it  to  be  run  off  batteries.  A  vibrating  pad  is 
placed  under  the  pillow  or  mattress,  to 
awaken  the  sleeper  when  the  alarm  goes 
off. 

It  can  also  be  used  by  people  who  do 
not  want  to  disturb  the  rest  of  the  house 
when  they  get  up. 

Cost:  £36.00  Contact  Vibralarm, 
Colomendy  Ind  Estate,  Rhyl  Road,  Denbigh, 
Clwyd,  Wales. 


Slinky  Toys 


Christine  Long  (RNIB  Education  Adviser) 
recommends  that  many  of  our  children 
would  love  Slinky  Toys  —  those  colourful 
beasts  that  slither  down  stairs  on  a  snake- 
like spring.  Until  recently  these  toys  have 
only  been  available  from  the  USA,  but  they 
are  now  being  marketed  in  the  UK  by 
Anthony  Strodder  Ltd,  40B  Town  Street, 
Farsley,  Pudsey,  West  Yorkshire. 


Deaf-Blind 
Mobility 

Eleven  million  leaflets  are  being  distributed 
by  the  Department  of  Transport  and 
Central  Office  of  Information,  warning 
drivers  of  the  significance  of  the  red-and- 
white  cane.  The  intention  is  that  every 
driver  in  Britain  should  receive  a  copy. 
The  Text  reads: 

"RED  AND  WH ITE  means  DEAF  AND 
BLIND.  We  are  all  familiar  with  the 
white  stick  carried  by  those  with 
impaired  sight. 

But  how  many  know  that  red  bands 
on  a  white  stick  indicate  that  the 
person  is  deaf  as  well  as  blind? 

This  means  that  you  can't  attract  the 
deaf-blind  person's  attention  to 
danger  or  hazard  by  shouting  or 
sounding  your  horn. 

If  you  see  someone  with  a  red  and 
white  stick,  remember  to  TAKE 
EXTRA  CARE". 
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Fanny  Turner 


During  the  early  50s,  when  I  was  about  9 
years  old,  my  mother  asked  me  one  day  to 
come  and  meet  some  friends  of  hers  who 
had  stopped  by  on  a  visit  whilst  out  on  a 
drive,  and  who  were  in  theircaroutsidethe 
house.  I  was  introduced  without  explanation 
to  an  elderly  lady  sitting  in  the  front 
passenger  seat  who  took  my  hand,  felt  my 
arm  and  made  strange,  stuttering  noises 
instead  of  speaking.  I  was  momentarily 
horrified  and  sought  to  run  away,  but  that 
feeling  quickly  changed  to  fascination  at 
this  odd  person  confronting  me.  Perhaps 
my  memory  is  fooling  me,  but  I  like  to  think 
that  I  was  then  already  aware  of  the  beauty 
and  serenity  of  Fanny  Turner,  whom  I  came 
to  know  very  well  over  the  next  ten  years. 
What  I  did  not  know  then  was  that 
Fanny  was  a  long-term  member  of  our 
good  friends'  and  colleagues'  organisation, 
the  National  Deaf-Blind  Helpers'  League. 
After  her  death  in  1966  they  produced  a 
memorial  leaflet  written  by  her  companion, 
Dorothy  Hunter.  I  must  thank  the  League, 
not  only  for  its  use  in  filling  out  my  memory 
but  also  for  allowing  me  to  quote  sizeable 
chunks  from  the  leaflet:  Dorothy's  words 
are  so  expressive  of  what  we  all  received 
from  Fanny. 

"At  the  age  of  six,  a  gay,  intelligent, 
normal  little  girl  living  in  London, 
enjoying  her  second  year  at  school, 
was  cut  from  all  the  happy  experi- 
ences and  joys  of  childhood  to  face 
life  in  silence  and  darkness.  A  virus 
had  paralysed  the  vital  nerve  centres 
of  her  sight,  her  hearing  and  speech. 

In  1898,  the  day  of  opportunity 
for  the  multiply-handicapped  was 
very  far  away.  The  death  of  her  father 
at  the  same  time  added  to  her 
desolation.  Her  brother,  only  two 
years  older,  was  too  young  to  do  very 
much  and  with  no  further  schooling 
Fanny's  speech  and  vocabulary 
remained  undeveloped  for  the  rest 
of  her  life  and  her  life  at  times  was 
dark  indeed.  There  followed  years  of 
nothingness. 

Her  devoted  and  hard-working 
mother  began  to  encourage  her  to 
use  her  sense  of  touch.  When  her 
mother  married  again,  an  unhappy 
attempt  was  made  to  send  Fanny 
away  to  a  home  for  the  deaf-dumb. 

After  a  year  or  two  there,  Fanny 
returned  almost  a  complete  wreck. 
Without  sight  and  with  her  growing 
yearning  and  determination  to  lead  a 
more  normal  life,  she  did  not  stand  a 
chance  in  such  an  institution.  On  her 
return  home,  she  set  herself  all 
manner  of  domestic  duties  and 
helped  with  her  younger  step-brothers 
and  sisters.  Cleaning,  polishing, 
washing,  ironing,  sewing  and  mend- 
ing whenever  the  opportunity  arose, 
for  the  rest  of  her  life,  every  job  was 
undertaken  with  such  efficient 
thoroughness  that  put  many  a  sight- 
ed, hearing  worker  to  shame. 

To  one  with  so  sweet  yet  strong  a 
character,  longing  to  justify  her 
existence,  trying  not  to  be  a  useless 
burden  and  capable  of  achieving  so 
much,  the  frustrations  were  almost 
unbearable  at  times.  There  were 
long,  long  periods  with  little  or  no 
communication  at  all  with  the  outside 
world    How  Fanny  longed  to  know 


RODNEY  CLARK,  Director  of  SENSE, 

describes  his  friendship  with 

Fanny  Turner,  the  first  deaf-blind 

person  he  ever  met. 


what  was  going  on!  From  block 
letters  remembered  from  her  short 
schooldays,  she  could  learn  the 
manual,  but  without  the  written  or 
spoken  word  her  actual  vocabulary 
remained  very,  very  limited.  She 
devised  her  own  sign  language  to 
some  extent,  but,  without  speech 
therapy,  her  greatest  difficulty  and 
frustrations  were  in  trying  to  make 
herself  understood  and  her  incoher- 
ent sounds  led  to  great  misjudgment 
and  pitiful  unhappiness.  No  wonder 
in  later  years,  when  in  the  joy  of 
"living"  again,  she  renewed  her 
efforts  to  talk  and  among  the  first 
simple  words  she  quietly  repeated 
over  and  over  again  as  she  held  out 
her  hand  for  'news'  were:  'Tell  me  — 
tell  me  —  tell  me.' 

So  Fanny  stayed  at  home  and, 
encouraged  mainly  by  her  mother, 
she  developed  her  wonderful  imagi- 
nation, her  memory  and  above  all  her 
senseof  touch  until  she  could  thread 
an  ordinary  needle  and  appreciate 
the  qualities  of  materials,  cottons 
and  lace. 

Fanny  was  about  55  when  her 
mother  died.  It  cannot  be  imagined 
how  she  survived  without  bitterness 
the  worst  and  loneliest  years  of  all. 
Going  from  pillar  to  post,  never 
knowing  for  how  long  and  finally 
ending  up  in  the  deaf-dumb  home 
again.  Again  it  was  a  disastrous 
move.  How  near  she  was  to  being 
forced  to  go  to  a  mental  hospital 
doesn't  bear  thought.  Only  one 
Doctor  advised  that  she  should  be 
given  another  trial  in  a  different 
environment." 


Dorothy  Hunter  was  Matron  of  the  Home 
for  the  Blind  in  my  home  town  of  Andover 
Hampshire  when  Fanny  went  to  live  there. 

"Even  a  homeforthe  blind  isfarfrom 
suitable  for  the  totally  deaf-blind 
with  afflicted  speech.  In  such  a 
community,  their  exclusion  from 
countless  activities  and  the  problems 
that  arise  are  pathetic  to  witness.  It  is 
easy  enough  if  they  will  stay  in  a 
quiet  corner  and  not  give  any 
'trouble',  but  any  assertion  on  their 
part  and  they  are  often  termed  'bad- 
tempered',  'naught/  or 'queer". 

But  mere  existence  was  not 
Fanny's  idea  of  living.  The  adjustment 
from  the  climax  of  her  last  ordeal  to  a 
more  peaceful  way  of  life  was  not 
without  its  storms,  but  it  led  to  the 
last  1 7  years  of  her  life  during  which 
Fanny  gradually  lived  again. 

In  her  trusting  way  and  sensing 
security  with  confidence  at  last,  she 
against  set  herself  innumerable 
duties,  including  the  daily  bed- 
making  for  the  five  male  residents, 
the  preparation  of  waste  scraps  for 
the  chickens,  the  locking  up  of  doors 
at  night  and  assisting  the  more 
elderly  blind  down  the  wide  curved 
stairway. 

Month  by  month  her  serenity 
became  more  apparent;  her  fun 
began  to  enliven  the  house;  her 
activities  increased  in  spite  of  her 
deformed  knees  and  her  beautiful 
sewing  began  to  occupy  a  fair 
amount  of  time." 

When  Dorothy  Hunter  retired,  she  and 
'Tim'  Timbury,  our  local  Home  Teacher  for 
the  Blind,  set  up  home  in  Upper  Clatford,  a 
village  just  outside  Andover,  and  they  took 
Fanny  with  them.  They  could  not  bear  the 
thought  of  Fanny  regressing  due  to  lack  of 
constant  support,  and  they  knew  that  she 
would  continue  to  develop  and  respond 
within  a  home  of  her  own.  It  was  at  this  time 
that  Dorothy  Hunter  and  my  mother 
became  friends;  they  met  at  the  Business 
and  Professional  Women's  Club  in  town, 
and  my  mother,  also  a  Dorothy,  would  call 
in  at  the  bungalow  when  out  on  bike-rides. 

One  day,  Dorothy  and  Tim  sought  my 
mother's  advice  —  Fanny  had  pneumonia 
and  required  a  course  of  injections.  They 
worried  that  if  the  injections  caused  her 
pain  she  would  refuse  them  in  the  future. 
My  mother  was  Outpatient's  Sister  at  our 
local  hospital  and  was  well  used  to 
obstreperous  characters.  Together  they 
devised  a  system  for  catching  Fanny  'on 
the  move'  so  that  the  injection  would  seem 
like  a  chance  encounter  with  an  obstacle. 
This  course  of  action  proved  successful  to 
the  end  of  the  course.  My  mother  continued 
to  nurse  Fanny  when  she  was  sick,  and, 
indeed,  attended  her  when  she  was  dying. 

I  used  to  call  in  often  to  the  bungalow 
when  out  on  bike-rides.  Fanny  was  really 
good  fun  to  be  with,  and  there  is  no 
condescension  in  that.  Indeed,  after  a 
while  one  found  that  there  was  no 
conscious  awareness  of  her  disabilities 
since  communication  flowed  so  smoothly. 
She  was  a  great  one  for  playing  practical 
jokes  and  her  sense  of  fun  was  boundless. 

She  had  an  enormous  collection  of 
knick-knacks  and  ornaments  which  she 
kept  on  a  dresser.  She  would  rearrange 
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them  constantly,  but  know  exactly  were 
each  one  was  at  any  time. 

"As  the  years  went  by  her  needlework 
attained  a  standard  beyond  belief  for 
so  afflicted  a  soul.  Her  sense  of 
space,  size  and  shape  required  no 
pattern  forthe  exquisite  dolls'  clothes 
and  furniture  she  designed,  cut  out 
and  sewed  entirely  unaided,  choosing 
her  own  materials.  Only  colours 
were  spelt  on  her  hand.  Her  work 
required  great  concentration  and, 
being  exceptionally  sensitive  to 
vibration,  to  avoid  interruption  much 
of  her  work  was  done  during  the 
night.  Each  beautiful  article  was 
better  than  the  last.  Seeing  is 
believing  and  it  was  a  privilege  to 
watch  her  working." 

Dorothy  went  on  to  write: 

"Communication  was  still  a  mixture 
of  signs  and  limited  vocabulary  by 
manual.  It  was  late  to  begin  speech 
lessons  so  accustomed  was  she  to 
finding  out  all  she  could,  self- 
teaching  by  touch,  but  by  various 
methods  her  vocabulary  and  speech 


improved  and  it  was  exhilarating  to 
recognise  fresh  words  and  phrases 
right  up  to  the  end.  Her  memories  of 
the  few  precious  sighted-hearing 
years wereawonderful  blessing;  she 
seemed  able  to  recall  them  as  if 
plucking  a  pebble  from  a  crystal 
pool. 

She  will  be  remembered  for  her 
visits  to  the  Rainbow  Club  at 
Southampton  and  keeping  the  party 
going  by  bursting  balloonsormaking 
herfriendssit  on  them  until  the  room 
was  filled  with  the  vibration  of  pops 
and  laughter." 

Dorothy  Hunteris now 80,  blindand  in  poor 
health.  She  was  a  staunch  supporter  of  the 
League  and  a  remarkable  person  in  her 
understanding  and  love  of  Fanny. 

The  demands  of  a  deaf-blind  person  on 
his  or  her  family  are  prodigious  and  for 
some  people  it  is  impossible  to  meet  them 
without  serious  damage  being  done  to 
their  own  personal  development  and  life 
plans.  Dorothy  and  Tim  did  meet  those 
demands  to  the  fullest  degree,  but  in  this 
case  three  lives  were  enriched  in  the 
process. 


Teacher  Training 


As  we  go  to  press,  we  have  been  told  about 
the  conclusions  of  an  Advisory  Committee 
Report  due  to  be  published  shortly. 

The  Advisory  Committee  on  the  Supply 
and  Education  of  Teachers  (Special  Educa- 
tion Sub-Committee)  is  producing  a  report 
numbered  84/6,  which  will  be  submitted  to 
the  Secretary  of  State  for  Education  for  his 
approval. 

We  hear  that  two  of  the  recommen- 
dations are: 

LThat  all  training  in  the  field  of  special 
education  be  post-experience.  This  will 
mean  that  teachers  requiring  a  special 
certificate  will  need  to  have  experience  of 
teaching  in  mainstream  schools  first.  The 
Committee  recommends  the  abolition  of 
'combined  courses'  whereby  special  quali- 
fications are  combined  with  initial  teaching 


qualifications,  and  the  establishment  of 
new  courses  for  experienced  teachers. 

2.  That  special  training  need  no  longer  be 
required,  especially  in  the  fields  of  deafness 
and  blindness.  This  means  abandoning  the 
present  situation  whereby  all  teachers  in 
schools  for  blind  or  deaf  children  need  to 
be  specially  qualified  within  a  set  period, 
and  removing  from  the  local  authoritiesthe 
obligation  of  providing  and  paying  for 
special  training. 

SENSE  is  totally  opposed  to  this  second 
recommendation,  which  runs  counter  to  all 
our  proposals  to  increase  the  standard  of 
training  for  the  teachers  of  our  children. 
We  will  study  the  report  carefully  when  it  is 
published  and  give  a  full  account  in  the 
next  Newsletter. 


DHSS  Report 


The  DHSS  Report  on  'Mentally  Handicap- 
ped People  with  Special  Problems'  has 
been  issued.  It  describes  some  of  the 
methods  used  at  different  centres  catering 
for  special  categories  of  handicapped 
people. 

The  section  on  Deaf-Blind  Care  reports 
on  visits  to  the  Family  Centre  and  to  the 
Manor  House.  It  lists  many  suggestions  for 
staff  and  administrators  considering  the 
needs  of  deaf-blind  people,  but  it  does  not 
lay  down  a  policy  either  for  administrators 
of  for  practitioners.  SENSE  was  shown 
early  drafts  of  this  report,  and  many  of  our 
suggestions  have  been  adopted  in  the 
report. 

Among  the  'key  points'  which  the 
DHSS  Study  Team  make,  are  the  following: 


For  Practitioners 

". . .  (ii)  It  should  not  be  assumed  that 
multi-sensorily  handicapped  people 
are  mentally  handicapped  even 
though  they  may  function  as  such. 
Careful  assessment  should  take 
account  of  the  effects  of  their  double 
handicap  and  be  made  early  enough 
to  allow  speedy  intervention  and 
formulation  of  developmental  pro- 
grammes. 

(iii)  Assessment  of  the  degree  of 
sensory  impairment  should  precede 
assessment  of  mental  ability  . . . 
(iv)  Parents  .. .  will  need  help  and 
advice  on  ways  of  helping  their  child 
achieve  his  maximum  potential . . . 
(vii)  Parents  should  be  fully  informed 
of  progress  and  encouraged  to  carry 
out  programmes  in  the  home  setting 
where  appropriate." 


For  Managers  and  Planners 

"(ii)  When  considering  the  placement 
of  a  multi-sensorily  handicapped 
child,  parents  should  be  closely 
involved  at  all  stages  of  the  decision- 
making process . . . 
(v)  When  planning  future  placements 
for  school  leavers,  care  should  be 
taken  to  ensure  that  there  are 
facilities  available  to  meet  the  needs 
of  multi-sensorily  handicapped 
people. 

(vi)  Health  and  local  authorities 
should  consider  together  whether 
there  is  a  need  for  a  specialist  unit  (to 
cover  the  area  of,  say,  an  R  HA)  which 
could  provide  short-term  care  where 
required  and  which  could  provide 
advice  and  support  for  professional 
staff,  careers,  teachers  and  parents 
working  with  children  and  adults  in 
the  community". 


The  report  contains  many  other  interest- 
ing ideas  and  suggestions  as  well  as  brief 
descriptions  of  many  of  the  centres 
working  with  deaf-blind  people.  We  hope 
that  every  local  authority  and  health 
authority  will  read  this  report,  and  endea- 
vour to  follow  some  of  the  ideas  suggested. 

Copies  of  the  report  are  available  from: 
DHSS  Store,  Health  Publications  Unit, 
No  2  Site,  Manchester  Road,  Heywood, 
Lanes  OL10  2P2. 
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Holiday  Update 


The  Caister  Holiday 


Caister  holidaymakers  on  a  picnic. 

I  must  squeeze  in  a  quick  report  on  ourfirst 
holiday  for  Deaf-Blind  adults,  from  which 
we  have  just  returned.  A  full  report  would 
take  a  book  but  I  can  share  some  of  my 
personal  memories. 

Michele  sits  strumming  Paul's  guitar  in 
perfect  time  as  he  changes  the  chords  with 
his  left  hand  only  and  we  all  sing  in 
harmony  the  songs  Michele  requests  until 
her  delight  knows  no  bounds.  The  following 
night  Bruce  tries  the  same,  choosing  a 
Latin  rhythm  which  stretches  our  repertoire 
somewhat. 

I  see  Andrew  laughing  for  joy  as  a  little 
otter  reaches  through  the  wire  to  pat  his 
hand. 

I  remember  asking  Maurice  to  slice  a 
cucumber  and  then  my  being  called  briefly 
away.  I  return  to  find  the  job  complete, 
Maurice  rewrapping  the  remainder  having 
judged  to  perfection  exactly  how  much  to 
slice  for  the  number  present. 

Sean,  having  realised  how  dim  I  am, 
sits  quietly  at  the  table  and  accurately 
draws  the  items  he  spotted  in  town  and 
wishes  to  buy  tomorrow.  He  has  even 
written  a  price  on  one,  which  turns  out  to 
be  correct. 

I  see  two  young  ladies,  Janet  and 
Christine,  wreathed  in  smiles  as  they  sit 
resplendent  in  the  nail  varnish  and  lipstick 
they  bought  and  applied  that  afternoon.  I 
wonder  who  did  the  washing  up  that  night. 

I  recall  Christopher,  the  gentleman  of 
the  party,  quietly  supping  his  beer  and 
beaming  around  at  the  mad  young  things 
rushing  onto  the  dance  floor,  and  Keith 
strolling  homeward  afterward  in  the  moon- 
light, arm  in  arm  with  his  lady  and  obviously 
at  peace  with  the  world. 

And  I  remember  Karen,  and  the  huge 
smile  that  would  break  out  every  time  she 
had  checked  you  were  still  her  friend. 
There  are  many  more  such  snapshots  in 
-   .  "  emory  album. 

Also  I  treasure  the  support  and  inter- 
action of  the  team  of  helpers.  I  am 
repeatedly  amazed  at  the  quality  of  those 
hh  gather  on  our  holidays.  From  various 
backgrounds  they  bring  their  skills,  their 
fears,  and  their  overriding  concern  to 
spend  their  time  opening  up  the  world  to 
oung  people  and  also  opening  our 
,.'.  .-  g  peop  e  to  the  world.  Perhaps  the 
-at  at  the  end  of  an  exhausting  week 


they  demand  to  be  informed  of  the  next 
holiday,  shows  that  they  have  gained  much 
for  themselves  also. 

Holidaying  in  self-catering  chalets, 
there  was  so  much  that  could  have  gone 
wrong,  with  the  ever-present  risk  of 
fractured  and  isolated  groups  developing, 
but  as  early  as  the  first  Monday  afternoon, 
we  had  such  a  definite  feeling  of  mutual 
support  and  caring  that  I  knew  that  we 
would  win. 

So  we  sailed  the  Broads,  we  danced 
and  sang,  we  visited  the  animal  park,  and 
rode  the  model  railway.  We  dined  out  and 
dined  in,  swam,  shopped  and  played.  But 
most  of  all,  we  enjoyed  being  with  one 
another  and  learning  that  we  had  new 
friends. 

Every  one  of  our  Association  holidays 
has  its  miracles.  This  one  produced  a 
basketful. 

Norman  Brown 


Summer 
Holiday 


Following  our  successful  adult  holiday  in 
Caister  this  May  SENSE  are  now  organ- 
ising a  further  week's  holiday  this  summer. 

It  will  take  place  over  the  week  of 
Saturday  August  4-11,  at  Green  Park 
Centre,  Aston  Clinton,  Buckinghamshire. 
As  with  the  Caister  holiday,  places  will  be 
available  for  adult  members  of  the  Associa- 
tion (over  1 6  years  old),  in  particular  those 
who  are  living  at  home  and  being  cared  for 
by  their  parents. 

Green  Park  Centre  is  set  in  large 
attractive  grounds.  Excellent  meals  are 
provided  for  visitors,  who  stay  in  single 
bedrooms.  The  Centre  has  a  large  swim- 
ming pool,  and  aweil-equippedgynamsium. 

The  week  will  aim  to  achieve  a  number 
of  things.  First,  to  provide  a  break  for  the 
parents,  who  will  be  able  to  send  their 
offspring  away  for  a  week  in  the  knowledge 
that  they  will  be  well  cared  for.  Second,  to 
provide  a  good  holiday  for  the  holiday- 
makers.  And  third,  to  use  the  gym,  the 
swimming  pool  and  the  grounds  to  extend 
the  movement  abilities  of  the  young 
people. 

During  the  week,  the  holiday  makers 
will  have  the  chance  to  try  canoeing, 
tandem-riding  and  a  number  of  other 
activities.  There  will  also  be  provision  for 
the  quieter  types  who  don't  go  in  for  so 
much  rushing  around. 

For  details,  please  contact  Norman 
Brown  or  Paul  Ennals  at  the  office  as  soon 
as  possible.  The  holiday  is  not  just  for  the 
more  able. 


Who  to  ask  for  funding 


Ogilvie  Trust 

2a  Church,  Colchester,  Essex  C01  1NS. 
Tel:  (0206)  73738.  Contact:  Mr  I  J  Gillings 
Application  submission  by  social  worker  or 
similar  professional.  Especially  for  those 
resident  between  London  and  Norfolk. 
Help  with  the  cost  of  recuperative  holidays 
ie  exhausted  by  nursing,  work,  worry,  or 
suffering  from  nervous  breakdown.  Or 
persons  in  any  condition  who  would 
benefit  from  a  recuperative  holiday. 

Adamson  Trust 

c/o  The  Spastics  Society,  London  W1  5HQ. 
Contact:  Mrs  Quibell.  Tel:  01-387  9571. 
Scottish  Trust  which  makes  grants  to 
families  with  handicapped  children. 

Family  Fund 

Beverley  House,  York  Y03  6RB.  Contact: 
Mrs  E  M  Barnes.  Tel:  York  (0904)  29241. 
Application  submission  direct.  Help  to- 
ward holidays  for  families  with  mentally 
and  physically  handicapped  or  mentally 
disturbed  children,  and  for  such  persons 
up  to  25  years  of  age  in  need  of  a  recupera- 
tive holiday.  Mainlyforresidentsof  Greater 
London. 


Family  Holiday  Association 

5  Hill  Close,  London  NW1 1 .  Contact:  Mrs 
J  Laurance.  Tel:  01-455  1 777.  Application 
submission  by  referral  from  social  worker 
or  similar.  Aims  to  help  relieve  family  stress 
by  contributing  towards  the  cost  of  family 
holidays.  The  Association  does  not  organise 
holidays  but  has  preferential  terms  with 
Butlins  and  certain  other  holiday  camps. 
Grants  tied  to  the  specific  family  and  for  a 
holiday  only. 

Pearson's  Fresh  Air  Fund 

112  Regency  Street,  London  SW1E5JX. 
Contact:  MrG  Holloway. Tel:  01-834  7444. 
Application  submission  by  referral  from 
social  worker  or  similar.  Help  provided 
for  holidays,  either  in  groups  or  with  a 
parent,  for  children  who  need  a  break  from 
difficult  home  situations  or  from  life  in  the 
inner  city.  Sometimes  holidays  for  children 
alone  to  give  parents  a  break.  Also  help 
physically  and/or  mentally  handicapped 
children. 

This  information  has  been  provided  by  the 
Holiday  Care  Service,  2  Old  Bank  Chambers, 
Station  Road,  Horley,  Surrey.  02934  74535 
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Christopher  -  A  Silent  Life 


The  first  edition  of  MARGARET  BROCK'S 
book  appeared  in  1975.  Now  the  story  of 
her  deaf-blind  rubella  handicapped  son 
has  been  republished  by  Bedford  Square 
Press  in  conjunction  with  SENSE. 

In  the  last  Newsletter  we  printed 
excerpts  from  Christopher's  early  life.  But 
Christopher  —  A  Silent  Life  is  not  just  a 
biographical  account  —  it  is  full  of  dis- 
cussion and  ideas  on  the  general  issues 
which  confront  many  parents  of  rubella- 
handicapped  children. 

In  this  issue,  we  are  printing  a  few 
further  'tasters'  from  the  book. 
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Life  with  Christopher  was  unpredictable, 
and  one  day  in  a  long  hot  summer  I  lost  my 
temper  with  two  teenage  boys  who  were 
mocking  Christopher  and  his  sky-gazing, 
foot-dragging  walk  as  we  trailed  home 
after  a  picnic  in  Greenwich  Park.  It  was  hot, 
and  we  were  tired  after  an  exceptionally 
long  session  of  playing  on  swings  and 
climbing  frames  and  what  Elizabeth  called 
'being  a  nice  mummy'  —  as  distinct, 
presumably,  from  my  customary  nastiness 
—  and  I  watched  those  boys  crossly  for  a 
while  until  I  couldn't  bear  it  any  more.  I  left 
the  children,  dashed  across  the  road,  and 
caught  hold  of  both  of  them,  shouting 
"What  would  you  do  if  you  couldn't  see  or 
hear?"  And  then  I  was  ashamed,  because 
they  were  so  taken  aback  by  such  an 
attack;  they  mumbled  apologies  and  ran 
off,  and  I  went  back  to  my  poor  children 
feeling  terrible.  "Why  did  you  do  that, 
mummy?"  Elizabeth  asked,  and  I  couldn't 
possibly  tell  her  that  it  was  probably  the 
culmination  of  thirteen  years  of  being 
attached  to  someone  who  attracts  pity, 
fear,  horror,  sympathy  and  even  amaze- 
ment. Of  protecting  my  son  from  all  these 
by  apparent  nonchalance,  and  countering 
his  extraordinary  behaviour  by  apologies, 
smiles,  withdrawals  and  sometimes  expla- 
nations. When  your  child  leans  forward  in 
the  bus  to  trace  the  pattern  of  a  tweed  coat 
worn  by  the  lady  in  front  of  you,  lifts  a 
handbag  to  smell  it,  advances  close  to  a 
perfect  stranger  to  peer  at  his  moustache, 
or  licks  a  proffered  sweet  and  hands  it  back 
you  learn  not  to  be  self-conscious,  but  to 
try  to  laugh  it  off.  I  never  again  attacked 
anyone  for  mocking  Christopher  —  it 
taught  us  all  a  lesson. 


As  with  every  other  achievement  which  is 
quickly  written  about,  the  slow  steps  to 
final  success  were  indeed  agonisingly 
slow.  It  took  nearly  three  years  of  weekly 
visits  to  teach  him  to  swim  at  all;  three 
years  to  coax  him  into  writing  laborious 
script  letters  and  words,  three  years  with 
various  methods  to  show  him  how  to  add 
up  simple  numbers.  If  we  parents  of  these 
grossly  handicapped  children  seem  a  bit 
old  and  battered  before  our  time,  it  is 
mostly  because  every  single  achievement 
which  normal  children  develop  naturally, 
with  only  minimal  encouragement  has  to 
be  dragged,  coaxed,  persuaded  and  enticed 
from  our  children  by  teachers,  parents, 
relations  and  friends  all  the  time,  at  a  pace 
which  is  never  encouraging  and  frequently 
invisible.  But  we  felt  that  progress  was 
indeed  being  made,  and  life  with  Christopher 


was  really  much  easier  at  last.  As  a  group, 
too  we  had  succeeded  in  making  contact 
with  the  Ministry  of  Education,  and  had  had 
a  meeting  with  a  representative  to  tell  him 
of  our  anxiety  over  the  plight  of  a  growing 
number  of  children  for  whom  there  was  no 
schooling  available;  so  that  perhaps  the 
authorities  would  provide  more  places  and 
train  some  more  teachers,  and  so  that  no 
child  would  again  have  to  wait  until  he  or 
she  was  ten  years  old  before  getting  into  a 
school. 


Publicity  for  Christopher  —  A  Silent  Life 
continues  to  appear.  Margaret  Brock  was 
interviewed  on  TV-AM  on  27  April,  where 
viewers  saw  Christopher  autographing  a 
copy  of  the  book  and  heard  Margaret 
talking  about  the  need  for  vaccination 
against  rubella. 

Margaret  has  also  recorded  an  interview 
which  is  circulated  to  all  32  BBC  Local 
Radio  Stations.  We  expect  most  of  them  to 
broadcast  the  interview  at  some  stage. 
She  has  been  interviewed  on  BBC  Radio 
Wiltshire,  and  there  are  a  number  of  other 
interviews  arranged. 


Christopher  at  Poolemead 


Christopher  is  now  happily  settled  at  the 
deaf-blind  unit  at  Poolemead  Centre  in 
Bath. 

The  unit,  which  was  featured  in  a  three 
page  article  in  the  'Mail  on  Sunday'  colour 
supplement  on  6  May,  has  contributed  an 
up-to-date  report  on  how  Christopher  is 
getting  on  there. 


Christopher  has  now  been  resident  at 
Poolmead  for  one  year.  He  coped  very 
well  with  the  move  from  Pewsey  Hospital 
and  in  a  relatively  short  period  had 
established  himself  within  his  newenviron- 
ment. 

Our  first  task  was  to  get  to  know 
Christopher  and  for  Christopher  to  get  to 
know  us.  At  this  point  in  time  we  feel  we 
have  achieved  this  aim.  There  is  evidence 
that  Christopher  has  begun  to  develop  a 
meaningful  relationship  with  his  'Special 
Person'. 

As  we  have  come  to  know  Christopher 
we  have  become  more  aware  of  his 
somewhat  dry  sense  of  humour.  He  has 
often  been  amused  at  our  antics  as  we 
have  attempted  to  involve  him  in  some 
activity  or  other.  He  has  often  stood  aside 
just,  it  seems,  to  encourage  us  on  to  more 
'silly'  behaviour. 

We  believe  that  Christopher  has  made 
slow  but  significant  progress.  Indeed,  we 
did  not  anticipate  instigating  any  startling 
changes  within  Christopher.  We  have  seen 
small  signs  of  a  growing  independence 
and  increased  awareness,  things  which 
have  also  been  noted  by  Margaret  and 
Bevis  Brock  on  visits  home.  We  are  able  to 
communicate  with  Christopher;  although 
he  doesn't  use  formal  sign  language,  he  is 
to  a  limited  extent  able  to  understand  it. 
Certainly,  if  a  trip  to  the  pub  is  suggested, 
Christopher  doesn't  need  to  be  asked 
twice!  The  use  of  signs  allied  to  mime  and 
gesture  enables  us  to  reach  Christopher. 
Christopher  is  in  turn  able  to  communicate 


his  needs  and  desires  to  us  despite  not 
using  formal  language.  The  important  point 
is  that  he  shows  a  desire  to  communicate 
his  thoughts  and  feelings,  rather  than  the 
medium  he  uses.  As  he  obviously  under- 
stands a  number  of  signs  and  some  finger 
spelling,  further  developmental  growth 
may  bring  with  it  more  desire  in  Christopher 
to  reach  out. 

Christopher  joins  in  most  of  the 
activities  of  the  unit.  He  enjoys  trips  out, 
walking  and  swimming,  where,  when 
encouraged,  he  displays  a  fine  'doggy 
paddle'  stroke.  In  July  he  will  be  one  of  a 
group  going  to  Cornwall  for  a  week's 
holiday. 

Christopher  has  a  full  time-table  for 
attendance  at  the  Occupational  Develop- 
ment Unit  within  the  Poolemead  campus. 
In  fact,  it  is  difficult  to  keep  him  away.  He  is 
anxious  to  attend  even  on  high  days  and 
holidays!  He  enjoys  the  variety  of  activities 
that  are  available  for  him.  He  is  equally  at 
home  in  the  woodwork  shop  and  workski  I  Is 
area  but  surprisingly,  the  cookery  depart- 
ment does  not  seem  such  an  attraction  for 
Christopher,  despite  his  fondness  forgood 
food. 

In  the  future  we  believe  that  it  is 
realistic  to  look  towards  Christopherattain- 
ing  a  degree  of  independence  and  living 
within  a  sheltered  setting.  This  can  hope- 
fully be  achieved  within  the  Poolemead 
complex.  In  order  to  achieve  this  aim  we 
need  to  promote  motivation  from  within 
Christopher.  At  the  moment  he  is  still  very 
passive.  We  believe  that  this  is  possible 
over  the  next  couple  of  years.  It  is 
important  that  Christopher  can  continue  to 
gain  pleasure  from  his  existence  and 
enjoyment  in  life.  We  hope  to  help 
Christopher  provide  the  environment  in 
which  he  can  achieve  this. 

D  Phippen 

Residential  Social  Worker 

Deaf/Blind  Unit 

RNID  Poolemead  Centre 
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Lesley  Walton 

Lesley  was  26  years  old  in  February,  very 
proud  to  be  26.  but  I  think  that  she  would 
pass  as  younger.  She  is  tall,  with  a  good 
upright  posture,  and  at  first  glance  you 
would  not  think  of  her  as  a  handicapped 
person.  All  the  same,  she  is  deaf  and 
partially  sighted,  and  wears  two  hearing 
aids. 

Her  speech  is  very  limited,  but  she 
uses  'Makaton'  signs.  She  has  a  good 
sense  of  humour,  and  gets  enjoyment  from 
all  the  good  things  in  life;  holidays,  discos, 
cheese  and  wine  evenings,  parties  and 
hairdressers.  She  also  enjoys  knitting, 
cooking  and  snooker,  but  not  bed-making 
or  being  told  when  she  is  wrong. 


Lesley  attends  the  Braintree  Training 
Centre,  and  has  been  there  for  8  years  or 
more.  Last  year  she  did  a  6  month  house- 
keeping course  and  did  very  well.  Lesley 
enjoys  the  Centre  and  likes  all  the  staff. 
There  are  80  to  1 00  trainees  on  the  books. 
There  is  a  very  wide  programme  offered  to 
her,  and  she  has  free  transport  door  to 
door. 

The  family  feel  that  the  long  years  of 
bewilderment  and  strain  are  behind  us 
now,  and  we  are  looking  forward  to  our 
retirement  years  when  Lesley  will  be  not 
just  a  daughter,  but  a  companion. 

Jean  &  Ronald  Walton 
"Orchard  Villa" 
West  End  Road 
Tiptree,  Essex 


Joanne  Presland 

Joanne  was  born  in  April  1 970,  with  a  birth 
weight  of  just  over  3lbs.  We  were  told  that 
she  was  rubella  handicapped  about  2  days 
after  she  was  born.  She  has  a  heart  defect, 
is  profoundly  deaf,  has  cataracts  in  both 
eyes,  is  mentally  handicapped  and  hyper- 
active. 

Joanne  lived  at  home  with  us  until  she 
was  5.  Joanne  and  I  attended  Winchester 
Opportunity  Group  2  mornings  a  week, 
which  was  a  Godsend  to  all  of  us.  Through 
the  Opportunity  Group  Joanne  passed  an 
assessment  at  the  Mary  Sheridan  Unit  at 
Borocourt  Hospital,  Reading,  which  was 
50  miles  away.  We  had  Joanne  home  every 
weekend  and  every  school  holiday  for  3 
years. 

Joanne  could  not  adjust  to  being  so  far 
away,  and  it  was  a  strain  on  all  of  us.  Within 
the  next  month  Joanne  was  placed  at  Old 
Rectory  at  Abbotts  Worthy,  near  Winchester, 
which  is  only  1 0  miles  away.  Joanne  has  a 
happy  life  there.  I  can  only  describe  the 
Old  Rectory  as  a  "home  from  home".  She 
attends  Greenacres  School,  where  she  is 
doing  very  well. 

I  used  to  have  Joanne  home  every 
weekend  until  she  started  to  have  fits, 
which  upset  me  and  the  other  2  children 
very  much.  So  now  we  visit  her  as  much  as 
we  can,  and  have  her  home  for  the  day 


sometimes. 

Joanne's  future  we  do  not  know,  until 
she  is  assessed  at  1 6.  I  try  not  to  think  of 
where  she  will  go,  but  subconsciously  it 
will  always  be  at  the  back  of  my  mind. 

Mrs  Presland 
17  Shears  Rd 
Bishopstoke 
Eastleigh 
Hants 


Ruth  Brett 


Deaf,  Partially  Sighted 

It  is  some  time  since  we  gave  any  report 

on  Ruth's  progress. 

She  will  be  21  on  23rd  January  and 
has  been  at  the  Ida  Darwin  Hospital, 
Fulbourn,  Cambridge,  since  she  was  9. 

There  she  has  been  well  cared  for, 
particularly  while  she  attended  the 
school  there,  where  they  had  two 
teachers  who  did  a  wonderful  amount  of 
work  on  Ruth  and  got  her  to  dress 
herself,  (apart  from  buttons),  help  with 
making  tea  and  coffee,  even  to  pouring 
out,  and  doing  the  washing  up. 

She  obviously  has  a  fair  amount  of 
useful  sight  and  manages  to  get  about 
on  her  own  very  well.  Unfortunately  they 
could  not  keep  her  at  the  school, 
although  they  did  some  string-pulling 
and  kept  her  there  until  she  was  nearly 


20.  This  past  year  has  not  been  a  good 
one,  since  she  has  been  moved  to  the 
adult  training  unit,  where  circumstances 
are  very  different. 

Ruth  has  become  rather  frustrated,  I 
think  mainly  due  to  frequent  changes  of 
staff  and  has  had  some  very  nasty 
knocks,  including  breaking  a  cup  across 
her  nose,  which  required  stitches.  Due  to 
a  lot  of  thumping  with  her  hands,  these 
have  become  very  calloused  and  sore, 
also  requiring  stitches  in  cuts. 

However  generally  she  is  looked 
after  very  well,  far  better  than  we  could 
ever  do  if  she  was  at  home.  Ruth  does 
not  seem  to  have  any  hearing  at  all  and 
does  not  vocalise. 

Mr  fi  Mrs  Brett 
79  Henley  Road 

Iptwteh 


Paul  Taylor 

Paul  started  full  time  education  at  White- 
fields  School  on  30  April,  and  has  loved  it 
from  the  very  first.  Zita  Saywell  and  the 
Department  were  pleased  with  the  stimu- 
lation that  Paul  has  been  given  over  the 
past  five  years.  At  long  last  Paul  is  where  he 
belongs  with  visually  handicapped/deaf 
children,  in  a  group  ratio  of  4:2. 1  could  go 
on  and  on  telling  you  how  wonderful 
Whitefields  is  but  I  expect  you  already 
know. 

We  were  told  that  Essex  Education 
Department  would  be  against  Paul  being  in 
'out  of  county'  education.  Gary  and  I  have 
had  one  or  two  'arguments'  on  the 
telephone  with  faceless  civil  servants  and 
quite  a  few  sleepless  nights.  But  when  you 
know  your  rights  as  parents,  nothing  is 
going  to  stop  you,  especially  when  you 
have  SENSE  backing  you  all  the  way. 

The  British  Sign  Language  course  held 
at  The  Family  Centre  by  Jessica  and  Lindy 
has  really  helped  us  all.  Paul  has  a  good 
grounding  on  basic  signs  and  it  is  quite 


amazing  how  quickly  he  has  picked  them 
up.  His  brother  Mark  is  very  good  at  signing 
and  seems  to  use  more  signs  than  Gary  or  I 
do  with  Paul. 

We  know  that  being  at  Whitefields  Paul 
will  get  a  good  education,  and  hopefully  for 
the  next  few  years  he  will  be  in  a  stable 
environment. 

Christine  Taylor 
159  St  Luke's  Road 
Southend 
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Mark  Evans 

My  eldest  son  Mark  was  born  on  14th 
March  1961.  At  7  months  old  we  went  to 
America  for  one  year.  He  was  absolutely 
fine  there  —  the  American  doctor  called 
him  a  "Broth  of  a  boy".  We  returned  to 
Britain  in  November  '62.  In  March  '63  his 
brother  Lloyd  was  born,  and  the  following 
December  we  moved  to  stay  with  my 
parents  in  Swansea. 

It  was  5  days  before  Christmas  that 
Mark  was  taken  seriously  ill.  He  was 
rushed  into  intensive  care  at  Hill  House 
Hospital,  where  he  underwent  .numerous 
tests  and  lumbar  punctures,  before  finally 
the  doctors  diagnosed  encephalitis.  He 
remained  comatose  for  8  weeks.  Gradually 
he  regained  consciousness  and  returned 
home,  but  he  was  found  to  be  profoundly 
deaf.  His  eyesight  was  not  tested  at  this 
stage,  because  he  was  very  weak  and 
ataxic. 

We  moved  to  Bewdley  in  Worcester- 
shire, where  I  enrolled  Mark  in  a  playgroup, 
but  unfortunatley  he  did  not  fit  in.  In  order 
to  assess  his  capabilities  he  joined  the 
deaf  unit  at  school  in  Swansea.  He  did  well 
here,  and  it  helped  him  to  come  to  terms 
with  his  hearing  handicap. 

At  the  age  of  1 6  Mark  left  Mornington, 
Summerfield  School  for  the  Deaf  in 
Malvern.  We  moved  to  a  house  nearby,  and 
in  October  '68  Mark's  second  brother, 
Robert,  was  born.  Here  at  Summerfield 
Mark  coped  very  well,  considering  that  this 
school  was  ideal  for  deaf  pupils  but  not 
ideal  for  those  like  Mark  with  additional 
handicaps.  For  example,  they  refused  to 
take  him  swimming,  stating  that  they  could 
not  cope  with  his  problems.  It  was  a 
boarding  school  and  Mark,  as  a  day  pupil, 
missed  out  on  most  of  the  social  activities. 
He  was  also  confined  to  very  small  classes 
of  one  or  two  pupils. 

It  was  during  his  7  years  at  this  school 
that  his  eyesight  was  tested  and  he  was 
given  spectacles.  A  new  unit  was  formed 
from  the  Summerfield  School  —  for  deaf 
children  with  additional  handicaps.  This 
unit  was  called  Mornington  and  it  came 
under  the  dedicated  care  of  Miss  Woodford. 

Mark  was  very  happy  here  as  a  weekly 
boarder.  The  big  problem  was  the  age  gap. 
Mark  was  14,  and  the  next  child  was  only  9, 
while  the  other  4  pupils  were  aged 
between  5  and  6.  There  were  only  6  pupils 
here  at  the  start. 


At  the  ages  of  1 6  Mark  left  Mornington, 
desperately  needing  a  school  to  mature 
him,  after  spending  so  much  time  with 
young  children.  Happily  we  found  the 
perfect  answer  in  The  Spastics  Society's 
Beaumont  College  in  Lancaster.  He  spent 
2  very  fruitful  progressive  years  here,  and 
our  gratitude  for  this  is  due  to  Mr  Malcolm 
Walker,  tutor  for  communication,  Mr  George 
Marshall,  The  Principal,  and  the  other 
members  of  staff  who  helped  in  so  many 
many  ways  to  give  Mark  confidence  and 
social  skills. 

Mark  left  Beaumont  at  the  age  of  1 8+, 
and  then  he  had  nothing  until  he  was  past 
21.  What  a  waste  of  3  precious  years. 
During  this  time  he  was  enrolled  at  the 
Malvern  Hills  Adult  Education  College,  and 
we  paid  the  taxi  fare.  Friends  told  me  that 
Mark  spenta  lot  of  timesitting  alone.  I  went 
along  unannounced  one  day,  and  found 
this  to  be  true  — and  I  did  notthinkthatthe 
assistance  which  he  was  getting  was  worth 
the  taxi  fares.  He  was  merely  making  the 
numbers  up  with  mentally  handicapped 
people  from  all  areas. 

At  the  end  of  March  this  year  Mark  has 
completed  an  18  month  course  in  the 
Assisted  Training  Scheme  at  Perryfields  in 
Worcester,  for  the  mentally  handicapped. 
The  staff  here  are  marvellous,  and  I  must 
give  special  mention  to  Mr  Roberts,  Mr  & 
Mrs  Crese,  Mr  Marsh,  John  Higgs  and 
John  Hayes  for  all  their  help  and  encourage- 
ment in  teaching  Mark  new  skills.  But  this 
is  not  the  place  for  Mark.  H  is  Social  Worker 
for  the  Deaf  put  him  there,  because  "there 
was  nowhere  else";  of  course  there  are 
other  places,  one  has  to  look  around. 

Mark  is  not,  and  never  has  been 
mentally  handicapped.  He  is  bright,  very 
hard  working,  loves  company,  is  fascinated 
by  gardening,  and  he  is  an  animal  lover.  He 
is  extremely  neat  and  methodical.  He  can 
type  letters  on  his  large  print  typewriter,  he 
drives  around  on  our  lawnmower,  efficiently 
gardens  our  2  acres,  and  takes  charge  of 
the  poultry  and  our  2  pet  ewes  with  their 
lambs.  He  also  feeds  and  waters  our  2  cats 
and  2  dogs. 

Mark  is  also  a  very  selective  TV  viewer. 
He  watches  "One  Man  and  his  Dog",  "Last 
of  The  Summer  Wine",  "All  Creatures  Great 
and  Small",  Gardener's  World"  and  the 
excellent  "See  Hear"  programme.  We  have 
a  Teletext  TV,  so  he  reads  the  News  and 
the  Weather  Forecast  daily. 


Communication  and  conversation  are 
Mark's  major  problems.  He  cannot  under- 
stand you  and  it  is  unlikely  that  you  will 
comprehend  what  he  is  trying  to  say, 
unless  like  Mrs  Doreen  Norris  you  give  him 
time  and  consideration.  Mrs  Norris  after 
half  an  hour  with  him  was  able  to  discuss 
sheep  and  sheepdogs  satisfactory.  Mark 
can  finger-spell,  BSL  sign  slowly  and 
lipread,  but  he  can  only  talk  to  one  person 
at  a  time.  He  enjoys  chess,  snooker,  darts 
and  all  forms  of  craft-work. 

We  are  very  lucky  to  have  a  private 
teacher  to  help  him  out  with  his  reading 
and  understanding.  This  is  invaluable;  it 
assists  his  written  work  too,  because  being 
deaf  he  often  resorts  to  the  written  word. 
He  loves  to  learn,  and  a  new  accomplish- 
ment is  the  new  tandem  trike  which  arrived 
last  week.  Already  he  and  his  brother  Lloyd 
pedal  furiously  around  these  quiet  roads.  It 
had  to  be  a  tandem  trike  because  Mark's 
balance  and  eyesight  are  not  good  enough 
for  him  to  ride  solo. 

I  began  to  despair  of  ever  finding  the 
right  Association  for  his  needs.  Until  one 
glorious  Sur|day  when  watching  "See 
Hear"  the  Deaf-Blind  Association  featured 
on  the  programme.  Now  with  Sense  we 
look  no  further. 

Margaret  Evans 
Caswell 
Ankerdine  Rd 
Cotheridge 
Worcester 


Joanna  Nicol 

Joanna  is  aged  6.  When  she  was  aged  1 V2 
she  caught  meningitis,  and  was  discharged 
8  weeks  later  with  brain  damage.  After  that 
we  were  left  to  our  own  devices,  with  just 
occasional  medical  checkups  —  mostly 
audiology. 

After  nearly  2  years  at  home  she  was 
placed  in  a  school  for  profoundly  handi- 
capped children.  It  was  a  lovely  school,  but 
it  was  only  a  place  to  keep  the  children 
happy  for  a  few  hours  a  day. 

One  day,  her  audiology  teacher  from 
the  hospital  paid  a  visit  with  Sister  Ailish 
from  St.  Vincent's  Deaf-Blind  Unit.  Her 
words  later  were  "she  stuck  out  like  a  sore 
thumb".   She  was  clearly  in   the  wrong 


school,  which  can  so  easily  happen  with 
our  children.  It  took  a  few  months,  but 
eventually  she  was  accepted  into  St 
Vincent's,  where  she  has  improved  immens- 
ly.  She  nowfeeds  herself,  and  is  nearly  fully 
toilet  trained. 

Joanna  is  a  very  happy  and  sunny- 
natured  child,  and  I  just  hope  that  she 
continues  to  improve  as  she  has,  with  the 
help  of  her  teachers  at  her  school. 

Margaret  Nicol 

268  Paisley  Road  West 

Glasgow 


Joanna  with  a  member  of  St.  Vincent's 
staff. 
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As  part  of  the  Rubella  Campaign,  many  parents  of  rubella  children  have  been 
asked  to  write  short  'life  stories'  for  us  to  present  to  the  professionals  involved  in 

the  vaccination  programme.  We  feel  it  is  vital  that  everyone  involved  in  this 
programme  should  understand  the  human  side  to  the  story  —  the  parents'  side. 

Two  of  the  first  'life  stories'  were  from  Jo  Connolly  and  Sylvia  Hutchinson.  We 

hope  that  other  parents  will  feel  able  to  tell  their  story  too,  in  the  hope  that  it  will 

help  the  campaign  to  stamp  out  rubella  disabilities. 


Malachy  Connolly 


hoped  everything 
unfortunately  this 
found  out  when  I 
clinic  for   his  first 


When  I  was  23  I  decided  to  have  my 
fourth  child.  I  had  already  had  three  little 
girls  who  caught  German  measles  when  I 
was  only  about  two  weeks  pregnant 
which  resulted  in  myself  catching  it.  My 
doctor  told  me  that  this  disease  could 
cause  damage  to  the  unborn  child  in  the 
very  early  stages  of  a  mother's 
pregnancy,  but  he  gave  me  no 
understanding  of  just  how  extensive  this 
damage  could  be.  This  was  the  first  time 
I  had  heard  of  German  measles  being  so 
dangerous  to  an  expectant  mother. 

decided  to  have  my  baby  and 
would  be  OK,  but 
was  no'  to  be  as  I 
took  Malachy  to  the 
examination  at  eight 
weeks  old.  I  shall  never  forget  that  day 
when  I  was  told  that  my  son  was  blind 
and  that  he  had  a  heart  murmur  and  then 
later  on  to  find  out  that  he  also  had  some 
hearing  loss  and  brain  damage  as  well. 
During  the  first  few  years  he  had  to  have 
operations  to  remove  the  cataract  and 
everything  was  very  slow.  I  had  no  help 
whatsoever  with  my  son.  I  was  just  told 
he  was  mentally  handicapped. 

At  the  age  of  five  he  was  sent  to  our 
local  school  for  mentally  handicapped 
children  and  remained  there  until  he  was 
ten  years  old.  Fortunately  the  school 
doctor,  to  whom  we  shall  always  be 
grateful  spotted  him  and  could  see  he 
was  wrongly  placed  at  this  school;  she 
arranged  for  him  to  go  to  the  Mary 
Sheridan  Unit  at  Borocourt  Hospital. 
Reading  for  an  assesment.  Before  going 
to  Borocourt,  Malachy  had  never  learned 
any  signs,  so  he  found  it  very  hard  to 
communicate  and  by  the  age  of  ten  he 
was  very  frustrated  as  he  could  not  make 
his  needs  known.  For  the  first  week  I 
went  with  him;  they  carried  out  an 
assessment  programme  on  him  and  all 
the  staff  gave  their  opinion  in  a  meeting 
with  Doctor  Williams.  They  decided  he 
needed  help  and  that  they  would  allow 
him  to  go  to  school  there. 

This  was  when  he  first  started  his 
signing.  I  kept  in  constant  touch  with  his 
progress  and  went  down  every  other 
Friday  to  bring  him  home  for  the 
weekend  and  also  spent  the  day  at 
school  and  in  the  Unit.  He  did  very  well 
there;  that  was  the  light  for  us  all  at  the 
end  of  a  very  dark  tunnel.  He  had  to 
leave  the  Unit  the  Christmas  before  his 
12th  birthday,  as  he  was  now  too  old  to 
remain  there. 

My  local  Education  Department  had 
nothing  for  him  to  come  back  to,  only  the 
same  school  as  he  was  in  before,  so  that 
is  when  the  battle  started.  We  would  not 
agree  to  let  him  go  back.  We  fought  for 
ten  months  for  him  to  go  to  the  DVH  Unit 
at  Whitefields  School  in  Walthamstow. 
During  this  time  he  had  no  schooling  at 
all. 


Malachy  has  now  been  there  for  over 
two  years  and  is  doing  very  well  as  he  is 
receiving  the  type  of  teaching  he  needs. 
He  can  remain  at  this  present  school  until 
he  is  eighteen  years  old.  I  just  feel  so 
cross  because  he  has  missed  out  on  so 
much  in  his  early  years,  because  there 
was  no  one  to  understand  his  problems. 

He  is  a  very  loving  boy  and  growing 
bigger  every  day:  full  of  energy  and 
always  wanting  to  go  out.  which  we  find 
very  tiring  at  times.  We  do  not  look 
ahead,  just  take  a  day  at  a  time.  When 
he  finishes  at  his  present  school,  we 
hope  he  can  go  to  our  Association's 
Further  Education  Centre  in  Market 
Deeping,  Lincolnshire,  but  we  will  have 
to  wait  and  see. 

Thinking  back  now  to  when  Malachy 
was  small,  he  was  such  a  frail  little  boy 
and  so  thin.  He  would  not  eat  enough  to 
keep  a  bird  alive.  It  used  to  take  hours  to 
get  him  to  eat  something  and  then  it  had 
to  be  mashed  up  food.  I  am  glad  to  say 
now  that  that  is  a  problem  of  the  past;  he 
loves  his  cup  of  tea  and  can  pour  it  out 
himself  —  also  putting  in  the  milk  and 
sugar,  although  he  likes  to  over  do  it  with 
the  sugar  at  times!  We  do  not  know  what 
the  future  will  hold  for  Malachy,  but  as 
long  as  we  are  around  we  will  see  that  he 
gets  the  best,  like  all  other  parents  do  for 
their  children. 

Having  a  child  like  Malachy  is  a  big 
strain  on  the  family,  as  you  cannot  do  the 
normal  things  other  people  take  for 
granted;  so  we  look  forward  to  our  only 
break  when  he  goes  on  holiday  for  two 
weeks. 

Jo  Connolly 

299  West  End  Road 

South  Ruislip 

Middlesex 


John  Hutchinson 

When  John  was  born  we  were  told  that  it 
would  be  a  miracle  if  he  lived  for  three 
months.  He  had  a  very  weak  heart,  he 
could  not  take  food,  and  his  left  foot  was 
folded  in  such  a  way  that  his  toes  were 
touching  his  shin  bone.  The  doctor  said  if 
he  did  live  he  would  walk  on  his  heel,  also  it 
would  have  to  be  in  splints  for  a  long  time. 
We  did  not  know  then  that  he  was  blind, 
that  came  a  little  later.  When  we  went 
home  from  hospital  I  decided  to  massage 
his  foot  a  few  times  each  day.  This 
stretched  the  guiders  and  brought  his  foot 
into  place.  When  the  doctor  came  weeks 
later  to  put  the  splints  on,  he  was  greatly 
surprised  and  asked  what  I  had  done.  "You 
have  worked  wonders  and  I  can  throw  the 
splints  away,"  he  said.  During  this  time  I 
began  to  realise  that  John  could  not  see.  I 
tested  him  in  all  kinds  of  ways,  but  no 
response  at  all.  We  took  him  to  a  specialist 
in  our  home  town  who  confirmed  this,  but 
could  not  give  us  any  reason.  "Nothing 
could  be  done,"  he  said. 

We  then  decided  to  go  to  a  specialist  in 
Leeds  and  it  was  there  we  got  the  answer. 
He  asked  if  I  had  had  any  illness  during  my 
pregnancy.  I  said  "only  German  Measles". 
He  went  on  to  say  that  if  we  had  gone  to 
him  six  months  earlier,  he  would  not  have 
known  the  reason,  but  it  had  just  been 
discovered  that  German  Measles  (during 
the  first  three  months  of  pregnancy 
particularly)  did  cause  a  great  number  of 
babies  to  be  born  deaf  and  blind.  He  said 
he  could  help  to  give  John  some  sight  by 
operation.  He  had  the  first  one  done  at  six 
months  old  and  that  was  on  his  tear  ducts. 
During  the  nextfewyears  he  hadfourmore 
operations  on  the  eyes.  These  gave  him  a 
degree  of  sight  with  the  aid  of  glasses,  but 
we  were  told  he  would  never  have  enough 
sight  to  lip  read. 

We  also  had  problems  with  eating,  but 
eventually  with  a  lot  of  hard  work  these 
were  overcome. 

He  was  toilet  trained  by  the  age  of 
three,  which  we  thought  was  pretty  good. 

During  this  time  we  had  also  learned 
that  John  was  severely  deaf.  We  were 
advised  by  the  Department  of  Health  in 
Huddersfield  to  go  to  a  speech  therapist. 
He  could  not  help,  but  he  did  make  an 
appointment  for  us  at  the  Department  for 
the  Deaf  at  Manchester  University.  There 
they  tested  John's  hearing  fully  and  found 
that  he  was  severely  deaf.  We  attended 
classes  there  on  Saturday  afternoons 
which  were  to  give  advice  to  parents  on 
how  to  help  their  deaf  children. 

One  day  I  read  an  article  in  a  woman's 
magazine  abut  a  young  woman  who  had  a 
deaf-blind  child.  It  asked  for  anyone  who 
had  a  child  like  hers  to  please  contact  her, 
as  she  felt  as  helpless  as  we  did.  I  wrote 
immediately.  We  arranged  a  meeting  at  her 
home.  There  I  met  Margaret  Brock  and 
three  more  ladies.  Of  course  the  lady  I  had 
written  to  was  Peggy  Freeman. 
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We  formed  a  small  group  and  had 
etings  at  each  others  homes.  That 
ant  a  great  deal  of  travelling  as  we  lived 
apart,  but  that  did  not  deter  us.  On  these 
all  beginnings  the  Association  was 
ned.  Later  we  were  all  invited  to 
idover  Hall  School  for  a  weekend 
iference  and  for  assessment  of  our 
Idren.  We  were  six  couples  and  it  was 
n  that  we  decided  to  call  ourselves  The 
iociation  for  Deaf-Blind  Children.  We 


fought  hard  to  get  recognition,  and  as  time 
went  on  the  membership  of  our  group 
grew. 

John  was  seven  years  old  before  we 
could  get  any  form  of  education  for  him. 
This  was  a  school  for  deaf  children,  but  as 
there  were  about  fifteen  children  in  each 
class  and  the  headmistress  would  not 
allow  any  form  of  finger  spelling,  or  signs, 
this  did  not  prove  to  be  any  help  for  him. 
Two  of  the  teachers  said  they  could  get 
through  to  John  with  finger  spelling,  but 
still  she  would  not  change  her  mind. 

These  were  the  kind  of  situations  we 
came  up  against  in  those  days.  At  the  age 
of  12,  John  started  to  have  petit  mal  fits, 
which  are  controlled  by  tablets. 

He  left  school  at  the  age  of  1 6.  By  this 
time  he  was  able  to  do  some  finger  spelling 
(which  we  had  taught  him  at  home)  and 
signs  of  our  own  making.  He  had  a  great 
understanding  of  situation.  I  think  I  can 
explain  what  I  mean  best  by  telling  you  how 
I  coped  when  my  husband  died  suddenly. 
John  was  still  16.  Each  evening  when  my 
husband  came  home  he  used  to  switch  his 
headlamps  on  and  off  as  he  was  coming  up 
the  road.  John  used  to  be  there  in  the 
window  looking  for  this.  When  it  stopped 
and  my  husband  did  not  come  home, 
John  was  so  unhappy  and  lost  a  lot  of 
weight.  I  decided  I  must  do  something  to 
try  and  make  him  understand.  So  one  day  I 
took  him  to  my  husband's  wardrobe.  I  let 
him  feel  that  all  the  clothes  had  gone.  I  got 
a  suitcase,  which  meant  "going  away",  and 
then  we  went  up  to  my  husband's  garage 


which  was  now  empty.  He  understood  that 
I  meant  his  Dad  had  gone  away,  and  he 
never  looked  for  him  again. 

After  school  John  was  at  home  with  me 
for  a  long  time.  Then  they  opened  the  new 
Welfare  Centre  in  Huddersfield  and  he 
attended  there  three  afternoons  each 
week.  One  afternoon  was  a  social  gathering 
the  other  two  were  handicraft  classes. 
With  my  help  he  used  to  make  trays, 
buffets,  etc.  He  quite  enjoyed  this,  particu- 
larly the  break  time  when  he  got  his  cup  of 
tea!  Later  he  went  into  the  young  peoples' 
workshop  where  they  did  work  for  a  local 
engineering  firm. 

Now  John  attends  a  Special  Care  Unit 
where  he  can  go  each  day,  all  day,  from 
9.00am  to  3.30pm.  There  are  ten  trainees, 
three  of  whom  are  mentally  handicapped, 
the  others  physically  and  John  is  the  one 
deaf-blind  person.  Here  the  teachers  are 
trying  to  work  out  a  special  programme  for 
each  one  according  to  their  capabilities. 
They  are  doing  well  with  him,  but  none 
has  been  trained  how  to  teach  or  work 
with  a  deaf-blind  person. 

He  has  settled  down  very  well  and 
seems  happy,  but  I  wonder  what  the  future 
holds  for  him  when  I  am  no  longer  here  to 
look  after  him.  I  hope  it  will  be  something 
better  than  he  has  had  in  the  past. 

Sylvia  Hutchinson 

'Lynton' 

13  Dudley  Road 

Gledholt 

Huddersfield 

Yorkshire 
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Mark  Webster 

Sincere  apologies  for  not  getting  in  touch 
before.  As  you  will  see,  we  have  moved. 

On  moving  day  Mark  was  an  excellent 
help.  He  packed  all  his  own  things.  When  I 
say  that  it  included  131  gardening  books, 
numerous  photography  magazines  and  a 
motley  assortment  of  "treasures",  it  was  a 
gi-normous  task! 

He  matched  us  hourfor  hour  in  sorting 
out.  Then  in  the  ensuing  weeks  he  helped 
us  to  create  order  out  of  chaos.  He  even 
took  a  turn  at  the  paper  stripper! 

Of  course,  ourone  worry  was,  would  he 
settle?  Because  of  bad  weather  he  was 
initially  confined  to  the  bungalow  unless 
we  went  out  in  the  car.  I  have  bought  a  carto 
enable  me  to  take  him  out  and  have  taken 
up  driving  again  after  a  lapse  of  far  too 
many  years.  (I  hadarefreshercoursewitha 
police  instructor!) 

Perhaps  the  greatest  bonus  of  the 
move  has  been  the  fact  that  Mark  now  has 
a  friend.  Something  he  has  wanted  but 
never  had.  His  name  is  Gary  and  together 
they  are  going  to  Benidorm  with  Derek 
Burton.  They  are  really  looking  forward  to 
it. 

After  Harborne?  Nothing!  The  DRO  at 
Wakefield  Job  Centre  has  made  the  usual 
sympathetic  noises  — yet  when  hearranged 
to  come  here  with  a  reporter  to  do  a 
newspaper  article  on  Mark  to  stimulate  job 
support,  he  just  didn't  turn  up.  I  didn't  tell 
Mark  until  the  previous  night  and  of  course 


he  felt  let  down.  I  felt  particularly  cross 
because  I  make  a  point  of  keeping 
promises.  Even  a  phone  call  on  the  day 
would  have  been  appreciated. 

Not  being  content  to  let  grass  grow 
under  our  feet,  we  have  made  local 
enquiries  —  but  we  cannot  alter  the  job 
situation. 

Mrs  Nancy  Webster 
Les  Crois' 

35  Barleyf ield  Close 
Pinders  Heath 
Wakefield 


Robert  Shirley 

at  32  years  old,  Robert  is  now  quite  grown 
up  but  is  in  many  ways  still  a  child.  He  has 
been  at  the  Royal  School  for  the  Blind  at 
Leatherhead  for  14  years  now  and  is  well 
settled  in  but  still  loves  to  maintain  close 
links  with  home  and  family,  although  he 
takes  an  annual  holiday  away  with  the 
school. 

Leatherhead  has  seen  dramatic  changes 
over  the  past  few  years.  Gone  are  the  old 
style  dormitories  with  low-level  dividing 
walls.  Now  there  are  apartment  units,  each 
with  9  or  10  residents  of  mixed  sex,  each 
with  their  own  room  linked  to  a  communal 
lounge  and  kitchen,  under  the  watchful 
eye  of  young  supervisors.  Residents  are 
encouraged  to  participate  in  meal  and 
snack  preparation  at  weekends  and  even- 
ings and  Robert  (I  understand!)  can  make 
tea  and  wipe  up.  They  are  never  lonely 
there;  someone  is  always  in  and  the 
lounges  are  comfortable  and  well  furnished, 
having  radio,  records,  TV  and  a  piano. 

Workshops  have  been  modernized 
and  are  bright  and  airy.  The  work,  although 
sometimes  repetitive,  provides  some  variety 
and  there  is  little  doubt  Robert  is  well 
settled.  All  in  all  as  I  get  older  my  mind  is  at 
rest  regarding  Robert's  future. 

Robert's  condition  had  a  serious  set- 
back 3  years  ago  when  it  was  noted  that 
the  very  limited  sight  he  had  always 
■■-■/.,':■:  t.>.-.  fading  After  two  separate 
consultations  it  was  discovered  that  his 
right  eye  was  completely  clouded  over  and 
■'■.Una  in  his  left  eye  had  become 
detached.  One  Consultant  decided  nothing 
could  be  done,  a  second  felt  there  was  a 
slim  chance  that  the  retina  could  be 
repaired  Our  hopes  raised,  he  came  home 


to  have  his  operation,  only  to  be  told  4  days 
later  that  the  eye  had  haemorrhaged  and 
that  the  operation  had  failed.  Robert  was 
told  he  would  have  to  wait  and  see  if  it 
cleared,  and  there  the  matter  rests.  We  are 
amazed  how  well  Robert  has  coped  with 
total  blindness  around  the  flat,  but  he  does 
have  dreadf  u  I  problems  sorting  out  clothes 
and  personal  belongings. 

Following  the  operation  he  became 
much  less  active  and  increased  weight 
dramatically  with  the  result  he  had  to  have 
a  complete  new  set  of  clothes.  A  diet  watch 
at  school  and  constant  reminders  to  eat 
less  chips  and  crisps,  etc,  have  however 
controlled  this.  Recently  he  actually  redu- 
ced weight  a  little. 

His  favourite  independent  activity  is 
(thanks  to  Condover)  swimming,  at  which 
he  is  very  good.  He  likes  to  be  taken  for 
long  walks  and  loves  music.  Contact  is  by 
phone  every  Sunday,  with  visits  every 
month  and  2  or  3  weeks  either  at  home  or 
with  his  youngersister  (now  a  married  lady 
who  enjoys  having  him  with  her  for  a 
holiday). 

If  I  were  asked  would  I  change 
anything  regards  Robert's  upbringing  I 
would  say  'No'.  Starting  him  early  with 
RNIB  training  caused  many  heartaches 
when  it  came  to  parting,  but  Robert 
developed  a  sense  of  independence  which 
enabled  him  to  take  many  serious  setbacks 
in  his  stride,  including  the  loss  of  his 
mother  at  quite  an  early  age,  a  severely 
broken  leg  which  took  4  months  to  mend 
and  the  more  recent  total  sight  loss.  I  have 
to  admit  —  I  am  rather  proud  of  Robert. 

John  Shirley 

7  Rockford  Close 

Bournemouth 

Dorset 


Michele  Sneiling 

Born  16  June.  Totally  blind.  Hearing  loss. 
An  operation  at  6  years  old  gave  her  some 
hearing.  She  uses  a  hearing  aid. 
Michele  still  attends  the  adult  training 
centre  (mentally  handicapped).  At  long 
last,  after  many  visits  to  the  centre,  trying 
to  explain  to  them  how  to  handle  her,  and 
many  letters,  which  ended  in  a  round-the- 
table  discussion  with  the  Social  Services 
chappie,  Blind  Welfare  Worker  and  the 
staff  at  the  Centre,  we  have  some  semb- 
lance of  peace.  She  now  seems  to  like 
going  and  we  have  no  upsets  in  the 
morning. 

She  still  goes  horseriding  on  Mondays 
but  they  say  they  haven't  the  staff  available 
for  music  teaching,  which  she  loved.  They 
did  take  her  to  Dovedales  Sports  Centre 
where  she  went  on  the  trampoline.  She 
said  she  hit  her  eye  the  second  time  and 
hasn't  wanted  to  go  since  (something  to 
find  out  about  next  visit!). 

She  does  a  daily  stint  on  the  exercise 
bike  and  plays  skittles  and  does  yoga,  all 
activity  things  which  she  enjoys.  She  is  in 
the  special  care  group,  which  has  aslightly 
higher  staff  ratio.  At  long  last  they  are  reali- 
sing, as  I've  told  them  many  times,  that  she 
has  dislikes  of  certain  trainees.  Instead  of 
trying  to  overcome  this  by  having  more 
contact  with  the  offending  trainee,  they 
now  keep  them  apart  as  far  as  possible, 
and  at  the  moment  it  is  peace. 

They  discovered  the  hearing  aid  was 
causing  more  problems  than  it  solved,  so 
they  gradually  didn't  give  it  to  her  anymore. 
Now  after  my  nagging  they  realise  that  she 
does  need  it,  and  she  has  one  kept  at  the 
centre  which  they  use  for  special  occasions 
such  as  horse  riding,  so  this  has  solved  yet 
another  problem.  The  background  noise 
was  driving  her  to  distraction  apparently. 


Michele  and  Paul  Ennals  on  the  Caister 
holiday. 

She  is  going  for  a  week  to  Caister  with 
the  Rubella  group  staff.  She  is  looking 
forward  to  this  with  mixed  feelings!  A  bit 
tearful  at  leaving  her  1 7  Galleywood  Road, 
but  a  bit  excited  at  the  thought  of  an  adult 
holiday  without  Mummy  and  Daddy.  We 
will  see.  Anyhow,  it  will  give  us  a  break,  the 
first  one  since  she  came  home  from 
Condover  13  years  ago,  and  a  big  thank 
you  to  all  the  personnel  who  are  taking  on 
this  Herculean  task. 

Best  wishes 

Beryl  Sneiling 

1 7  Galleywood  Road 

Gt  Baddow 

Chelmsford 

Essex 
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COURSES 


■  Rehabilitation  Course  for 
Deaf-Blind  People 

6-1 3  October 

The  Southern  and  Western  Regional 
Association  for  the  Blind  is  organising  a  week's 
residential  course  in  the  Hotel  Central,  St 
Helier,  Jersey,  for  deaf-blind  people. 

As  previously,  the  course  provides  an 
opportunity  for  practical  rehabilitation  and 
recreational  activities.  For  those  attending  for 
the  first  time,  you  should  normally  provide  an 
escort,  either  a  relative  or  a  member  of  staff. 
People  attending  who  have  been  before  will  be 
escorted  by  a  student  Technical  Officer. 

The  charge  for  the  week,  including  travel 
from  Waterloo  Station,  London, -then  by  air 
from  Southampton,  will  be  E160. 
•  Contact,  as  soon  as  possible,  Helen 
Holcroft,  SWRAB,  55  Eton  Avenue,  London 
NW3,  01-586  5655. 


■  'Disabled  People  -  Living 
and  Learning' 

Saturday  30  June 

Day  Course  covering  aids,  equipment  and 
techniques  developed  for  physically  and 
multiply-handicapped  people. 
•  Contact  Mr  K  Coulbeck,  154  North  Sea 
Lane,  Humberston,  Grimsby. 


CASTLE  PRIORY  COLLEGE 

■  'Technology  with  Disabled 
Children  and  Adolescents' 

4-9  November 

A  practical  review  of  new  aids.  Cost:  Tuition 
£90,  Residence  £90. 
•  Contact  Castle  Priory  College,  Thames 
Street,  Wallingford,  Oxfordshire. 


BRITISH  INSTITUTE  OF 
MENTAL  HANDICAP 

■Alternatives  to  Hospital 

29  June 

•  Highbury  Hospital,  Bulwell,  Nottinghamshire 


WHITEFIELDS  SCHOOL 

■  'Parents  and  Professionals  - 
A  Working  Partnership' 

9  June 

Whitefields  School,  which  has  a  thriving  deaf- 
blind  unit,  has  organised  a  one-day  conference 
on  this  subject.  Whilst  time  may  now  be  too 
late  to  attend  this  conference,  Whitefields  hold 
such  meetings  regularly.  Interested  people 
should  arrange  to  be  put  on  the  mailing  list. 
•  Contact:  Course  Secretary,  Whitefields 
School,  MacDonald  Road,  London  E17.  Tel: 
01-531   7627 


LONDON  GROUP 

The  London  Group  of  Workers  with  the  Deaf 
hold  regular  meetings  on  topics  of  interest  to 
teachers,  social  workers  and  any  other 
professionals  involved  with  deaf  people. 
•  Contact:  Mrs  S  Herbert,  187  Amyard  Park 
Road,  Twickenham,  Middlesex. 


■  Concerned  Technology 

Many  people  will  have  visited  the  Microfair  - 

Electronic  Aids  for  the  Handicapped  exhibition 

which  toured  the  country  last  year.  This  has 

now  merged  with  the  'Concerned  Technology' 

exhibition.  It  provides  practical  opportunities 

for  people  with  special  needs  to  gain  'hands 

on'  experience  of  a  range  of  microelectronic 

aids,  and  gives  a  fascinating  glimpse  into  what 

the  future  may  hold  in  store  for  people  with  a 

range  of  handicaps;  including  deaf-blindness. 

The  Exhibition  is  free.  Venues: 

2-3  July 

Anglo-American  Conference,  Chelsea  College 

2-4  August 

Eldon  Square  Recreation  Centre,  Newcastle 

16-18  August 

Aberdeen 

1-7  September 

Meadowbank,  Edinburgh 

Venues  in  Belfast  and  Manchester  to  be 

arranged. 

•  Contact:  Handicapped  Persons  Research 

Unit,  Newcastle  Polytechnic,  Newcastle.  Tel: 

0632-664061. 


CARAVANS 


JpUP 


We  hearthatthe  Northern  Region  Caravan 
still  has  several  weeks  unbooked.  The 
Caravan  situated  at  Lakeside  Lido  in 
Lincolnshire  offers  a  very  cheap  holiday  at 
only  £30  per  week  for  parent  members. 
Interested  people  should  apply  as  soon  as 
possible  to  Mrs  Clisby,  3Shibden  Drive, 
Carlinghow,  Batley,  Tel:  0924-441826 
After  the  AGM  in  July,  she  will  be  inviting 
bookings  from  non-members,  so  hurry  up! 


Any  Offers? 

Is  there  an  interested  person  who  would  be 
willing  to  help  out  a  family  containing  two 
deaf-blind  adults?  The  parents  are  looking 
for  someone  who  would  be  prepared  to 
stay  in  their  house  on  the  outskirts  of 
London  for  a  week  to  keep  an  eye  on  these 
two  able  young  people  in  order  to  give  the 
parents  the  chance  to  have  a  holiday  away 
together.  Payment  to  the  right  person. 

For  more  information,  contact  Paul 
Ennals  at  the  office. 


PUBLICATIONS 


Having  a  Hearing  Test 

Althea 
Dinosaur  Publication  Ltd 

This  charming  children's  book  explains 
simply  and  clearly  what  will  happen  when  a 
child  attends  a  hearing  test.  It  describes 
some  of  the  games  which  might  be  played 
to  test  hearing,  and  introduces  the  various 
pieces  of  testing  equipment  in  an  unthreat- 
ening  way.  An  excellent  book  for  a  young 
child  who  is  likely  to  go  through  these 
tests,  or  for  any  other  members  of  the 
family. 

• 

Easy  to  Make  Toys 

for  the  Handicapped  Child 

Don  Caston 

Human  Horizon  Series  Paperback  £5.95 

This  book  is  not  written  specifically  for 
children  with  a  hearing  and  sight  impair- 
ment, but  the  toys  he  describes  can  be 
equally  pleasurable  and  educational  for 
most  children. 

Don  Caston  describes  how  to  make  60 
toys,  all  dealing  with  day-to-day  life  eg 
clocks,  colours,  textures,  etc,  which  will 
help  to  develop  mobility,  manipulative 
skills,  counting  and  reading. 

The  author,  who  has  worked  at  the 
Handicapped  Educational  Aids  Research 
Unit  at  the  City  of  London  Polytechnic, 
gives  useful  tips,  detailed  instructions  and 
clear  diagrams  for  the  construction  of  each 
toy. 

The  designs  are  given  in  such  detail 
that  a  'first-timer'  can  make  them.  However, 
a  basic  knowledge  of  woodwork  would  be 
useful,  and  would  make  the  purchase  of 
the  book  more  worthwhile. 

Certainly  this  is  a  very  good  book, 
suitable  particularly  for  Libraries  and 
schools,  and  for  parents  with  a  'practical 
bent'. 

Gilda  Avanessian 


RNIB  Catalogue 

The  RNIB  has  produced  a  new  catalogue 
of  Aids  and  Games  for  blind  people.  Last 
published  in  1 978,  the  catalogue  contains 
a  number  of  new  items,  including  a  sound- 
only  TV  receiver,  an  improved  liquid  level 
indicator,  an  imported  braille  writer  and 
more  sound-emitting  balls. 

Copies  of  the  catalogue  are  available 
free,  in  print,  large  print  or  braille,  from  the 
Sales  Department,  RNIB,  224  Great  Port- 
land Street,  London  W1N  6AA.  Tel:  01- 
388  1266. 


Mrs  June  Gigg,  81  Milton  Rd, 
Yate,  BRISTOL.  Her  son 
Lincoln  is  16,  and  is  deaf  and 
mentally  handicapped  by 
rubella. 

Mr  P  Ward,  Vision  Aid 
Systems,  Enterprise 
Workshops,  Riverside  Way, 
NOTTINGHAM.  Vision  Aid 
makes  special  equipment  for 
visually  handicapped  people. 


Mrs  Rose,  35  Swallowdale, 
COLCHESTER,  Essex.  Her 
daughter  Joanne  is  13,  and 
attends  Dorton  House  Blind 
School. 

Mrs  Lindup,  26  Blanchard 
Road,  MORDEN,  Surrey.  Her 
1 5  year  old  daughter  Julie  is 
partially  sighted  and  partially 
hearing  from  rubella. 
Alan  Bailey,  Avondale  Centre, 
Hatfield  Rd,  BOLTON.  Alan  is 
a  nurse  working  with  mentally 
handicapped  children. 
Marlene  Sladen,  Clayponds 
Hospital,  Occupation  Lane, 
Ealing,  LONDON  W5. 


Elizabeth  Port,  25  Rooksmead 
Road,  Sunbury,  MIDDLESEX. 
Norman  Tait,  Royal  Victoria 
School,  NEWCASTLE. 
Ruth  Wood,  41 A 
Ravensbourne  Gardens, 
Ealing,  LONDON  W13.  Ruth 
is  a  teacher  of  the  deaf. 
Mrs  Myra  Morgan,  Avonscroft, 
Penprylsg  Road,  Pencoed, 
MID  GLAMORGAN.  Myra  is  a 
peripatetic  teacher  of  the 
blind. 

David  Pointon,  3  St  Andrew's 
Close,  Gorleston.  NORFOLK. 
David  is  a  teacher  of  deaf  and 
blind  children. 
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Reception  onboard  HMS  "President 


.» 


The  first  event  of  SENSE'S  newly-formed 
Events  Committee  was  a  reception  onboard 
HMS  "President",  hosted  by  our  Appeal 
President,  Admiral  Sir  Raymond  Lygo  and 
his  daughter,  Mrs  Brooke  Quinteros.  HMS 
"President"  is  the  headquarters  ship  of  the 
Royal  Naval  Reserve  (London  Division) 
and  is  moored  on  the  Thames  alongside 
the  Embankment,  just  downstream  from 
Blackfriars  Bridge.  Her  wardroom  (of 
special  interest  as  the  oldest  Royal  Navy 
Wardroom  afloat)  and  Gundeckwere  made 
available  by  kind  permission  of  Captain 
Henry  Roberts  VRD  RNR,  Captain  of 
London  Division  RNR. 


Esther  Rantzen  sporting  Cliff  Richard's 
jacket  which  she  has  just  bought  at  the 
auction. 

The  evening  was  a  spectacular  success; 
remarkable  since  the  reception  took  place 
on  probably  the  worst  day  of  the  year.  In 
addition  to  torrential  rain,  28th  March  saw 
London  Transport's  Day  of  Action  against 
the  Government's  proposals  to  abolish  the 
GLC.  As  a  result,  the  roads  in  Central 
London  were  solid  with  hardly-moving 
traffic  during  the  early  evening.  It  was 
enough  to  daunt  the  most  determined 
party-goer,  and  yet,  amazingly,  250  of  the 
312  who  bought  tickets  arrived.  Celebrities 
such  as  Esther  Rantzen,  Anthony  Andrews, 
Derek  Nimmo,  Diane  Keene  and  Lysette 
Anthony  were  present.  Anthony  Andrews 
masterfully  managed  an  auction  which 
included  two  Kruger  Rands,  and  Esther 
Rantzen  drew  the  raffle,  with  over  40 
prizes  which  were  donated  by  generous 
supporters.  Prizes  included  tickets  for  a 
trip  on  the  Orient  Express  and  dinner  for 
four  at  the  Savoy  Hotel.  The  evening  was 
also  the  occasion  for  the  launch  of  the  re- 
issue of  Margaret  Brock's  book"Christopher 
—  A  Silent  Life"  which  takes  Christopher's 
story  up  to  his  entry  to  the  Deaf-Blind 
Habilitation  Unit  at  Poolemead,  Bath. 
Altogether,  upwards  of  E9000  was  raised 
for  SENSE'S  Dawn  Kemsley  Fund  which 
will  make  new  residential  places  available 
for  our  young  school-leavers. 


Anthony  Andrews  (right)  chatting  with  SENSE  director  Rodney  Clark  (left),  and  SENSE  Appeal 
Chairman  Sir  Raymond  Lygo  (centre). 


Thanks  go  to  Georgina  Andrews,  Gwen 
Bellew,  Stephanie  Dewey,  Robin  Paterson, 
Brooke  Quinteros,  Olive  Tregelles,  Rose 
Wainwright  and  many  others  including 
SENSE  staff,  who  all  worked  extremely 
hard  and  learned  many  valuable  lessons 
for  future  events. 


" 
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1984  AGM 


This  year's  AGM  is  to  be  held  on  Saturday 
14th  July  at  2.30pm  at  The  National 
Children's  Bureau,  8  Wakeley  Street, 
London  EC1 .  The  NCB  is  situated  close  to 
the  Angel  Underground  Station  (Northern 
Line:  City  Branch).  A  map  giving  the 
location  and  transport  details  accompanies 
this  Newsletter.  Parking  is  not  possible 
directly  outside  the  Bureau,  but  there  is 
plenty  of  street  parking  in  the  area. 

This  will  be  the  last  AGM  of  the 
Charitable  Trust.  At  the  meeting,  members 
will  be  asked  to  transfer  the  assets  and 
activities  of  the  present  National  Association 
for  Deaf-Blind  and  Rubella  Handicapped 
to  a  new  company,  the  National  Deaf-Blind 
and  Rubella  Association.  Please  see  page 
11  for  a  fuller  explanation  of  the  reasons 
behind  this  and  for  a  simple  description  of 
the  new  Constitution.  At  the  meeting 
SENSE  staff  will  also  report  over  the  past 
year,  following  the  approval  given  by  the 
1 983  AGM  to  the  Policy  Group's  Develop- 
ment Plan. 

As  usual,  a  creche  will  be  provided. 
Please  let  us  know  if  you  wish  to  make  use 
of  it,  so  that  we  can  staff  it  appropriately. 
Also,  do  let  us  know  if  you  are  planning  to 
attend  and  how  many  you  will  be  so  that  we 
can  estimate  numbers  for  tea.  Please 
contact  Pam  Winters  at  Gray's  Inn  Road  — 
by  phone  01-278  1005/1000  or  by  post: 
SENSE,  Freepost,  311  Gray's  Inn  Road, 
London  WC1X  8BR  (no  stamp  required). 


Derek  Nimmo  handing  out  a  raffle  prize. 
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Cycle  Shop  Success 

Graham  Hicks,  the  deaf-blind  young  man  reported  in  the  Christmas  Newsletter  as 
setting  up  his  own  cycle  business,  is  now  making  a  great  success  of  his  firm  in 
Hoddesdon  in  Hertfordshire.  His  firm, 'Graham  Hicks  Cycles',  has  moved  premises 
to  a  larger  workshop  where  there  is  space  both  for  cycle  repairs  and  for  the  sale  of 
bicycles  and  accessories. 

Graham  has  earned  himself  a  reputation  as  a  skilled  mechanic  and  an  able 
businessman,  despite  his  total  deafness  and  almost  total  blindness.  With  Sense's 
assistance,  he  now  employs  a  shop  manager,  Roy  Lutner,  to  deal  with  customers 
and  handle  sales,  and  another  young  man  on  the  Youth  Training  Scheme  as  an 
assistant  mechanic. 

He  has  attracted  the  attention  of  TV  and  newspapers,  who  have  been  amazed 
by  his  ability  to  overcome  his  dual  handicap  in  order  to  follow  his  chosen  career. 
You  can  see  Graham  and  his  workshop  on  ITV  on  Sunday  September  1  6th,  at 
1 1  a.m.  on  the  'Link'  Programme. 

Graham  writes  on  page  1  9  of  how  much  he  has  gained  from  HASICOM  -the 
new  experimental  telephone  system  for  deaf/blind  people. 


Photograph  courtesy  of  Associated  Newspapers  Ltd 

New 
Publications 

Two  new  books  a  fo  k  • 
Autumn.  Peggy  ^"2  Polished  this 
'Understanding  YournS'°n9-awai*ed 
Published  by  Heir."   Deaf-B"nd  Baby  ,s 
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Chairman's  Letter 


Deo/u  Pwds 


Some  time  back  I  wrote  about  our  plans  to 
improve  training  for  teachers  of  deaf-blind 
children.  In  this  letter,  I  want  to  look  in 
detail  at  a  recent  report  on  TeacherTraining 
which  has  been  submitted  to  the  Secretary 
of  State  for  Education. 
The  Advisory  Committee  for  the  Supply  and 
Education  of  Teachers  (ACSET)  was  asked 
by  the  Secretary  of  State  for  Education  to 
study  and  report  on  the  training  of  teachers 
for  all  areas  of  special  education.  In  June  the 
Committee  presented  its  Report.  The 
Secretary  of  State  has  now  asked  many 
statutory  and  voluntary  organisations  to 
submit  their  comments  on  the  Report  to  him. 

The  Report  deals  with  the  training  of 
teachers  working  with  children  with  special 
educational  needs  in  ordinary  schools, 
special  classes  and  units  in  ordinary  schools 
and  in  special  schools.  The  majority  of  such 
children  are  in  ordinary  schools  and  a  small 
minority,  perhaps  2%,  in  special  schools. 
Following  the  recommendations  on  integration 
in  the  Warnock  Report  and  the  1 981  Educa- 
tion Act,  an  increasing  number  of  children 
with  special  needs  are  being  identified  in 
ordinary  schools  or  are  being  placed  there, 
rather  than  in  special  schools.  This  means 
that  teachers  in  the  ordinary  schools  are 
being  asked  to  identify  such  children  and 
then  answer  their  educational  needs 
alongside  their  normal  teaching,  in  fact  as  an 
integral  part  of  it.  The  ACSET  Report's 
recommendations  are  therefore  centred  on 
the  extra  training  teachers  in  normal  schools 
need  to  help  them  deal  with  the  increasing 
numbers  of  children  with  disabilities,  either 
in  normal  classes  full  time  or  coming  into 
normal  classes  from  their  special  units.  The 
Report  recommends  that  more  time  should 
be  given  in  teachers'  initial  training  to 
children  with  special  needs  and  that  in- 
service  training  must  be  available  along  with 
specialist  advisors  in  all  aspects  of  specialist 
education  to  help  these  teachers. 

Sense's  concern  is  about  other 
recommendations  in  the  Report  which  are 
concerned  with  the  initial  training  and 
specialist  training  of  teachers  working  in 
special  schools  and  particularly  those 
working  with  the  sensorily  impaired  and  the 
multiply-handicapped.  At  present  all 
teachers  in  schools  and  units forthe  hearing 
and  visually  impaired  must  obtain  specialist 
training  within  three  years  of  taking  up  their 
teaching  post.  This  means  that  a  very  high 
proportion  of  teachers  in  these  schools  are 
fully  and  properly  qualified  for  their  work. 
Those  who  are  not  qualified  are  probably  on 
a  distance  or  in-service  course  and  being 
advised  by  other  teachers  within  their 
schools  and  by  tutors  from  the  courses.  In 
other  areas  of  special  education  such 
qualification  is  not  mandatory;  that  is,  it  is  not 
required  by  law  that  the  Local  Educaton 
Authority  send  teachers  on  full  time  or  in- 
service  courses.  The  proportion  of  qualified 
specialist  teachers  is  therefore  much  lower. 
It  would  appear  logical  that  the  greater  the 
severity  of  the  handicap  the  more  essential  it 
should  be  for  teachers  to  have  a  specialist 
qualification,  certainly  for  the  teaching  of 
children  with  hearing  and  visual 
impairments,  a  dual  sensory  impairment  and 


multiple  handicap  and  severe  learning 
difficulties,  ideally  for  all  teachers  working  in 
special  schools  or  units.  However,  the  Report 
through  its  Committee  makes  the  opposite 
recommendation,  that  the  mandatory  require- 
ment should  be  removed  altogether  for 
teachers  of  the  sensorily  impaired.  They 
make  this  recommendation  because  they  say 
it  cannot  be  required  of  the  many  teachers 
working  in  ordinary  schools  and  teaching  chil- 
dren with  visual  and  hearing  impairments 
therefore  it  should  not  be  required  of  any 
teachers.  They  seem  totally  to  disregard  the 
fact  that  the  children  with  hearing  and  visual 
impairments  who  are  in  ordinary  schools  have 
been  placed  there  because  their  impairments 
are  such  that  they  do  not  require  the  full  or 
part  time  teaching  of  qualified  teachers  of 
the  hearing  or  visually  impaired.  If  they  do 
require  such  teaching,  they  should  not  be 
placed  in  ordinary  classes. 

The  Report  suggests  that  the 
Inspectorate  will  review  the  numbers  of 
specially  qualified  teachers  and  recommend 
to  Local  Authorities  where  they  need  to  in- 
crease the  numbers  of  qualified  staff.  It  does 
not  empower  the  Inspectorate  to  compel 
Local  Authorities  to  train  their  teaching  staff. 
In  times  of  financial  stringency  as  there  is  at 
present,  Local  Authorities  will  have  the  option 
of  training  or  not  training  their  staff  depending 
upon  other  educational  needs  within  the 
Authority.  To  remove  the  mandatory 
requirement  would  undoubtedly  result  in  a 
lowering  of  standards  and  must  not  be 
accepted  by  the  Secretary  of  State.  Surely 
our  children  with  special  educational  needs 
have  a  right  to  properly  qualified  teachers  in 
the  same  way  that  children  without 
impairments  have  a  right  to  teachers 
properly  qualified  to  answer  their 
educational  needs. 

Sense's  Education  Committee  has 
considered  the  ACSET  Report  very  carefully 
and  has  made  a  number  of  alternative 
recommendations  to  present  to  Sir  Keith 
Joseph.  Sense  will  also  participate  with  a 
number  of  teachers'  and  voluntary 
organisations  concerned  with  the  teaching 
of  hearing  and  visually  impaired  children  in 
presenting  their  views  on  the  Report  to  the 
Secretary  of  State.  We  hope  he  will  listen 
carefully  to  these  people  who  have  real  and 
expert  experience  in  these  areas  of  special 
education. 


Jetftw 


Jessica  Hills 


YOUR  NEWSLETTER  IN 


In  the  near  future  we  hope  to  produce 
a  braille  version  of  this  Newsletter.  To 
help  us  judge  the  possible  demand  for 
this,  please  could  you  let  us  know  if 
you  know  of  someone  who  might  be 
interested  in  receiving  it. 


Regional  Development 


We  have  seen  some  changes,  haven't  we?  In 
common  with  many  of  you,  I  can  remember 
the  heated  discussions  over  whether  we 
should  appoint  our  first  paid  secretary,  at  a 
time  when  Jessica  Hills  was  running  the 
Association  from  one  room  and  a  multitude 
of  files  in  her  home.  Following  that  first 
tentative  step,  we  have  seen  a  decade  of 
growth  leading  us  to  a  present  staff  of  40, 
with  an  inevitable  concentration  in  the 
South  where  the  HQ  and  the  Family  Centre 
took  root.  So  what  has  happened  to  the 
parents  and  the  regions,  and  what  has 
happened  to  the  rest  of  the  country? 

Throughout  its  history  our  Association 
has  struggled  with  the  problem  of  getting 
together  the  overworked  and  largely 
isolated  parents  of  deaf-blind  youngsters, 
scattered  widely  but  thinly  over  the  country. 
We  have  never  achieved  it  except  in  odd 
pockets  and  for  varying  periods  of  time, 
united  sometimes  to  pursue  a  definite 
objective,  other  times  by  fortunate  proximity 
or  by  the  chance  that  all  families  had  cars.  I 
can  remember  once-thriving  regions  which 
are  now  defunct  and  others  which  have 
radically  changed  their  personnel.  Much  of  it 
is  good,  reflecting  the  placement  of  children 
which  allows  families  to  take  a  larger  part  in 
life  until  the  next  or  final  placement  is 
required.  Some  of  it  is  sad,  as  families  break 
or  lose  heart  and  fall  away.  Although  we  can 
welcome  the  good  and  understand  the  sad, 
we  naturally  would  prefer  keeping  contact, 
and  real  living  contact,  with  all  the  families, 
professionals  and  supporters  concerned 
with  the  deaf-blind 

More  and  more,  we  are  making  contact, 
not  only  with  parents,  but  with  caring  people 
anxious  to  help  and  with  a  variety  of  talents. 
We  would  like  to  bring  them  all  together  in  a 
much  more  effective  and  fruitful  way. 

Consequently,  we  are  following  the 
guidelines  of  our  policy  group  in  seeking  to 
build  a  flexible  network  of  people  and 
groups,  able  to  respond  to  local  needs  and 
to  grow  in  ways  fitting  local  wishes. 

Broadly,  we  are  fostering  two  tiers  of 
operation  with  obvious  overlaps. 


1 .  The  'Contacts'  Network 

In  many  ways  this  network  is  merely 
formalizing  and  making  more  definite  the 
sort  of  work  most  of  you  have  been  doing 
over  the  years. 

We  would  like  to  have  in  every  area  a 
person,  whom  I  shall  call  the  Contact 
Person,  who  would  be  prepared,  when 
available,  to  visit  a  new  member  in  theirarea, 
to  collect  information  on  specific  topics,  and 
to  represent  the  Association  locally  if  need 
be.  Such  demands  would  be  neither 
frequent  nor  arduous  and  expenses  would 
be  met  by  the  Association. 

Where  we  already  employ  someone  in 
an  area,  it  would  seem  appropriate  for  that 
person  to  be  the  Contact.  Otherwise 
Contacts  can  be  interested  professionals  or 
involved  parents. 

It  can  be  said  that  the  Contact  Person  is 
in  no  way  like  the  old  Regional  Organiser, 
who  felt  the  burden  of  constantly  trying  to 
.  create  or  initiate  things.  I  like  to  think  of  the 
Contact  Person  as  someone  who  does  not 
mind  being  contacted  rather  than  someone 
who  gets  out  doing  the  contacting.  The 
office  would  supply  a  store  of  basic 
information  and  regularly  updated  news, 


NORMAN  BROWN,  our  parent  member 

who  now  works  as  SENSE'S  Liaison 

Officer,  outlines  the  plans  for  the  expansion 

of  the  Association  locally. 


maybe   in   the  form   of  a  separate   little 
newsletter. 

If  you  feel  you  could  serve  in  this 
capacity  and,  more  importantly,  would  like  to 
do  so,  please  let  me  know.  We  already  have 
twenty  or  so  and  would  dearly  love  to  cover 
the  country. 


2.  Branches 

You  will  note  that  we  are  no  longer  speaking 
of  Regions.  They  were  too  large  and  paid 
no  attention  to  the  reality  of  where  people 
actually  lived.  What  we  are  now  seeking  to 
develop  are  viable  groups,  whose  character 
and  situation  will  suit  the  group  members 
rather  than  a  national  plan. 

Our  branches  will  be  very  different  in 
character  from  one  another.  Some  will 
emerge  from  existing  Regions,  others  will 
form  where  young  parents  gather,  and  yet 
others  will  have  the  natural  focus  of  a  school 
or  unit.  We  would  also  hope  to  help  new 
ones  to  arise  where  none  have  been  before. 
Development  will  be  slow  but  should  also 
allow  for  more  vibrant  and  useful  groups  to 
emerge  than  any  we  have  had  before. 

A  Branch  may  be  just  a  group  of  parents, 
meeting  occasionally  as  before  for  mutual 
support  and  friendship,  but  we  should  also 
like  to  open  the  way  for  a  Branch  which 
provides  assistance  and  outlets  for  parents 
while  being  able  to  spread  its  influence  and 
activities  much  wider.  Using  the  goodwill 
and  concern  of  people  with  no  direct  link 
with  a  deaf-blind  person,  we  should  be  able 
to  envisage  a  Branch,  probably  in  a  large 
town,  which  is  capable  of  drawing  in  the 
influential,  running  its  own  volunteer  and 
escort  programme,  greatly  influencing  local 
services  and  policies,  and  commanding 
considerable  media  and  fundraising 
potential. 

This  is  the  kind  of  branch  which  has 
hitherto  frightened  our  membership, 
although  standard  in  other  organisations. 
One  can  imagine  such  a  Branch  in 
Birmingham  or  Leeds  being  as  powerful  as 
our  whole  Association  was  in  1970,  and  if 
the  setting  up  is  done  carefully  and 
cautiously,  there  will  be  no  more  chance  of 
the  parents'  voices  being  lost  than  there  was 
in  the  1970  Association. 

One  of  the  huge  frustrations  among 
parents  is  the  conflict  between  their  desire 
to  help  and  the  uncertainty  of  how  much 
time  proves  available,  the  desire  for 
involvement  versus  the  problem  of 
commitment.  Such  an  immense  amount  of 
talent  and  insight  is  lost  to  us  because  so 
much  is  demanded  to  get  through  the  day 
and  immediate  responsibilities.  Thus  it  is 
simply  not  fair  to  place  on  parents  the 
burden  of  organisation  which  requires 
instant  or  constant  response,  however  much 
their  interests  lie  that  way.  At  the  same  time 
it  is  just  as  unfair  to  disregard  parents 
completely,  however  well-intentioned,  when 
they  have  that  great  wealth  of  interest  and 
expertise.  If  we  could  only  inject  into  the 
group     those     who     could     carry     the 


organisational  load  with  comparative  ease, 
and  by  so  doing  free  parents  for  maximum 
input  when  available  and  such  as  they  can 
give  at  other  times,  we  should  be  doing  a 
great  service  to  all.  This  is  the  dream  for 
those  of  our  Branches  for  which  such  an 
approach  is  considered  appropriate  by  its 
members. 

There  will  be  many  kinds  of  Branches, 
each  suited  to  its  situation.  For  each,  we 
shall  supply  the  basic  legal  requirements;  a 
recommended  constitution;  a  loose-leaf 
handbook  of  suggestions,  available 
publicity  and  useful  addresses.  We  shall 
provide  a  store  of  our  printed  material,  a 
regular  updating  of  information  and  all  the 
advice  and  back-up  we  can.  Aside  from  this, 
each  branch  is  free  to  choose  its  own  path, 
will  have  its  own  bank  account  and  will 
rapidly  assume  its  own  character.  Within  it, 
the  deaf-blind  and  their  families  should  find 
strength  and  support. 

We  cannot  hope  to  cover  all  the  country 
with  Branches.  They  will  develop  where 
viable  and  where  wanted.  Hopefully,  among 
paid  staff,  Contact  Persons  and  Branch 
Network  we  shall  get  closer  to  a  countrywide 
coverage  than  ever  before.  It  is  yet  another 
new  step  into  the  unknown  but  we  are 
getting  used  to  those. 

How  do  you  feel  about  it?  Let  me  know 
your  thoughts  and  fears  and  also,  let  me 
know  if  you  would  like  to  be  involved  in 
getting  a  branch  off  the  ground.  That  is  too 
mixed  a  metaphor  to  pass.  What  I  mean  is,  let 
me  know  if  you  would  like  to  help  graft  a 
Branch  onto  a  tree! 


T- Shirts 
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SENSE  has  produced  its  own  T-Shirts.  Our 
Logo  and  name  are  accompanied  by  the 
slogan  'Don't  Relax  -  Rubella  Attacks'. 
These  are  for  sale  from  the  office,  £2  for 
children,  £2.50  for  adults.  Please  specify 
whether  you  want  small,  medium  or  large. 

Our  photo  shows  Linda  Ricardo,  who 
has  just  joined  SENSE  to  help  organise  our 
information  and  publications.  Linda  used  to 
be  Information  Officer  for  The  Royal  National 
Institute  for  the  Deaf. 


MANOR  HOUSE  NEWS 


Everyone  in  the  Association  knows  that 
there  is  a  shortage  of  suitable  placements 
for  deaf-blind  school-leavers,  and  that  far  too 
many  young  people  are  placed  in  quite 
inappropriate  settings.  In  particular  it  has 
long  been  a  concern  that  there  are  not 
enough  places  for  those  young  people  who 
are  less  able. 

With  this  in  mind,  plans  have  been 
made  to  expand  the  existing  services  at  the 
Manor  House  to  create  a  new  small  unit  for 
up  to  8  young  people.  This  unit  would  be 
designed  specifically  for  the  less  able  -for 
those  placed  in  hospitals  at  present.  John 
Penton  -  the  architect  who  designed  the 
Poolmead  Centre  for  the  RNID  -was  asked 
to      draw      up      some      plans     for     this 


Development  Plans 

redevelopment,  and  this  July  planning 
permission  was  received  from  the  local 
council. 

Funds  for  the  first  part  of  the  plan  -  the 
swimming  pool  -  have  been  raised  locally  by 
the  Manor  House,  through  the  hard  work  of 
the  staff  and  their  friends  in  the 
neighbourhood.  For  the  rest  of  the  plans  we 
must  still  look  for  funds;  applications  are  in  to 
the  DHSS  for  some  of  it,  and  our  fundraisers 
are  hard  at  work  attracting  support  for  the 
project. 

As  it  stands,  the  Manor  House 
accommodates  a  maximum  of  17  young 
people  including  up  to  four  in  the  semi- 
independent  flat.  This  still  represents  a  small 
containable  group  in  a  family-style  house 


I 


and  surroundings.  The  architect  was  asked 
to  bear  in  mind  a  number  of  factors  when  he 
planned  the  new  development: 

•  that  the  Manor  House  itself  is  a  listed 
building  of  'historical  or  architectural 
interest'. 

•  that  if  the  new  plans  intruded  too  far  into 
the  attractive  rear  garden,  then  the  over- 
all attractiveness  of  the  property  might 
decrease. 

•  that  the  present  homely  atmosphere  is 
an  important  part  of  the  rehabilitation 
programme  at  the  Manor  House 

•  that  all  alterations  should  allow  for  the 
greatest  possible  flexibility  of  use. 
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Meet  the  Manor  House  Family 


Julie  Garner 

Julie  came  to  us  from  the 
Pathways  Unit  at  Condover  Hall 
joining  our  "family  group'  in 
April  1980.  She  enjoys  all 
forms  of  physical  activity  - 
especially  swimming,  horse 
riding  and  long  rambles, 
walking  in  the  country.  She  is 
always  willing  to  help  in  the 
kitchen  (being  very  fond  of  her 
food!)  and  has  a  keen  interest 
in  clothes  and  make-up,  the 
fashion  world.  She  is  also 
extremely  interested  in  knitting, 
embroidery  and  tapestry.  Julie 
will  be  twenty  in  August  and 
lives  in  Horley,  Surrey. 


Karen  Stephens 

Karen  is  from  the  Newham 
School  for  the  Deaf,  graduating 
to  the  Manor  House  in  April 
1981.  She  enjoys  reading 
magazines,  outings  and 
shopping  trips  to  Peterborough 
and  has  specific  favourite 

.  on  programmes,  notably 
"Grange  Hill"  She  also  likes 
visiting  the  cinema,  badminton 
and  enjoys  going  to  discos. 
Like  Kanhai.  Karen  also 
attends  the  local  Deaf  Club. 
Karens  home  is  in  Chingford, 
London  and  she  will  be  twenty- 
two  in  December. 
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Paul  Bentley 

Paul  comes  from  Gorleston, 
Great  Yarmouth  and  will  be 
twenty-two  in  October.  He 
came  from  Little  Plumstead 
Hospital,  Norwich,  to  us  at  the 
Manor  House  in  March  1980 
and  he  enjoys  all  kinds  of 
physical  activity  and  keep  fit. 
He  is  also  a  member  of  the 
youth  group  at  church  and  he 
is  in  charge  of  the  Bird  Table 
Unit.  Paul  has  definite  favourite 
television  programmes, 
especially  American  detective 
series  like  Starsky  and  Hutch, 
and  he  attends  the  local  deaf 
club. 


David  Small 

David  lives  in  Camden,  London 
and  he  will  be  twenty-three  in 
December.  He  joined  the 
Manor  House  Family  in  March 
1  980  and  came  to  us  from 
Condover  Hall  School.  David  is 
extremely  interested  in  motor 
bikes  and,  like  most  of  the 
others,  has  definite  favourite 
television  programmes.  He 
likes  to  visit  the  cinema  and 
make  shopping  trips  to 
Peterborough.  He  also  enjoys 
discos. 


Lynda  Collins 

Lynda  is  a  graduate  from  the 
Royal  Victoria  School, 
Newcastle,  and  joined  us  here 
at  the  Manor  House  in  January 
1983.  Lynda  enjoys  outings  of 
any  description,  especially  if  it 
involves  going  by  car  or  bus. 
She  has  also  shown,  recently,  a 
great  interest  in  many  of  the 
workshop  activities,  especially 
using  the  sewing  machine,  and 
she  enjoys  playing  with  her 
dolls.  Lynda  will  be  nineteen  in 
November  and  her  home  is  in 
Scarborough,  North  Yorkshire. 


Janet  Reader 

Janet  stayed  at  Rochester 
House,  Ledbury,  before  joining 
us  all  here  at  the  Manor  House 
in  January  1981.  Janet  takes 
great  pleasure  in  outings  and  is 
a  member  of  our  local  church 
group.  She  likes  cookery, 
especially  making  and  baking 
cakes.  She  also  enjoys 
shopping  trips  to 
Peterborough,  visits  to  the 
hairdressers  and  swimming. 
Janet  will  be  twenty-four  in 
November  and  makes  her 
home  in  Chaddesden  in  Derby. 


Maurice  Lee 

Like  David,  Maurice  lives  in 
London  -  in  Hither  Green  -  and 
will  also  be  twenty-three  in 
December.  His  previous 
placement  was  at  Goldie  Leigh 
Hospital,  London  and  he  joined 
us  in  August  1980.  Maurice 
enjoys  outings  of  all 
descriptions  and  any  books 
about  boats,  which  he  also 
adores.  Television  is  also  a 
great  delight,  especially  the 
cartoons. 


Kanhai  Powell 

Kanhai  is  another  who  came  to 
us  from  the  Pathways  Unit  at 
Condover  Hall,  arriving  in 
December  1981.  His  interests 
include  travelling,  all  maps, 
holiday  brochures,  the  Royal 
Family,  assorted  pop  stars  - 
especially  Cliff  Richard.  Kanhai 
also  attends  the  local  Deaf 
Club  and  is  very  fond  of 
Chinese  food.  Kanhai's  home  is 
in  Walsall,  West  Midlands  and 
he  is  nineteen  years  old. 


Dawn  Kemaley 
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Susan  White 
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Birmingham  and  stayed  at  the 
Pathways  Unit,  Condover  Hall 
before  joining  us  in  September 
1981.  Susan  is  extremely 
artistic  and  makes  beautiful 
enamel  jewellery  She  also 
loves  architecture  which  she 
copies  meticulously,  and  DIY 
book*.  Susan  loves  visiting 
rwstoric  building*  and  travelling 


Timothy  Mitchell 

Timothy  will  be  eighteen  in 
October  and  he  lives  in 
Crayford  in  Kent.  He  came  to 
us  in  April  1983  from  the 
Pathways  Unit,  Condover  Hall 
School.  Like  Maurice,  Timothy 
likes  boats  and  he  loves  getting 
out  and  about,  discovering 
various  areas  of  Britain, 
especially  his  home  area  of 
Kent.  Timothy  also  likes  visiting 
stately  homes. 


Gillian  Williams 

Gillian's  previous  placement 
was  at  Hillcrest  School, 
Dunstable  and  she  joined  us  in 
January  1982.  Gillian  is 
nineteen  and  lives  in  Luton, 
Bedfordshire,  and  one  of  her 
great  preoccupations  and 
interests  is  to  tidy  up  after  the 
other  young  people  and  staff! 
She  has  also  recently  shown  a 
great  desire  to  communicate 
through  signing. 


Stephen  Brown 

Stephen,  like  Lynda,  came  from 
the  Royal  Victoria  School, 
Newcastle  and  joined  us  for 
assessment  only  at  the 
beginning  of  this  year.  He  likes 
books  and  magazines  of  all 
descriptions  and  adores  the 
garden  swing.  Stephen  will  be 
eighteen  in  October  and  makes 
his  home  in  Brixton,  London. 


Training  Programmes 
at  the  Manor  House 


Consistency,  continuity  and  commitment; 
these  are  essential  ingredients  in  the 
success  of  any  training  programme.  Training 
programmes  themselves  are  usually  the 
result  of  close  examination  of  particular 
skills  which  are  considered  beneficial  and 
important  but,  however  expertly  they  are 
designed,  the  programmes  are  valueless 
without  a  meaningful  interaction  between 
student  and  staff. 

This  meaningful  interaction  rarely  just 
happens.  It  is  itself  the  result  of  on-the-spot 
training  and  advice,  which  can  be  supported 
by  video  sessions  showing  examples  of 
good  learning  situations,  but  which  always 
involves  a  series  of  informal  discussions  on 
the  method  of  approach  and  why  it  has  been 
adopted. 

At  the  Manor  House  the  method  of 
approach  is  based  upon  behavioural 
principles  and  seeks  to  find  specific  means 
to  gain  particular  ends.  These  ends,  each 
course's  direction,  are  laid  out  in  checklists 
and  individual  programmes  are  constructed 
to  meet  an  individual's  needs  and  become 
the  means  of  attaining  those  ends. 

The  planning  and  implementation  of 
these  programmes  is  a  challenge  in  any 


John  Blanchard,  Principal  of  the  Manor 

House  sets  down  some  thoughts  on  the 

two  halves  of  the  learning  experience. 


J 


setting  and  it  relies  on  good  staff  practice 
and  relations.  It  is  here  that  the  three 
ingredients  mentioned  at  the  beginning 
show  themselves  as  essential. 

Let  us  consider  one  example:  We 
specify  the  following  objective  -  Student  A 
will  use  a  knife  and  fork  to  eat  her  dinner. 
Once  adequate  motor  control  has  been 
assumed  or  acquired,  the  problems  which 
remain  may  still  be  many,  deep-seated  and 
intransigent.  However,  certain  decisions 
have  to  be  made  about  how  to  implement 
means  which  may  resolve  the  problem  and 
attain  the  desired  end.  We  have  to  consider 
such  things  as:  which  is  her  preferred  hand, 
is  the  food  or  are  certain  foods  to  be  pre-cut, 
are  there  occasions  where  a  spoon  should 
be  used,  is  the  shape  of  the  plate  important 
or  that  of  the  knife  and  fork,  etc,  etc. 

Eventually  a  strategy  is  worked  out  with 
all  the  apparatus  of  continuous  assessment. 


But  the  strategy  on  its  own  is  not  powerful 
enough  without  the  commitment  of  staff  and 
the  belief  that  the  objectives  are  attainable. 

In  a  sense,  the  completion  of  the  whole 
operation  depends  more  upon  success  at  a 
subjective  level  than  on  the  aptness  of  the 
objective  programme. 

The  approach  which  is  adopted  by  the 
Manor  House  attempts  to  understand  beha- 
vioural principles  and  use  the  structured 
approach  to  create  opportunities  for  learning 
but  then  seeks  to  involve  all  staff  in  one  team 
of  trainers,  care-givers  and  friends. 

However,  consistency,  continuity  and 
commitment  are  only  achievable  and 
maintainable  up  to  a  point,  depending  as 
they  do  upon  personal  states,  both  of 
student  and  trainer.  A  host  of 
personal/social  factors  need  constantly  to 
be  considered  and  revised  if  the  direction 
and  content  of  training  programmes  is  to  be 
successfully  kept,  even  with  the  help  of 
increasing  confidence  gained  from 
experience. 

The  Manor  House  system  is  merely  an 
attempt  to  bring  objectivity  to  the  aid  of  a 
very  subjective  but  dedicated  and  generous 
staff  input  of  time,  skill  and  energy. 


Trooping  The  Colour 


The  idea  began  forming  quite  early  on  in  the 
year,  after  countless  conversations  with 
Timothy  and  Kanhai  about  the  Royal  Family 
and  soldiers  and  their  various  jobs.  Would  it 
be  possible  to  take  these  two  young  men  to 
see  Britain's  most  famous  ceremony  - 
Trooping  the  Colour,  the  Queen's  Birthday 
Parade? 

I  had  no  idea  who  to  contact  about 
obtaining  tickets  but  was  advised  by  June 
Brooks,  our  Deputy  Principal,  to  contact  our 
local  MP  Sir  Kenneth  Lewis.  Sir  Kenneth 
kindly  forwarded  my  letter  to  the  Brigade 
Major  at  Household  Headquarters  and  we 
were  one  step  nearer  to  going. 

Originally  I  thought  it  would  be  nice  to 
include  Kanhai  and  Tim  in  a  group  with  my 
own  family  if  possible  but  due  to  the  lateness 
of  my  application  (did  I  say  "early  in  the  year") 
was  only  able  to  secure  three  seats  -on  the 
front  row  no  less!  Still,  three  seats  were 
enough  to  give  these  two  young  men  the 
experience  of  a  lifetime. 

First  of  all,  though,  we  had  to  be 
correctly  dressed.  Our  tickets  informed  us 
that  gentlemen  must  wear  suits  or  morning 
dress,  so  both  young  men  had  to  be  fitted 
out  with  suits.  Owing  to  the  fact  that  our 
Matron,  Ellie  Smith,  was  temporarily 
indisposed  at  that  time,  I  had  the  pleasure  of 
taking  Kanhai  and  Tim  into  Peterborough  to 
do  their  shopping.  One  visit  turned  into  three 
visits  and  by  this  time  Kanhai  was  getting 
worried  in  case  his  suit  wouldn't  be  ready  in 
time.  All  was  not  lost  though  and  with  two 
weeks  to  go,  Kanhai  and  Tim  stepped  out  of 
the  fitting  rooms,  two  very  smart  young  men. 

The  great  day  arrived  warm  and  sunny 
as  we  set  off  to  London  by  train.  Tim  asked 
that  we  didn't  speak  to  him  on  the  train 
because  he  wanted  to  listen  to  the  train 
moving.  This  didn't  last  long  though. 
Chatterbox  Tim  was  soon  signing  frantically 
with  Kanhai  and  myself. 

Once  in  London,  a  taxi  took  us  as  near  as 
possible  to  the  specified  entrance  gates. 


Kanhai,  Timothy  and  colleagues 

What  a  sight  greeted  us!  Thousands  of 
people  lining  the  streets,  all  shouting  and 
waving  flags,  plus  hundreds  of  policemen 
and  women  and  the  occasional  red-coated 
guardsmen.  I  don't  think  Kanhai  and  Tim 
were  really  sure  what  was  happening  at  this 
stage  but  they  were  excited,  caught  up  in  the 
electric  atmosphere  surrounding  us. 

Our  front  row  seats  on  the  stand  were 
in  a  prime  position  to  view  the  whole  parade 
ground  and  we  watched  eagerly  as  the 
guardsmen  arrived  in  their  Battalions.  At 
eleven  o'clock  precisely,  Her  Majesty  The 
Queen  arrived,  entering  the  parade  ground 
right  in  front  of  us.  Kanhai  and  Tim  were 
thrilled,  especially  as  Kanhai's  hero,  Prince 
Charles,  followed  quite  closely  behind  the 
Queen.  With  eyes  like  saucers,  we  stood 
proudly  to  attention  as  the  procession 
passed  us.  Once  the  ceremonial 
presenting  and  trooping  of  The  Queen's 
Colours  were  over,  the  bands  set  up  a  lively 
march  time  for  the  traditional  march  past.  I 
was  especially  happy  to  realise  that  both 
Kanhai  and  Tim  could  "hear"  the  music,  Tim 


being  unable  to  resist  doing  a  little 
conducting  of  his  own. 

All  too  soon  the  parade  was  over  and  as 
The  Queen  passed  us  on  her  way  home, 
both  boys  shyly  waved,  smiles  beaming  all 
over  their  faces. 

We  sat  for  a  while  to  let  the  crowds 
disperse  a  little  and  then  made  our  way  up 
Whitehall  to  lunch  on  the  side  of  the  river, 
under  the  watchful  eye  of  Big  Ben.  A  slow 
stroll  through  St.  James's  Park  took  us  to 
see  Buckingham  Palace  and  then  back  up 
The  Mall  to  see  Trafalgar  Square.  We 
finished  our  sightseeing  at  Piccadilly  Circus 
where  we  stood  looking  round  at  the  hive  of 
activity.  Unfortunately  it  was  not  dark 
enough  for  the  boys  to  appreciate  the 
famous  neon  lights. 

After  a  short  journey  on  the 
underground  we  arrived  back  at  Kings 
Cross,  ready  to  weave  our  weary  way  home. 
What  a  super,  exhausting,  happy  day  was 
etched  on  our  minds  forever. 

Lin  Noon 


Family  Centre  News 


Holiday 

The  Family  Centre  has  just  run  a  fortnight's 
holiday  play  scheme.  So  far  we  have  been  to 
Macdonalds,  Swimming,  a  City  Farm, 
Hampstead  Heath,  Osterley  park,  Syon 
Park,  shopping  and  for  numerous  picnics. 
As  all  parents  will  appreciate  -  the  children 
are  still  full  of  energy  and  asking  for  more, 
and  the  adults  are  on  their  knees! 

Any  parents  who  would  like  their 
children  to  be  included  in  next  year's 
holidays  should  apply  NOW  -  places  are 
already  being  booked. 


On  the  slide. 

from  the  Family  Centre  Parents  News  Sheet 

Lucy  Dunleavy 

Lucy  is  21/2  years  old  now,  and  has  had  an  up 
and  down  winter  with  two  long  spells  in 
hospital  when  her  fits  went  badly  out  of 
control,  but  her  development  does  not  seem 
to  have  been  set  back.  She  is  walking  round 
the  furniture  very  well  now,  and  I  am  certain 
that  it  will  not  be  too  long  before  she  lets  go 
and  walks  on  her  own.  Lucy  was  put  on  a 
Ketugenuic  diet  to  try  and  control  her  fits  - 
400  calories  a  day  and  a  high  fat  drink!  It  did 
little  to  benefit  her  fits  but  changed  her 
behaviour  dramatically.  She  became  very 
irritable  and  unable  to  concentrate  on 
anything  for  very  long.  She  is  off  the  diet  now 
and  my  happy  little  girl  is  back  again. 

Her  sight  continues  to  be  very  variable 
but  her  hearing  has  improved  considerably 
and  she  is  making  a  wide  variety  of  sounds 
and  even  copying  a  few  simple  words. 

We  are  hoping  that  Lucy  will  be  able  to 
go  to  a  school  for  the  Visually  Impaired  next 
year.  We  visited  the  school  and  were  very 
impressed  ,  particularly  with  the  "normality" 
of  the  school.  We  are  waiting  to  see  what  the 
Education  Authority  has  to  say  and  are 
- ',:,  - r.  u':  //or  t  r,;3  if-.  a  fight  on  our  hands.  I 
am  determined  that  Lucy  will  go  to  a  school 
for  the  Blind  or  Partially  Sighted  and  not  to  a 
school  for  the  Mentally  Handicapped. 

Overall  we  are  thrilled  with  Lucy,  who  has 
rapidly  turned  into  a  little  girl  with  a  very 
Btrong  personality  and  not  the  baby  she  has 
been  for  so  long. 

Mr«  Jacqui  Dunleavy 

24  Queens  Road  RICHMOND  Surrey 


Playing  in  the  Family  Centre  Garden 


Dates  for  Your  Diary 

Young  Children's  Parents  Group 


First  weekend  in  every  month  In  future 
we  will  be  holding  at  least  one  event  every 
month  for  the  young  children's  parents 
group  so  that  we  can  cater  for  as  many 
children  and  parents  as  possible.  We  are 
trying  to  have  a  very  varied  programme  of 
activities  for  children  and  parents.  Some  of 
the  weekends  are  of  a  more  'educational' 
nature,  others  will  be  purely  social 
occasions.  The  first  of  these  weekend 
events  will  be  held  on  Saturday  1st 
September.  Music  therapy  with  Michele 
Scott.  Once  a  month  Michele  will  be  holding 
a  group  session  at  the  Family  Centre  for 
children  from  the  Greater  London  area.  If 
you  wish  your  child  to  be  included  please  let 
us  know  as  soon  as  possible  as  places  will 
be  strictly  limited  to  eight  children. 


Paul  and  Joanne  taking  the  air. 


Saturday  6th  and  Sunday  7th  October 

Parents  Communication  weekend.  This 
weekend  will  be  non-residential  and  is 
primarily  for  parents  of  children  in  the 
Greater  London  Area  who  have  not  yet 
attended  one  of  our  family  weekends. 
Further  details  from  David  Brown.  (Music 
therapy  session  as  for  1st  September). 

Saturday  3rd  and  Sunday  4th  November 

Music  therapy  with  Michele  Scott  on 
Saturday  morning.  Family  weekend  for 
people  in  the  Midlands  area. 

Saturday  1  st  and  Sunday  2nd  December 

Music  therapy  with  Michele  Scott  on 
Saturday  morning.  Communication  weekend 
combined  with  Christmas  Party  on  Saturday 
evening.  Families  who  wish  to  stay  the  night 
should  book  now  as  we  have  limited 
accommodation  -  strictly  first  come  first 
served! 

Course  -  Monday  12th  to  Friday  16th 
November 

For  parents,  professionals  and  co-workers. 
This  course  is  for  people  working  with  young 
deaf-blind  children.  A  visit  to  a  deaf-blind  unit 
is  included  in  the  week's  activities.  For 
further  information  please  telephone  the 
Family  Centre  on  01-991-051 3  immediately 
or  write  to  86  Cleveland  Road,  Ealing, 
London  W13.,  for  the  timetable,  details  of 
speakers  and  all  further  information. 

London  Region  Parents 

Sunday  30th  September  Family  meeting 
will  be  held  at  2.30pm  (creche  provided). 

Sunday  18th  November  Family  meeting 
will  be  held  at  2.30pm  (creche  provided). 

Saturday  8th  December  Christmas  Social - 
starts  at  7.30pm 

For  further  details  of  these  events  please 
telephone  Gilda  Avanessian  (01-997-9302) 
or  Nina  Hartley  (01-574-0970) 
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Mary  Sheridan  Unit 


The  Mary  Sheridan  Unit  is  situated  in  the 
grounds  of  Borocourt  Hospital,  near 
Reading,  Berks.  The  School  Unit  is  a 
department  of  Bishopswood  Special  School 
in  Sonning  Common.  At  present  the  Unit 
caters  for  14  children;  13  attend  the  Mary 
Sheridan  School  Unit  and  1  attends  the 
Nursery  Class  at  Bishopswood  School's 
main  building.  All  the  children  who  are 
considered  for  the  Unit  are  visually  impaired 
and  have  behavioural  difficulties;  the 
majority  also  have  additional  handicaps.  At 
present  about  50%  of  our  children  have  a 
significant  hearing  loss  and  are  functioning 
educationally  as  deaf-blind  children. 

The  Unit  itself  has  two  components-the 
school  unit  and  the  residential  unit.  It  was 
purpose  built  -  the  school  unit  is  about  fifty 
yards  up  the  hill  from  the  residential  unit  and 
our  grounds  are  self-contained.  In  this  brief 
outline  I  will  describe  mainly  the  school,  as 
that  is  my  main  responsibility,  but  the  staff 
from  both  elements  of  the  unit  -  both 
residential  and  educational  -  work  very 
closely  together.  Programming  is  continual 
and  consistent  throughout  the  day,  at  school 
and  at  'home',  and  there  is  a  constant 
interchange  of  ideas  and  information 
between  the  two. 

One  of  our  main  priorities  is  to  develop 
self-help  skills  in  the  children, enabling  them 
to  do  as  much  for  themselves  as  they  can. 
This  means  that  eating,  bathing  and 
dressing  etc.  is  very  time  consuming  and 
demands  a  ratio  of  1:1.  Thus,  when  the 
school  day  starts,  the  school  staff  arrive  on 
the  residential  unit  and  work  side  by  side 
with  residential  staff  following  structured 
programmes  to  help  the  children  get  ready 
for  their  day. 

As  a  unit  we  are  very  fortunate  as  we 


have  regular,  weekly  multidisciplinary 
meetings  to  discuss  the  unit,  individual 
programmes,  difficulties  and  progress.  The 
team  consists  of  the  teacher  in  the  school 
unit,  the  charge  nurse  in  charge  of  the 
residential  unit,  our  consultant  psychiatrist, 
our  psychologist  and  a  senior  registrar. 
These  meetings  are  of  great  value  in  the 
running,  organisation  and  cohesion  of  the 
unit.  We  are  also  lucky  to  have  daily 
physiotherapy  sessions  with  a  physio- 
therapist who  is  experienced  at  working  with 
multiply  handicapped,  visually  impaired 
children  and  is  very  sympathetic  and 
understanding  of  their  needs. 

As  I've  mentioned,  the  educational  unit 
is  a  department  of  Bishopswood  School  and 
some  of  the  children  have  a  weekly  session 
at  the  hydrotherapy  pool  in  the  main  school 
building.  This  is  organised  by  the 
physiotherapist.  The  children  also  take  part 
in  weekly  horse  riding  sessions  which  they 
really  enjoy.  The  school  staff  consists  of  a 
teacher  in  charge,  an  assistant  teacher  and 
two  teaching  assistants  and  the  school  day 
is  structured  so  that  the  children's  individual 
programme  can  be  carried  through  as  well 
as  enabling  group  activities  and  social 
events  to  take  place.  One  important  session 
for  the  majority  of  the  children  is  their 
massage  programme.  Some  children  have 
this  daily,  others  2-3  times  weekly.  The 
effect  of  this  approach  has  been  clearly 
seen  especially  with  the  more  disturbed 
children,  with  children  who  were  totally 
isolated,  non-communicating  and  contin- 
ually self  stimulating.  They  are  beginning  to 
quieten  and  attend  to  their  environment, 
exploring  their  own  bodies  and  their  environ- 
ment. 

We  are  also  in  the  process  of  developing 


the  use  of  a  full  size  electric  organ  with  the 
children  and  would  be  very  interested  in  any 
work  being  done  with  visually  impaired  mul- 
tiply handicapped  children  in  the  sphere  of 
music. 

Communication  is  a  vital  area  that  is  in 
the  process  of  being  developed.  The 
majority  of  our  children  are  using  Total 
Communication  signs,  gestures,  body 
language  and  finger  spelling,  but  a  few,  for 
physical  reasons,  cannot  use  signing  as 
their  primary  mode  of  communication  and  so 
individual  communication  boards  are  being 
made  to  fit  each  child's  needs.  They  vary 
considerably  in  complexity  and  vocabulary. 

In  May  this  year  the  school  unit  took  all 
the  children  away  on  holiday  to  Exmouth  for 
a  week  to  stay  in  three  self-catering 
caravans.  One  of  our  aims  was  to  present 
different  stimuli  to  our  children  that  they  did 
not  have  access  to  at  the  Unit.  These 
included  horse  drawn  coach  rides  -  having 
met  the  Shire  horses  that  pulled  the  coach 
and  examined  them  first,  meeting  and 
handling  two  pythons  and  a  porcupine  as 
well  as  calves,  rabbits  and  hens,  fishing-our 
group  managed  to  catch  eight  rainbow  trout 
and  cook  them  foV  tea,  a  very  slimey 
experience  for  all  concerned,  and  a  steam 
train  and  ferry  trip,  as  well  as  playing  on  the 
beach,  paddling  and  exploring  rock  pools. 

There  is  a  great  deal  that  could  be  said 
about  the  Mary  Sheridan  Unit  -  but  time  and 
paper  have  run  out.  I  hope  this  short 
description  gives  an  idea  of  some  of  the 
activities  of  the  Unit. 


Jane  Evans 

Teacher  in  Charge 

Mary  Sheridan  School  Unit 


Christmas 
Cards 


Once  again,  SENSE  is  offering  Christmas 
cards  for  sale.  This  year  we  have  three  new 
designs  -  a  comic  drawing,  a  classical 
painting  of  children  in  the  snow,  and  Kate 
Greenaway's  famous  drawing  of  the  little  girl 
with  a  muff. 

In  addition  we  have  a  mixed  pack  of  assorted 
cards  designed  by  pupils  of  the  Multi- 
Handicapped  Blind  Unit  at  The  Royal 
Victoria  School  for  the  Blind  at  Newcastle,  all 
of  them  SENSE  members.  We  have  kept  the 
prices  as  low  as  possible,  yet  still  at  a  level  to 
raise  much-needed  funds  for  our  services. 
Readers  are  therefore  asked  to  buy  and  to 
sell  cards  as  enthusiastically  as  they  can. 

Supplies  of  cards  can  be  ordered  on  a  sale 
or  return  basis,  so  contact  Judy  Wynne  at 
SENSE  HQ  to  arrange  delivery.  Or 
telephone  Judy  on  01-278  1005/1000.  A 
brochure  is  enclosed  with  this  Newsletter, 
together  with  a  reply-paid  envelope  for  your 
order.  For  members  who  would  prefer  to 
distribute  brochures  rather  than  sell  cards, 
again  contact  Judy  -  these  are  available 
now. 


Sense 


Music  at  Mary  Sheridan 

The  acquisition  of  a  full  size  electric 
organ/synthesiser  at  the  beginning  of  the 
Spring  term  has  proved  a  tremendous  asset 
to  this  unit.  For  one  severely  deaf  non- 
communicating  child  the  enjoyment  he 
derived  from  his  sudden  discovery  of  music 
gave  him  a  reason  to  communicate  with  the 
adults  around  him. 

Individual  music  programmes  are  being 
devised  for  each  child  according  to  their 
specific  handicaps  and  special  needs.  On 
the  most  basic  level  the  nature  of  the 
instrument  is  such  that  just  pressing  one  key 
can  result  in  a  whole  variety  of  exciting 
sounds  being  produced.  The  development 
of  listening  skills  can  be  extended  through 
the  volume  control,  turn  taking  and  early 
communication  skills  can  be  developed 
through  the  use  of  this  particularly 
pleasurable  and  rewarding  experience, 
and  for  those  children  on  a  higher 
developmental  level,  motivation  is  again  the 
key  for  encouraging  participation  in  'action' 
and  other  songs  with  a  more  sophisticated 
language  content.  Developing  a  music 
programme  at  the  unit  is  in  fact  a  joint 
learning  experience  for  teacher  and  child 
together,  and  we  would  welcome  the 
opportunity  to  exchange  ideas  with  others 
working  in  the  field. 

Caroline  Smith 
Assistant  Teacher 
Mary  Sheridan  Unit 


Pathways  Patter 


During  the  last  few  months  my  colleagues 
and  I  have  been  thinking  of  our  aims  in  each 
area  of  the  curriculum  and  an  outline  of  our 
aims  at  Pathways  is  produced  here  with 
some  additional  notes  and  thoughts  on  the 
Senior  Unit  written  by  Mr.  J.  Griffiths  and  Mr. 
M  Lewis  who  are  responsible  for  the  day-to- 
day running  of  the  Unit 


Communication  Skills 

The  ultimate  aim  is  to  help  each  child  to 
communicate  as  naturally  as  possible  by 
speech,  although  for  some  children  this  may 
prove  difficult  or  impossible  to  achieve.  Initially 
various  methods  of  communication  are  used, 
depending  on  the  educational  needs  of  the 
child.  In  addition  to  speech,  finger  spelling, 
print  Braille  or  the  Paget-Gorman  Signed 
Speech  may  be  used.  This  system  is  very 
important  because  it  helps  our  children  to 
receive  a  simultaneous  representation  of 
spoken  English  and  builds  up  their  own 
'Internal  Speech'.  Our  basic  aims  are  to 
make  the  children  literate  and  to  help  them 


acquire  a  confidence  in  using  meaningful 
language. 

Language 

Relevant  and  meaningful  language  is 
introduced  daily  through  routine  and 
contrived  situations  and  play.  Through 
regular  opportunities  of  using  language  and 
participating  where  necessary,  the  children 
acquire  a  confidence  which  encourages 
them  to  express  their  thoughts  and  feelings. 
There  is  a  careful  balance  between 
individual  and  group  work  and  the  work  is 
directed  in  such  a  way  that  repetition  is 
disguised  in  a  variety  of  interesting  ways.  As 
competency  in  language  increases,  the 
children  are  encouraged  to  question,  to 
reveal  their  ideas  and  to  think.  We  hope  that 
our  senior  children  will  have  sufficient 
language  to  appreciate  the  diversity  of  each 
school  subject  and  a  wide  enough 
vocabulary  to  absorb  abstract  ideas  and 
thoughts.  We  are  keen  that  some  children 
will  acquire  an  appreciation  for  books  and 
will  be  able  to  understand  and  enjoy  what 
they  read. 


Auditory  Training 

The  children  are  taught  to  appreciate  thj 
sounds  exist.  They  learn  to  identify  and  t 
respond  to  the  sounds  they  hear.  Throug 
this  training  and  the  efficient  use  of  the  mo? 
modern  hearing  aids,  natural  voices  an 
intelligible,  fluent  speech  are  develope 
whenever  possible.  Phonic  ears,  hearin 
aids  and  group  hearing  aids  are  in  daily  us< 


Numeracy 

The  pace  and  scope  of  our  scheme  i 
determined  by  the  needs  of  each  child.  Tri 
scheme  is  a  framework  which  gives  eac 
teacher  room  to  be  flexible  and  t 
experiment  using  their  own  original  idea 
and  talents.  We  aim  always  to  use  th< 
correct  mathematical  language  an> 
emphasis  is  placed  on  the  practical  natun 
of  the  subject  with  special  importance  beini 
given  to  those  aspects  essential  for  livini 
after  the  children  have  left  school,  e.g 
telling  the  time  and  using  money. 


The  Senior  Unit,  established  in  1982, 
aims  to  prepare  the  young  people  as  fully  as 
possible  for  whatever  new  experiences  they 
mayencounteron  leaving.  An  atmosphere  is 
created  in  which  each  child  meets  and 
overcomes  challenges  resulting  in  an 
increase  in  self-confidence.  Individual 
programmes  are  developed  in  literacy, 
numeracy,  communication  and  practical 
skills  to  enable  the  young  people  to  realise 
their  full  potential.  Alongside  these 
programmes,  situations  are  created  where 
the  young  people  have  to  work  together  for 
the  benefit  of  the  group.  The  constructive 
use  of  their  leisure  time  is  fostered  and 
encouraged. 


The  Unit  was  set  up  in  1 982  and  opened 
in  September  after  much  discussion,  as  a 
result  of  the  requirements  in  the  1981 
Education  Act  for  the  extension  to  19  of 
education  for  children  deemed  to  have 
special  needs.  The  establishment  followed 
many  hours  of  discussion  and  debate  as  to 
the  best  way  in  which  to  utilise  the  three 
extra  years.  It  was  decided  at  the  outset  not 
to  establish  too  rigid  a  programme,  rather  to 
work  from  broad  guide  lines  and  objectives 
thereby  enabling  individual  courses  to  be 
tailored  according  to  the  needs  of  each 
young  person.  It  was  envisaged  that  the 
Senior  Unit  would  form  a  bridge  between  the 
Pathways  Deaf-Blind  Unit  and  whatever 
further  placement  to  which  the  young 
person  may  transfer.  To  this  end  many  other 
establishments  have  been  visited  by  staff  of 
the  Senior  Unit.  Staffing  consists  of  two 
'<-.>.'. r<(iTs  and  two  classroom  assistants  and 
is  able  to  cater  for  up  to  eight  young  people. 

As  a  result  of  the  visits  made  to  these 
other  establishments,  it  was  realised  that  a 
more  practical  basis  would  be  required  for 
" '■.  '/>j",<;',  offered  r  the  Senior  unit  aa 
opposed  to  the  more  academic  programmes 
that  the  young  people  followed  during  their 


Senior  Unit 


The  Curriculum 

1.  Communication 

Itwasfeltthat  lessemphasisshouldbe 
placed  on  the  use  of  Paget-Gorman  Signed 
Speech.  Although  it  had  given  the  young 
people  an  excellent  grounding  in  language, 
they  were  unlikely  to  encounter  it  in  the 
outside  world.  Consequently,  greater  use 
was  to  be  made  of  finger-spelling  and  the 
written  word.  Two  practical  examples  of  the 
use  of  the  written  word,  are  the  correct  ways 
to  write  a  letter,  and  the  completing  of  a 
simple  application  form.  Where  possible, 
speech  would  be  used  as  the  primary  method 
of  communication. 

2.  Numeracy 

It  was  realised  that  work  on  money  and 
time  would  serve  to  consolidate  and 
expand  the  young  person's  already  acquired 
skills.  Practical  situations  are  engineered  to 
enable  the  young  people  to  gain  as  great  an 
understanding  as  possible  of  the  value  of 
money.  As  a  result  of  this,  a  savings  bank  has 
been  set  up  in  the  Senior  Unit  as  an 
introduction  to  the  formal  banking  and 
savings  system.  In  the  area  of  time,  the 
programmes  available  range  from  teaching 
the  young  people  to  tell  the  time  from  both 
conventional  and  digital  clocks,  to  the 
reading  of  public  transport  timetables 
accurately. 

3.  Literacy 

Literacy  involves  encouraging  the  young 
people  to  read  for  pleasure  and  to  gain 
information  and  they  have  been  introduced 
to  magazines  appertaining  to  their  interests, 
newspapers,  simple  story  books  and  factual 
books.  Where  a  young  person's  sight 
problem  requires  all  this  information,  it  is 
made  available  in  the  most  suitable  Braille 
form.  Computer  and  relevant  programmes 
are  available  to  aid  the  young  people  in  their 
work. 


4.  Mobility 

In  the  practical  area,  it  was  felt  that 
mobility  training  was  of  paramount 
importance.  The  varying  degree  of  handicap 
experienced  by  our  children  necessitates 
varying  programmes  of  mobility  training. 
Each  young  person  is  trained  to  the 
maximum  of  their  potential  and  some 
programmes  at  present  in  use  include 
training  in  walking  through  a  town  and 
independent  travel  on  public  transport.  An 
increase  of  confidence  has  been  noticed  as 
a  result  of  this  training,  together  with  a 
growing  consideration  for  others. 

Other  practical  activities  offered  are 
home  economics,  including  cookery,  needle- 
work and  personal  hygiene,  basic  horticulture, 
craft,  encompassing  art,  ceramics  and  wood- 
work and  workshop  skills,  i.e.  simple  assembly, 
weighing  or  packing  on  an  individual  orgroup 
basis. 

Leisure  time  activities  are  encouraged 
and  fostered  through  the  young  people's 
active  participation  in  various  indoor  and 
outdoor  games  and  recreational  swimming. 
Within  this  framework  of  leisure  activities, 
the  young  people  are  encouraged  to  work 
and  play  together  and  make  their  own 
decisions  as  to  how  they  occupy  their  spare 
time.  During  their  own  time,  the  young 
people  are  encouraged  to  participate  in  a 
Keep  Fit  group,  the  local  Guide  Company 
and  the  local  P.H.A.B.  Club  and,  through 
these,  are  shown  the  importance  of  making 
and  keeping  a  commitment  to  the  group. 

We  feel  that,  with  the  programmes 
outlined  above,  we  are  able  to  offer  a 
meaningful  extension  to  the  education  of 
deaf-blind  youngsters;  primarily  those  who 
have  progressed  through  Pathways,  but 
also  those  from  other  educational 
establishments  who,  it  is  felt,  could  benefit 
from  the  activities  available  in  the  Senior 
Unit. 

J.  Griffiths  and  M.  Lewis,  Pathways, 
Condover  Hall,  Shrewsbury,  Shropshire 
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Cookery 

The  aims  are  to  teach  the  children  to 
survive  and  to  be  as  independent  as 
possible.  They  are  taught  about  the  range  of 
equipment  available,  safety  and  hygiene  in 
the  kitchen,  the  principles  of  healthy  eating 
and  meal  planning,  identification  of 
ingredients,  shopping  wisely  (including  the 
choice  and  use  of  convenience  foods),  and 
the  basic  methods  of  cooking. 

Physical  Education 

The  aims  are  to  strengthen  and  tone 
up  their  bodies,  and  also  to  explore  their 
physical  abilities  and  increase  confidence  in 
physical  activities.  Swimming  is  encouraged 
because  with  our  very  young  dually- 
handicapped  children,  being  in  the  water 
helps  to  eradicate  mannerisms.  Children  are 
helped  to  reach  the  highest  standard  of 
which  they  are  capable,  and  to  prove  their 
competence  by  aiming  to  obtain  the 
appropriate  amateur  swimming  awards. 
Most  children  have  the  opportunity  of 
enjoying  boating  and  pony  riding  before 
they  leave.  With  less  able  children, 
programmes  based  on  physical  activities 
combined  with  short  intensive  commun- 
ication periods  are  successfully  used.  There 
are  opportunities  for  children-to  camp  in  this 
country  and  abroad  and  to  enjoy 
educational  journeys  on  canals. 


Music 

The  aims  are  to  encourage  awareness 
of  and  increase  sensitivity  to  sound  and 
rhythm.  Through  the  enjoyment  of  music, 
rhythm  and  singing,  some  children  are  led  in 
a  natural  unselfconscious  way  towards 
voice  production  and  speech. 

Pottery 

We  encourage  an  attitude  of  self 
motivation  and  expression,  and  we  help  the 
children  to  enjoy  a  feeling  of  achievement. 
The  therapeutic  aspects  of  the  subject  are 
exploited  and  relevant  techniques  intro- 
duced. 

Sewing 

Emphasis  is  placed  on  children's  use  of 
sewing  and  knitting  equipment,  e.g. 
needles,  machines.  They  learn  to  care  for 
and  repairtheirclothesand  household  linen 
and  to  do  creative  work  in  their  leisure 
time. 

Craft 

The  main  aim  is  to  generate  an  attitude 
of  self-motivation;  to  develop  skills  and  an 
understanding  of  techniques  in  as  many 
disciplines  as  possible;  to  infer  respect  for 
materials  and  to  work  socially  with  others  on 
joint  projects. 


Workshops 

The  work  here  includes  the  development 
of  definite  manipulative  skills  and  activities 
which  encourage  a  child  to  work  at  certain 
repetitive  tasks  for  long  periods.  Completing 
tasks  within  time  limits  is  also  introduced.  It 
attempts  to  create  the  work  situations  in 
which  children  may  find  themselves 
eventually. 

Assemblies 

These  are  very  important  in  the  life  of  the 
unit.  There  is  an  assembly  each  day  at  which 
the  children  learn  about  the  Bible  stories, 
where  they  join  in  the  singing  of  the  hymns 
and  the  saying  of  the  prayers,  and  learn  to 
understand  basic  Christian  principles. 
Where  appropriate,  all  the  religious 
festivals  are  introduced  and  discussed. 
Various  other  topics  are  introduced  which 
are  linked  with  Biblical  times.  'Follow  up' 
sessions  in  the  classroom  help  to  reinforce 
what  is  done  in  each  assembly  and  to  build 
on  some  of  the  more  important  language 
introduced.  Children  are  encouraged  to  take 
part  whenever  possible  and  some  of  the 
seniors  have  the  opportunity  of  leading  the 
worship,  deciding  on  the  theme  themselves. 

Peter  Jones 

'Teacher  in  Charge' 

Pathways, 

Condover  Hall,  Shrewsbury 


Whitefield  School 

Department  for  Deaf/Visually  Handicapped  Children 


The  Department  provides  for  deaf-blind 
children  within  Whitefield  School,  which  is  a 
large  Special  School  in  the  London  Borough 
of  Waltham  Forest.  The  children's  ages 
range  from  5-17  years  at  present,  although 
we  have  accepted  children  from  2+  years 
and  up  to  19. 

There  are  a  variety  of  combinations  of 
hearing  and  visual  loss  and  in  addition 
children  may  have  physical  handicaps, 
behavioural  problems  and  usually  moderate 
or  severe  learning  difficulties.  All  the 
children  require  a  multi-sensory  teaching 
approach. 

The  overall  ratio  is  three  children  for  one 
teacher  plus  an  assistant  and  in  addition 
individual  children  may  require  a  Special 
Welfare  Assistant.  This  provides  resources 
for  1  - 1  teaching  methods  to  be  employed  - 
so  essential  to  the  development  of 
deaf-blind  children. 

The  Department  uses  a  total 
communication  approach  according  to  the 
individual  needs  of  each  child.  These 
include  the  use  of  tactile  signs,  Makaton, 
Paget-Gorman,  written  communication  and 
finger-spelling,  all  accompanied  by  the 
spoken  word.  This  in  no  way  inhibits  the 
children  from  expressing  themselves  in  their 
own  special  ways  however! 

We  work  to  individual  programmes  and 
targets  are  set  at  six  monthly  reviews.  These 
targets  are  as  varied  as  the  children  and  can 
range  from  eating  a  biscuit  in  'instalments' 
rather  than  cramming  in  one  go,  to  reading  a 
simple  sentence.  Where  possible  maximum 
use  of  residual  sight  and  hearing  is  fostered. 

We  all  enjoy  the  shared  facilities  of  the 


school,  especially  visits  in  our  new  green 
minibus,  donated  by  the  Lords  Tavenors, 
and  sessions  in  the  Hydrotherapy  Pool.  A 
group  of  our  children  went  on  an  educational 
holiday  this  year  to  the  coast  and  thoroughly 
enjoyed  the  experience  and  we  plan  to 
repeat  it  again  next  year. 

The    Department    has    a    tradition    of 
joining  together  at  the  end  of  term  and 


Kelley  at  play. 


Michael  and  Malachy  at  work. 

providing  their  own  lunch  -  a  welcome 
change  from  school  meals!  The  children  are 
involved  with  the  planning,  shopping  and 
preparation  of  the  meal  and  a  good  time  is 
had  by  all.  Regular  social  education  takes 
place  in  the  Housecraft  Room  and  next 
September  the  older  children  will  be  fully 
utilizing  the  Project  Independence  House 
where  daily  living  skills  can  be  acquired  in 
the  most  appropriate  setting -away  from  the 
classroom. 

Zeta  Saywell 
Head  of  Department 
Whitefield  School 
MacDonald  Road 
London  E17 
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Education  News 


National  Plan 


The  Department  of  Education  and  Science 
has  published  its  proposals  for  the  future 
provision  in  Special  Schools  for  Visually 
Handicappped  Children.  Copies  have  been 
distributed  to  all  schools,  education 
authorities  and  interested  bodies,  and  are 
available  from  the  DES  on  demand. 

The  proposals  arise  because  of  the 
situation  where  most  special  schools  are 
facing  a  reduction  in  the  numbers  of  visually 
handicapped  children  and  where  there  is  a 
move  towards  integrating  such  children  into 
ordinary  schools  wherever  possible.  The 
proposals  involve  various  school  closures, 
which  the  DES  states  are  necessary  in  order 
to  avoid  the  situation  where,  if  nothing  is 
done,  all  existing  schools  for  the  visually 
handicapped  might  be  in  danger  of  closure 
in  a  few  years. 

In  deciding  on  closures  and  revised 
roles  for  schools,  the  DES  bore  the  following 
principles  in  mind: 

•  Some  blind  and  partially-sighted  children 
have  similar  needs. 

•  Wherever  possible  separate  primary  and 
secondary  provision  should  be  made. 

•  Wherever  possible,  education  would  be 
in  Day  Schools  -  particularly  for  under-fives 
and  primary-aged  pupils. 

•  The  minimum  pupil  teacher  ratio  should 
be  7-to-1.  The  minimum  size  for  a  primary 
school  should  be  30  pupils.  The  minimum 
size  for  a  secondary  school  should  be  80 
pupils. 

•  Residential  provision  for  secondary  aged 
children  is  impossible  on  a  local  basis. 
Secondary  schools  must  have  a  reasonably 
even  geographical  spread. 

•  Visually  handicapped  pupils  without  a 
physical  handicap  should  not  be  placed  in 
schools  for  the  physically  handicapped. 


PROPOSALS 

Pre-school 

Children  should  be  as  near  home  as 
possible.  For  some  multiply  handicapped 
children,  residential  provision  may  be 
necessary.  Only  two  of  the  existing  four 
Sunshine  Homes  will  be  required. 

Primary/Secondary 

Detailed  proposals  are  made  for  the  closure 
of  some  schools,  and  for  the  changed  roles 
of  most  of  those  proposed  for  survival. 

Further  Education 

Little  is  proposed  other  than  that  the  three 
present  centres  should  continue,  but  that 
they  should  remember  that  there  is  likely  to 
be  an  increase  in  application  from  children 
with  multiple  handicaps. 

Multiple  Handicaps 

Three  schools  specialise  at  present:  Condover, 
Rushton  Hall  and  Wavertree.  The  DES  sees 
that  there  will  be  an  ongoing  need  to  provide 
for  these  children;  they  have  no  other  propo- 
sal at  this  stage. 

Proposed  Closures 

Royal  Victoria  School,  Newcastle 
Henshaw's  School,  Harrogate 
Derby  School,  Preston 
George  Auden  School,  Birmingham 
East  Anglian  School,  Gt  Yarmouth 
Nansen  School,  London  SE18 
New  River  School,  London  N16 
Blatchington  Court  School,  Seaford 
Sussex 


The  Winston 
Clmrtfiill 
Memorial 
Trust 


Churchill  Travelling  Fellowships  are  for  all 
UK  citizens  irrespective  of  age  or  occupation, 
and  as  no  educational  or  professional 
qualifications  are  needed,  they  are  of 
special  interest  to  people  who  are  not 
eligible  for  other  types  of  grants.  The  object 
of  the  awards  is  to  give  men  and  women  from 
all  walks  of  life  the  chance  to  gain  a  better 
understanding  of  the  lives  and  work  of 
peop  B  '.■':■■■'■■■■■  and  to  acquire  knowledge 
and  experience  for  the  benefit  of  their  work 
and  the  community.  The  only  requirement  is 
that  the  candidates  must  be  able  to  show 
that  they  can  make  effective  use  of  the 
knowledge  and  experience  they  have 
obtained  abroad. 

Grants      are      offered      in      different 

profession  or  interest  falls  within  these 
categories  may  propose  a  project  they  wish 
to  carry  out  in  countries  outside  the  UK. 
About  100  awards  are  made  annually,  and 


there  are  now  over  1 ,700  Churchill  Fellows. 
2  categories  for  1985  are: 

•  Music  Therapy  and  Music  for  Disabled 
People 

•  Workers  in  Voluntary  Organizations 
dealing  with  Child  Deprivation. 

To  apply  send  a  stamped  addressed 
envelope  between  August  and  mid 
October  to  The  Winston  Churchill 
Memorial  Trust,  15,  Queen's  Gate 
Terrace,  London  SW7  5PR. 


New  Training 
Course 

The  Government  has  announced  a  grant  of 
£100,000  to  the  Open  University  in  orderto 
establish  a  new  course  for  professionals 
working  with  mentally  handicapped  people 
in  the  community.  With  the  increasing 
moves  towards  housing  mentally  handi- 
capped people  in  the  community,  the  need 
has  become  apparent  for  training  for  staff 
who  will  work  in  these  new  settings.  SENSE 
is  seeking  to  establish  that  the  course  will 
contain  information  on  working  with  people 
with  visual  and  hearing  impairments. 


Computer 
Information 


The  Handicapped  Persons  Research  Uni 
are  establishing  a  database  of  soft-ware  fo 
the  handicapped.  Each  entry  will  contain  e 
description  of  the  computer  programs,  the 
handicaps  they  are  suitable  for,  the  type  o 
computer  system  required,  supplier  anc 
price  etc.  Information  will  be  available  for  al 
enquirers. 

Anyone  using  computer  programme; 
with  deaf-blind  people  who  would  like  tc 
contribute  to  this  database  -  which  goes 
under  the  endearing  name  of  BARDSOFT  - 
should  write  to: 

Peter  Curran,  Handicapped  Persons 
Research  Unit,  Newcastle  Polytechnic,  Nc 
1,  Coach  Lane,  Newcastle-upon-Tyne,  NE7 
7TW  Tel:  0632 -664061 


SENSE,    The    National     Deaf-Blind    and 
Rubella  Association 


BASIC/SENIOR  CLINICAL  PSYCHOLOGIST 


SENSE  is  seeking  a  psychologist  to  join  the 
senior  Staff  Team  of  The  Manor  House,  its 
Further  Education  and  Rehabilitation  Centre  in 
Market  Deeping,  Lincolnshire.  The  Manor 
House  currently  provides  17  places  to 
adolescent  and  adult  students  who  have  both 
vision  and  hearing  impairments.  In  addition, 
planning  has  begun  for  a  new  unit  to  serve  up  to 
8  severely  multiply-handicapped  deaf-blind 
students. 

It  aims  to  develop  the  skills  required  for  all 
aspects  of  adult  life:  personal,  social, 
occupational,  communicative  and  recreational 
etc.  The  three  main  areas  of  activity  -  Further 
Education,  Residential  Social  Work  and  Pre- 
vocational  Training  -  are  to  be  managed  by  a 
team  of  three  people  under  John  Blanchard, 
the  Principal  and  his  deputy,  June  Brooks.  The 
psychologist  post -to  take  responsibility  for  the 
development  of  individual  programmes,  of 
communication  skills  and  of  staff  training  -  is 
the  first  of  the  3  posts  to  be  filled.  Behavioural 
problems  are  often  a  manifestation  of  the  dual 
sensory  impairment,  so  it  is  essential  that 
applicants  be  behaviourally-trained.  In 
addition,  experience  of  oran  interest  in  sensory 
impairment  would  be  advantageous. 

Market  Deeping  is  a  beautiful  fenland  town 
7  miles  north  of  Peterborough.  The  Manor 
House,  which  was  the  first  such  centre  to  be 
opened  in  Great  Britain  serving  deaf-blind 
school-leavers  (in  1  980),  is  well-integrated  with 
the  local  community. 

This  is  a  challenging  post  since  little  work 
has  been  done  in  psychology  with  deaf-blind 
people,  and  its  pioneering  nature  will  appeal  to 
the  right  applicant  for  whom  it  therefore  offers 
tremendous  career  opportunities.  The  salary 
will  be  within  the  Basic/Senior  Grades 
according  to  experience. 

Informal  enquiries  to  John  Blanchard,  The 
Manor  House,  72,  Church  Street,  Market 
Deeping,  Peterborough  PE6  8AL,  Tel  0778- 
344921.  Job  specification  and  other 
information  are  available  from  The  Director, 
SENSE,  31 1  Gray's  Inn  Road,  London  WC1X 
8PT.  Tel:  01-278  1005/1000. 
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Steven  Needs  a  Family 


The  Thomas  Coram  Foundation  is  looking 
for  a  family  for  21/2  year  old  Steven.  This 
determined  little  lad  is  very  popular  and 
everyone's  first  comment  about  him  is  that 
he  is  such  a  happy  child. 

He  is  an  attractive  child  of  West  Indian 
parentage.  He  is  alert  and  responsive, 
taking  an  interest  in  the  day's  events  and 
receptive  to  new  situations.  He  was  born  a 
healthy  baby  to  very  young  parents  and  was 
developing  well  until  an  accident,  at  the  age 
of  four'  months,  left  him  severely  visually 
handicapped.  Since  then  he  has  been  living 
in  a  foster  home. 

Steven  began  attending  a  special 
school  in  November  1983  and  the 
teachers  and  other  specialists  there  have 
been  delighted  with  him  and  howwellhehas 
settled  into  the  school.  Steven  likes  people 
and  he  enjoys  a  lot  of  attention  both  from 
adults  and  other  children.  He  also  likes  to 
play  with  toys  and  he  will  explore  and 
examine  them,  vigourously  shaking  rattles 
and  bells  and  enjoying  their  sounds. 

Steven  babbles  well  and  will  imitate 
sounds.  He  enjoys  little  games,  repeating 
back  sounds  and  rhythms  presented  to  him, 
and  his  speech  therapist  feels  he  will  soon 
be  enjoying  joining  in  with  the  actions  to  pat- 
a-cake  and  other  similar  rhymes. 

Steven  is  not  ready  to  walk  yet  but  his 
physiotherapist  does  not  doubt  that  he  will 
do  so  in  time.  He  has  some  muscle  tightness 
in  his  legs  and  he  has  little  exercises  to  help 
overcome  this. 

Steven  is  a  delightful  little  boy  but  his  life 
so  far  has  been  complicated  because  of  his 
accident  and  subsequent  handicap.  It  is 
impossible  to  know  exactly  what  the  future 
will  hold  for  him  and  certainly  at  the  moment 


Steven  and  his  teacher 


he  is  like  a  much  younger  child.  He  is 
struggling  to  make  sense  of  a  world  which  he 
cannot  see  and  which  has  not  always  been 
kind  to  him.  What  we  do  know  is  that  he 
needs  a  loving  and  committed  family  to  help 
him  understand  the  world  and  to  provide 
the  security  and  consistency  that  will  enable 
him  to  go  on  learning  and  enjoying  life. 

If  you  would  like  to  know  more  about 
Steven  and  his  need  for  an  adoptive  family, 
and  you  live  within  50  miles  of  Central 
London,  please  contact  Cathy  Fletcher  or 
Jeanne  Kaniuk  on  01-278-2424,  at  the 
Thomas  Coram  Foundation,  40,  Brunswick 
Square,  London  WC1N  1AZ. 


Sonia  Needs 
a  Home 

Slough  social  services  are  looking  for 
an  exceptional  couple  who  will  take 
on  the  care  and  rehabilitation,  in  their 
own  home,  of  an  emotionally 
disturbed  teenage  girl.  Of  West  Indian 
origin,  Sonia  is  currently  a  resident  in 
an  establishment  for  the  deaf.  Sonia 
also  suffers  from  seriously  impaired 
vision.  The  main  focus  of  the  work  will 
be  in  helping  Sonia  overcome  the 
emotional  problems  that  are  prevent- 
ing herfrom  realising  herfull  potential. 

The  Department  recognises  the 
commitment  required  and  an 
appropriate  fee  will  be  paid,  in 
addition  to  living  expenses. 
All  enquiries  please  to  Janet  Allen  on 
Slough  31201. 


R.N.I.B.  Review 

Mr  Ian  Bruce,  the  new  Director-General  of 
the  Royal  National  Institute forthe  Blind,  has 
initiated  a  Development  Plan  which  will  help 
to  lay  down  the  structure  of  the  RNIB's 
provision  for  blind  people  over  the  next  few 
years.  He  has  announced  that  he  will 
welcome  feedback  from  blind  people  about 
the  areas  of  work  which  the  RNIB  should 
seek  to  undertake. 

If  you  have  any  thoughts  about  how  the 
RN I B  might  operate  in  the  future,  write  to  Ian 
Bruce  at  RNIB,  224  Great  Portland  Street, 
London  W1 N  6AA. 


Nordic  Workshop  on  Usher's  Syndrome 


In  May  this  year  I  was  invited  by  Jes  Kryger, 
one  of  the  organisers  of  the  Nordic  Staff 
Training  Programme  for  Services  to  Deaf- 
Blind  People,  to  a  workshop  in  Helsingn0r, 
Denmark. 

The  workshop  centred  on  Education  of 
Young  Adults  with  Usher's  Syndrome.  It 
drew  teachers,  social  workers  and  personnel 
supplying  services  to  deaf-blind  people  from 
Norway,  Sweden,  Finland  and  Denmark. 

The  course  was  led  by  Laura  Thomas 
who  runs  courses  for  Usher's  Syndrome 
studentsatthe  Helen  Keller  National  Centre 
in  New  York.  Laura  is  severely  deaf  herself 
and  worked  with  an  interpreter  throughout 
the  two  weeks.  The  interpreter  spoke 
English  and  everything  he  said  had  to  be 
interpreted  into  Finnish  and  Swedish.  Mona- 
Britt  Johansson,  a  deaf-blind  adviser  who 
herself  has  Usher's  Syndrome,  had  her  own 
Swedish  guide  interpreter  who  used  'hands- 
on'  sign  language.  By  the  time  Mona-Britt 
received  Laura  Thomas'  talk  it  had  been 
through  three  layers  of  interpretation! 

We  also  had  input  on  the  medical 
aspects  from  Lea  Hyvarinen,  a  Finnish 
opthalmologist  who  is  perhaps  one  of  the 
few  consultants  in  the  world  to  have  learnt 
sign  language(Finnish)  inordertocommuni- 
cate  with  her  Usher's  patients  more  accur- 
ately and  sympathetically. 

The  course  was  wide-ranging  and  par- 
ticularly useful  to  me  as  it  came  just  after  the 


launch  of  the  Usher's  Syndrome  Project  in 
the  United  Kingdom. 

Laura  took  us  through  the  characteristics 
of  Usher's  Syndrome  -  mobility  techniques, 
coping  processes,  communication  strategies, 
the  implications  on  curriculum  and  career 
planning,  how  the  Usher's  student  integrated 
into  the  school  system,  training  for 
independent  living  skills  and  case  histories. 

Of  all  the  topics  covered  the  one  which 
impressed  me  most  was  the  discussions  we 
had  on  breaking  the  news  of  retinitis 
pigmentosa  and  coping  processes,  which  I  will 
try  to  summarise  as  follows: 

1.  Early  diagnosis  was  felt  to  be  important 
and  this  could  be  achieved  by  doctors, 
teachers  and  other  workers  in  the  deaf  field 
being  made  aware  of  Usher's  Syndrome. 

2.  Schools  for  the  deaf  should  incorporate 
screening  programmes  for  Usher's  Syndrome 
as  part  of  health  care. 

3.  Early  diagnosis  would  mean  that  thinking 
and  talking  about  RP  was  brought  into  the 
student's  everyday  life  gradually  and  more 
calmly. 

4.  Teachers  could  incorporate  language, 
both  words  and  sign  concerning  RP  and  its 
effects,  into  the  student's  vocabulary  and 
thinking  at  an  early  stage. 


5.  The  student  is  thus  encouraged  to  form 
his  own  concepts  about  the  condition  and 
feels  free  to  ask  questions  and  voice  fears  in 
an  unstressed  atmosphere. 

6.  Early  diagnosis  encourages  sensible 
planning  for  the  curriculum  and  for  the  future 
career. 

7.  When  a  student  is  able  to  think  and  talk 
about  his  RP,  where  he  has  formed  the 
necessary  concepts,  he  will  find  it  easier  to 
think  positively  and  handle  his  own  future 
himself.  It  was  felt  that  keeping  someone  in 
ignorance  of  what  is  wrong  is  harmful 
and  makes  the  final  revelation  much  harder 
to  bear. 

8.  Parents  who  hide  the  true  nature  of  the 
eye  condition  from  their  children,  it  was  felt, 
were  not  acting  in  the  best  interests  of  their 
children  ultimately. 

In  spite  of  being  the  only  English  person 
present  and,  apart  from  two  fellow 
Americans,  being  the  only  person  for  whom 
English  was  their  mother  tongue,  I  felt 
very  welcome  and  at  home.  Our  Nordic 
colleagues  went  out  of  their  way  to 
incorporate  me  into  their  discussions  and 
into  their  fun! 

Mary  Guest 
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Holidays 


Green  Park 

The  trees  in  Buckinghamshire  are 
magnificent  and  we  had  a  special  selection 
at  Green  Park,  which  used  to  be  a 
Rothschild  estate,  with  its  beautifully 
landscaped  grounds.  Now  a  Youth  Training 
Centre.  Green  Park  has  a  heated  swimming 
pool  and  a  gymnasium  where  the  old  house 
once  stood.  In  this  delightful  setting  we  ran 
our  holiday  forten  deaf-blind  young  adults  in 
earfy  August. 

Two  of  the  lads  probably  vie  for  the  gold 
medal  in  tree-passing  since  they  must  have 
walked  miles  each  day.  Cecil  Yearwood. 
built  like  a  dancer  and  just  as  agile,  took 
John  Bridge  on  many  a  trek.  Early  morning 
or  late  evening.  Cecil  was  on  the  move. 
Walking,  running,  rolling,  twisting,  life  was 
one  long  dance,  except  when  exhaustion  or 
a  meal  reauced  him  to  calm.  John  was  his 
inexhaustible  partner  and  guide,  always  on 
the  alert,  spreading  his  help  and  humour  to 
all.  Our  other  marathon  man  was 
Christopher  Anderson,  whose  desire  to  be 
on  the  move  was  subject  to  only  one  other: 
the  all-effacing  lust  for  tea.  Never  has  so 
much  tea  been  desired  or.  probably, 
consumed.  Many  a  night  Christopher  would 
be  seen  flitting  through  the  woodland 
accompanied  by  Adam  Ockelford  or  Olga 
Miller,  whoever  was  not  cooling  his  or  her 
own  feet.  True,  as  the  week  progressed  so 
Christopher  relaxed  and  dropped  his 
mileage  in  favour  of  a  cuddle  or  two  and  a  sit  in 
the  sun.  but  between  them.  Cecil  and 
Christopher  must  have  circumnavigated 
most  of  the  trees  within  ten  miles  of  Tring. 


John  McEvoy  taking  to  the  air. 

Others  were  not  so  mobile.  Steven 
Camillen  started  the  week  by  hanging  on 
arms  and  pretending  to  sleep.  In  the 
swimming  pool  he  crooned  his  delight  and 
,jnd.  and  by  the  week's  end  was 
/.>.  '  ng  freely.  Olga  and  Sheila  Stevens 
-  ■-. .  ng  Morked  the  magic. 

Maurice  Hunte  was  another  who 
seemed  reluctant  to  take  a  step  at  the 
beginning  of  the  week,  but  whom  Richard 
West  had  finding  his  own  way  by  the  week's 
end.  And  when  Maurice  cmiied,  the  room  lit 
up 

John  McEvoy  didn't  just  smile;  he 
laughed  aloud  for  joy.  Becoming  more  and 


f  Wk 


Paul  Wilding  signing  to  the  cows. 

more  content  and  happy  as  the  week 
progressed  he  experimented  with  all  the 
sounds  he  could  pick  up  and  was  delighted 
beyond  bounds  when  his  vocalising  was 
understood.  Trudi  Law,  who  took 
responsibility  for  his  care,  must  often  have 
had  her  eardrums  ringing  as  well  as  her  feet 
tickling,  for  John  thought  feet  the  most 
fascinating  thing  in  the  universe. 

Aysel  Hassan,  confined  as  she  was  by 
her  wheelchair,  released  her  energies  in 
stunning  paintings.  Concentratedly  and 
carefully  working,  she  produced  beautifully 
designed  and  executed  colourscapes, 
becoming  more  vibrant  and  alive  as  the 
week  progressed.  Alison  Fox,  who  cared  for 
her,  spent  many  an  afternoon  washing  down 
a  wheelchair  where  the  paint  still  glowed, 
while  Sue  Wightwich,  who  had  to  leave  Aysel 
after  two  days,  took  back  with  her  the 
exciting  memory  of  Aysel's  first  unprompted 
sign. 

Maureen  Marshalleck  loved  her  food. 
Insisting  on  accompanying  Georgette 
Bulline  to  the  counter  to  select,  she  also 
signed  for  'cooking',  one  art  for  which  we 
could  not  cater.  Another  great  delight  for 
her  was  the  purchase  of  new  shoes,  which 
she  proudly  wore,  whether  appropriate  or 
not,  with  all  variation  of  dress  from  casual  to 
formal. 

Jean  Pierre  Hunt  had  to  be  persuaded 
that  discus-throwing  took  place  outside  the 
dining-hall.  He  loved  the  trampoline  and 
found  pleasure  in  playing  air  over  his  face 
from  the  foot  pump  used  to  inflate  the  giant 
ball.    The    bursts    of    energy   that    would 


occasionally  send  him  and  Paula  Cousins, 
his  guide  and  mentor,  leaping,  would 
alternate  with  periods  of  secret  chuckles.  At 
the  barbeque  he  was  transfixed,  sitting  as  to 
the  manner  born  in  stately  pose  by  the  fire, 
where  he  remained  contentedly  until  we  all 
retired  to  bed. 

Paul  Wilding  found  a  friend  in  Paul 
Tuohy,  who  swiftly  established  a  relationship 
of  friendship  which  had  Paul  Wilding 
increasing  in  confidence  and  independence 
daily,  until  he  became  a  completely  relaxed 
and  happy  young  man. 


A  bicycle  made  for  two. 
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Aysel  in  creative  mood. 

I  have  omitted  much  and  would  like  to 
write  more  of  the  open-hearted  generosity 
and  mutual  support  among  all  our  helpers,  as 
well  as  of  the  multitude  of  other  memories  of 
the  holidaymakers,  but  there  would  be  no 
place  to  stop.  I  hope  those  who  were  there 
will  forgive  me. 

We  were  specially  blessed  on  the 
holiday  in  the  positive  back-up  we  received 
from  Green  Park's  own  staff.  Suzanne 
Millard's  organisation  and  care  could  not 
have  been  bettered,  and  the  kitchen  staff, 
office  staff  and  groundsmen  played  such  a 
part  that  they  seemed  like  members  of  our 
team.  That  is  something  for  which  one 
cannot  plan  but  which  is  a  huge  bonus.  I 
think  everyone  returned  with  happy  memories, 
and  we  certainly  have  strong  pleas  recorded 
for  something  similar  next  year. 

Norman  Brown 


Holidays 


The  holiday  group  outside  the  Sunshine  home. 


SOUTHPORT 


We  arrived  on  Saturday  and  everything  was 
chaos.  There  were  children,  helpers  and 
suitcases  everywhere  and  we  had  nothing  to 
eat.  Now  all  the  children  and  almost  all  of  the 
helpers  have  a  bed.  We've  found  something 
to  eat  and  we've  hidden  the  cases!  We've 
even  had  time  for  going  to  the  fair,  shopping 
in  Lord  Street,  swimming  in  the  pool,  and 
exploring  the  beach  -and  it's  only  Monday! 
What  are  we  going  to  do  for  the  rest  of  the 
fortnight? 

Best  wishes  from  us  all  at  Southport! 

Bob  Snow 


Books  For 
Children 


Joan  Shields,  the  Deaf-Blind  Advisor  to 
the  R.N.I.B.,  notes  some  books  she  has 
found  useful. 

Choosing  books  for  children  with  little  or  no 
language  and  little  or  no  sight  becomes 
more  difficult  as  they  become  older. 

There  are  few  books  for  blind  children 
who  have  not  yet  learned  Braille  but  they  will 
not  give  much  pleasure  unless  there  is 
someone  to  give  the  words  as  the  children 
feel  the  texture,  or  rub  and  smell  the  scents. 

For  example  William  Collins  and  Sons 
Ltd  produce 

Roby  goes  exploring  by  Philip  Newth 
Red  Thread  Riddles  by  V  A  Jensen  and  P 
Edmar 

What's  That?  by  V  A  Jensen  and  D  W  Haller 
Catching  by  V  A  Jensen 
while  Random  House  produce  various 
Scratch  and  Sniff  Books.  Choose  one  with 
familiar  smells  of  things  which  you  can  give 
yourchild  to  smell,  and  perhaps  taste,  after  a 
first  sniff  at  the  book.  Then  you  can  let  your 
child  find  the  thing  that  is  represented  when 
the  book  is  sniffed  again. 

I  have  priced  some  of  the  books,  but 
these  prices  may  be  out  of  date  or  for  hard- 
back editions,  so  it  is  only  a  rough  guide. 
While  searching  in  a  library  or  bookshop  you 
may  find  others  that  have  greater  appeal. 
Remember  the  picture  and  print  need  to  be 
clear  and  bright  with  good  contrast  and  little 
background.  This  becomes  less  important 
as  the  child  learns  to  see  and  identify  things. 
You  will  sometimes  be  surprised  at  the  detail 
noticed  in  a  picture  by  a  child  who  is  likely  to 
trip  over  a  chair  when  he  gets  up! 

Many  of  these  books  can  be  borrowed 
from  public  libraries  but  some  are  worth 
buying  forfrequent  use.  Children  learn  much 
from  pictures  in  books,  even  without 
words.  I  always  remember  a  little  boy, 
handicapped  by  both  rubella  and  meningitis, 
being  shown  a  large  bumble  bee.  He  peered 
carefully  and  then  ran  into  the  classroom.  He 
returned  with  a  Ladybird  Book  of  Insects, 
the  page  open  at  a  picture  of  a  bumble  bee. 
He  had  not  only  rememberecd  the  picture 
but  also  where  to  find  it  among  about  forty 
books  of  the  same  format.  Although  he  could 
not  read  words,  the  boy  had  been 
encouraged  to  use  books  and  make  sense 
of  pictures.  He  had  also  learned  to  treat 
books  with  respect. 


Some  of  the  young  holidaymakers  at  the  Family  Centre,  playing  on  some  of  the  new 
play  equipment  built  and  donated  by  Taylor  Woodrow  Ltd. 


Some  Suggestions 


1.  For  younger  children  with  some  vision: 
Blackies   Surprise   Concertina   Books  by 
Ron  and  Atie  von  de  Meer,  at  £1 .25  each 
Where's  the  Mouse? 

Who  Eats  What? 
Where's  the  Baby? 
What's  Missing? 

Methuen  Books  by  Helmut  Spanner: 

Where  is  Mouse? 

What's  Teddy  Bear  Doing? 

Where  is  Willy  Worm? 

Usborne  Find  it  Board  Books  at  £1.00  each: 

Find  the  Teddy 

Find  the  Kitten 

Find  the  Bird 

Find  the  Puppy 

Find  the  Duck 

Find  the  Piglet 

2.  For  those  interested  in  words.  Large  print 
and  clear  pictures.  All  by  Eric  Hill; 

Where's  Spot? 
Spot's  first  Walk 
Spot's  Birthday  Party 
Spot's  First  Christmas 

The  Archon  Press  by  Gillian  Youldon  at  99p 

each 

Sizes 

Colours 

Numbers 

Time 

Opposites 

Heinnemann  Limited: 

What's  the  Time  Mr  Wolf  at  £5.95 


3.  Storieswithoutwordsforthinking children: 
By  Jan  Ormerod: 

Sunshine 
Moonlight 

Picture  Puffins  at  £1.25  each: 

Rosie's  Walk 

The  Very  Hungry  Caterpillar 

Hamish  Hamilton: 

Father  Christmas:  by  Raymond  Briggs 
(This  has  words  but  the  story  speaks  for 
itself,  although  it  needs  fairly  good  sight.) 

For  children  who  have  tunnel  vision,  books 
illustrated  by  Anna  for  the  Bodley  Head 
may  give  great  pleasure  if  the  pictures  are 
explained  a  little.  They  may  find  familiar 
characters  hidden  in  them  .  Try  Anno 's 
Journey. 

4.  For  those  who  can  read: 

Colin  McNavgtilon's  ABC  and  123  is 

helpful  for  those  discovering  figurative 

language  and  rhymes. 

AA  Junior's  Atlas  of  the  British  Isles 

Collins  Sportswatcher's  Guide 

Sterling  Slanguage  (more  figurative 

language)  At  £2.95 

Collins  have  the  Beginner's  Books  for 

Beginning  Beginners,  a  whole  series 

originated  by  Cr  Seuss  with  The  Cat  in  the 

Hat. 

Methuen/Walker  Books: 

Curious  Creatures  by  Helen  Oxenbury 

St  Michael: 

Monster  Fun  Book  (A  book  of  things  to 
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Rubella 

Childhood  Vaccination  -  Current  Controversies 


Full  of  valuable  information  and  detailed 
tables  of  statistics,  this  book  provides  a 
welcome  overview  of  immunisation  policy. 
His  analysis  makes  clear  that  there  is  room 
for  a  lot  of  debate  about  the  most  effective 
policies  to  pursue,  and  that  there  appear  to 
be  no  straightforward  solutions.  This  review 
will  look  only  at  Wells'  contribution  to  the 
debate  on  rubella  immunisation.  Clearly  we 
still  have  a  long  way  to  go. 

The  upsurge  in  the  incidence  of 
rubella  in  1 978-79  led  to  at  least  1 20 
babies  being  born  with  defects 
because  their  mothers  contracted  the 
disease  in  the  early  stages  of  preg- 
nancy. In  addition,  1 ,405  pregnancies 
were  legally  terminated  for  rubella 
associated  reasons.  Against  this  back- 
ground Smith  (1  983)  has  commented 
that  'immunisation  of  children  against 
infectious  diseases  is  one  of  the  most 
obvious  failures  of  the  NHS." 

The  British  Strategy 

"At  this  point  Britain  chose  the 
strategy  of  selective  rather  than  mass 
immunisation  to  eliminate  congenital 
rubella  syndrome.  The  decision  re- 
flected epidemiological  evidence  avail- 
able at  the  time  which  suggested  that 
a  take-up  rate  of  90-95  per  cent  would 
be  required  to  eliminate  the  pool  of 
infection.  Since  this  degree  of  accep- 
tance had  never  been  achieved  in  the 
UK  for  any  vaccine  and  there  was 
concern  that  the  parents  of  boys 
would  opt  out,  it  was  decided  to  adopt 
a  policy  of  'topping-up'  naturally 
acquired  immunity,  even  though  it 
would  take  a  number  of  years  to  exert 
its  full  impact  (Zealley  1984).  Conse- 
quently, in  1970  live  attenuated 
rubella  virus  vaccine  was  made  avail- 
able for  the  immunisation  of  girls 
between  their  1 1  th  (now  1 0th)  and  1 4 
birthdays,  priority  being  given  in  the 
initial  phase  to  girls  aged  13  years." 

This  strategy  gave  the  opportunity  of 
natural  immunity  to  be  acquired  in  70-80% 
of  women.  It  also  meant  that  the  wild  virus  of 
the  community  could  provide  booster  re- 
infections to  maintain  long-term  immunity.  In 
1972  the  programme  was  extended,  to 
allow  vaccination  on  request  to  women  of 
child-bearing  age  who  proved  sero-negative 
following  a  blood  test. 

The  original  programme  sought  to 
prevent  vaccinating  women  of  child-bearing 
age.  for  fear  they  were  pregnant  or  would 
become  pregnant  whilst  still  infected. 
Nicholas  Wells  briefly  refers  to  this  approach, 
and  to  the  new  evidence  which  suggests 
that  any  risk  attached  to  immunising  adult 
women  is  negligible. 

"Vaccination  is  offered  to  women 
provided  they  are  not  pregnant  at  the 
time  and  with  the  advice  that  preg- 
nancy should  be  avoided  for  the 
subsequent  three  months.  Rubella 
vaccine  virus  can  no  doubt  infect  the 
virus  since  it  has  been  recovered  from 
:.■■/:  .■:■.  v  ■/.■  v.-.'  or  of  Mjv.eptible 

II',"  ':■     .:■  ',  ■■;■/,-  •  ;''<;'   /:;'/.. ration  in 

pregnancy.  (Hinman  et  al  1983).  But 
evidence  is  accumulating  to  suggest 


Paul  Ennals  reviews  a  new  book  from  the 
Office  of  Health  Economics,  "Childhood 

Vaccination  -  current  controversies". 
Nicholas  Wells  takes  a  critical  look  at  the 

policies  pursued  in  Britain  towards 

vaccination  against  measles,  rubella  and 

whooping  cough. 

that  intra-uterine  infection  from  this 
source  poses  little  or  no  risk  to  the 
foetus.  In  a  recently  reported  United 
States  study  of  443  women  who 
received  rubella  vaccine  in  the  three 
months  before  or  after  conception, 
none  gave  birth  to  a  child  with  defects 
of  the  congenital  rubella  syndrome 
(MMWR  1982).  The  maximum  theo- 
retical risk  of  vaccine  induced  CRS 
based  on  the  95  per  cent  confidence 
limits,  was  three  per  cent  (the  observed 
risk  was  zero  per  cent)  and  is  thus 
substantially  less  than  the  risk  ass- 
ociated with  maternal  infection  with  wild 
rubella  during  the  first  trimester  of 
preganancy." 


Impact  of  the  British 
Approach 

The  book  reports  on  studies  prior  to  the 
launch  of  the  National  Rubella  Campaign, 
showing  improvement  in  the  levels  of 
immunity  since  the  introduction  of  the 
vaccine.  However,  there  is  no  cause  for 
optimism,  as  the  figures  released  by  the 
National  Congenital  Rubella  Surveillance 
Programme  show.  While  these  three  figures 
are  thought  to  be  considerable  under- 
estimates, even  the  official  figures  of  23 
cases  of  Congenital  Rubella  Syndrome 
(CRS)  in  1 983  are  clearly  unacceptably  high. 
As  Nicholas  Wells  says, 

"the  principal  objective  of  the  vacci- 
nation programme,  the  elimination  of 
congenital  rubella  syndrome,  has  still 
to  be  accomplished." 


United  States  Policy 

With  this  background,  some  people  advocate 
a  switch  to  the  policy  followed  in  the  USA, 
where  the  programme  seeks  to  vaccinate  all 
infants  aged  12-15  months,  and  thereby 
interrupt  the  transmission  of  rubella  as  well 
as  provide  females  with  protection  for  their 
child-bearing  years. 

"This  programme  has  been  running  in  the 
United  States  since  1970  and  has  sub- 
stantially reduced  the  incidence  of  rubella. 
In  1969  there  were  57,686  reported 
cases  of  the  disease  in  the  United  States. 
Latest  available  data  indicate  a  pro- 
visional total  of  954  notificationsfor  1 983 
(MMWR  1984).  During  the  latter  years, 
14  states  and  the  District  of  Columbia 
reported  no  cases  at  all.  The  1970s  did 
not,  however.witness  a  correspondingly 
dramatic  reduction  in  the  number  of 
cases  of  congenital  rubella  syndrome. 
Data  collected  by  the  National  Con- 
genital Rubella  Syndrome  Registry 
(NCRSR)  show  that  after  initial  decreases 
in  the  years  following  the  licensing  of 
rubella  vaccine,  there  was  a  stabilisation 


of  CRS  rates.  This  pattern  was  temporarily 

disturbed  towards  the  end  of  the  decade 

as  a  result  of  outbreaks  of  rubella  in 

1977-78.    But   since    1980    a   marked 

downward  trend  appears  to  have  become 

established    and   even   though    recent 

figures  have  to  be  regarded  as  provisional, 

it  has  been  suggested  that  CRS  may  now 

be   at   or  close   to   record   low   levels 

(MMWR  1984)." 

However,  as  Wells  points  out,  statistical 

evidence  is  hard  to  rely  upon,  because 

"passive    surveillance"    results    in    under 

reporting    of   the    true    incidence    of   the 

disease.  For  example,  US  national  figures 

from  1 975  to  1  979  show  a  national  average 

of  39  cases  of  CRS;  yet  in  Chicago  alone, 

after  an  outbreak  of  rubella  in  1978,  31 

infants  with  CRS  were  identified  by  extensive 

case  searching. 

Discussion 

Wells  discusses  at  length  the  arguments  for 
and  against  introducing  the  American  policy 
into  Britain,  and  lists  a  number  of  arguments 
for  maintaining  our  current  policies. 

First,  Britain's  programme  was  intended 
to  produce  long-term  results.  In  1985,  75% 
of  live  births  will  be  to  mothers  who  will  have 
been  eligible  for  rubella  immunisation  during 
their  schooldays.  In  1990,  the  proportion 
should  have  risen  to  94%.  In  addition, up  to 
60%  of  the  unvaccinated  group  are  also 
immune. 

Second,  Wells  reports  some  remaining 
uncertainty  as  to  the  duration  of  the 
immunity  provided  by  vaccination. 

"The  United  States  policy  requires  that 
protection  should  endure  for  approxi- 
mately  40   years,   yet   early   research 
findings  suggested  that  vaccine  imunity 
might  diminish  over  time  (Balfour  and 
Amren  1978).  Concern  at  this  possibility 
has  also  been  expressed  more  recently 
by   several    speakers    at    the    Rubella 
Symposium  held  in  March  this  year  in 
Washington    (Griffith    1984).    However, 
more  encouraging  findings  in  this  context 
have  been  reported  by  O'Shea  and  her 
colleagues  (1 984)  in  a  follow-up  study  of 
women  vaccinated  eight  to  1 8  years  ago. 
Against  this  backdrop  of  uncertainty,  the 
computer   simulations   constructed    by 
Knox  (1 980)  to  evaluate  the  outcome  of 
different    rubella    vaccination    policies 
might  be  induced  in  support  of  the  British 
approach.  The  models  revealed  that  very 
small  rates  of  decay  in  vaccine  immunity 
would  have  a  considerably  more  damaging 
effect  on  the  efficacy  of  a  US  style  policy 
than  on  that  adopted  in  Britain.  Furthermore 
it  was  shown  that  the  'booster'  effect  of 
continued  wild  virus  circulation  in  the 
community  -  facilitated  by  the  British  but 
not  the  US  strategy  -  lessened  the  loss  of 
effectiveness  caused  by  declining  vaccine 
induced  immunity." 
Finally,  success  of  US  policy  depends  upon 
extremely  high  vaccination  take-up  rates,  to 
eradicate  the  reservoir  of  infection  in  the 
community.  1 980s  data  show  take-up  rates 
as  96%,  perhaps  because  vaccination  is  a 
pre-condition  of  school  entry. 
The  priority  in  Britain,  it  is  argued,  "must  be 
to  raise  the  effectiveness  of  the  established 
vaccination  programme." 
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Conclusion 


Clearly,  we  cannot  yet  claim  success  for  the 
vaccination  programmes.  The  school  rubella 
programme  is  currently  12  percentage 
points  below  the  DHSS's  target  of  95%. 
Children  are  still  being  born  with  CRS,  and 
there  are  continuing  high  rates  of  rubella- 
associated  abortions.  Nicholas  Wells  identifies 
3  basic  issues  to  be  considered  when 
seeking  to  increase  uptake  rates. 

First  we  need  to  improve  the  information 
known  about  the  risks  and  the  benefits  of 
vaccination,  not  only  to  the  people  we  wish 
to  be  immunised,  but  also  to  those  people 
whose  job  it  is  to  advise  and  provide 
immunisation.  For  rubella,  we  need  to  know 
more  about  the  length  of  immunity  given  by 
vaccination,  and  about  what  risk  exists  from 
becoming  pregnant  shortly  after  immun- 
isation. 

Second,  we  need  to  increase  aware- 
ness among  the  general  population  of  the 
importance  of  vaccination.  This  is  currently 
being  undertaken  by  the  National  Rubella 
Council 

Third,  we  need  to  look  into  the  organ- 
isation and  administration  of  the  vaccination 
programmes,  with  a  view  to  seeing  how 
improved  methods  of  follow-up  and 
recording  might  increase  take-up  rates. 

"Childhood  Vaccination  -  current  contro- 
versies" is  written  by  Nicholas  Wells  for  the 
Office  of  Health  Economics,  and  is  available 
from  the  OH  Eat  12,  Whitehall,  London  SW1A 
2D7.  Price  £1.  Thanks  to  OHE  for  their 
permission  to  quote  at  length. 


Prenatal 
Diagnosis 


A  French  research  project,  reported  in  'The 
Lancet'  July  7th,  1984,  reports  that  a 
method  has  been  found  of  diagnosing 
whether  an  unborn  child  has  been  infected 
with  rubella  following  the  mother  contracting 
the  disease  in  early  pregnancy. 

The  study  was  carried  out  on  18  mothers 
who  had  contracted  rubella.  The  test- which 
was  a  sample  of  fetal  blood  taken  by  direct 
puncture  under  ultrasound  guidance -was 
administered  at  20-26  weeks  of  pregnancy, 
and  showed  that  12  of  the  18  fetuses 
contained  rubella-specific  1gM.  Of  the  six 
children  who  did  not  have  1  gM  antibodies,  5 
were  born  with  no  infection  or  defects,  but 
one  was  born  with  mild  myocarditis  and 
growth  retardation. 

This  demonstrates  that  it  is  now  possible 
to  diagnose  congenital  rubella  infection  in 
fetuses  after  the  22nd  week  of  gestation. 
Such  a  procedure  could  make  it  possible  for 
abortion  to  be  performed  only  when  an 
infection  of  the  fetus  is  confirmed,  rather 
than  on  the  basis  of  statistical  risk,  for 
mothers  who  are  prepared  to  wait  until  24 
weeks.  The  researchers  state  that  these 
results  need  to  be  confirmed  on  a  larger 
scale,  but  that  they  help  to  clarify  the  natural 
history  of  rubella,  and  increase  the  possibili- 
ties of  the  future  development  of  therapy  for 
the  unborn  child. 

From  Prenatal  Diagnosis  ot  Congenital  Rubella  by 
F  Daffos  et  al.  Lancet  1 1  (8393)  7.7.84. 


National  Rubella 


MARY  WELLAND,  Co-ordinator  of  the 

National  Rubella  Campaign,  brings  us 

up-to-date  with  the  progress  of  the 

campaign. 

In  the  last  few  months  the  campaign  has  been  gathering  momentum  and  we  now 
have  six  regional  conferences  organised  for  this  autumn.  We  start  with  Northern 
Ireland  on  19th  September,  Oxford  on  11th  October  (revised  date)  and  North  Wales 
on  31  st  October.  Dates  for  South  and  West  Wales,  West  Midlands  and  South  East 
Thames  regions  are  being  finalised. 

You  may  remember  that  the  aim  of  these  conferences  is  to  introduce  to  each 
other  all  those  who  are  interested  in  the  control  of  rubella,  so  that  rubella  action 
committees  are  formed  which  will  look  after  the  rubella  campaign  in  the  various 
districts  within  their  regions. 

At  the  two  conferences  held  so  far,  in  conjunction  with  the  Yorkshire  and  North 
West  Thames  regions,  the  delegates  present  agreed  on  the  setting  up  of  such 
committees  and  their  first  meetings  have  already  been  held.  This  is  really  very 
exciting  as  it  means  we  have  taken  the  first  steps  in  setting  up  a  national  network  to 
look  after  the  aims  of  the  National  Rubella  Campaign  and  hopefully  in  the  years  to 
come  there  will  be  no  more  children  born  with  congenital  rubella  syndrome.  This 
network  is  working  at  a  local  level  which  is  where  it  all  'has  to  happen'  if  the 
campaign  is  to  be  a  success. 

The  autumn  and  winter  will  be  hectic  but  should  be  productive.  Don't  forget, 
ideas  and  suggestions  are  welcome  either  to  pass  on  to  local  committees  or  to  put 
into  "Uptake",  the  National  Rubella  Campaign's  news  sheet  (the  next  edition  is 
scheduled  for  the  end  of  the  year).  If  any  of  you  who  live  in  regions  where  action 
committees  are  already  set  up  would  like  to  support  local  initiatives  may  I  suggest 
that  you  write  to: 


Mrs  J  Boardman, 

13,  Moorside  Gardens, 

Drighlington, 

Nr  Bradford 

BD11  1HZ 

(SENSE  representative) 


or        Dr  Jean  Weddell, 

Specialist  in  Community  Medicine, 
North  West  Thames  RHA, 
40  Eastbourne  Terrace, 
London 
W2  3QR 


Many  members  of  SENSE  have  been  very  supportive  in  the  conferences  held  so  far. 
Their  willingness  to  talk  to  the  media  resulted  in  some  very  good  local  publicity  for 
the  campaign  which  is  just  what  is  needed  to  raise  the  level  of  'rubella  awareness'  in 
the  susceptible  population.  To  these  people  and  to  all  of  you  whom  I  know  will  be 
supporting  us  in  the  future,  may  I  say  on  behalf  of  the  National  Rubella  Council 
'Thank  you'  -  your  efforts  are  much  appreciated  and  indeed  are  vital  for  the 
campaign's  success. 


The  Princess  of  Wales  in  her  official  role  as  Patron  of  the  National  Rubella  Council.  The 
Princess,  however,  takes  a  genuine  and  personal  interest  in  our  children  and  what  can 
be  done  for  them. 
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Schoolgirl 
Immunisation 

Hackney  Project 

A  report  on  the  immunisation  programme 
carried  out  in  Hackney  has  now  been  made 
available  by  the  Spastics  Society,  the  City 
and  Hackney  Health  Authority,  and  the 
RNID. 

A  review  of  rubella  immunisation  rates  in 
the  City  and  Hackney  Area  Health  Authority 
showed  they  were  far  below  the  national 
targets.  It  was  felt  that  the  situation  in 
Hackney  was  not  unique  and  reflected  the  low 
rates  found  in  many  other  districts.  For  this 
reason  the  Hera  Unit  of  the  Spastics  Society 
and  the  City  and  Hackney  Health  Authority 
undertook  a  study  to  investigate  the 
reason  for  the  low  rates  and  how  better 
results  could  be  achieved. 

The  principle  aims  of  the  project  were  to 
improve  the  uptake  of  rubella  immunisation, 
to  study  the  effects  of  administrative 
changes  and  special  classroom  teaching 
on  uptake  rates,  and  to  examine  the  reasons 
for  failure  of  the  programme. 

During  the  period  of  the  project  in 
1982/3.  the  overall  uptake  rate  rose  from 
71  %  to  SSV  This  increase  was  attributable  to 
the  administrative  changes  made  in  the 
programme  which  included  increased  follow- 
up  at  the  Consent  Form  stage,  and  the 
sending  of  a  second  Consent  Form  ifthefirst 
was  not  returned. 

Although  other  studies  have  pointed 
towards  an  increase  in  uptake  rates  as  a 
result  of  improved  classroom  teaching,  this 
study  did  not  support  this  view,  as  there  was 
no  difference  between  the  schools  who  did 
an  organised  teaching  programme  and 
those  where  no  special  teaching  programme 
was  introduced. 

Reasons  given  for  parents'  failure  to 
return  a  Consent  Form  pointed  to  a  need  for 
increased  contact  between  health  service 
staff  and  parents.  Accurate  identification  of 
these  parents  could  result  in  more  direct 
health  education  being  offered. 

As  a  result  of  the  programme,  several 
policy  changes  have  been  introduced  in 
Hackney.  Follow-up  of  girls  who  miss  the 
vaccination  session  is  carried  out  by  the 
school  nurse,  who  uses  a  checklist  produced 
by  the  school.  All  written  material  is  being 
reviewed,  and  the  Consent  Form  being 
rewritten.  Increased  information  is  being 
made  available  to  health  and  school  staff, 
and  realistic  targets  are  being  set  for  each 
year. 

Copies  of  the  full  report  are  available  from 
the  Spastics  Society,  the  RNID,  or  from 
SENSE. 

Immunisation 
Rates 

In  a  paper  delivered  to  the  Northern 
Regional  Rubella  Conference  ,  Dr.  Newman 
explained  some  of  the  factors  influencing 
immunisation  uptake. 

A  group  of  girls  entering  secondary 
education  were  studied  to  determine  the 
uptake  of  rubella  immunisation.  Of  901  girls 
'.tijo-  <.  .)  were  immunised.  The 

main  reason  for  failure  of  uptake  was  given 
•.-,,    v    -.-';/',,-.    rubella    infection 
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Regional  Reports 


Eastern  Region 

We  were  pleased  to  welcome  Mr  and  Mrs 
Murrills  (James's  parents)  to  our  AGM  on  1 
July  at  Chelmsford.  Mrs  Warracker  was 
elected  as  our  chairman  and  our  thanks 
were  given  to  Mrs  Otter  for  being  our 
chairman  for  the  past  two  years.  Mrs  Acres 
was  re-elected  as  the  Treasurer  and  Mrs 
Royle  as  the  Secretary.  We  discussed 
Sense's  new  constitution  as  outlined  in  our 
Summer  84  newsletter  and  had  a  very 
interesting  exchange  of  views  about 
allowances  that  were  due  to  members.  We 
had  all  found  the  recent  articles  in  the 
newsletters  about  benefits  very  helpful  and 
informative.  Our  next  meeting  will  be  at  St 
Mark's  Hall  Chelmsford  at  2.30pm  on  4 
November.  Please  try  to  come. 

Elizabeth  Royle 
The  Lanterns 
Church  Lane 
Playford 
Ipswich 
Suffolk  IP6  9DS 


Northern  Region 

The  Northern  Region  had  its  own  mini-AGM 
in  Leeds  at  the  end  of  June.  It  was,  finally, 
fairly  well  attended.  We  were  especially 
pleased  to  see  those  members  who  had 
travelled  considerable  distances  to  be 
there.  Doreen  Kemsley  and  Sylvia 
Hutchinson  were  invaluable  in  helping  to 
organise  the  meeting. 

Norman  Brown  travelled  up  from 
London  to  address  the  meeting  and  to  meet 
the  people  from  the  North.  He  found  that 
they  had  discovered  the  wheel  and  the 
secret  of  fire,  and  that  he  could  understand 
their  strange  accents.  Norman  spoke  at 
some  length  about  the  new  regional 
structure  which  is  to  be  implemented.  This 
plan  promoted  some  interesting  discussion 
and  members  were  pleased  to  have  the 
opportunity  to  ask  questions  and  hear  the 
answers  from  a  man  so  involved  with  the 
scheme.  The  fact  that  Norman  has  a 
deaf-blind  son  of  his  own  also  led  to  some 
nostalgic  talk  of  past  experiences. 

By  the  time  you  read  this  the  Southport 
holiday  will  be  over.  Most  of  the  children  on 
that  holiday  were  from  the  Midlands  and  the 
South.  Most  of  the  helpers  were  from  the 
North.  There  must  be  a  moral  there 
somewhere! 

Next  meeting  is  in  the  North-West 
around  October.  More  information  later. 

Bob  Snow 

1 1  Elvington  Street 

Fulwell,  Sunderland. 


to  absence  or  illness.  Of  87  girls  electing  to 
be  immunised  by  their  G P.,  only  49  attended 
for  injection. 

The  study  demonstrated  first  that  many 
girls  still  believe  in  the  stories  that  they  had 
rubella  as  a  baby,  and  therefore  fail  to 
receive  vaccination  at  school.  Second,  the 
study  showed  that  providing  girls  with  the 
option  of  going  to  their  GP  for  vaccination 
may  be  counter-productive,  not  only  because 
a  large  proportion  of  girls  who  chose  this 
option  failed  to  see  their  G.P.,  but  also 
because  it  proved  very  hard  to  monitor  the 
uptake  rate  of  these  girls. 


Scottish  Region 

This  will  be  a  short  report,  due  to  the  school 
holidays.  All  our  parents  and  children  are 
well,  but  as  the  children  are  on  holiday  atthe 
moment  we  have  all  been  kept  very  busy. 
The  weather  has  been  lovely  and  certainly 
Marshall  has  been  out  enjoying  it.  As  the 
business  side  of  things  has  been  so  slow  I 
will  take  the  opportunity  of  letting  you  know 
how  Marshall  has  been.  He  has  kept  us  on 
our  toes  as  usual.  We  are  still  having 
problems  with  the  obsessive  way  he  gets 
attached  to  toys,  carrying  them  around  all 
the  time  and  trying  to  make  them  into 
impossible  towers.  However,  apart  from  this 
we  have  found  improvements  in  his 
communication  skills  this  summer.  Although 
still  very  basic,  we  do  get  the  occasional  two 
gestures  together  spontaneously.  He  is  now 
showing  some  self-motivation  with  commun- 
ication and  this  is  a  great  step  forward. 

Marshall  has  also  shown  some 
improvement  in  relationships.  He  has  got  on 
well  with  his  sister  this  summer.  She  buried 
him  at  the  beach  this  year,  which  he 
thoroughly  enjoyed.  I  think  she  should  have 
left  him  there,  but  he  managed  to  get  out 
himself!  We  are  off  to  the  caravan  now  so  we 
shall  see  how  he  gets  on  there.  Last  year  he 
broke  into  the  caravan  next  door  when  we 
were  all  still  asleep  and  took  an  ornament 
which  he  had  spotted  earlierthat  day;  we  still 
need  to  put  the  barricade  up  this  year. 
Jill  &  Jerry  Morbey 
3  Kersland  Street,  Hillhead.  Glasgow 

London  Region 

It  was  our  Summer  Fair  again  at  the  Family 
Centre,  and  guess  what?  It  rained  and 
rained  very  heavily.  While  the  stalls  which 
were  painstakingly  put  together  in  the 
garden  were  being  moved  indoors,  some 
were  still  rummaging  through  them,  soaking 
wet,  under  the  pouring  rain. 

It  was  fun.  Wish  some  umbrellas  were 
donated  too! 

Special  guest  of  the  day  was  Sarah 
Long,  the  BBC  children's  programme  pre- 
senter, who  kindly  opened  the  fair  and  later 
mingled  with  people  and  signed  many,  many 
autographs  for  children  and  adults. 

Despite  the  heavy  rain  the  event  turned 
out  to  be  successful  and  enjoyable  with 
£200  collected  which  will  be  shared  with  the 
Family  Centre.  Our  special  thanks  to  the 
volunteers  who  helped  us  through. 

The  need  was  felt  by  the  London  Region 
that  there  should  be  more  involvement 
between  members  of  head  office  and 
members  of  the  region.  Hence  an  informal 
get  together  was  organised,  specifically  to 
provide  an  opportunity  for  invisible  but 
invaluable  members  of  head  office  staff  and 
parents  to  meet. 

The  presence  of  the  adult  and  young 
deaf-blind  members  of  the  association  made 
the  evening  even  more  successful. 

Finally,  an  item  of  information:  the 
parents  meeting  which  was  to  have  taken 
place  on  Sunday  16  September  has  been 
postponed  to  Sunday  30  September,  a  week 
after  the  'Sense'  Conference.  This  is  to 
provide  an  opportunity  for  all  those  who 
have  not  attended  the  conference  to  catch 
up  with  the  latest  news.  Even  if  you  have 
attended  the  Conference,  p'?ase  do  come 
and  participate.  A  creche  will  be  provided  as 
usual. 

Gilda  Avanessian 
25a  The  Ridings, London  W5 


18 


HASICOM 


The  Deaf-Blind  On  the  Phone 


To  those  who  do  not  know,  the  idea  of  deaf- 
blind  people  using  a  phone  may  seem 
impossible.  Yet,  since  the  beginning  of  the 
year,  a  small  group  of  deaf-blind  people  have 
been  taking  part  in  the  Hasicom  project  (the 
letters  stand  for  Hearing  and  Sight  Impaired 
Communication).  Using  special  equipment 
we  can  communicate  with  each  other  in 
braille  over  the  phone  and  with  sighted  deaf 
people  who  use  a  Visual  Display  Unit. 

Basically,  what  we  have  is  an  electronic 
mailbox  on  a  British  Telecom  Computer. 
People  with  the  necessary  equipment  can 
send  a  letter  to  our  mailboxes  and  we  can 
reply  to  them  or  send  a  letter  on  our  own 
account. 

Having  dialled  the  computer's  telephone 
number,  I  then  identify  myself.  The  computer 
tells  me  how  many  letters  there  are  in  my 
mailbox,  e.g.  "4  unread".  I  reply  "Mail  R"  (Mail 
Read)  and  the  computer  sends  me  the  first 
letter  within  a  few  seconds.  I  read  it,  reply  to 
it  and  I  either  keep  it  or  delete  it  and  go  on  to 
the  next  letter.  We  can  also  "chat".  I  ask 
"anyone  on  line  to  chat?".  I  type  the  words 
"On  line"  and  the  computertells  me  whether 
anyone  else  is  using  the  system  at  the  same 
time  as  I  am.  I  can  then  send  an  express 
letter  and  ask  if  one  of  the  people  whose 
numbers  I  have  been  told  will  have  a  chat.  If 
they  accept,  they  send  me  a  short  reply  and 
after  making  a  couple  of  signals  to  the 
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computer  we  are  connected.  We  then  chat 
like  anyone  else  on  the  phone  except  that 
our  exchange  is  written  instead  of  spoken. 
This  means  of  communication,  apart 
from  the  British  Telecom  computer,  is  made 
possible  by  an  American  word  processor, 
Versabraille.  I  believe  it  works  in  the  same 
way  as  a  word  processor  used  by  a  sighted 
person.  The  difference  is  that  Versabraille  is 
designed  to  receive  messages  and  store 
them  on  cassette  tapes  in  braille.  I  think  the 
only  two  problems  which  may  prevent  what 
we  are  using  becoming  more  widely  used 
among  the  deaf-blind  are  the  cost  of  the 
equipment  and  the  fact  that  it  is  fairly 
complicated  to  use.  There  are  other 
tactile  codes- Moon  (a  tactile  code  which  is 
simpler  to  learn  than  braille  and  often  suits 
those  with  a  less  sensitive  touch  or  those 
who  cannot  master  the  more  complex  braille 
code),  Spartan  or  Block  Letters  -  and  a 
modified  form  of  the  Manual  Alphabet  used 
by  the  deaf-blind.  These  codes  will  be 
available  in  the  equipment  that  is  being 


developed  and  is  both  simpler  to  operate 
and  less  costly  to  produce. 

Using  the  phone  which  I  have  tried  to 
describe  has  almost  unlimited  possibilities 
for  the  deaf-blind:  educational,  intellectual 
and  social.  One  of  the  big  problems  in  the 
past  has  been  to  obtain  up  to  date  news  and 
information.  Being  able  to  use  a  phone 
promises  to  solve  this  problem  to  a  great 
extent.  Without  sight  and  hearing  it  is 
necessary  to  find  other  means  of  keeping 
one's  mind  active  or  keeping  in  touch  with 
the  world  around  us.  We  want  to  know  what 
is  going  on  in  the  world,  to  have  access  to 
some  of  the  information  which  is  available  to 
those  who  can  see  and  hear.  Hasicom  offers 
a  way  of  fulfilling  these  natural  desires. 

Possibly  some  older  deaf-blind  people 
may  find  it  difficult  to  adapt  themselves  to 
new  developments  in  communication -they 
have  been  cut  off  for  so  long,  perhaps  they 
find  it  impossible  to  adjust  and  learn 
something  new  and  may  have  lost  any 
incentive  that  they  had  earlier  in  life  to  try. 
But  unfortunately,  we  have  a  young 
generation  of  deaf-blind  people  who  are  just 
starting  life;  maybe  they  will  be  able  to  take 
advantage  of  the  tools  which  modern 
technology  can  place  in  their  hands  and  be 
able  to  live  a  fuller  and  more  rewarding  life 
than  was  possible  for  the  deaf-blind  of  past 
generations. 


A  Continuous  Adventure 


For  me  and  other  deaf-blind  people,  the 
Hasicom  Project  is  a  new  and  independent 
means  of  contact  with  people  outside  our 
own  residence.  Up  until  the  beginning  of 
Hasicom  I  had  to  find  someone  to  speak 
for  me  on  the  telephone  which  could  hardly 
be  described  as  independent  or,  come  to 
that,  private.  Now,  provided  that  the  person 
I  wish  to  speak  to  has  either  a  Versabraille  or 
a  visual  display  unit,  I  am  able  to  send 
messages  to  them  at  any  hour  of  the  day  or 
night.  With  this  system  I  have  already  made 
several  new  friends,  one  of  whom  I  have 
since  met  on  a  holiday  in  France.  It  seems 
marvellous  that  I  should  be  able  to  make  a 
newfriendthroughacomputerwhom  I  might 
otherwise  never  have  known!  I,  with  the 
others  on  the  system,  am  now  receiving  up 
to  date  National  news  from  CEEFAX  pages, 
which  reach  us  on  the  same  day  as  you 
would  hear  the  news  on  TV  -  something 
which  for  the  deaf-blind  has  never  been 
possible  before  -  Braille  newspapers  are 
usually  one  week  behind.  A  number  of 
organisations  for  the  deaf  and  blind  are  also 
on  this  system,  and  we  can  now  contact 
them  at  will.  But  there  are  many  more  who 
will  hopefully  soon  be  included. 

For  me  personally,  Hasicom  is  a 
continuous  adventure  still  being  broadened 
and  improved  with  new  methods  for  sending 
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and  receiving  mail  in  bulk.  Apart  from  the 
Electronic  Mailbox,  we  are  also  able  to  chat 
directly  to  each  other,  although  it  still  travels 
via  Telecom  Gold  -  the  computer  used  for 
Hasicom.  This  I  have  found  to  be  most 
interesting  and  enjoyable. 

The  only  problem  here  is  that  if  you  want 
to  speak  to  a  certain  person  you  have  first  to 
arrange  for  them  to  be  in  the  system  at  the 
same  time,  as  it  is  not  at  present  possible  to 
ring  them  up.  Thus  there  are  always  four 
phone  bills -one  for  each  of  the  two  people 
chatting,  plus  two  from  the  computer  which 
as  you  can  imagine  is  rather  expensive  -  peak 
time  charge  is  1 0p  per  minute!  I  have  therefore 
been  working  with  much  interest  on  the  idea 
of  a  kind  of  answer-phone  machine 
connected  to  the  Versabraille.  There  is 
already  what  is  called  a  bleeper  which  the 
deaf-blind  person  carries,  and  which 
vibrates  when  they  are  wanted  on  the 
'phone.  Unfortunately  these  additions  are 
extremely  expensive  and  so  it  could  be 
some  time  before  they  come  into  use.  I 
spend  about  two  hours  each  evening  after 
returning  from  work  using  Hasicom, 
reading  and  writing  letters,  and  when  I  am 
lucky  having  a  chat  with  someone.  It  is 
without  doubt  a  great  step  forward  for  the 
independence  and  social  lives  of  the  deaf- 
blind. 


Letter  from  Durham 


I  am  writing  this  article  to  tell  you  of  my 
experiences  as  a  hearing-impaired  student 
at  Durham  University.  I  am  reading  for  a  B.A. 
in  Economics  with  good  prospects  of 
proceeding  to  postgraduate  research  for  a 
Ph.D.  It  gives  me  great  pleasure  to  write  this 
article  for  SENSE'S  Newsletter  because  this 
article  will  have  special  significance  for  me.  I 
was  awarded  the  1984  Lucille  A.  Abbot 
Honours  Scholarship  Award  by  the 
Alexander  Graham  Bell  Association  for  the 
Deaf  in  Washington,  U.S.A.  This  was  in 
recognition  of  my  efforts  in  further 
education.  Although  I  am  very  much  aware 
that  only  a  very  small  minority  of  SENSE'S 
members  have  the  chance  to  achieve  such 
things.  I  hope  that  this  article  will  give  much 
encouragement  to  the  majority  who,  like  me, 
have  to  struggle  to  overcome  our  problems 
associated  with  deaf-blindness. 

Firstly,  I  will  sketch  out  my  background 
briefly.  I  am  21  years  old,  and  was  born 
profoundly  deaf  (96dB  loss)  and  visually 
impaired  to  a  high  degree.  It  is  often  difficult 
for  someone  to  give  a  precise  description  of 
his/hervisual  impairment,  but  I  can  say  that  I 
am  blind  in  one  eye,  with  50%  vision  in  the 
other.  I  attended  the  Sir  Winston  Churchill 
Primary  School  for  the  Deaf  at  Woodford 
from  an  early  age.  In  1 974, 1  wenttotheMary 
Hare  Grammar  School.  My  headmaster 
despaired  of  me  at  an  early  stage:  he 
prophesied  that  I  would  end  up  as  a 
dustman!  Only  too  fortunately,  this  was 
proved  wrong,  and  I  gained  admission  to 
Durham  University  in  October  1 982.  My  only 
regret  was  that  my  parents  did  not  live  to  see 
me  in  Durham.  Ever  since,  time  has  been 
simply  whizzing  by! 

What  attracted  me  to  Durham  in  the  first 
place  was  the  fact  that  it  provides  special 
support  services  for  hearing  impaired 
students.  There  is  a  tutor  who  has  special 
responsibility  for  the  general  welfare  of  all 
the  H-l  students.  He  negotiates  with  the 
various  departments  of  the  university  to  try 
and  get  the  required  assistance.  Generally 
speaking,  this  would  include  lecture  notes 
(either  from  lecturers  or  fellow  students  or 
both),  radio  microphones,  free  photo- 
copying facilities,  extra  tutorials  on  a  one-to- 
one  basis,  specially  adapted  study 
bedrooms,  and  many  other  services.  But  this 
article  is  primarily  concerned  with  my  own 
experiences;  so  let's  get  to  the  heart  of  it  all. 

When  I  first  came  to  Durham,  it  was  all  a 
turmoil.  I  braced  myself  for  the  worst 
imaginable  difficulties.  To  my  surprise,  all 
seemed  to  turn  out  well  after  much  patient 
negotiating,  and  I  had  the  distinction  of 
being  the  first  H-l  student  with  a  visual 
impairment.  I  have  a  very  good  tutor  in 
Economics  -  he  is  Professor  of  Economics. 
Most  of  my  tutors  seemed  to  make  real 
efforts  to  help  me  get  into  the  real  swing  of 
academic  life.  I  once  explained  to  my  tutor 
that  it  can  be  very  difficult  for  me  to  lipread 
long  complicated  words;  to  which  he 
replied,  "Economists  like  long  words!".  I 
could  not  help  agreeing  with  him  on  this 
point  as  I  have  a  particular  affinity  for  long 
words.  If  the  discussion  becomes  too 
technical  for  me  to  lipread,  we  content 
',  .'-.<-.  <<■/.  i.'-  >.  if  Ren  dialogue  ii<-.  do  not 
mind  this  as  long  as  we  get  our  ideas  across 
eventually. 

Lectures  are  the  main  obstacle,  and  the 
department  let  me  off  from  lectures.  Instead, 
I  receive  lecture  notes  on  a  regular  basis, 
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and  have  more  time  to  do  my  own  reading. 
The  strain  of  reading  was  alleviated  by  the 
acquisition  of  a  Magnavision  CCTV  (see 
photograph)  which  has  proved  to  be  of  great 
benefit  to  me.  I  can  read  quite  quickly  and  for 
longer  periods. 

As  regards  communication,  this  is 
indeed  a  problem.  Although  I  am  very 
experienced  at  lipreading,  bad  lighting 
conditions,  poor  lipspeakers,  and  a  host  of 
other  factors  can  make  lipreading 
impossible  for  me.  My  tutor  (for  H-l  students) 
helps  me  a  lot  by  'educating'  my  tutors  on  the 
problems  of  lipreading  -  especially  for  a 
visually  impaired  person.  Some  way  or  other, 
communication  gradually  becomes  easier, 
and  as  my  economics  tutor  puts  it,  "a 
significant  improvement  in  the  long  run". 

My  speech  is  generally  above  average 
and,  after  a  while,  all  is  clear.  Most  of  my 
fellow  students  are  very  interested  to  learn 
about  deafness  and  its  problems.  They  will 
always  be  willing  to  help  (up  to  a  reasonable 
level)  as  long  as  you  give  them  the  chance. 
Many  have  even  learnt  how  to  fingerspell. 


Philip  at  work  with  his 
Magnavision  CCTV. 


like  an  early  morning  earthquake!).  Once 
when  the  fire-alarm  went  off,  one  of  the  H- 
students  claimed  that  she  lived  in  a  REC 
LIGHT  AREA! 

However,  life  at  university  is  not  all  a  bee 
of  roses  for  me.  There  are  some  tutor: 
(fortunately  a  very  few)  who  may  completely 
fail  to  understand  the  problems  of  deafness 
and  therefore  adopt  a  negative  attitude 
making  things  more  difficult  for  the  H- 
student.  Furthermore,  if  I  encounter  grea 
difficulties,  I  don't  have  my  parents  to  talk  to 
This  is  partly  compensated  for  by  the 
sympathetic  attitude  of  my  personal  tuto 
who  is  the  Vice-Principal  of  my  College,  anc 
also  of  the  tutor  for  H-l  students  . . .  they  are 
always  willing  to  listen  to  your  problems,  anc 
some  way  or  other,  these  problems  can  be 
solved.  When  it  comes  to  tacklinc 
problems,  I  consider  two  characteristics  tc 
be  most  important,  viz:  courage  anc 
determination.  I  don't  know  how  I  woulc 
have  managed  without  these  two!! 

My  interests  are  too  varied  to  mentior 
here,  but  I  enjoy  rowing  (if  you've  seen  the 
Boat  Race  between  Cambridge  and  Oxford 
you'll  know  what  to  expect),  photography 
chess,  debates  on  any  controversial  issue 
and  serious  wine-tasting.  I  also  play  ar 
active  part  in  Christian  organisations  ir 
Durham. 


This  has  proved  to  be  a  handy  mode  of 
communication  for  some  hearing  students 
in  some  situations ...  for  example,  at  a  disco, 
I  observed  some  hearing  students 
fingerspelling  as  the  noise  level  was  too 
excessive  to  permit  ordinary  commun- 
ication!! 

Seminars,  in  which  a  group  of  about 
eight  students  meet  with  their  tutor  for 
academic  discussion,  are  indeed  very 
difficult  to  follow  for  the  H-l  student  (at  the 
very  least,  nerve-racking!).  The  discussion 
can  be  very  rapid  and  haphazard.  To 
overcome  this  pitfall,  my  tutor  (for  H-l 
students)  comes  with  me  and  lipspeaks  for 
me  (i.e.  moving  the  lips  without  voice).  This  is 
very  useful  as  it  permits  me  to  enter  fully  into 
academic  discussion. 

I  have  my  own  specially  adapted  study 
bedroom  in  College.  It  has  a  visual  doorbell, 
a  visual  fire-alarm  (red  flashing  light),  a 
vibrating  alarm  clock  and  fire-alarm  (nothing 
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Since  writing  this  article,  Philip  has 

learnt  that  he  has  passed  his  second 

year  exams  with  a  2:1.  We  wish  him  all 

good  fortune  in  his  final  year. 
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Mobility 
Allowance 
Campaign 

Representations  are  still  being  made  to 
Tony  Newton,  the  Minister  for  the  Disabled, 
to  clarify  the  situation  on  granting  Mobility 
Allowance  to  deaf-blind  people.  A  number  of 
organisations  have  written  to  him,  and 
questions  have  been  asked  in  the  House  of 
Commons. 

Mobility  Allowance  was  first  introduced 
in  1976  to  provide  a  contribution  towards 
the  extra  mobility  expenses  incurred  by 
people  who  were  unable  or  virtually  unable 
to  walk  due  to  physical  disablement.  There 
are  no  specific  conditions  which 
automatically  qualify,  and  the  test  is  always 
a  practical  one  of  walking.  The  test  of  being 
'unable  to  walk'  is  relatively  clear  -  it  is  the 
test  of  being  'virtually  unable  to  walk'  which 
has  caused  endless  confusion. 

The  Examining  Medical  Officer  is 
required  to  take  into  account  the  distance  a 
claimant  can  walk  and  the  speed,  length  of 
time  and  manner  in  which  he  or  she  can 
make  progress  without  discomfort.  Early  last 
year,  a  Tribunal  Decision  (R/M)1/83) 
examined  three  cases,  including  a  deaf- 
blind  boy,  James  Mann,  and  held  that  the 
need  for  guidance,  supervision  or  support 
was  a  facet  of  the  manner  in  which  a  person 
makes  progress,  and  should  therefore  be 
taken  into  account. 

This  decision  gave  us  great  hope,  and 
many  members  have  since  applied 
successfully.  However  refusals  still  occur, 
usually  when  the  Medical  Board  appears  to 
have  failed  to  take  into  account  the  manner 
of  progress,  and  have  tested  the  mobility  of  a 
claimant  merely  by  asking  them  to  walk 
down  a  corridor. 

Since  then,  the  Court  of  Appeal  has 
given  judgement  in  the  case  of  a  blind 
person  with  a  poor  sense  of  direction  who 
was  appealing  against  the  disallowance  of 
mobility  allowance.  The  blind  person  was 
unsuccessful  in  her  appeal,  as  reported  in 
the  last  Newsletter,  but  the  case  is  being 
taken  to  the  House  of  Lords  this  autumn. 
Since  the  two  judgements  are  slightly 
contradictory,  we  are  all  in  need  of  some 
clarification. 

Several  MPs  have  asked  Tony  Newton 
about  allowing  special  categories  of 
disabled  people  an  automatic  award.  His 
answer,  on  1 0  July  to  Michael  Meadowcroft, 
was  clear:  "It  would  be  impossible  to  start 
sorting  out  the  disabilities  which  would 
automatically  qualify,  leaving  others  which 
have  to  be  judged.  I  am  sure  that  such  a 
system  would  produce  far  worse 
anomalies." 

SENSE  is  continuing  to  press  for 
clearer  guidance  for  Medical  Boards  on 
how  to  assess  the  mobility  of  a  person  with 
a  dual  sensory  handicap.  We  hope  that  such 
guidance  would  state  quite  clearly  that  if  a 
person  needs  constant  guidance,  cajoling 
or  supervision  to  travel  safely  out  of  doors, 
then  they  should  be  deemed  to  be  'virtually 
unable  to  walk'.  The  test  for  mobility  should 
then  be  a  more  realistic  one,  which  would 
makeclearthe  problems  a  deaf-blind  person 
faces. 


How  Can  I  Benefit? 

In  the  fourth  of  the  series,  Paul  Ennals 

looks  at  a  few  ways  of  saving  money 

which  people  often  forget. 


Many  people  think  that  benefits  are  only 
available  if  you  are  poor,  or  that  it  is 
somehow  wrong  to  claim  for  benefits  unless 
you  are  really  struggling  to  get  by.  People 
who  think  this  way  do  not  understand  that 
there  are  two  different  kinds  of  benefits. 

The  first  kind,  Supplementary  Benefit,  is 
intended  as  the  "safety  net"  so  that  none  can 
become  so  poor  that  they  are  starving.  This 
benefit  is  means-tested,  which  means  that 
you  need  to  show  that  you  have  very  little 
money  and  a  low  income  before  you  qualify. 

The  second  kind  of  benefit  includes  all 
the  other  ones  -  Attendance  Allowance, 
Mobility  Allowance,  Rate  Relief,  Tax 
concessions,  NCIP  etc  -  which  are  paid  to 
compensate  for  the  additional  financial 
hardships  which  are  incurred  being  disabled 
or  having  a  disabled  member  of  the  family. 
There  is  no  means-testing  and  you  are 
entitled  to  the  benefits  because  of  your 
situation.  The  tragic  thing  is  that  so  many 
people  are  not  claiming  these  benefits,  and 
suffering  as  a  result  of  it  -  they  may  not  be 
suffering  starvation,  but  they  are  not  leading 
as  full  a  life  as  is  possible  through  this  failure 
to  secure  their  income. 

Is  it  not  strange  that  nobody  thinks  twice 
when  a  businessman  employs  a  tax  consul- 
tant to  work  out  ways  of  minimising  his  tax 
payments,  yet  some  people  are  still 
reluctant  to  ask  advice  on  how  to  increase 
their  benefits  when  they  or  their  children  are 
handicapped? 

The  two  money-savers  mentioned  here 
are  as  liable  to  help  the  family  who  is  well-off 
as  the  family  who  is  poor.  This  is  just  as 
worthwhile,  if  it  means  that  more  money  is 
made  available  for  the  people  who  need  it. 


Tax  payers  can  claim  a  Disabled 
Relative's  Tax  Al  Iowa  nee  of  £  1 00  per  year. 
If  you  pay  tax,  and  are  maintaining  a  relative 
who  is  "incapacitated  by  infirmity",  you  can 
claim  this  allowance,  which  should  save  the 
average  tax-payer  £30  per  year. If  you  have 
not  been  claiming  this  allowance  up  to  now, 
you  can  backdate  your  claim  for  the  last  six 
years. 

If  you  are  a  householder,  and  you  have  a 
handicapped  member  of  your  family  living  at 
home,  you  may  be  entitled  to  Rate  Relief. 
Under  the  Ratings  (Disabled  Person)  Act 
1978,  if  you  have  someone  who  is 
registered  disabled  living  in  your  house, 
then  you  should  look  at  your  home  and 
consider  whether  any  of  the  features  of  the 
home  are  needed  because  of  the  disability. 
For  example,  most  disabled  people  (which 
includes  blind  and  deaf  people)  are  less 
likely  to  move  around,  which  means  they  are 
more  likely  to  need  central  heating.  You  can 
therefore  claim  a  rebate  on  the  amount  of 
rates  you  pay  on  the  central  heating  in  your 
home,  whether  you  installed  it  specially  or 
not. 

Other  examples  of  additions  or  features 
to  the  house  which  may  qualify  for  this  rate 
relief  include:  - 

•  an  extra  room  needed  because  of  the 
disability 

•  an  adapted  bathroom  or  toilet 

•  a  garage  or  car  space,  especially  if  the 
disabled  person  qualifies  for  Mobility 
Allowance 

If  you  think  you  may  qualify  for  this  rate 
relief,  ask  your  Local  Council  for  an 
application  form. 


Access  To  Personal  Files 


The  Campaign  for  Freedom  of  Information 
has  prepared  an  'Access  to  Personal  Files' 
Bill  which  was  introduced  in  the  House  of 
Commons  under  the  ten-minute  procedure 
in  July  and  which  the  Campaign  is  actively 
seeking  to  promote  as  a  Private  Members 
Bill. 

The  Bill  proposes  to  give  individuals  the 
right  to  see  -  and  where  necessary  the  right 
to  correct  -  information  held  about 
themselves  by  various  public  authorities.  In 
particular,  it  will  include  medical,  education, 
social  work  and  Social  Security  records. 

The  Campaign  hopes  to  arouse 
considerable  Press  interest  and  Maurice 
Frankel,  who  is  National  Campaigner, 
realizes  that  he  will  be  asked  to  identify 
examples  of  people  who  have  been 
adversely  affected  by  unseen  information 
on  their  files.  This  may  occur  when  the  files 
contain  incorrect  information,  or  where 
unsubstantiated  and  perhaps  damaging 
comments  have  been  recorded. 

Maurice  wonders  whether  anyone  in  our 
Association  has  come  across  such 
instances  or  where  any  members  might  be 
helped  by  publicity  being  given  to  their  case. 
If  so,  he  would  like  to  hear  from  you. 

If  you  feel  your  experience  is  relevant 


but  that  publicity  would  be  unwelcome, 
Maurice  would  be  happy  to  use  the 
information  anonymously  and  even  with  all 
names,  places  and  authorites  removed. 

To  be  fair,  he  would  also  like  to  hear  of 
authorities  or  institutions  which  do  allow 
individuals  access  to  records  about 
themselves,  and  of  their  experiences  with 
such  policies. 

You  can  find  out  more  from  Maurice 
Frankel  on  01-359-4374  or  can  write  to  him 
at  2  Northdown  Street,  London  N1  9BG. 


Car  Insurance 

If  your  child  receives  Mobility  Allowance, 
and  you  use  the  family  car  largely  to  drive 
him/her  about,  then  you  can  apply  for  road 
tax  exemption  by  having  your  car  registered 
in  your  child's  name.  When  applying  for 
motor  insurance,  you  must  then  emphasise 
that  the  child  is  the  registered  KEEPER  of 
the  car,  but  that  you  are  still  the  actual 
OWNER.  This  will  prevent  any  problems 
getting  insurance  cover. 
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THE  PARENT-TEACHER 
PARTNERSHIP 


This  paper  will  discuss  commonly  identified 
problems  in  the  parent-teacher  partnership, 
and  offer  guidelines  by  which  teachers  may 
re-examine  assumptions  concerning  paren- 
tal roles  and  adopt  more  positive  attitudes  to 
the  parents. 

Let  us  first  consider  the  meaning  of  the 
term  partnership.  A  partnership  may  be 
defined  as  an  association  of  persons,  in  a 
joint  venture,  usually  sharing  risks  and 
profits.  In  special  education,  the  association 
is  betwen  parent  and  teacher;  the  joint 
venture  is  concerned  with  the  growth  and 
development  of  the  handicapped  child. 
Traditionally,  teachers  have  reaped  the 
financial  and  professional  profits,  while 
parents  have  served  as"silent  partners"  who 
take  a  disproportionate  amount  of  risks.  The 
need  for  a  more  equitable  collaboration 
between  parent  and  teacher  is  now  well 
recognised  and  documented  in  the 
literature. 

In  any  parenthood,  there  are  risks 
involved  in  raising  a  child.  The  addition  of 
dual  sensory  impairments  and  other 
possible  disabilities,  severely  complicates 
the  already  complex  curriculum  of  child 
rearing.  In  recent  years,  the  parent's  role  in 
the  educational  process  has  become  legally 
defined.  However,  in  order  for  parents  to 
become  equal  partners  in  the  business  of 
their  children's  education,  the  professional 
partner  has  to  recognise  and  discard 
prohibitive  misconceptions  about  the  role  of 
the  parent  partner. 

We  professionals  often  place  parents  in 
a  "no  win"  situation.  We  label  them  as  "over- 
protective",  "aggressive",  "unreasonable", 
'demanding",  "denying"  or"rejecting"  if  they 
are  not  involved  in  their  children's 
educational  programme  in  the  particular 
way  that  we  deem  appropriate.  As 
professionals,  working  with  the  handicapped 
child  is  our  main  career  objective.  However, 
our  work  does  not  involve  a  24  hour  day,  365 
days-a-year,  life-long  commitment.  We  leave 
our  classrooms  for  other  pleasures  and 
other  responsibilities.  Although  parenthood 
is  a  biological,  life-long  commitment,  we 
must  recognise  that  parents  like  teachers 
cannot  make  the  handicapped  child  the  only 
priority  in  their  lives. 

The  basis  of  common  misconceptions 
which  endanger  the  parent-teacher  partner- 
ship is  the  assumption  that  parents  are  a 
homogenous  group,  requiring  help  in 
accepting  and  living  with  their  handicapped 
child.  In  reality,  parents  have  a  variety  of 
needs  which  are  as  heterogenous  as  the 
needs  of  their  children.  Teachers  must 
recognise  individual  parent  strengths  and 
■=:w. ■'.':■.  >.-■,  :;  '  the  parents  identify 
areas  of  need.  Individualised  parent 
participation  must  accompany  the  individu- 
alised educational  plan  for  the  child. 

Inadequate  teacher  training  has  contri- 
buted to  problems  within  the  partnership. 
Preservice  and  inservice  training  is  often 
limited  to  the  token  parent  panel,  and  role- 
:,.-;/''.  paronl  oor.ferenoeo  /•  number  of 
other  experiences  are  critical  forteachers  to 
gain  the  necessary  skills  for  working  with 
parents.  For  example,  extended  observation 
of,  and  supervised  participation  in,  real 
parent  conference  and  exemplary  parent 
training  programmer,  feedback  and  discus- 
-.-.-     of    'eaoher    ",<:.    ;;r,d    parent    role',; 


From  a  Professional  Point  of  View 
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deaf-blind  children  in  California, 

presented  this  paper  to  the  International 

Conference. 


knowledge  of  techniques  for  facilitating 
interpersonal  relations  and  a  team  approach. 
Teachers  often  have  to  learn  to  work  with 
parents  on  the  job.  School  administration 
may  not  support  parent  involvement  beyond 
the  minimum  legal  requirements,  and  may 
even  view  the  parents  as  a  possible 
adversary  who  is  "out  to  ruin  the  school 
budget  with  excessive  demands".  Some 
school  administrations  may  not  encourage  a 
close  parent-teacher  partnership  for  fear 
that  parents  and  teachers  will  "gang  up 
against  the  school  board".  We  all  need  to 
reflect  on  our  attitudes,  motivations  and 
expectations  while  remembering  that  our 
joint  venture,  our  partnership,  determines 
the  present  and  future  of  a  special  child. 

Once  we  recognise  and  discard  harmful 
misconceptions  about  parents,  we  are  then 
free  to  take  the  first  practical  steps  in 
enhancing  the  parent-teacher  partnership, 
and  to  adopt  a  more  positive  attitude 
towards  parental  roles  in  the  education  of 
those  handicapped  children. 

1 .  View  parents  positively,  with  confi- 
dence, and  respect  for  their  good  sense 
and  ability  to  parent 

The  professional  who  adopts  an  authoritarian 
"expert"  role  will  place  the  parent  in  a 
submissive,  helpless  role.  Parents  are 
the  "experts"  on  their  children  and  must  be 
recognised  as  an  invaluable  therapeutic 
resource  and  as  their  child's  lifelong  and 
best  advocate.  I  have  been  deeply 
impressed  by  parents  of  deaf  and  deaf-blind 
infants  who  have  discovered  how  to  adapt 
signs  to  get  the  infant's  attention,  by  signing 
on  the  infant's  bodyorthe  object  in  question. 
These  parents  use  well  recognised  teaching 
strategies,  such  as  graduated  prompts  going 
from  the  least  to  the  most  amount  of 
assistance.  Consider  this  observation:  the 
parent  calls  the  child  and  gives  a  direction 
verbally,  for  example,  "Mary,  pick  up  the 
block"  (this  is  a  verbal  prompt  giving  the 
least  amount  of  assistance).  Mary  does  not 


respond,  so  the  parent  repeats  the  direction 
with  a  gesture  of  the  action  and/or  tapping 
the  block  or  banging  it  on  the  floor  (this  is  a 
gestural  prompt  which  gives  more  assistance 
than  a  verbal  one).  Mary  still  does  not 
respond,  so  finaiiy,  the  parent  will  guide  her 
through  the  activity  (a  physical  prompt  which 
gives  the  most  assistance).  When  I  ask 
parents  how  and  why  they  have  developed 
these  strategies,  they  reply  "if s  common 
sense.  I  want  to  give  my  child  the  chance  to 
respond  independently,  if  she  doesn't,  then  I 
show  her  how."  They  are  surprised  to  learn 
that  these  techniques  are  taught  in  teacher 
training,  under  the  rubric  "Hierarchy  of 
Assists".  Parents  are  even  more  surprised  to 
learn  that  they  possess  and  use  a  number  of 
skills  which  are  part  of  teacher  training 
programmes. 

2.  Provide  positive  feedback  and  acknow- 
ledge parental  efforts 

We  all  appreciate  recognition  for  our 
contributions  to  our  joint  venture.  As  the 
professional  partner,  the  teacher  has 
chosen  to  work  with  deaf-blind  children.  We 
get  a  regular  paycheque  as  well  as  personal, 
social  and  professional  recognition.  When 
the  average  person-on-the-street  discovers 
our  profession  as  a  teacher  of  deaf-blind 
children,  we  usually  hear  "you  must  be  so 
patient,  so  creative,  so  skilled.  Your  work 
must  be  wonderfully  rewarding".  On  the 
other  hand,  few  parents  receive  even  this 
naive  and  perhaps  unwelcome  acknowledge- 
ment. In  contrast,  parents  report  that  public 
reactions  to  their  child  range  from  "looking- 
the-other-way",  uncomfortable  glances,  to 
pitiful  stares,  or  insensitive,  prying  questions. 
As  partners  with  parents,  we  teachers  must 
not  only  lend  support  and  guidance  during 
difficult  times,  but  also  share  and  affirm  the 
successful  ordinary  moments. 

3.  Recognise  that  each  parent  and  child 
is  a  part  of  an  individual  family  system 

The  nature  of  each  parent's  participation  in 
the  child's  educational  programme  will 
depend  on  a  range  of  individual  needs  and 
circumstances.  Parents  have  to  be  allowed 
to  choose  their  own  priorities  for  the  child, 
within  the  context  of  their  family  system.  I 
believe  that  successful  home  programming 
will  depend  on  the  parent's,  not  the 
teacher's,  identification  of  specific  object- 
ives, and  the  joint  development  of 
appropriate  activities  which  can  be  easily 
incorporated  into  the  family  routine.  A 
teacher's  perception  of  the  most  critical 
skills  for  a  particular  student  at  school,  may 
not  be  the  most  relevant  for  the  home 
situation.  I  remember  an  initial  parent 
conference  many  years  ago.  Johnny,  the 
new  student,  was  1 2  years  old,  hearing  and 
visually  impaired,  with  cerebral  palsy.  He 
had  no  intentional  communication  repertoire, 
and  was  not  toilet  trained.  I  asked  his  mother 
to  identify  one  skill  or  objective  that  we  could 
work  on  together,  which  could  be  easily 
incorporated  into  the  family  routine.  She  did 
not  hesitate  for  even  a  second,  but 
immediately  replied  "it  would  make  a  real 
difference  if  Johnny  could  use  a  straw.  We 
enjoy  going  out  for  hamburgers  and 
milkshakes,  and  it's  embarrassing  for  his 
sisters  when  he  makes  a  big  mess,  drinking 
from  the  cup." 
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I  had  two  immediate  nonverbal  respon- 
ses. In  my  mind,  I  first  questioned  the 
importance  of  a  "straw  use"  goal,  in 
comparison  to  the  greater  needs  in 
communication  and  in  self  help.  Secondly,  I 
felt  quite  relieved  that  Johnny's  mother  had 
identified  a  "do-able"  task,  and  that  her 
request  was  within  my  capabilities.  So  I 
demonstrated  how  to  teach  using  a  straw. 
Indeed,  after  two  weeks  effort,  during  meals 
and  snacks  at  home  and  school,  Johnny 
could  use  a  straw,  much  to  his  famiiys  pride 
and  satisfaction.  This  simple  anecdote 
contains  the  essential  components  for 
successful  parent-teacher  collaboration. 
The  parents,  the  most  knowledgeable 
partner  in  terms  of  the  child  and  family, 
identified  the  target  area.  The  teacher 
contributed  the  specific  teaching  technique, 
and  both  members  of  the  partnership 
worked  on  the  task  in  specific  contexts. 

We  must  promote  mutually  enjoyable, 
intrinsically  rewarding  and  meaningful 
experiences  which  "fit"  the  individual  deaf- 
blind  child  into  his  and  her  family  system. 

4.  Listen  to  parents  and  provide  clear  and 
accurate  information 

Parents  do  not  require  protection  from 
professional  "controversy"  or  from  "too  much" 
information.  There  is  power  in  knowledge, 
and  in  the  ability  to  make  an  informed 
choice.  Parents  of  hearing  impaired  children 
have  many  concerns  about  oral  versus  total 
communication,  cued  speech,  cochlea 
implants  and  numerous  topics  which  will 
influence  their  children's  lives.  As  the 
professional  partner,  the  teacher  must 
provide  current,  research-based,  non- 
biased  information  in  digestible  pieces. 

Finally,  I  would  like  to  share  a  practical 
technique  which  I  have  found  useful  in 
working  with  parents.  Microteaching  is  an 
instructional  strategy  which  has  been  used 
successfully  in  training  teachers  of  non- 
handicapped  children.  This  method  involves 
videotaping  "short"  target  lessons,  and 
subsequent  self-review  and  feedback  when 
the  tape  is  viewed.  With  the  availability  of 
video  technology,  parent  and  teacher  can 
be  videotaped  at  regular  intervals  in  target 
situations,  such  as  play,  feeding  or  other 
daily  activities,  with  the  handicapped  child. 
Segments  can  be  fairly  short,  three  to  five 
minutes.  These  videotapes  provide  a 
reviewable  means  by  which  parent  and 
teacher  develop  observational  skills,  identify 
changes  in  the  participants'  behaviours  over 
time,  and  pinpoint  target  areas  of  need. 
Viewing  sessions  also  provide  a  unique 
opportunity  for  the  teacher  to  provide 
positive  feedback  and  to  acknowledge 
parent-child  efforts,  for  the  parents  to  ask 
questions  and  express  concerns,  and  for 
true  joint  participation  in  the  child's 
programming. 

In  the  parent-teacher  partnership,  the 
teacher  must  acknowledge  and  facilitate, 
rather  than  usurp  the  parent's  primary  and 
unique  role  in  the  education  of  a 
handicapped  child.  This  partnership,  like 
any  other  human  relationship,  is  very 
specific  to  those  involved,  will  change  over 
time  and  requires  mutual  respect,  open 
communication  and  may  need  continual  re- 
negotiation of  roles  and  responsibilities  in 
order  to  remain  mutually  satisfying  and  viable. 


International 
Conference  1984 


This  report  is  a  compilation  of  experiences 
and  reactions  by  some  members  of  the 
British  Group  who  attended  the  1984 
International  Conference  of  the  International 
Association  for  the  Education  of  the  Deaf- 
Blind  (I  AEDB),  held  in  New  York  this  August. 
SENSE  was  able  to  send  12  parents, 
teachers  and  other  professionals,  thanks  to 
travel  grants  provided  by  the  British  Council 
and  the  Charities'  Aid  Foundation.  Our 
grateful  thanks  go  to  Roger  Budd  and  Bill 
Seary  respectively  who  thus  made  our  trip 
possible. 

The  IAEDB  circulates  a  quarterly 
Newsletter  and  meets  in  conference  every 
3-4  years. 


Report  by  Margaret  White, 
Parent. 

Everything  about  my  first  International 
Conference  abroad  has  been  exciting.  The 
excitement  started  at  Gatwick,  boarding 
Virgin's  Boeing  747  for  my  first  flight,  a  big 
one,  to  "The  Big  Apple".  Expecting  to  hate 
New  York  I  found  the  brash,  bustling,  noisy, 
city  exhilarating.  Disliking  high-rise 
buildings,  I  found  many  of  the  skyscrapers 
really  beautiful.  Distrusting  "pushy"  people,  I 
found  many  New  Yorkers  irresistible. 

But  to  the  reason  for  being  there:  the  five 
days  of  the  conference  itself;  five  days 
crammed  with  papers  given  by  people  from 
all  over  the  world,  telling  us  what  they  do  for 
their  deaf/blind  youngsters;  how  they  do  it; 
slides  and  films  to  illustrate  what  they  were 
saying;  displays  and  tapes  in  the  "poster 
sessions". 

We  heard  about  the  help  other  families 
receive  in  the  early  years,  the  Canadian 
system  of  intervenors  being  particularly 
interesting.  Some  countries  have  enviable 
provision  for  the  school  years  with 
programmes  tested,  added  to  and  revised 
over  many  years.  Yet  others  have  the  group 
homes  we  greatly  wish  for. 

The  most  moving  parts  of  the  whole 
conference  for  me  was,  one,  the  Keynote 
address  by  Robert  J.  Smithdas,  himself 
deaf/blind  (from  his  early  years,  not  birth) 
who  was  there  with  his  escorts  and  showed 
what  other  deaf/blind  people  besides  Helen 
Keller  may  achieve;  and  the  other,  the 
Parents'  Session,  organised  and  chaired  by 
Peggy  Freeman,  when  Pat  Cork  told  of  the 


two  contrasting  periods  of  her  life  with 
Zarina.  The  first  was  when,  in  the  early  days, 
no  one  seemed  to  know  enough  to  be  able  to 
help  them;  then  Pat  discovered  SENSE,  and 
Lindy  and  the  Family  Centre  were  able  to 
provide  so  much  help. 

It  was  heartening  after  that  to  be 
bombarded  with  requests  to  "Tell  us  about 
your  Family  Centre.  How  does  it  work?"  and  to 
refer  people  to  Lindy.  It  was  also  heartening 
to  hear  so  many  of  the  professionals  say  that 
the  most  educative  of  the  sessions  had  been 
the  parents'  one.  The  theme  had  been 
"Parents  as  Partners",  and  one  aspect  which 
arose  was  that  of  barriers  between 
professionals  and  anxious,  burdened  and, 
perhaps,  angry  and  resentful  parents. 
Writing  as  a  parent  who  has  occasionally  felt 
all  of  these,  more  through  the  lack  of  help 
and  understanding  from  sometimes 
patronising  professionals  than  from  having 
Helen  with  all  her  (and  our)  attendant 
problems,  I  was  particularly  impressed  with 
one  of  the  speakers.  Mrs.  Deborah  Bremer, 
who  spoke  during  the  parents'  presentation, 
was  so  positively  not  only  tor  the  parents  but 
with  them.  I  was  struck  at  this  point  by  the 
fact  that  we  in  SENSE  are  very  fortunate  in 
that  our  own  professionals,  too,  are 
indistinguishable  in  their  caring  and 
compassionate  attitudes  from  parents. 


Personal  Impressions,  Tony 
Best,  Teacher 

The  Conference  provided  a  unique 
opportunity  to  find  out  about  trends  in 
educational  services  and  teaching  approa- 
ches and  to  discuss  a  range  of  topics  with 
experienced  colleagues  from  over  24 
countries  of  the  world. 

While  the  Conference  had  no 
outstanding  features  in  terms  of  content,  a 
number  of  ideas  and  approaches  were 
discussed  which,  to  me,  seemed  to  be  of 
particular  significance  to  those  of  us  living  in 
the  UK. 

The  first  was  the  widespread  concern 
for  post-school  provision  and  consideration 
of  the  options  of  units  attached  to  schools 
which  were  centres  of  excellence  and 
expertise  or  small  community-based  units 
which  would  be  in  comparative  professional 
isolation. 


Left  to  right:  Mary  Guest,  Doreen  Norris,  Lindy  Wyman,  Jessica  Hills  and  Joan  Shields 
represent  the  British  party  at  the  International  Evening. 
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International  Conference  (continued) 


The  second  was  the  need  for  better 
assessment  and  programme  planning 
procedures.  Those  that  were  discussed 
were  mainly  devised  in  the  early  1 970s  and 
few  had  been  evaluated  to  find  out  how  they 
could  best  be  used.  Few  countries  seem  to 
have  taken  the  considerable  expertise 
which  has  built  up  in  working  with  the  very 
severely  mentally  handicapped  and 
transferred  that  experience  to  the  deaf-blind 
population.  Although  most  countries  seem 
to  have  moved  from  a  modified  academic 
curriculum  to  a  more  appropriate  and 
successful  skills-based  curriculum,  many 
teachers  still  feel  the  need  for  more 
guidance  in  this  area. 

Thirdly,  the  need  for  effective 
communication  between  health,  education 
and  social  services.  This  was  pointed  out 
graphically  in  the  contribution  from  parents 
and  it  is  sad  to  note  that  at  each  international 
conference  since  the  1960s  this  issue  has 
been  raised  by  people  from  many  countries. 
It  has,  I  believe,  implications  for  trainers  of 
these  professionals  and  raises  respons- 
ibilities which  must  not  be  avoided. 


Report  by  Peggy  Freeman, 
Parent. 

Parent  participation  has  grown  over  the 
years.  In  1971  three  parents  attended.  In 
1980  one  parent  gave  a  paper  and  there 
were  12  parent  delegates.  This  year  the 
parents'  presentations  filled  a  whole 
morning's  session  and  28  parents  attended. 
Our  subject  was  'Parents  as  Partners'  and 
the  contributors  came  from  the  UK, 
Australia,  Germany,  Canada  and  France, 
together  with  a  paper  from  an  American 
teacher  to  keep  the  balance.  After  these 
papers,  a  forum  provided  opportunity  for 
comments  from  other  parents  and  from  the 
professionals  in  the  audience.  From  the 
many  comments  I  received  this  session  was 
very  successful. 

Following  the  precedent  set  at  Hanover 
in  1980,  the  parents  met  together  several 
times.  Discussion  led  to  the  formulation  of 
the  following  resolution  which,  on  the  final 
day,  was  agreed:  "That  the  parent  session 
become  a  fixture  in  future  conferences.  And 
further  that,  when  possible,  parents  from  the 
host  country  should  be  reponsible  for  the 
preparation  of  the  session  according  to  the 
chosen  theme." 

To  the  delight  of  the  parents  present, 
when  the  new  Executive  Committee  of  the 
IAEDB  was  elected,  a  parent  representative 
was  included  for  the  first  time.  This  was  an 
American  lady,  Carol  Wallenstein. 

The  parents  all  lunched  together  after 
the  session  and  it  was  agreed  that  Carol 
would  keep  in  touch  with  a  parent  from  each 
country  -  that  parent  to  pass  on  information 
about  the  next  conference  to  as  many 
parents  in  their  country  as  possible. 

-ognition  of  the  role  parents  can  and 
must  play  in  the  education  -'education'  in  its 
/-  ■■.'■/:  ■.<:'■,<:  -  of  ,ro-  d^af/blind  ohild  tJVj 
apparent  in  many  of  the  papers  given  by  the 
professionals.  Success  in  this  role  depends 
on  partnership  which  in  turn  depends  on  the 
sharing  of  information  and  on  mutual 
■<■.■.:,':':  Aa  parer  •-.  we  - ia  te  to  play  our  pari 
in  the  coming  years  and  hopefully  we  shall 


be  able  to  report  next  time  on  the  benefit  to 
ourchildren  and  ourfamiliesasawhole,  that 
the  closer  relationship  with  the  professionals 
is  achieving. 

Thoughts  on  the  Conference- 
Lindy  Wyman,  Teacher 

"Her  uniqueness  is  why  I  am  here  and  why  I 
am  involved."  (Mrs.  Cherry  Bulmer,  parent, 
Canada.) 

The  importance  of  early  education  for  both 
parents  and  the  deaf-blind  child  has  been  a 
recurrent  theme  in  my  mind  throughout  this 
conference.  On  Thursday  morning,  the 
subject  was  'Parents  as  Partners'. 
Partnership  must  involve  mutual  trust  and 
friendship.  We  heard  about  the  confusion 
and  anger  of  parents  who  have  not  been 
given  enough  help,  support  and 
constructive  advice  in  the  early  years. 
Parents  from  some  of  the  richest  countries 
in  the  world  are  still  struggling  to  understand 
and  help  their  children  and  many  of  them 
still  feel  confused  and  isolated  by  the 
enormity  of  their  child's  handicapping 
condition.  No  parent  can  be  expected  to 
cope  with  the  difficult  task  of  working  with 
their  child  if  they  do  not  feel  clear  about: 

•  theirchild's  handicapping  condition  and 
its  developmental  implications; 

•  their  child's  immediate  and  possible 
future  needs; 

•  their  child's  importance  as  a  whole 
person  and  his  place  in  society. 

"Mutual  trust  is  a  delicate  flower  that 
must  be  cultivated",  said  M.  Faivre  (parent 
delegate,  France)  during  his  contribution  to 
the  parents'  session.  Without  the  proper 
exchange  of  information  between  parent 
and  professional  and  between  the  various 
professional  disciplines,  feelings  of 
bewilderment  and  frustration  will  continue. 

I  have  come  away  from  this  Conference 
with  the  determination  to  try  to  ensure  that 


all  of  the  parents  of  young  children  who  use 
the  facilities  of  the  Family  Centre  will  never 
have  to  say  "I  felt  that  I  had  no  one  to  turn  to, 
no  one  to  understand."  (American  parent 
delegate). 


Report     by 
Chairman 


Jessica     Hills, 


This  was  my  firsi  IAEDB  Conference  and 
what  hit  me,  like  the  temperature  in  the 
streets  of  New  York  outside,  was  the  warmth 
among  all  the  delegates.  Everybody  greets 
each  other  with  hugs  as  friends:  parents, 
teachers,  administrators,  medics  and  all  the 
other  professions  involved  with  services  to 
deaf-blind  children,  adults  and  their 
families.  Progress  has  been  made  because 
the  organisation  recognises  that  all  these 
people  together  contribute  as  partners  in 
the  same  team. 

I  have  come  away  thinking  a  great  deal 
about  our  plans  for  community  care,  in  the 
USA  called  Group  Homes.  I  went  on  a  coach 
trip  up  into  Connecticut  to  visit  one  of  the 
group  homes  run  by  Oak  Hill  School.  Then 
and  later  I  talked  to  lots  of  people  from 
different  parts  of  the  States  about  their 
programmes  for  young  adults.  They  are 
being  developed  nationwide  as  more  of  the 
people  handicapped  by  the  1961-1962 
Rubella  epidemic  reach  late  teens  and  early 
20s.  What  I  saw  and  talked  about  has 
clarified  some  of  my  thinking  about  how  we 
set  up  our  'Group  Homes'  in  England.  The 
most  important  factor  is  that  no  matter 
where  the  setting,  village,  small  town  or  city, 
the  home  must  be  in  the  community,  within 
safe  walking  distance  of  shops  and 
entertainment  and  with  day  workshops 
within  easy  reach.  The  homes  must  be  like 
the  others  in  the  street,  yours  and  mine,  with 
a  garden  and  space  and  room  for 
individuality  and  sharing  and  choice.  The 
question  as  to  whether  the  same  group  can 
live  together  for  the  rest  of  their  lives  was 
discussed,  both  at  the  Oak  Hill  Group  Home 
and  with  a  parent  whose  teenager  was  in  a 
group  home  lor  life',  wondering  whether 
young  people  would  need  to  move  from  their 
home  to  another  one  after  a  while  to  keep 
the  stimulation  of  new  learning  in  a  new 
environment.  She  replied  that  as  a  parent 
she  had  learned  to  look  only  one  step  ahead 
at  a  time.  Many  parents  have  probably  had 
the  same  experience,  maybe,  therefore,  we 
need  to  plan  carefully  and  choose  the  right 
places  and  get  our  first  group  homes  going 
and  watch  progress. 


The  next  IAEDB  Conference  will  take 
place  in  Paris  in  1987.  The  paper,  given  by 
Deborah  Braemer,  referred  to  in  the  report, 
is  published  on  page  22. 

Membership  of  the  IAEDB  costs  $10 
Australian.  If  you  are  interested  in  joining, 
please  write  to  Mr.  T.A.  Grunsell, 
Secretary/Treasurer,  IAEDB,  PO  Box  33, 
CARLINGSFORD,  2118,  N.S.W.,  Australia, 
with  a  cheque  for  this  amount  and  giving 
name,  address,  school  or  association  with 
which  you  are  associated. 


Pat  Cork,  parent  member,  addressing 
the  conference  on  the  role  of  'Parents  as 
Partners'. 
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1984  AGM 


The  Annual  General  Meeting  for  1 984  took 
place  on  Saturday  14th  July,  in  the  friendly 
surroundings  of  the  National  Children's 
Bureau  Centre  in  North  London.  About  80 
people  attended,  and  had  plenty  of 
opportunities  before  and  after  the  meeting 
to  chat  with  other  members,  which  is  often 
the  most  valuable  part  of  such  an  occasion. 

OurChairman,  Jessica  Hills,  opened  the 
meeting  and  gave  her  report  for  the  year. 
She  described  the  last  year  as  one  of 
expansion,  where  the  Association  had 
contributed  to  a  number  of  ventures  and 
achieved  several  of  the  aims  laid  out  by  the 
Policy  Group,  which  had  been  meeting 
throughout  the  year.  This  year  has  seen  the 
appointment  of  a  parent-member  to  our 
headquarters  staff,  the  development  of  our 
involvement  in  encouraging  community 
care  for  our  members,  the  growth  of  the 
peripatetic  advisory  service  based  at  the 
Family  Centre,  and  the  drawing  up  of  plans 
for  new  building  at  the  Manor  House. 
Fundraising  has  been  markedly  successful. 
The  National  Rubella  Council  has  got  off  to  a 
good  start.  We  have  received  extensive 
national  publicity  on  TV,  radio  and  in  the 
newspapers  and  we  have  launched  the 
Usher's  Syndrome  Awareness  Project. 

For  all  this  work  she  congratulated  the 
staff  at  the  centres,  and  all  the  parents  in  the 
regions  who  have  worked  so  hard. 

The  meeting  continued  with  brief  talks 
from  different  members  of  staff,  expanding 
on  Jessica's  description  of  the  year's 
activities  and  complementing  the  Annual 
Report  write-ups. 

Family  Centre:  Last  year  the  Family  Centre 
was  working  with  20  children.  This  year, 
Lindy  Wyman  reported  that  work  was 
continuing  with  83  children,  as  the 
peripatetic  service  expanded.  As  an 
illustration  of  the  way  the  service  operates, 
Lindy  cited  the  work  in  Bristol.  In  January 
this  year,  the  City  of  Bristol  did  not  know  it 
had  any  deaf-blind  children.  Following  the 
first  referral  and  the  follow-up  work,  they 
now  recognise  the  existence  of  six  children 
with  the  dual  sensory  handicap.  This 
recognition  should  result  in  these  children 
receiving  education  appropriate  to  their 
handicaps.  The  parents  themselves  have 
formed  a  group  which  meets  regularly  and 
provides  mutual  support. 

Education:  Rodney  Clark  summarised  the 
state  of  deaf-blind  education  as  being  in  the 
midst  of  enormous  changes;  the  new 
National  Plan  for  the  Visually  Handicapped 
(see  page  1 2),  the  new  proposals  for  training 
of  teachers  (see  page  2),  the  implemen- 
tation of  the  Education  Act  and  the 
closure  and  changes  of  use  of  several  units- 
Sense  has  been  involved  in  all  these  issues, 
at  all  levels. 

Manor  House:  June  Brooks,  Deputy 
Principal,  described  life  at  the  Manor  House 
in  the  midst  of  publicity,  with  the  benefits 
and  the  problems  which  such  exposure 
brings.  She  described  the  ever-widening 
areas  of  activity  in  which  the  residents  are 
involved.  She  also  voiced  the  worries  felt  by 
many  people  as  to  what  will  happen  to  the 
students  when  they  leave  the  Manor  House. 

Community  Care:  Paul  Ennals  reported  on 
the  contacts  made  with  different  local 
authorities  to  encourage  the  development 
of  community  placements.  Discussions 
have  taken  place  in  a  number  of  areas,  and 
he  reported  the  hope  that  next  year's  AGM 
will  hear  the  announcement  of  the  opening 


of  more  than  one  new  unit.  As  with  the  peri- 
patetic service,  he  had  found  that  many  local 
authorities  are  simply  not  aware  of  the  size 
of  the  problem;  in  one  borough  he  was  asked 
to  visit  what  was  thought  to  be  their  only 
deaf-blind  rubella  young  adult  -  within  a 
month  another  four  adults  of  similar  age  and 
handicaps  had  emerged.  He  also  reported 
on  the  welfare  work  carried  out  with  an  ever- 
increasing  number  of  parents- representing 
their  views  to  the  local  authority,  helping 
them  with  benefits  claims,  or  advising  on 
future  placement  for  their  child/adult. 

Holidays:  Norman  Brown  catalogued  the 
range  of  holidays  the  Association  has 
offered  this  year,  with  the  evergreen 
caravans,  the  Family  Centre  holidays,  the 
Southport  holidays  and  the  two  adults' 
holidays.  We  have  again  been  overbooked 
for  all  the  holidays.  It  is  awful  to  have  to  turn 
parents  away  -  we  know  it  is  difficult  to  plan 
far  in  advance,  but  the  only  way  of 
guaranteeing  a  place  is  to  book  a  long  time 
ahead. 

Regional  Re-organisation:  Norman  also 
outlined  our  plans  for  regional  re- 
organisation, which  he  has  written  about  on 
page  3. 

Usher's  Syndrome:  The  Awareness  Project 
was  described  by  Mary  Guest,  who  outlined 
how  the  project  aims  to  progress  over  the 
year. 

Rubella  Campaign:  The  Campaign  is 
progressing  well  (see  page  1 7).  A  review  of 
the  medical  literature  is  being  produced  on 
behalf  of  SENSE,  by  Dr  Nick  Sidle.  He  has 
discovered  the  existence  of  a  large  amount 
of  published  material  which  has  not 
previously  been  indexed  and  reviewed, 
which  has  greatly  increased  the  size  of  the 
task  he  is  undertaking.  The  weighty 
publication  will  now  be  published  later  in  the 
year  (see  centre  pages). 

Finance:  Emrys  Lloyd,  Treasurer  of  SENSE, 
spoke  of  the  great  improvement  in  income 
over  the  last  year.  However,  although  we 
were  able  to  put  £1 50,000  into  the  Develop- 
ment Fund  last  year,  Emrys  emphasised  that 
we  need  to  do  the  same  again  this  year  in 
order  to  maintain  our  growth,  if  we  hope 
further  to  expand  our  services. 

New  Constitution:  The  AGM  then  considered 
the  new  constitution,  as  described  in  the  last 
Newsletter.  Mike  Hudson,  our  Management 
Consultant,  explained  the  history  of  the 
suggested  changes  in  structure  and  gave  a 
remarkably  clear  and  concise  explanation  of 
the  consequences  of  changing  SENSE  into 
a  limited  company.  The  clarity  of  his  talk  was 
shown  by  the  fact  that  no  one  asked  any 
questions,  and  the  resolutions  accepting 
the  Memorandum  and  Association  of  the 
new  Company,  approving  the  transfer  of 
assets  to  the  new  Company,  and  simplifying 
the  Constitution  of  the  Trust  and  approving 
the  names  of  the  members  of  the  new 
Council  of  Management  were  all  accepted 
unanimously. 

Following  the  acceptance  of  the 
auditors  for  a  furtheryear,  the  meeting  heard 
a  talk  by  John  Penton,  architect  of  the  new 
development  at  the  Manor  House.  Details  of 
the  plans  are  shown  on  page  4. 

The  meeting  ended  on  a  social  note  over 
refreshments.  It  was  lovely  to  see  many  old 
friends  who  had  travelled  long  distances  to 
be  together  at  the  one  formal  event  of  the 
year  for  all  members. 


DRAW 


^ 
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This  year  we  are  holding  a  Grand  Christ- 
mas Draw.  All  the  prizes  have  been  gener- 
ously donated,  so  all  proceeds  will  come  to 
us. 

FIRST  PRIZE  A  2-week  holiday  for  2  in 
Spain  or  a  Spanish  Island,  donated  by  Iberian 
Service  Ltd.,  London  WC1 . 

SECOND  PRIZE  A  brand  new  GEC/ 
McMichael  14-inch  colour  television,  pre- 
sented by  the  Marconi  Company,  Stanmore, 
Middlesex. 

THIRD  PRIZE  A  1 2-bottle  case  of  LANSON 
champagne,  presented  by  Mrs.  C.  Weinberg, 
Blakes  Hotel,  London,  SW7. 

And  20  smaller  prizes,  each  of  a  one-pound 
box  of  Thornton's  superb  continental  choco- 
lates. 

During  the  autumn  we  shall  be  sending 
a  book  of  tickets  to  each  member  supporter, 
donor  and  friend  of  SENSE.  Please  do  all 
you  can  to  sell  these  tickets,  not  only  to 
yourself  and  your  family  but  also  to  your 
personal  and  business  friends  (or  even  to 
passers-by!)  Tickets  are  20p  with  5  to  a  book. 

There  will  be  counterfoils  for  recording 
names  and  addresses  of  buyers,  and  we  ask 
you  to  send  all  these  back  to  us,  with  a 
cheque  or  postal  order  made  out  to  SENSE 
to  cover  all  tickets  you  have  sold. 

The  Draw  will  be  made  on  Monday  1 4th 
January,  1 985  at  31 1  Grays  Inn  Road,  and 
independent  referees  will  ensure  that  every 
ticket  for  which  payment  has  been  received 
goes  into  the  Draw  and  that  the  Draw  is  fairly 
made.  The  names  and  addresses  of  the 
winners,  and  the  total  sum  raised  for  SENSE, 
will  be  published  in  the  Spring  edition  of  the 
Newsletter. 

We  are  obviously  hoping  that  many  of 
you  will  be  inspired  to  sell  many  more  than 
one  book  of  tickets,  which  is  why  we  print  the 
order  form  below.  Please  will  you  help  to 
make  this,  our  first  venture  of  its  kind,  a 
resounding  success  by  setting  yourself  the 
target  of  sel  ling  at  least  FIVE  books  of  tickets. 
Please  use  the  order  form  below. 


SENSE  GRAND  CHRISTMAS  DRAW 

To    Judy  Wynne,  c/o  SENSE, 
311  Grays  Inn  Road, 
London  WC1X8PT 

Please  send  me  books  of  tickets. 

Signed:  

Name  in  capitals:  


Address: 
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Useful  Addresses  for  Parents  with  a 
Handicapped  Child 

Ann  Worthington 

10  Norman  Road  Sale,  Cheshire  M33  3DF 

Price  £2.40 

In  this  edition  of  "Useful  Addresses",  Ann 
Worthington  has  produced  a  simple  but 
extremely  valuable  aid  to  all  parents.  Within 
one  small  book  she  has  called  upon  the 
depths  of  her  experience  to  collect  those 
addresses  which  she  feels  will  be  most 
helpful  to  a  parent 

Any  directory  such  as  this  is  inevitably 
out  of  date  even  before  it  is  published,  and 
the  critical  reader  will  pick  up  the  occasional 
error  or  omission.  But  overall  the  book 
displays  an  insight  into  the  services  which 
parents  can  best  make  use  of.  Following  the 
standard  sections  listing  organisations, 
education,  FE  centres  and  residential 
homes,  the  directory  includes  sections  on 
finance,  legal  rights,  sports  and  leisure,  aids 
and  equipment,  and  publications  such  as 
this  one. 

Ann  Worthington  is  also  responsible  for 
a  fascinating  Newsletter  called  "In  Touch", 
which  attempts  to  put  parents  in  contact 
with  other  parents  whose  children  have 
similar  kinds  of  mental  handicap.  This 
supplies  a  forum  for  the  exchange  of  ideas 
and  experiences,  and  has  spawned  a 
number  of  parent  support  groups.  It  is  full  of 
items  such  as  our"Members'  News"  section, 
as  well  as  a  kind  of  "penfriend"  section 
where  parents  whose  child  has  a  very 
specific  problem  or  handicap  can  seek  a 
contact  or  advice  from  a  parent  with  similar 
experience. 

Early  members  of  the  Association  may 
well  feel  a  pang  of  nostalgia  reading  in  "In 
Touch"  about  the  growth  of  these  small 
groups  of  parents  who  have  found  support 
and  comfort  from  meeting  other  parents. 
This  is  still  an  essential  role  of  our 
Association,  and  remains  for  many  parents 
our  most  important  function. 

"In  Touch"  lists  dozens  of  syndromes 
and  disorders  for  which  it  has  parent 
members.  Among  those  whose  parents  may 
also  be  members  of  our  Association  I 
noticed  Cornelius  de  Lange  Syndrome, 
Encephalitis,  Hydrocephalus,  Keppel-Fiel, 
Laurence  Moon-Biedl  and  Pierre  Robins 
Syndrome.  Parents  interested  in  subscribing 
to  "In  Touch"  should  write  to  Ann 
Worthington  at  the  above  address. 

Paul  Ennals 


COPE  -  Compendium  for  post-16 

education  in  residential  establishments 

for  handicapped  young  people 

National  Bureau  for  Handicapped 

Students,  40  Brunswick  Square, 

London  WC1.  Price  £5.00. 

This  directory  provides  a  useful  list  of  FE 
centres  offering  residential  training.  On 
each  centre  it  has  a  page  of  details, 
including  the  types  of  handicap  accepted, 
staffing  provision,  details  of  training 
programme,  etc. 

While  not  fully  comprehensive  -  the 
Manor  House  has  escaped  inclusion-  this  is 
a  very  useful  book,  and  will  be  of  great 
benefit  to  any  parent  facing  the  common 
situation  of  being  told  there  is  nowhere  for 
your  child  to  go.' 

Paul  Ennals 


Hearing  Impairment 

Kenneth  Lysons 

Woodland  Faulkner  Ltd,  Fitzwilliam  House, 

32  Trumpington  Street  Cambridge  CB2  1QY. 

Price  £7.95 

This  book  on  hearing  impairment  would 
serve  anyone  who  needs  to  increase  their 
understanding  on  the  various  aspects  ofthis 
subject.  Those,  in  particular,  for  whom  the 
subject  of  hearing  impairment  is  a  new  one, 
such  as  parents  of  a  newly  diagnosed  deaf 
child,  would  find  this  book  useful  because 
the  technical  terms  surrounding  hearing 
loss,  communication,  etc  are  clearly  defined. 

The  author  covers  a  wide  field  in  his 
book.  He  starts  with  a  very  useful  section  on 
definitions.  He  explains  the  difference 
between  such  terms  as  hearing  impairment, 
disability  and  handicap  -  terms  which  are 
often  confused.  This  is  helpful  to  a  reader 
who  is  new  to  the  subject.  He  then  takes  the 
reader  through  the  causes  of  hearing  loss, 
the  physics  of  sound,  the  physiology  of 
the  ear,  the  detection  of  hearing  impairment, 
measurement  and  diagnosis.  The  authors' 
layout  and  use  of  diagrams  make  these 
sections  easy  to  understand. 

For  those  in  the  community  who  may 
meet  deaf  people  in  their  daily  work  such  as 
social  workers,  the  police,  nurses,  etc,  the 
section  on  the  social  and  psychological 
consequences  of  prelingual  and  acquired 
deafness  is  helpful.  The  importance  and 
necessity  for  interpreters  in  situations 
where  accurate  communication  is  vital,  such 
as  in  court  or  in  hospital,  is  a  welcome 
emphasis. 

The  most  disappointing  section  is  that 
on  deaf-blindness.  It  is  too  brief  and  does  not 
take  into  consideration  the  high  proportion 
of  deaf  children  who  have  visual  problems, 
who  are  being  educated  in  units  and 
schools  for  the  deaf. 

Nor  does  he  mention  a  significant  group 
of  congenially  deaf  people,  about  3%  to  6%, 
who  have  progressive  sight  loss  through 
retinitis  pigmentosa-  Usher's  Syndrome. 

In  spite  of  this  criticism,  Mr  Lysons'  book 
is  recommended  forthose  who  need  a  clear, 
readable  introduction  to  hearing  impairment. 

Mary  Guest 


Directory  of  Agencies  for  the  Blind  1 984 

Royal  National  Institute  for  the  Blind, 

Braille  House,  33S  Goswell  Road 

London  EC1 V  7JE  Price  £5 

This  new  directory  is  an  essential  reference 
work  for  anyone  working  in  the  field  of  visual 
handicap.  Although  the  layout  is  rather 
unattractive,  it  contains  details  of  all  the 
local  and  national  organisations  involved 
with  visually  handicapped  people. 

It  is  hardly  bed-time  reading,  but  anyone 
who  wants  an  easy  way  of  finding  the 
address  of  some  obscure  local  association 
should  go  no  further.  For  instance,  I  now 
know  that  "The  Dowager  Lady  Robinson's 
Fund  forthe  Blind"  will  give  grants  of  £1 0  per 
year  to  blind  candidates  resident  in 
Penzance,  Redruth,  Camborne  or  one  of  ten 
adjacent  parishes,  but  that  "Mendicancy 
disqualifies".  Who  among  us  can  say  we 
have  never  felt  a  little  mendicant? 

Paul  Ennals 


Respite  Care  Services  for  families  with 

a  handicapped  child 

Ann  Robinson 

A  National  Children's  Bureau  Briefing 

Paper.  £1.80. 

This  is  a  booklet  one  would  like  to  see  in  the 
hands  of  those  who  ought  to  be  providing 
respite  care  services,  rather  than  of  parents 
or  guardians  or  those  already  working  in  this 
field.  This  is  not  to  say  that  the  booklet  has 
limitations  but  is  to  stress  its  value  in 
carefully  considering  the  area  of  need,  with 
all  that  has  to  be  borne  in  mind,  before  listing 
those  districts  and  schemes  already 
attempting  to  meet  those  needs.  The  list  is 
small  and  that  is  why  I  would  like  to  see  this 
booklet  spreading  its  influence  and  stirring 
consciences  and  initiatives. 

Parents  will  find  the  booklet  exciting  if 
they  discover  a  project  operating  in  their 
home  area  of  which  they  did  not  know, 
although  the  chances  are  slim,  and  very 
useful  if  they  wish  to  make  representations 
about  provision  where  none  exists.  Ann 
Robinson  points  out  how  inadequate  the  law 
at  present  is  in  increasing  provision  but  her 
summary  of  the  types  of  respite  care  and  the 
factors  contributing  to  a  successful  service 
can  only  be  of  help. 

Ann  classifies  the  main  types  of  respite 
care  as: 

a)  Residential  Care  -  the  type  which  first 
springs  to  our  minds, 

b)  Family-based  Care  -  where  another 
family  offers  its  own  home  and  time, 

c)  Care  in  the  child's  home  -which  in  many 
cases  is  preferred, 

d)  Holiday  Schemes  -  an  essential  part  of 
any  co-ordinated  service. 

Ann  Robinson  is  also  aware  of  the  needs 
of  all  the  people  involved,  family  members 
and  relief  providers  alike,  as  well  as  the  child. 
Her  emphasis  on  the  necessity  for  more 
information,  preferably  gathered  by  Area 
Authorities  as  a  means  of  tailoring  their  own 
services,  is  a  sad  reminder  of  how  recent  is 
the  move  to  enter  this  field  in  a  creative  and 
appropriate  way. 

For 'Individual  Services',  Ann  is  able  to 
list  1 4  Family-based  schemes  together  with 
contacts  for  14  more,  and  for  'Care  in  the 
Child's  Home'  she  lists  10  schemes.  When 
one  considers  Glendenning's  assumption  of 
between  89,000  and  126,000  severely 
handicapped  children  in  the  United 
Kingdom,  one  realizes  there  is  still  a  long 
way  to  go.  True,  there  are  other  schemes  not 
yet  in  this  edition  of  the  booklet,  such  as  the 
Mencap"Bridge-in-Scheme"  around  London, 
which  is  doing  invaluable  work  in  certain 
boroughs,  but  their  existence  depends  upon 
the  continuation  of  the  Government  MSC 
Scheme  and  therefore  unfortunately  cannot 
yet  be  considered  permanent. 

As  all  these  schemes  and  our  own 
contact  with  volunteers  on  our  holidays 
clearly  show,  there  are  concerned  people 
who  find  fulfilment  and  joy  in  giving  help  to 
the  handicapped.  It  is  the  logistics  of 
bringing  them  into  contact  with  those  who 
requiring  help,  together  with  a  back-up  of 
guidance  and  support,  which  so  often 
defeats  us.  Ann  Robinson's  Papercould  be  a 
stimulus  to  creative  organisation  to  avoid 
that  defeat. 

For  those  considering  Respite  Care 
Services,  there  is  a  reference  list  of  relevant 
videos  and  films,  together  with  books  and 
other  reports.  The  Briefing  Paper  may  be 
obtained  from  the  National  Children's 
Bureau  Library  and  Information  Services.  8 
Wakley  Street,  London  EC1V  7QE,  price 
£1.80.  Norman  Brown 
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Members'  News 


Andrew  McCormick 

Andrew  is  twelve  now,  and  still  attends  the 
Day  Centre,  Dunmore  House,  where  he 
started  eight  years  ago.  He  is  collected 
every  weekday  at  9.15,  and  comes  home 
starving  in  spite  of  a  good  dinner  at  3.45.  His 
training  programme  is  geared  to  toilet 
training  and  self-feeding,  (though  these  are 
not  quite  so  successful  at  home  as  at  school) 
and  some  play  with  jigsaws.  He  goes 
swimming  once  a  week  and  loves  the 
physio  room  with  its  climbing  ladders  and 
other  equipment. 

At  Easter  we  had  problems.  Andrew  still 
pokes  his  eyes  an  awful  lot,  and  before 
Easter  I  noticed  that  his  left  eye  was  more 
closed  than  usual.  So,  I  took  him  to  the  eye 
specialist  who  examined  him  under 
anaesthetic  and  found  that  his  eye  was 
opaque.  He  has  been  receiving  treatment 
and  the  doctor  is  pleased  with  his  progress, 
but  his  behaviour  has  changed,  and  I  am 
now  concerned  about  the  other  eye. 

Andrew  spends  a  lot  of  time  bending 
down  and  looking  through  his  legs  at  bright 
lights.  During  the  Easter  holidays  he  kept 
stripping  off  his  clothes  too,  and  the  eye 
poking  continues  as  before.  It  is  hard  to 
know  how  to  distract  him  with  three  other 
children  to  look  after,  aged  between  5  and 
1 3.  He  has  to  spend  a  lot  of  time  in  his  room 
where  he  plays  with  his  trampoline,  He  also 
loves  the  swing  and  his  special  iron  tricycle 
but  both  these  activities  engage  me  too. 
Sometimes  I  sit  him  in  the  sun  in  his  buggy 
and  give  him  hoola-hoops  to  play  with,  but  he 
still  continues  to  eye-poke. 


Has  anyone  else  gone  through  this 
opacity.  What  happens  to  the  other  eye?  Did 
the  disturbed  behaviour  cease?  If  anyone 
can  tell  me,  please,  I'd  like  to  know. 

He  has  been  diagnosed  as  being 
profoundly  deaf  but,  both  his  school  nurse, 
Patricia,  and  I  felt  he  can  hear  something, 
perhaps  just  tone  of  voice,  but  he  has  no 
speech.  He  has  just  been  to  the  audiologist 
who  now  thinks  that  he  has  some  hearing, 
and  he  is  going  to  have  a  hearing  aid  fitted. 
Isn't  that  wonderful?  It's  going  to  be  quite  a 
challenge  to  the  staff  at  Dunmore  House, 


Andrew  on  his  special  bike. 


School  Sports  Day. 

and  to  me,  and  to  Andrew,  to  keep  it  in 
position! 

Andrew  is  just  home  from  a  week's 
holiday  in  County  Clare  with  three  other 
children,  two  nurses  and  a  helper.  It  was  a 
great  success  -  and  he  ate  like  a  horse  and 
stayed  dry  on  all  the  day  outings  and  picnics. 
The  staff  at  Dunmore  House  are  terrifically 
dedicated  and  I  am  very  lucky  Andrew  is 
there. 

Felicity  McCormick, 
14,  Beechwood  Park, 
Dun  Laoire, 
Co.  Dublin, 
EIRE. 


Frances  and  Simon  Cooke 

Frances,  who  is  now  nineteen,  left 
Mapledown  two  years  ago  and  is  now  at  the 
Rosa  Morison  House  in  Barnet  where  she  is 
youngest.  It  is  a  day-centre  specially  geared 
to  the  less  able  handicapped  person  with 
nurses,  doctors,  and  physiotherapists  etc  in 
attendance.  She  seems  to  be  well  cared  for 
and  lately  they  have  introduced  a  "day  book" 
which  I  find  very  helpful  as  it  helps  both  the 
Rosa  Morison  and  myself  to  know  what  is 
happening  with  her  when  she  is  not  with 
them.  There  are  a  lot  of  things  which  the 
parents'  committee  is  trying  to  improve  on 


Simon  Cooke 


but  on  the  whole  I  find  the  Rosa  Morison  the 
ideal  place  for  Frances  at  the  moment:  the 
major  factor  being  that  she  is  close  to  home 
and  comes  back  every  day. 

Frances,  although  progressing  slowly, 
needs  constant  attention  and  care.  She  is 
not  very  troublesome  but  needs  a  lot  of 
motivation  to  do  the  simplest  tasks.  She  is 
quite  a  happy  person  even  though  she  lives 
in  a  world  of  her  own  most  of  the  time.  I  do 
want  to  keep  her  with  me  for  as  long  as 
possible  but  have  to  look  to  her  future.  She 
has  three  brothers  and  a  sister  who  will  not 
abandon  her  but  I  do  not  want  to  burden 
them  with  her  as  they  have  their  own  families 
now.  Ideally  I'm  looking  for  somewhere  in 
this  area  (North  London)  where  Frances  can 
go  when  the  time  comes  so  that  her  brothers 
and  sister  can  still  see  her  regularly  and  she 
can  be  near  them. 

At  Rosa  Morison,  Frances  goes  horse- 
riding,  swimming,  shopping  and  to  the  local 
parks  when  the  weather  permits.  They  have 
even  been  to  the  Zoo  and  they  take  them 
on  holiday  every  year.  This  year  they  are 
going  to  Butlins  at  Bognor  Regis.  I'm  still 
trying  to  arrange  for  a  teacher  for  the  deaf  to 
visit  Frances  regularly  at  Rosa  Morison  but, 
since  she  is  1 9,  she  comes  under  the  Social 
Services  Department  instead  of  Education. 
I  am  still  trying,  but  everything  moves  so 
slowly  that  one  just  has  to  be  patient. 

Also,  Simon,  who  is  Frances'  twin,  is 
partially  hearing  but  after  a  bad  start  in  the 
local  schools  he  went  to  St.  John's  School 
for  the  Deaf  in  Boston  Spa,  Yorkshire,  where 
he  did  very  well  -  gaining  three  CSE  grade 
1's  and  some  good  passes  in  his  other 


Frances  Cooke. 

subjects.    His    weakness,    of    course,    is 
English  and  Maths. 

He  left  St.  John's  and  went  to  Hendon 
Polytechnic  for  18  months  trying  to  get  his 
certificates  in  draftsmanship.  He  has  been 
unsuccessful  at  this  but  has  managed  to  get 
a  job  at  Marconi's  in  St.  Albans  as  a  trainee 
valve  technician  which  he's  quite  pleased 
to  settle  for.  He  starts  his  job  on  the  4th 
June. 

Michelle  Cooke, 

88,  Worcester  Crescent, 

Mill  Hill, 

London  NW7  4LL. 
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Guy  Harrison 
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as  ■=  :  aa  a  :  :  -a 
had  a  very  bad  dose  of  influenza  from  which 
a  :  :  :  sa^~  :  :^  ^::  a  -;  .a-  a~a 
three  weeks  he  had  lost  two  stone  in  weight 
and  was  extremely  tired  and  atso  drinking 
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wih  much  more.  But  Guy  -  he  rawed  to  as 
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which  are  unknown  as  yet. 

Of  the  future  -he  is  going  to  Exeter  for 
further  education  in  September.  HewJbe 
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Frances  Stokes 


M'-s  E.F.  Stores, 
Rat  2.  Harlech  Way. 
DwjimTB  Port 

III  L65  5ES 


Frances  wrth  her  mother 
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Members'  News 


Richard  Tulloch 

Richard  is  still  happily  at  Pathways,  having 
survived  the  marriage  of  his  long-time 
housemother,  Irene  Gilliland,  and  is  settling 
in  with  his  new  housemother,  Ann  Story.  The 
changeover  has  been  greatly  helped  by  the 
assistant  housemother,  Hilary  Cox,  and 
Sandra.  All  these  girls  are  wonderful,  as  are 
the  teaching  and  domestic  staff.  Richard  has 
been  taught  for  the  past  three  years  by  Mr. 
Evans  who  has  built  on  the  foundations  laid 
by  Mrs.  Bowen.  Our  warm  thanks  to  them  all. 

Richard  is  emotionally  very  -  should  I 
say  young  or  uninhibited?  -  for  his  twelve 
years.  He  loves  cuddles  and  sitting  on  our 
laps,  but  physically  he  is  a  big  chap,  and 
when  he  sits  on  Mum's  lap,  she  is  the  one 
who  cannot  see! 

His  behaviour  can  either  be  impeccable 
ortotally  bizarre  and  we  never  know  which  to 
expect! 


Richard  Tulloch 


At  home,  Richard  continues  to  be 
preoccupied  with  all  things  mechanical  and 
musical;  his  favourite  outing  is  to  the  local 
garages  to  "supervise"  the  mechanics  (from 
a  safe  distance).  When  listening  to  music  he 
puts  his  hands  on  the  speakers  of  whatever 
he  is  listening  to  -  radio,  cassette  player  or 
TV.  The  vibrations  which  he  gets  from  them 
seem  to  be  as  important  as  the  sound  and  he 
does,  when  a  good  rhythm  comes  up,  get  up 
and  dance  -  in  his  own  way. 

At  Easter,  1 983,  Dad  took  the  stabilisers 
off  Richard's  bike  and  off  he  went.  Of  course 
he  always  has  to  have  someone  with  him  - 
mostly  Dad  -  because  he  has  no  idea  that 
traffic  is  an  ever  present  danger.  Dad  gets 
very  fit  in  the  summer  holidays  and  Richard 
has  a  lot  of  fun. 

At  about  the  same  time  we  acquired  a 
Highland  pony  called  Honey  and,  last 
summer,  Richard  passed  his  first  test  in  the 
Riding  for  the  Disabled  syllabus.  Mum  (who 
is  in  late  middle  age)  had  to  learn  to  ride  to 
keep  Honey  exercised  and  rather  enjoys  her 
gentle  trots  around  the  countryside. 

Last  summer  we  spent  a  very  happy 
holiday  at  the  Scottish  caravan.  As  a  result, 
Richard  gained  a  new  word  in  his  vocabulary 
and  this  year  we  bought  an  1 1  year  old 
tourer  in  which  he  has  spent  a  couple  of 
weekends.  We  are  going  back  to  Scottish 
Sense's  big  caravan  in  August  and  hope  to 
try  a  short  tour  next  summer  in  our  own  van. 

All  in  all,  Richard  continues  to  progress, 
albeit  slowly.  We  worry  a  lot  about  his  future 
but  we  know  we  are  in  the  same  boat  as  all 
the  other  parents  and,  as  a  group,  Scottish 
Sense  is  working  towards  some  sort  of  after 
school  provision  for  our  children.  In  the 
meantime  we  can  only  take  each  holiday  as 
it  comes  and  be  glad  that  what  we  see  is 
forward  movement. 

John  and  Sheena  Tulloch, 

Parklands, 

Edzell, 

Angus  DD9  7TF 


Steven  Withycombe 

Steven  is  now  1 6,  and  I'm  pleased  to  say  he 
is  making  good  progress  at  Pathways, 
Condover  Hall;  he  now  loves  going  back 


Steven  swimming  the  Channel! 


after  the  holidays  (mainly  to  see  his 
girlfriend,  I  think!).  So  he  does  like  it  now  and 
is  getting  good  reports  from  the  school  and 
will  be  doing  mobility  training  in  the  town  - 
they  asked  me  for  my  permission  and  I 
agreed.  He  is  also  doing  quite  well  at 
swimming  and  recently  won  65p  for  it  in  the 
Eisteddefod  -  he  loves  the  water.  It  will  soon 
be  their  sports  day  but  I  won't  be  able  to 
attend  and  am  planning  to  go  up  in  the 
Autumn  when  they  are  not  so  busy  so  that  I 
can  see  more  of  him  at  work  in  class. 

Last  year  he  went  camping  in  Wales, 
with  the  school,  and  had  a  great  time,  horse- 
riding  and  swimming  again.  At  home,  I've 
bought  him  a  giant  paddling  pool  to  splash 
about  in  and  he  virtually  lives  in  it  (when  not 
on  his  bike!).  We're  not  sure  which  is  his 
favourite  now,  though  he  still  loves  horse- 
riding  as  well. 

Mrs  Withycombe 

2,  Houndean  Farm  Cottages, 

Brighton  Road, 

Nr.  Lewes,  Sussex. 


Pamela  Davies 

Pamela  continues  to  be  well  and  happy  at 
the  Harborne  Centre  she  attends  daily.  Both 
my  husband  and  I  have  visited  the  Centre 
and  it's  all  run  very  well.  There  are  groups  in 
which  they  are  put  and  each  day  they  will  do 
sewing,  drama,  exercise,  cooking  and  they 
go  shopping.  Pamela  is  often  very  tired 
when  she  gets  home,  so  they  must  keep 
them  on  the  move. 

Every  Saturday  night  we  go  to  Kennedy 
House  (the  local  MENCAP  Centre)  and  have 
an  enjoyable  evening,  meeting  up  with  other 
parents  and  discussing  our  problems. 


Pamela  Davies 

Pamela  will  be  going  to  Butlins  at 
Minehead,  in  September  with  the  Centre 
which  will  enable  my  husband  and  me  to 
have  a  holiday  of  our  own. 

Pam's  favourite  television  programme  is 
"Call  My  Bluff"  and  she  writes  down  each 
word  and  keeps  account  of  the  score. 

However,  we  do  have  to  keep  to  a 
pattern  in  everything  we  do  as  she  does  get 
very  frustrated  if  we  keep  changing.  She  still 
loves  to  meet  people  and  it's  thumbs  up  to 
everyone,  especially  drivers.  Pamela  shows 
a  lot  of  love  to  all  the  family  and  she  is,  I  think, 
very  happy  in  her  own  way. 

Mr.  and  Mrs.  Davies, 
162,  Shenleyfields  Road, 
Selly  Oak, 
Birmingham  B29  5BT 


David  Burdis 

Lately  we  visited  David  at  the  Camphill 
Community  for  a  parents'  weekend,  which 
was  very  good.  The  parents  joined  in  the 
everyday  life  of  the  community,  and  we  held 
meetings  about  our  future  aims  in  Camphill. 

David  is  well,  although  the  hot  weather 
does  not  agree  with  his  epilepsy  and  makes 
him  bad-tempered.  However,  he  will  be 
home  for  the  summer  holidays  and  we  have 
bought  him  a  garden  swing-hammock  which 
he  will  enjoy. 

It  was  good  to  see  Stephen  Brown  on 
the  TV,  after  seeing  him  at  the  Newcastle 
Unit.  We  enjoy  reading  the  magazine  but  do 
wish  that  some  of  the  older  members  would 
write  in. 

We  are  moving  to  Cumbria,  so  please 
note  our  new  address: 

Mrs  Rhoda  Burdis, 
Redsike  Cottage, 
1,  New  Terrace, 

Hallbankgate, 
Brampton,  CUMBRIA 


29 


Members'  News 


Nicky  Brown 
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Mrs.  W.  Brown 
37  Arundel  Road 
Hounslow. 
Middlesex  TW4  6HU 
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Mrs  June  Harding. 
9.  Hearties  Meadow. 
Seer  Green. 
Beaconsfield. 
Bucks. 


Nicky  Brown 


Alan  Tooke 


years  okL  He  was  at  Queen 
lege.  Harbome.  until  July 
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In  October  1983  he  had  an  interview  at 
Whrtehouses  Enterprises  in  Ipswich  for  a  job 
as  a  Bench  Hand.  He  was  accepted  and 
started  work  on  an  8-week  probationary 
period  in  November.  This  was  extended  for  a 
further  8  weeks  and  in  February  1 984  he 
was  given  regular  employment.  Most  of  the 
:  ~e  -  --•  .  -.  .~z   -  asse~:   -;  ra-es 


and  popping  a  sachet  in.  The  people  he 
works  with  are  all  older  than  him.  Alan  takes 
a  taxi  to  work,  with  Manpower  Services 
paying  75%  of  the  cost 

Alan  is  having  organ  lessons  -  progress 
is  very  slow,  but  he  does  enjoy  "making 
music"  on  the  organ.  He  is  more  than 
delighted  to  be  living  at  home  again  fuH  time 
after  being  away  at  school  and  cortege. 
needtess  to  say  I  too  enjoy  having  him  home. 

Ruby  Tooke 

9  Anderson's  Way 

Woodbridge 

Suffolk 
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COURSES 


KING'S  FUND 

■  "They  Keep  Going  Away" 

15th  October  1984 

A  conference  to  explore  issues  raised  by 
Maureen  Oswin's  research  into  short-term  care 
for  mentally  handicapped  children. 

•  Contact:  Alison  Johnston,  King's  Fund  Centre, 
126  Albert  Street,  London  NW1. 

■"An  Ordinary  Working  Life" 

28th  October  1 984 

A  conference  to  launch  the  new  publication  on 
vocational  services  for  people  with  mental 
handicap. 

•  Contact:  Alison  Johnston,  King's  Fund  Centre, 
126  Albert  Street,  London  NW1. 


■"Planning  for  People" 

23rd  November  1984 

A  conference  to  discuss  training  issues  related 
to  "Ordinary  Life"  type  services. 
•  Contact:  Alison  Johnston,  King's  Fund  Centre, 
126  Albert  Street,  London  NW1. 


CASTLE  PRIORY  COLLEGE 

■  Revised  Makaton  Vocabulary 
for  Severely  Handicapped 
Children  or  Adults 

28th  -  30th  September  1 984 

A  practical  workshop  for  all  categories  of  staff: 

beginners,  intermediate  and  advanced 

programmes. 

•  Contact:  Castle  Priory  College,  Thames  Street, 

Wallingford,  Oxfordshire. 


■Technology  with  Disabled 
Children  and  Adolescents 

4th  -  9th  November  1984 

A  multi-disciplinary,  part-time  workshop  course 
concerned  with  the  broad  range  of  technical  aids 
and  micro-computers  being  developed  for 
communication,  learning  and  leisure  for  the 
young  disabled  person  with  a  physical  or  mental 
handicap. 

•  Contact:  Castle  Priory  College,  Thames  Street, 
Wallingford,  Oxfordshire. 


■  Play  and  Leisure  Aids  for 
Disabled  Children 

9th  -  1 1  th  November  1 984 

A  practical  weekend,  following  the  technology 
course,  to  enable  participants  to  develop  skills  in 
making  or  adapting  their  own  play  or  leisure  aids 
for  children  with  disabilities. 
•  Contact:  Castle  Priory  College,  Thames  Street, 
Wallingford,  Oxfordshire. 


■  Parents  as  Educational 
Partners 

1 9th  -  21  st  October  1 984 

A  workshop  for  home  teachers,  counsellors, 
education  and  social  services  staff  who  employ  a 
team  approach  in  working  with  parents  to 
provide  programmes  for  children  and  adults  with 
special  educational  needs. 
•  Contact:  Castle  Priory  College,  Thames  Street, 
Wallingford,  Oxfordshire. 


SENSE 

Education 

Course 

Hearing  Impairment  in  Deaf-Blind 
Children 

Saturday  17th  November  1984 

10.30  am -4.30pm. 

At  Westminster  Cathedral 
Conference  Centre 


Day  Course  for  teachers  working 

with  children  with  a  dual  sensory 

handicap 

Cost  -  including  lunch  -  £10 


Contact  SENSE,  31 1  Gray's  Inn  Road, 
London  WC1X8PT 
Tel:  01-278  1005 


■  Paget  Gorman  Sign  System 

2nd  -  6th  January  1985 

An  introductory  course  for  teachers,  therapists, 
parents  and  staff  care. 

•  Contact:  Castle  Priory  College,  Thames  Street, 
Wallingford,  Oxfordshire. 


■The  Young  Visually 
Handicapped  Child 

7th -10th  January  1985 

The  early  training  and  education  of  the  visually 
handicapped  child.  Open  to  all  staff  working  with 
such  children  in  nurseries,  schools  and 
hospitals,  particularly  those  who  have  little  or  no 
experience. 

•  Contact:  Castle  Priory  College,  Thames  Street, 
Wallingford,  Oxfordshire. 

■  Unemployed  Visually 
Impaired  Young  Adults 

17th,  18th  and  19th  September  1984 

The  Southern  and  Western  Regional  Association 
for  the  Blind  is  arranging  a  seminar  at  the 
University  of  Technology,  Loughborough 
Leicestershire.  The  object  is  to  provide  out  of 
work  young  adults  the  opportunity  to  participate 
in  a  full  programme  with  practical  involvement. 

•  Contact:  Seminar  tor  Unemployed  Visually 
Impaired  Young  Adults,  University  of  Technology, 
Loughborough,  Leicestershire. 


DISABLED  LIVING  FOUNDATION 

■  Music  and  Hearing  Impaired 
Young  People 

Saturday  10th  November  1984  at 
Hertfordshire  College  of  Higher  Education, 
Wall  Hall,  Aldenham,  Watford,  Herts. 

•  Contact:  Margaret  Dowden,  Conference 
Secretary,  Disabled  Living  Foundation,  346 
Kensington  High  Street,  London  W14  8NS. 


BRITISH  INSTITUTE  OF  MENTAL 
HANDICAP 

■The  Education  of  People  with 
Profound  Multiple  Handicaps 

1 5th  -  1 9th  October  1 984 

Course  for  staff  working  in  special  care  units.  A 
combination  of  practical  exercises  and  lectures 
and  is  concerned  with  the  needs  of  the  children 
and  adults  who  have  profound  mental  and 
physical  and  sensory  handicaps. 
•  Contact:  British  Institute  of  Mental  Handicap, 
Wolverhampton  Road,  Kidderminster, 
Worcestershire. 


■"Does  Community  Care 
Work?" 

28th  September  1984 

This  conference  is  in  response  to  some  recently 
expressed  anxiety  and  concerns  related  to 
issues  surrounding  rigorous  community 
developments  taking  place  both  locally  and 
nationally. 

•  Contact:  British  Institute  of  Mental  Handicap, 
Wolverhampton  Road,  Kidderminster, 
Worcestershire. 


■"Movement  Play  for  Children 
and  Young  People  with 
Learning  Difficulties" 

14th  September,  Christ  Church  College, 
North  Holmes  Road,  Canterbury,  Kent. 

•  Confacf:  British  Institute  of  Mental  Handicap, 
Wolverhampton  Road,  Kidderminster, 
Worcestershire. 


■"Using  Micro-Electronic  Aids 
with  People  with  a  Mental 
Handicap" 

14th  September  1984,  Thingwall  Hall, 
Broadgreen,  Liverpool. 

•  Conracf:  British  Institute  of  Mental  Handicap, 
Wolverhampton  Road,  Kidderminster, 
Worcestershire. 


REVIEW 


Supertactics  for  Superparents 

Dr  Kevin  Wheldall  is  Director  of  the  Centre 

for  Child  Study  at  Birmingham  University. 

Dorrie  Wheldall  is  a  practising  teacher  and 

Sam  Winter  is  an  educational  psychologist. 

"Superbook!  The  first  in  a  series  of 
Superparent  books.  Babies  may  be  born  but 
children  are  made.  How  your  children  turn 
out  will  largely  be  due  to  the  way  you,  as 
parents,  treat  them.  This  amusing  book 
employs  common  sense  and  should  work 
well  with  all  children,  although  not 
specifically  aimed  at  children  with  special 
needs.  There  are  very  good  diagrams  which 
are  easily  understood.  Worth  more  than  just 
a  glance." 

Christine  Taylor 
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Pedal  Power 


Fun  Times  Fund  Raising 


On  the  14th  July,  Temple  Sutton  Junior 
School  held  a  Summer  Fayre  where  the 
headmaster,  Mr.  F.  Guley,  is  very  interested 
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in  the  process,  met  a  lot  of  people  who  an 
now  interested  in  deaf/bind  children.  W< 
also  met  Mr.  Teddy  Taylor.  MP  for  Southern 
East  who,  after  being  earbashed  by  Gary  fa 
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Garv  models  a  T-shirt 


Wheel  Meet  Again  .... 


A  sponsored  cycle  ride  proved  to  be  an 
adventurous  weekend  for  the   Harrison 
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Members' 
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Princess  of  Wales 
Visits  the 
Family  Centre 

HRH  The  Princess  of  Wales,  spent  the 
morning  of  November  1  3th  atthe  Family 
Centrein  Ealing,  where  she  met  parents, 
staff  and  children.  As  Patron  of  the 
National  Rubella  Campaign,  the  Princess 
had  asked  to  visit  centres  providing  for 
the  needs  of  Rubella-handicapped  chil- 
dren. In  Decembershewill  visit  Pathways 
deaf-blind  unit  at  Condover  School. 

For  pictures  and  full  story,  see  page  3. 


Bringing  up  a  handicapped  child  can 
affect  the  whole  family.  See  page  1 3  for 
the  first  of  a  new  series  of  articles  looking 
at  the  influence  a  handicapped  child  can 
have  on  family  life. 


Conference  Report 

Digby  Hall  at  Leicester  University  was 
invaded  by  250  participants  at  SENSE'S 
Annual  Conference.  See  page  1  8. 
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Tel:  278  1005/1000 
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Chairman's  Letter 


J^Cja-oT         V-T~UiAAjis 


What  a  marvellous  atmosphere  there  was  at 
our  weekend  Conference  in  Leicester.  It 
was  the  first  residential  Conference  for 
families  and  professionals  for  a  few  years,  a 
period  during  which  much  has  changed  in 
the  Association  in  its  organisation,  manage- 
ment and  size.  Some  of  these  changes  were 
reflected  in  some  aspects  of  the  Conference. 
For  the  first  time  we  combined  with  the 
Usher's  Syndrome  deaf-blind  section  of  the 
British  Retinitis  Pigmentosa  Society  and 
with  the  Hasicom  G  roup  who  are  developing 
a  telephone  system  for  the  deaf-blind.  This 
brought  a  much  wider  group  of  people  with 
combined  sight  and  hearing  losses  together 
at  one  of  our  Conferences,  from  little 
children  in  push-chairs  to  adults  with 
husbands,  wives  and  children,  a  whole 
school  UnitfromNewcastleandmanyof  our 
families  with  parents,  brothers  and  sisters 
as  well  as  the  deaf-blind  member,  all  partici- 
pating  in   and   enjoying  the  Conference 


together.  I  think  it  was  valuable  for  all  of  us 
to  meet  these  different  groups  and  have  a 
wider  perspective  of  each  other's  plans  and 
hopes,  as  well  as  the  enjoyment  in  talking  to 
so  many  different  people  in  our  social 
gatherings  in  the  Bar-Lounge. 

Because  of  the  different  g  roups  serving 
different  needs  we  also  had  an  excellent 
opportunity  to  see  a  wide  range  of  equip- 
ment, toys,  computers,  electronic  aids, 
books  and  educational  materials  being 
developed  for  the  deaf-blind  people. 

Whatever  had  changed  in  terms  of  size 
and  organisation,  nothing  had  changed  in 
the  friendliness,  family  feeling  and  atmos- 
phere and  in  the  support  and  interest  of 
families  in  each  other's  children  and  their 
progress.  I  think  we  all  came  away  with  a 
memory  of  the  warmth  that  has  always  been 
the  keynote  of  this  Association. 

I  wish  you  all  every  joy  at  Christmas  and 
successtoallourexcitingventuresin  1  985. 


C^S^' 


Jessica  Hills 


Membership  1985 


Now  that  SENSE  is  a  company,  rules 
governing  our  membership  are  tighter  and 
must  be  more  strictly  enforced. 

At  the  meetings  which  preceded  the 
formation  of  our  company,  it  was  agreed 
that  membership  subscriptions  would 
remain  the  same  as  at  present.  These 
are:— 


Disabled  members  and  their 

£2.50 

families 

All  other  individual  members 

£4.00 

in  the  U.K. 

Overseas  members 

£7.00 

Corporate  members 

£15.00 

Corporate  members  include  voluntary 
associations,  hospitals,  schools,  compa- 
nies, health  authorities  and  local  authorities. 
The  subscription  is  waived  for  disabled 
members  and  their  families  experiencing 
hardship  and  for  honorary  life  members. 

For  initial  membership  of  the  new 
company  it  is  essential  that  membership 
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forms  are  completed,  and  a  form  is 
enclosed  with  this  Newsletter.  Our  year 
runs  from  January  until  December. 

New  members  who  joined  after  1st 
October  1984  will  have  their  membership 
extended  until  the  end  of  December  1 985 
but  they  are  requested  to  complete  a  new 
form  since  it  is  required  by  company  law. 
This  requirement  to  complete  a  form 
applies  indeed  to  all  members,  whether 
new  or  old,  and  whether  paying  a  fee  or  not. 

Payment  should  be  by  cash,  postal 
order  or  cheque  only.  By  next  year,  we 
hope  to  have  a  direct  debit  system  in 
operation.  Members  who  are  paying  by 
covenant  should  now  either  cancel  the 
covenant  or  consider  it  as  a  donation  (very 
welcome!)  Please  note  that  only  approved 
members  can  vote  at  meetings  of  the 
Association.  Membership  cards  will  be 
sent  after  receipt  of  fees  and/orapplication 
forms,  and  after  approval  by  the  Association's 
Executive  Committee.  Corporate  members 
should  nominate theirvoting  representative, 
but  this  can  be  varied  as  long  as  we  are 
notified.  Membership  fees  must  be  paid  by 
the  time  of  the  AGM  each  year  for  a 
member  to  be  allowed  a  vote.  The  AGM  will 
normally  be  in  late  September.  If  fees  are 
not  paid  by  this  time,  the  membership  will 
be  considered  to  have  lapsed. 

It  should  be  emphasised  that  member- 
ship is  not  necessary  for  families  to  receive 
the  services  to  which  they  are  entitled.  We 
shall  continue  to  function  as  before.  No- 
one  will  be  ignored,  discounted  or  removed 
from  the  mailing  list  merely  because  he  or 
she  is  not  a  member,  and  membership  has 
no  bearing  at  all  on  our  involvement  with 
our  beneficiaries. 

We  are  required  to  have  members  by 
law,  and  membership  is  intended  to  give  all 
interested  parties  a  say  in  the  management 
of  the  Association.  A  reply-paid  envelope  is 
also  enclosed  for  returning  the  completed 
forms  and  subscriptions. 


Royal  Visit 


Showers  were  threatened,  but  happily  the 
rain  held  off  for  the  visit  of  HRH  The 
Princess  of  Wales  to  SENSE'S  Family 
Centre  in  West  London. 

The  Princess,  as  Patron  of  The 
National  Rubella  Council,  had  personally 
requested  a  visit  to  the  Centre,  to  meet 
young  children  with  disabilities  resulting 
from  Congenital  Rubella,  and  to  observe 
early  developmental  training  being  carried 
out. 

A  huge  crowd  of  neighbours  and  local 
residents  turned  out  to  greet  the  Princess 
on  her  arrival.  The  Princess  was  welcomed 
by  Rodney  Clark,  Director  of  SENSE,  and 
Lindy  Wyman,  Principal  of  the  Centre,  and 
then  presented  with  a  bouquet  by  Shari 
Waite,  a  three-year-old  little  girl  who  has 
Congenital  Rubella.  Shari  met  the  Princess 
with  her  brother  Simon,  mother  Dalu  and 
father  Val. 

One  of  the  most  important  aspects  of 
the  Centre  is  its  cosy,  happy  domestic 
atmosphere.  This  caused  us  a  tremendous 
problem,  because  only  a  few  people  could 
be  accommodated  comfortably  in  the 
house.  We  therefore  had  to  take  the  very 
difficult  decision  that  only  young  deaf- 
blind  children,  their  families  and  the 
Centre  staff  who  work  with  them  could  be 
present  and  no  other  people  were  invited. 
With  fourteen  families  present,  we  were 
jam-packed.  We  are  grateful  to  all  our 
members  and  neighbours  for  their  under- 
standing. 

The  Princess  went  first  to  the  classroom 
where  she  met  Inderpal  Jamgotere  and 
Faria  Ijaz,  their  parents  and  their  teachers, 
David  Brown  and  Christine  Dunn.  They 
were  working  on  their  individual  develop- 
mental programmes  which  are  the  focal 
point  of  the  Family  Centre's  work.  Next  she 


The  Princess  meets  Jamie  Rogers  and  his  parents,  during  a  session  with  Centre 
physiotherapist  Judith  Peters. 


Centre  Principal  Lindy  Wyman  intro- 
duces the  Princess  to  Jamie's  sisters, 
Emma  and  Lucy. 


went  to  the  Teaching  Room  with  David,  his 
aunt  Mrs.  Denton,  and  teachers  Ann 
Clavering  and  Peggy  Freeman.  David 
was  being  assessed  for  ability  and 
developmental  progress  to  help  complete 
his  'Statement'.  The  1981  Education  Act 
requires  all  children  with  special  needs  to 
have  a  carefully  made  Statement  of  their 
needs  to  ensure  that  the  child  goes  to  the 
most  appropriate  school. 

The  Princess  met  Shari  Waite  again  in 
the  'Black  Room'  which  is  used  to  stimulate 
the  residual  vision  that  a  child  may  have. 
The  process  consists  of  highlighting  toys 
using  fluorescent  paint  in  a  black  light, 
making  the  toys  much  clearer  than  in 
'white  light'.  Shari  was  being  assessed  by 
Doreen  Norris  who  first  developed  'black 
room'  work  when  head  of  the  Deaf-Blind 
Department  at  Perrygrove  School  in 
Bromsgrove,  Worcestershire.  Doreen  is  now 
SENSE'S  Peripatetic  Advisory  Teacher  in 
the  Midlands. 

The  next  visit  was  to  the  Circuit 
Training  room  where  Jamie  Rogers  and  his 
parents  were  working  with  Judith  Peters, 
the  Centre's  physiotherapist.  Circuit  training 
is  a  technique  which  is  used  with  many 
young  children  in  order  to  increase  their 
mobility  and  their  ability  to  anticipate. 
Jamie  is  to  'star1  in  a  film  called  "Jamie" 
which  has  just  been  made  by  the  BBC 
and  which  will  be  shown  on  TV  during 
the  Spring  of  next  year.  Further  details  in 
a  later  Newsletter. 

In  the  Resource  Room,  GildaAvanessian, 
Chairman  of  SENSE'S  London  Region,  and 
Peter  Freeman  demonstrated  the  Centre's 
resources  of  books,  toys  and  videos.  A 


totally  blind  child  with  a  marked  commun- 
ication delay  was  observed  participating  in 
a  music  therapy  session  with  therapist 
Michelle  Scott. 

Finally,  to  our  sitting  room  where 
seven  families  were  holding  a  discussion 
meeting,  one  of  the  most  essential 
ingredients  of  the  Family  Centre's  prog- 
ramme. The  Princess  spoke  to  each  family 
in  turn,  and  in  the  words  of  parent-member 
Christine  Taylor  "showed  great  interest  in 
the  children,  their  families  and  their 
problems". 

The  informal,  intimate  character  of  the 
visit  within  the  Centre  ensured  that  the 
Princess  was  able  to  get  a  feeling  of  the 
subtle  and  delicate  nature  of  the  work  that 
is  carried  on  there.  Her  Royal  Highness 
wrote  to  us  the  following  day  to  say  that 
she  was  "so  glad  to  have  the  opportunity  of 
meeting  some  of  the  parents  and  children, 
and  was  very  moved  by  the  general  love 
and  care". 

As  the  Princess  left  the  Centre,  having 
spent  one  and  a  quarter  hours  rather  than 
the  planned  forty  minutes,  she  took  time  to 
speak  to  a  party  of  young  mentally- 
handicapped  people  from  a  local  centre, 
and  to  a  group  of  schoolchildren  with  their 
teacher. 

In  her  letter,  the  Princess  concluded 
that  her  visit  was  "one  long  to  be 
remembered".  How  true  that  is  too  for 
those  of  us  lucky  enough  to  be  there.  She 
was  waved  off  by  everybody  present.  The 
Princess's  interest  in  ourchildren  continues 
when  she  visits  the  Pathways  Unit  at 
Condover  Hall  School,  Shropshire,  on 
Wednesday,  1 1th  December. 


Family  Centre  News 


The  past  three  months  have  been  quite 
busy  at  the  Family  Centre.  After  our  summer 
play  scheme  we  took  the  opportunity  to 
paint  and  redecorate  the  classroom,  so  that 
we  now  have  an  area  to  display  the  large 
collection  of  toys,  puzzles  and  equipment 
which  are  constantly  in  use.  We  are  in 
the  process  of  compiling  a  list  of  our  toys  - 
along  with  suggested  uses,  and  this  will  be 
available  in  the  New  Year. 

We  have  also  been  fortunate  to  have 
the  services  of  the  local  Volunteer  Bureau, 
and  with  their  help  we  are  now  the  proud 
owners  of  a  Black  Room.  This  is  proving  to 
be  a  great  success  with  the  children  who 
have  been  to  the  Family  Centre  since  its 
completion. 

We  had  a  most  entertaining  half  term 
with  visits  to  Kew  Gardens  for  the  Autumn 
colours  and  a  trip  into  Covent  Garden  to  visit 
the  Transport  Museum,  where  the  children 
were  allowed  to  clamber  into  and  out  of  the 
various  buses  and  trains.  And  there's 
nothing  quite  like  the  market  stalls  for 
colour  and  activity! 

Just  as  well  half  term  was  enjoyable, 
because  November  has  been  extremely  full 
and  seems  to  have  turned  us  all  into 
television  stars!  Beginning  with  a  1 0  minute 
spot  on  BBC's  "See  Hear"  programme,  we 
then  progressed  to  a  four  day  f  ilm  ing  session 
with  Desmond  Wilcox  and  his  crew  for  a 
documentary  to  be  included  in  a  new  series 
of 'The  Visit'.  Not  wanting  to  lose  the  taste  of 
celluloid  and  make  up,  children,  parents 
and  staff  were  next  involved  in  the  making 
of  a  video  film.  This  will  be  used  by  SENSE  to 
show  some  of  the  educational  aspects  and 
techniques  needed  when  working  with 
children  who  have  a  dual  sensory  impair- 
ment. 

In  between  these  bouts  of  filming  staff 
at  the  Family  Centre  have  held  three 
courses  for  parents,  teachers  and  interested 
professionals.  Besides  our  normal  five  day 
course  here  in  Ealing  we  travelled  to  Bristol 
for  a  three  day  course  held  at  the  invitation  of 
the  Avon  Servicesforthe  Hearing  Impaired. 
This  past  weekwe  have  been  in  Norwichfor 
a  two  day  course  held  at  the  request  of  the 
Norfolk  Advisory  Services.  It  is  hoped  that 
more  of  these  will  be  arranged  in  the  future. 


One  of  the  biggest  areas  of  change  at 
the  Family  Centre  is  perhaps  the  Library/ 
Resource  Room.  We  have  been  fortunate  to 
have  the  help  of  two  extra  part  time  staff  since 
April  and  this  has  enabled  us  to  get  the 
catalogue  of  books  and  magazines  currently 
in  the  library  right  up  to  date.  It  has  also 
allowed  us  to  expand  -  albeit  slowly-  and 
we  envisage  that  by  February  we  will  have  a 
good  representation  of  most,  if  not  all  of  the 
literature  concerned  with  deaf-blind  children. 
We  are  also  hoping  to  build  up  our  video 
library,  and  more  information  on  this  will  be 
available  in  the  Spring  issue  of  Talking 
SENSE. 


May  we  wish  all  readers  a  most 
enjoyable  and  happy  Christmas.  Don't 
forget  the  Christmas  Party  for  Young 
Parents  and  London  Region  Parents,  on 
Saturday  8th  December  at  7.30pm. 


Restoking  the  boilers. 


From  The  Young 
Parents'  Newsheet 


Billboard 

•  A  good  idea  from  Mothercare  is  their 
non-spill  medicine  spoon  with  a  "dust  cap". 
What  could  be  worse  than  trying  to  get  any 
child,  handicapped  or  otherwise,  to  take 
medicine  by  mouth?  They  become  a  cross 
between  an  e  lectric  eel  and  an  octopus  with 
a  hundred  hands  and  feet. 

This  handyspoon  helps  reduce  spillage 
by  being  especially  designed  to  do  so. 
Graduated  in  mils  and  teaspoons  for 
measuring  dosages  it  must  beworth  atryat 
only£1.10. 

•  For  those  parents  who  have  children  in 
hospital,  and  do  not  receive  DHSS  help  with 
fares  for  visiting,  most  hospitals  have  a 
discretionary  fund  to  help  meet  either  all  or 
part  of  the  cost  of  visiting  your  child.  The 
social  worker  at  the  hospital  will  have  the 
information  regarding  this. 


Paul  Taylor 

Paul  had  a  spell  in  Moorfields  during  the 
summerholdiays.  Twosmall  ulcers  appeared 
on  his  left  cornea.  It  seems  that  the  soft 
contact  lens  that  he  wears  daily  stops  most 
of  the  needed  oxygen  getting  to  the  eye, 
and  for  the  second  time,  it  resulted  in  Paul 
being  very  dramatically  admitted  to  the 
Children's  Ward  within  an  hour. 

He  had  to  have  very  i  ntensive  treatment 
to  the  eye  (two  drops  every  30  minutes,  day 
and  night).  He  was  as  you  can  imagine,  in  a 
terrible  state,  but  the  staff  were  marvellous. 
To  be  confronted  by  a  visually  handicapped 
deaf  five  year  old  with  just  a  few  "signs"  as 
his  only  contact  with  the  world,  must  have 
seemed  quite  daunting.  Luckily  though,  the 
treatment  only  took  three  days  and  the  drops 
stopped  completely  after  three  weeks. 

At  the  last  check-up  it  was  noticed  that 
Paul's  vision  in  the  right  eye  was  better  than 
had  been  thought,  (something  WE  had 
known  for  some  time).  He  was  given  a  sight 
test  (refraction)  and  a  pair  of  glasses 
prescribed.  It  took  three  weeks  to  get  them 
from  our  local  optician  as  they  had  to  be 
hand  ground. 

Paul  has  accepted  them  quite  well,  and 
the  first  time  he  wore  them  we  all  went  quite 
misty  eyed,  because  Paul  showed  he  could 
actually  SEE  things  for  the  first  time.  Of 
course,  they  have  very  thick  lenses  —  and  it 
will  take  US  as  well  as  Paul  some  time  to  get 
used  to  them,  BUT,  seeing  the  look  on 
Paul's  face  as  he  looked  at  everything  as  if 
he  had  never  seen  things  before,  makes  it 
all  worthwhile. 


The  Young  Parents'  Newsheet,  'Young 
Sense',  is  produced  by  Jackie  Dunleavy  and 
Christine  Taylor.  If  you  want  to  receive  a 
copy,  or  to  contribute,  please  write  to 
Christine  Taylor,  159  St  Lukes  Road,  South- 
end-on-Sea,  or  Jackie  Dunleavy,  24  Queen's 
Road,  Richmond,  Surrey. 


A  Family  Centre  trip. 


National  Plan  for  Deaf-Blind  Education 


In  June  1 982,  the  Department  of  Education 
and  Science  held  two  national  conferences 
for  the  local  authorities  and  voluntary 
bodies  which  provide  education  for  children 
with  visual  impairments  and  for  children 
with  hearing  impairments.  The  outcome 
was  a  request  to  Regional  Conferences  on 
Special  Education  to  consider  the  needs  of 
these  two  groups  of  children,  and  the 
resulting  regional  plans  were  intended  to  be 
assimilated  into  a  National  Plan. 

The  impetus  for  this  action  was  the 
growing  number  of  closures  of  special 
schools  in  these  categories  which  accom- 
panied falling  school  populations,  and  the 
growing  trend  towards  integrating  handi- 
capped children  into  mainstream  schools. 
The  DES  concern  arose  because  these 
closures  were  taking  place  anarchically, 
and  if  left  to  natural  processes,  some  parts 
of  the  country  could  be  denuded  of 
provision  whilst  other  parts  might  have 
surplus  places. 

The  other  fear  was  that  by  the  end  of  the 
decade,  if  there  were  no  agreed  closures,  all 
schools  might  have  become  so  reduced 
that  all  would  be  threatened. 

Although  the  task  given  to  the  Regional 
Conferences  was  to  rationalise  the  provision 
of  special  schools,  the  conferences  used 
the  opportunity  to  consider  overall  future 
strategies.  However,  evidence  was  mostly 
sought  from  providers,  and  the  interests  of 
consumers  and   consumer  organisations 


Peter  Middleton  outlining  DES  ideas  on 
deaf-blind  education  at  the  Leicester 
Conference. 

were  not  considered,  except  in  those  cases 
where  uninvited  contributions  were  provided. 
Because  there  has  never  been  a 
specific  educational  category  of  deafness 
plus  blindness,  there  has  never  been  any 
national  planning  for  deaf-blind  children.  It 
seemed  likely  that  multiply-handicapped 
children  with  either  a  visual  or  hearing 
impairment  would  receive  scant  attention  in 


this  exercise,  and  deaf-blind  children  none. 
Children  currently  being  educated  outside 
deaf  schools  and  blind  schools  were  not 
even  considered- this  accounts  for  80-90% 
of  deaf-blind  children. 

SENSE  made  representations  to  the 
DES  about  this  gap  in  planning,  and 
agreement  was  reached  privately  that  a 
National  Plan  for  Deaf-Blind  Children  would 
be  inappropriate  within  the  context  of  the 
two  plans. 

The  DES  have,  therefore,  proposed  that 
there  be  a  separate  national  plan  for  the 
education  of  deaf-blind  children.  At  SENSE'S 
Leicester  Conference  in  September,  Peter 
Middleton  of  the  DES  announced  that  a 
consultative  paper  would  be  sent  out  to 
local  Education  Authorities  and  other  rele- 
vant bodies,  describing  existing  provision 
for  deaf-blind  children  and  asking  what 
steps  should  be  taken  to:— 

•  identify  and  assess  deaf-blind  children 

•  make  suitable  provision  available  on  a 
local,  regional  and  national  basis  for  pre- 
school, primary  and  secondary  aged  children 

•  assess  the  proportion  of  peripatetic 
services  required,  plus  the  levels  of  day  and 
residential  provision 

•  achieve  adequate  training  of  teaching 
staff. 

The  DES  is  currently  discussing  the 
format  of  the  document  and  hopes  to 
publish  it  soon  after  Christmas. 


A  Sense  Development  in  Birmingham? 


One  of  the  majorcasualties  of  the  change  in 
the  philosophy  of  educating  deaf  children, 
and  of  the  falling  numbers  of  such  children, 
is  the  Royal  School  for  Deaf  Children  at 
Edgbaston,  Birmingham.  This  school  has 
been  in  existence  since  1812  and  its 
closure  this  Christmas  was  announced  last 
Spring. 

However,  the  reaction  of  theTrusteesof 
the  School  to  this  sad  change  in  fortunes 
was  not  to  close  down  and  sell  up,  but  to 
adapt  the  establishment  to  a  new  range  of 
needs,  and  to  re-open  as  a  Midlands  Centre 
forthe  Hearing-Impaired.  Deaf  organisations, 
local  authorities  and  health  authorities  have 
taken  a  keen  interest  in  the  site,  and  the 
school  is  now  receiving  applications  for  a 
variety  of  deafness-related  services  to  be 
opened  on  the  site. 

SENSE  is  keenly  interested  in  developing 
services  here,  and  our  own  proposals  are 
now  with  the  Trustees.  The  Midlands,  with 
Birmingham  at  the  core,  has  always  been  a 
very  active  region  of  the  Association. 
Indeed,  until  an  irresistible  offer  of  help 
came  from  The  National  Deaf-Blind  Helpers' 
League  in  the  form  of  The  Manor  House  at 
Market  Deeping,  it  had  long  been  our 
intention  to  site  our  first  residential  develop- 
ment in  Birmingham.The  site  offers  us  the 
opportunity  of  having  a  Midlands  Family 
Centre,  which  would  be  a  resource  for  our 
Peripatetic  Advisory  Teaching  Service  to 
families  with  young  deaf-blind  children.  It 
would  be  a  base  for  Doreen  Norris  -  our 
Midlands  teacher-  and  a  meeting  place  for 
Midlands  branches. 

We  are  also  hoping  to  develop  a  new 
Further  Education  and  Rehabilitation  Centre 
for  about  20  students,  concentrating  our 


attention  on  young  deaf-blind  adults  curr- 
ently living  in  mental  handicap  hospitals. 
The  DHSS  is  making  grants  to  voluntary 
organisations  who  are  developing  innovative 
schemes  for  accommodating  mental  handi- 
cap hospital  residents  in  the  community, 
and  SENSE  has  made  application  for  such  a 
grant.  In  addition,  there  is  the  possibility 
later  of  opening  a  small  school  unit  on  the 
site. 

Plans  are  in  their  very  early  stages,  and 
as  yet  their  feasibility  has  to  be  fully 
considered  and  approved  by  our  Council  of 
Management.  The  availability  of  suitable 
buildings  at  the  Royal  School  does  represent 
a  rare  opportunity  which,  once  all  the 
problems  have  been  sorted  out,  could 
provide  the  Association  and  its  members 
with  a  valuable  resource. 

The  buildings  are  in  a  very  good  state  of 
repair,  and  there  will  be  very  useful  shared 
facilities-agymnasium,  aswimming  pool,  a 


playground  and  playing  fields.  The  school  is 
very  close  to  the  centre  of  Birmingham,  by 
road  and  rail,  and  is  likely  to  attract  a  high 
calibre  of  professional  and  ancillary  staff. 
Teacher-training  centres  in  all  the  relevant 
disciplines  —  visual  impairment,  deafness 
and  mental  handicap  —  are  nearby,  as  are 
a  wide  range  of  related  and  supportive 
serviceSj  including:— 

•  Birmingham  Royal  Institution  forthe  Blind 

•  Birmingham  Institute  for  the  Deaf 

•  Research  Centre  for  the  Education  of 
the  Visually  Handicapped 

•  National  Mobility  Centre 

•  British  Institute  of  Mental  Handicap 

•  Breakthrough  Trust 

In  the  next  Newsletter,  we  hope  to  be 
able  to  report  a  great  deal  of  progress,  if 
nothing  stands  in  the  way  of  our  plans. 


The  Teaching  Block,  Royal  School  for  Deaf  Children,  Birmingham. 


Whitef ield  News 


All  the  staff  at  Whitefield  School  and 
Centre,  but  most  particularly  those  involved 
with  the  Deaf  Visually  Handicapped 
Department,  are  very  happy  to  share  news 
of  their  recent  good  fortune. 

Within  the  last  few  days  we  have 
received  confirmation  that  the  Variety  Club 
of  Great  Britain  have  agreed  to  donate 
£400.000,  in  order  that  the  school  can 
build  a  new  regional  centre  for  deaf-blind 
children. 

As  those  of  you  who  have  visited  our 
existing  unit  will  know,  we  have  been 
operating  for  a  number  of  years  under  less 
than  ideal  conditions  in  rather  temporary 
accommodation.  You  will  therefore  under- 
stand that  the  prospect  of  a  new  purpose- 
built  unit  is  very  exciting. 

Quite  comprehensive  plans  already 
exist  detailing  the  basic  framework  of 
provision  in  relation  to  the  building  itself, 
organisation  of  the  facility  and  overall 
costing  estimates.  These  have  been 
prepared  over  the  last  year  by  a  feasibility 
group. 

The  next  stage  of  the  process  is  for  this 
group  to  develop  the  details  of  the 
architectural  plan,  which  incorporates 
classroom  areas  and  individual  teaching 
rooms,  a  hall,  facilities  for  social  and 
independence  training  and  craft  activities, 
outdoor  play  space  and  the  ever-necessary 
laundry  and  sluice  room. 

We  know  that  this  is  going  to  be  a  long 
and  difficult  job,  since  we  are  determined 
to   ensure   that   all   needs   of  staff   and 


MA.1M    SCHOOL- 


One  proposal  for  the  new  deaf-biind  unit 


children  will  be  fully  met.  Should  readers 
have  any  observations  or  suggestions  to 
make  on  finer  points  of  design,  based  on 
their  own  experiences,  we  should  be  very 
happy  to  receive  them. 


We    shall    keep    you 
progress  of  the  project. 
Peter  Turner 

Headmaster,  Whitefield  School, 
MacDonald  Road,  London  E17. 


nformed    on 


Hearing  Impaired  Children  in  Special  Schools 


Regular  readers  of  the  Newsletter  will  know 
that  the  Department  of  Education  and 
Science  has  been  carrying  out  a  planning 
strategy  to  rationalise  special  school  provision 
for  children  with  hearing  impairments  and 
for  children  with  visual  impairments. 

The  first  proposals  for  schools  for  blind 
and  partially-sighted  children  were  published 
during  the  summer  and  reported  on  in  the 
last  Newsletter.  The  National  Plan  for  deaf 
and  partially-hearing  children  has  yet  to  be 
published,  but  a  first  consultative  document 
has  just  been  issued.  This  discusses  some 
of  the  educational  considerations  involved 
in  future  planning,  and  how  these  considera- 
tions affect  the  attempt  to  produce  a  better 
match  between  the  provision  of  places  for 
hearing-impaired  children  at  special  schools 
and  the  likely  demand  at  the  end  of  the 
1980s. 

The  considerations  which  are  given 
most  weight  are:- 

•  The  future  balance  of  provision  within 
each  of  the  nine  English  Regions  between 
education  in  special  schools  and  in  units 
within  ordinary  schools. 

•  The  necessity  of  minimum  sizes  for 
schools,  primary  and  secondary. 


•  The  provision  of  adequate  day  and 
residential  places  for  both  primary-age  and 
secondary-age  children  within  each  region. 

•  Separate/integrated  provision  for  deaf 
and  partially-  hearing  pupils. 

Teaching  methods  are  given  no  con- 
sideration in  this  paper,  neither  are  the  two 
areas  of  most  concern  to  many  SENSE 
members  -  provision  for  the  Multi-Handi- 
capped and  Further  Education.  We  know 
that  the  DES  is  considering  Deaf-Blind 
Children  as  a  separate  planning  issue-  for 
which  SENSE  is  grateful-  but  the  following 
statement  cannot  be  acceptable:- 

"Most  of  the  responses  from  the 
regional  conferences  accepted  the 
existing  pattern  of  special  school 
provision  for  those  pupils  who  have 
disabilities  in  addition  to  hearing 
impairment." 

SENSE  is  unaware  of  any  such 
pattern  existing. 

For  the  future  provision  of  special  schools 
for  hearing-impaired  children,  the  document 
states:- 


"The  Department's  projection  for  the 
future  assumes  that  over  the  next 
decade  there  will  be  a  continuation  of 
the  trend  towards  the  education  of 
hearing-impaired  children  in  ordinary 
schools  rather  than  special  schools. 
For  some  special  and  independent 
schools,  it  may  berealistictocontem- 
plate  taking  smaller  numbers,  and  it 
may  be  thatthe  recognised  accommo- 
dation figure  which  was  set  some 
years  ago  may  be  out-of-date  and 
should  be  reduced.  Overall  however 
there  will  need  to  be  some  closures 
so  that  the  remaining  schools  can 
continue  to  provide  satisfactory  edu- 
cation and  special  support  for  their 
children." 

The  document  continues  by  surveying 
individual  regions  and  makes  some  recom- 
mendations for  rearrangements,  but  asks 
questions  about  closures  where  these 
seem  to  be  prognosticated  rather  than 
making  recommendations. 

Copies  of  the  document  are  available 
from  SENSE  Head  Office;  comments  are 
sought  by  the  DES  by  the  end  of  February 
1985. 


Pathways  Patter 


Twenty  five  years  ago,  in  September  1 959, 
children  and  staff  moved  into  this  purpose 
built  department  called  Pathways,  which 
opened  in  the  beautiful  grounds  of  Condover 
Hall  toaccommodate  16  deaf-blind  children 
and  20  members  of  staff.  The  official 
opening  was  some  months  later  in  the 
following  May. 

The  Royal  National  Institute  for  the 
Blind  had  responded  to  calls  for  something 
to  be  done  for  the  deaf-blind,  prior  to  this  by 
establishing  a  small  experimental  unit 
under  the  direction  of  Joan  Shields.  For 
a  year  before  this  she  had  studied  at  the 
Perkins  School  for  the  Blind,  Watertown, 
Massachusetts  which  had  pioneered  the 
education  of  deaf-blind  children. 

The  experimental  unit  was  housed  in  a 
well-constructed  and  modernised  stable 
block.  It  was  called  High  Windows  and  was 
opened  in  1952.  Many  of  the  children 
admitted  in  the  early  days  had  very  severe 
learning  difficulties,  and  trying  to  establish  a 
form  of  communication  was  given  top 
priority. 

A  very  important  function  of  the  staff  at 
High  Windows  was  the  urgent  task  of 
carrying  out  assessments  with  children 
reputed  to  be  deaf-blind.  However,  the  unit 
was  only  small  and  there  were  insufficient 
places  for  all  the  children. 

So  Pathways  was  built.  At  the  time  it 
cost  £40,000.  The  former  Chairman  of  the 
RNIB,  MrGodfrey  Robinson,  stated  that  the 
children  were  "so  handicapped  that  they 
had  first  to  learn  such  things  as  the 
difference  between  day  and  night,  hot  and 
cold,  sour  and  sweet,  blame  and  praise". 

Visitors  to  the  opening  ceremony  toured 
the  two  storey  purpose  built  houses.  They 


saw  the  children  transcribing  Braille,  reading 
from  large  print  and  demonstrating  the  use 
of  the  manual  alphabet.  A  telegram  was 
received  from  Helen  Keller  expressing  her 
best  wishes,  There  was  also  one  from 
Perkins. 

By  1 960  the  first  "Rubella"  children  had 
reached  school  age,  and  by  1 966  the 
number  of  assessments  carried  out  by  Miss 
Shields  and  her  staff  had  exceeded  200, 
most  of  whom  were  Rubellachildren.  Path- 
ways was  the  only  school  with  a  programme 
for  deaf-blind  children  and  at  that  time  it  was 
possible  only  to  accept  children  who 
seemed  the  most  hopeful  for  educational 
success.  The  number  of  places  was  increased 
to  26.  The  age  range  then  was  5  to  1 7. 

Since  about  1 970  the  Paget-Gorman 
Signed  Speech  System  has  been  used 
successfully  at  Pathways  with  the  majority 
of  children.  It  has  enabled  the  children  to  be 
given  simultaneous  grammatical  represen- 
tations of  spoken  English  as  an  aid  to  the 
learning  of  language.  The  system  supports 
our  oral  approach,  the  use  of  spoken  and 
written  language  and  residual  hearing. 
Some  children  use  Braille,  too. 

When  considering  how  to  celebrate 
"our  birthday"  it  was  rather  more  than  a 
surprise  when  it  was  announced  that  the 
Princess  of  Wales  would  visit  Pathways  in 
December  to  meet  the  children! 


John  Peter  Jones 
Teacher-in-Charge 
Pathways 
Condover  Hall 
Shrewsbury 


Isle  of  Wight  Holiday 


Very  early  on  Monday  morning  we  packed 
the  van  and  set  off  for  our  week's  holiday  in 
the  Isle  of  Wight. 


welcome  at  the  Saunders  Hotel.  The  food 
was  delicious  and  Mikaler,  Richard,  Marc, 
Lester,  Alex,  Kevin  and  Mark  (and  the  staff!) 
found  it  difficult  to  choose  from  the  menu-  it 
was  all  so  good! 

The  Isle  of  Wight  offered  so  many 
places  to  see  and  explore,  the  week  just 
flew  by.  We  boated  and  fished,  rode  and 
swam,  walked  and  climbed,  and  even  dared 
to  ride  on  the  cliff  chair  down  to  Alum 
Bay,  but  some  of  us  walked  back  up! 

Thank  you  Visionhire  for  making  all  this 
possible.  We  had  a  wonderful  holiday. 
Thank  you  Marion  and  Keith  for  looking 
after  us  so  well.  We'd  love  to  do  it  all  again. 

Mrs  R  Thomas 


Newcastle  Unit 

The  multi-handicapped  unit  at  the  Royal 
Victoria  School  for  the  Blind  in  Newcastle, 
set  up  originally  by  Tony  Best,  has  long 
been  held  in  great  affection  by  many 
members  of  the  Association,  particularly 
those  parent  members  who,  after  a  long 
period  of  searching  and  countless  refusals, 
found  a  caring  environment  for  their 
children,  and  a  fuller  meaning  to  the  words 
"suitably  placed". 

The  compassion  that  inhabits  the  Unit  is 
immediately  noticeable  when  one  enters 
either  the  classrooms  or  Stratford  House, 
where  the  children  live  during  term-time. 
Parents,  friends  and  new  visitors  are 
welcomed  equally,  and  it  is  the  staff's 
confidence  in  the  Tightness  of  their  work 
that  warms  the  visitor's  heart. 

It  has  been  known  for  some  years  that 
the  existence  of  the  main  school  was 
threatened,  unless  steps  were  taken  to 
develop  a  service  suited  to  the  needs  of 
the  1 980s.  Such  steps  did  not  materialize 
and  so  the  closure,  originally  proposed  for 
July  1  985,  then  changed  to  July  1 984,  has 
now  definitely  been  fixed  forthe  end  of  this 
school  year.  As  things  stand,  the  buildings 
will  be  sold  and  a  Trust  Fund  developed  to 
support  the  education  of  visually  handi- 
capped children  in  the  Newcastle  region. 

These  plans  do  not  encompass  a  future 
for  the  multi-handicapped  unit,  whose 
disappearance  would  mean  that  there 
would  be  no  specific  provision  for  deaf-blind 
children  in  the  Northern  Counties  of 
England  whatsoever.  Negotiations  are  cur- 
rently afoot  to  transfer  the  unit  in  toto  to 
another  special  school  in  the  Newcastle 
area,  but  if  these  are  not  successful,  the 
nine  remaining  children  will  be  dispersed  to 
a  variety  of  placements,  and  the  expertise 
and  awareness  that  the  unit  has  developed 
so  thoughtfully  over  the  years  will  be  lost. 

In  addition  to  encouraging  this  transfer, 
SENSE  intends  to  appoint  a  Peripatetic 
Advisory  Teacher  for  the  North  of  England 
at  the  earliest  opportunity.  The  involvement 
of  our  teaching  staff  based  at  the  Family 
Centre  has  meant  that  we  are  now  working 
with  some  100  families  with  deaf-blind 
children  in  the  South  and  Midlands  of 
England  for  whom  appropriate  educational 
provision  will  be  sought.  The  appointment  of 
a  teacher  in  the  North  will  mean  that  deaf- 
blind  children,  currently  labelled  as  mentally 
handicapped  children  with  additional  sensory 
impairments,  will  be  recognised  and  similarly 
helped.  Let  us  hope  that  this  process  does 
not  come  too  late  for  the  survival  of  "our" 
unit,  wherever  it  eventually  finds  a  home. 


Alum  Bay  Chair  Lift 

On  the  ferry,  we  turned  our  faces  into 
the  wind  and  watched  the  island  drawing 
closer.  Lester  was  a  little  worried  -  the 
ferry's  bow  and  stern  looked  the  same|to 
him.  Were  we  really  going  forwards? 

Mr  and  Mrs  Pattell  gave  us  a  warm 


Negotiating  the  Needles. 


Manor  House  News 


Manual 
Communication 


An  outline  of  the  development  of  manual 
communication  as  it  applies  to  The  Manor 
House,  employed  if  the  student  has  not  yet 
acquired  a  signing  vocabulary. 

Stage  1 

Object  related 

Student  learns  to  sign  everyday,  familiar 

objects  e.g.  knife,  fork,  plate,  cup,  biscuit 

etc. 

Approval/ Disapproval 

Student  learns  sign  for  good,  bad,  please, 

no,  yes. 

Action  related 

Student  learns  toilet,  wash,  drink,  sit,  stand, 

come,  bed,  bath,  food  (now)  work. 

Room  related 

Student  learns  bedroom,  kitchen,  workshop, 
gym. 

Stage  2 

Object  related 

Student    learns    more    everyday    objects 

including  certain  basic  characteristics  (red, 

blue,  green,  yellow,  dirty/clean,  hot/cold. 

big/small) 

Action  related 

Student  learns  go,  take,  put,  give  me,  clean. 

Room  related 

Student  learns  signs  for  familiar  pieces  of 

furniture  in  familiar  rooms. 

Spatial  related 

Students  learn  in/out,  over/under,  front/back, 

open/close. 

Connecting  signs 

Student  learns  with,  and. 

Social  related 

Thank  you,  excuse  me. 


Stage  3 


Object  related 

Student  learns  more  everyday  signs  including 

certain  object  characteristics(wet/dry,  sunny, 

more,  same/different). 

Action  related 

Student    learn    signs   for   basic    physical 

actions,  jump,  walk,  run,  swim  etc.  and  also 

bring,  carry,  find. 

Action  related  characteristics 

Student  learns  signs  for  fast,  slow,  hurry. 

Person  related 

Student    learns    to    associate    shorthand 

names  for  student  and  trainer  by  embarking 

on  a  separate  training  programme. 

Stage  4 

Generalisation  and  use  of  acquired  manual 

vocabulary  in  meeting  personal  needs  and 

communicating  at  a  distance  with  other 

students  and  staff. 

Students  learn  how  to  carry  out  simnle 

instructions. 

Students  learn  to  communicate  likes,  dislikes, 

wants. 

Students  learn  to  describe  situations. 


John  Blanchard 
Principal,  Manor  House 


Going  to  Lourdes 


Our  local  Roman  Catholic  church  have 
always  been  interested  in  The  Manor 
House,  and  two  of  our  students  are  regular 
members  of  the  congregation. 

We  were  thrilled,  therefore,  when  the 
Church  got  together  with  my  own  Parish 
Priest,  and  almost  a  hundred  parishioners, 
undertook  a  10  mile  sponsored  walk  with 
the  ambition  of  sending  two  students  plus 
one  member  of  staff  to  Lourdes.  The  final 
total  raised  was  £1 ,500  -  a  marvellous  sum. 
A  disco/buffet  was  held  for  the 'walkers'  and 
a  video  recorder  was  handed  over  together 
with  all  inclusive  tickets  to  Lourdes,  £50 
each  for  new  clothes  plus  £200  spending 
money. 

I  was  delighted  when  John  asked  if  I 
would  be  willing  to  accompany  the  chosen 
lucky  ones,  and  it  was  decided  that  Kanhai 
and  Susan  would  benefit  most  from  a  trip  to 
Lourdes.  Although  completely  different 
individuals  they  both  share  a  common 
interest  in  the  world,  travel  and  foreign  food. 
Susan's  main  hobby  is  drawing  buildings 
and  churches,  which  she  put  to  good  use 
there. 

We  were  to  fly  from  Gatwick  on  27th 
July  and  both  of  our  'potential  pilgrims'  were 
in  a  flurry  of  excitement  for  several  weeks 
beforehand.  Shopping  for  the  new  clothes 
was  a  revelation,  with  Susan  insisting  on  a 
ratherfetching  pinkstraw  boateras  herfirst 
purchase  and  Kanhai  filling  his  arms  with 
bright  T-shirts. 

The  great  day  dawned  and  we  were 
driven  to  Gatwick  by  a  member  of  the 
Church  congregation,  Pat  Burke,  whose 
whole  famiTy  had  worked  so  hard  in  raising 
the  funds  for  the  trip. 

I  had  never  flown  before,  and  I  was 
terrified  at  the  thought! 

Susan  soon  had  her  nose  squashed  to 
the  window,  Kanhai  was  in  the  aisle  seat 
and  I  was  in  the  middle,  pretending  I  was  on 
a  National  Express  bus.  We  were  also 
seated  exactly  on  the  wing.  I  was  O.K.  until 
we  began  to  take  off  and  would  still  have 
been  O.K.  had  it  not  been  for  Susan 
excitedly  drawing  my  attention  to  the  land 
and  sky  alternating  off  the  wing.  My  head 
might  be  on  a  plane  but  my  stomach 
definitely  left  me  and  stayed  at  Gatwick! 
Lunch  was  served  on  the  flight,  which  is  a 
clever  diversion  for  cowards  like  me.  We 
also  found  that  wine  has  twice  the  effect  at 


Susan  and  Kanhai  getting  off  the  plane. 
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altitude,  which  proved  another  useful  diver- 
sion when  we  came  in  to  land. 

A  coach  awaited  us  and  soon  we  arrived 
at  the  Stella  Matutina  Hotel.  It  really  was 
beautiful.  Everything  was  unpacked  at 
breakneck  speed  and  all  facilities  carefully 
noted.  We  had  our  own  toilet,  shower  and 
bath,  plus  the  usual  French  "addition". 
Kanhai  called  me  to  his  room  to  question 
the  purpose  for  this  extra  washbowl,  but 
before  I  had  a  chance  to  answer,  Susan 
filled  it  with  cold  water  and  put  her  bottle 
of  coke  in  to  keep  cool.  So  now  you  all 
know  why  hot  countries  have  bidets. 

At  dinner,  we  found  ourselves  sharing 
with  three  ladies.  A  mother  and  daughter 
from  Edinburgh  and  a  Polish  lady  who  could 
not  speak  any  English.  Suddenly  sign 
language  came  into  its  own.  It's  surprising 
what  can  be  conveyed  by  gesture  rather 
than  spoken  word.  Kanhai  and  the  Polish 
lady  became  firm  friends  and  she  adopted 
us  for  most  of  the  following  week. 

Lourdes  itself  is  really  beyond  descrip- 
tion. The  outskirts  are  horribly  commercialised 
and  gaudy;  however,  within  the  grounds  of 
the  Grotto  there  is  a  peace  and  a  beauty 
impossible  to  put  into  words.  Thousands  of 
sick  and  dying  people  are  pushed  past  you 
in  wheelchairs  and  on  stretchers  and  yet 
their  faces  are  happy  and  peaceful.  Young 
people  do  most  of  the  pushing  and  carrying. 
Ordinary  teenagers  who  work  each  day 
from  6  a.m.  to  midnight,  tending  their  every 
need.  How  refreshing  to  be  in  a  community 
where  the  handicapped  come  first. 

Both  Kanhai  and  Susan  went  into  the 
baths  and  came  out  wreathed  in  smiles, 
amazed  that  they  did  not  have  to  dry 
themselves  in  spite  of  total  immersion.  As 
the  week  progressed  Kanhai  and  Susan 
positively  bloomed.  Susan  sat  happily 
sketching  the  Basilica  whilst  Kanhai  and  I 
talked  about  the  story  behind  Lourdes. 
They  marched  proudly  in  no  less  than  four 
torchlight  processions.  They  enjoyed  a  day 
at  Biarritz  and  a  breathtaking  trip  up  into  the 
Pyrenees. 

We  were  thrilled  to  meet  another  deaf 
group  from  Newcastle.  Their  signing  was 
BSL,  but  we  got  by  with  a  mixture  of  mime, 
lip  reading  and  finger  spelling.  Many  a 
happy  hour  was  spent  in  the  pavement 
cafes  with  much  gesticulation  and  hand 
waving  and  even  more  laughter. 

We  all  got  togetherfora  final  Mass  and  I 
signed  for  my  two  whilst  their  helper,  David, 
signed  for  ourfriends.  Names  and  addresses 
were  swapped,  photographs  taken  and 
hugs  and  kisses  exchanged.  It  was  a  sad 
parting  from  Lourdes.  Both  Kanhai  and 
Susan  were  reluctant  to  pack  their  bags, 
which  were  bulging  with  souvenirs  and  gifts 
for  all  their  friends  back  at  The  Manor 
House. 

The  tradition  is  that  Lourdes  is  a  place  of 
miracles.  I  would  definitely  agree  with  that. 
Towatch  Susan'seyesalightwith  pleasure, 
to  see  her  attempting  and  managing  to 
communicate  with  our  deaf  friends,  to  see 
Kanhai  rush  forward  to  help  with  a  wheel- 
chair and  to  be  all  accepted  with  love  and 
warmth  by  everyone  we  met,  that  was  our 
miracle. 

Ellie  Smith 


Killer  Wales 


The  trip  that  was  to  make  Scott's  expedition 
to  the  Antarctic  look  like  a  trip  to  the  local 
freezer  centre  was  about  to  begin.  It  was  an 
early  start  for  us  all  —  Susan,  Paul  and  Tim 
with  Julia  and  myself  in  tow,  to  catch  the 
coach  which  would  eventually  get  us  to  our 
final  destination,  Abergavenny,  in  the  Brecon 
Beacons,  South  Wales,  to  'have  a  go'  at 
some  of  the  outdoor  activities  available 
in  this  area.  We  had  booked  with  an 
adventure  centre  known  as  'Mountain 
Guides',  and  being  the  first  'disabled'  group 
that  they  had  ever  worked  with,  it  was  to  be  a 
challenge  both  for  us  and  them. 

On  arrival  at  Abergavenny  we  were  met 
by  Mr.  David  Davis,  the  course  director  and 
introduced  to  Geoff  and  John,  our  two 
instructors  for  the  holiday.  We  were  then 
taken  to  our  temporary  home,  a  small 
mountain  cottage  high  on  the  side  of  a  hill 
overlooking  the  Usk  Valley  and  Mynydd 
Llancatock;  an  impressive  location. 

Our  first  activity  was  an  evening's  walk 
over  the  hills  with  the  bonus  of  a  pub  en 
route,  which  gave  us  a  chance  to  sample  a 
bit  of  hill  walking.  All  our  group  managed 
well  despite  having  to  return  down  a  rather 
steep  hill  in  failing  light. 

The  next  morning  we  were  given  the 
chance  to  have  a  go  at  rock  climbing,  and  at 
1 0  o'clock  we  found  ourselves  looking  up  a 
60  foot  crag.  Kitted  out  in  the  appropriate 
gear,  we  were  sent  up  one  by  one.  Having 
done  climbing  before  I  went  up  first  to  join 
Geoff  who  was  belaying  (anchor  rope  man) 
from  the  top;  so  we  had  someone  at  the  top 
and  bottom  of  the  climb  to  sign  to  the 
youngsters.  Next,  one  at  a  time,  came  the 
youngsters,  John  climbing  with  them  to  help 
find  hand  and  foot  holds,  although  Paul  and 
Susan  didn't  need  much  help.  As  each  one 
came  to  the  top  the  looks  of  achievement 
on  their  faces  were  worthy  of  a  portrait  and 
they  could  be  well  proud  of  themselves. 

After  lunch  it  was  off  to  some  local  caves 
to  go  caving.  We  donned  some  old  overalls 
and  put  on  caving  helmets  complete  with 
headlights.  After  a  two  mile  walk  we  arrived 
at  a  small  crack  in  the  side  of  a  mountain, 
which  after  entering  turned  into  a  large  and 
impressive  cavern.  We  found  our  feet  on  the 
slippery  surfaces,  and  continued  in.  We  had 
a  very  low  tunnel  to  contend  with,  and  had  a 
few  problems  getting  Tim  through.  Not  the 
easiest  thing  to  do  when  you  are  on  your 
stomach  in  a  tunnel  about  one  foot  six  high, 
but  he  came  through  unscathed.  After 
crawling  in  the  caves  for  about  two  hours 
we  came  out  into  the  light  of  day,  glad  to 
see  the  sun  again! 

An  evening  of  relaxation  followed,  with 
time  to  count  who  had  the  most  bruises. 

The  following  day  we  had  another  early 
start  to  go  canoeing  down  on  the  Brecon 
canal,  which  was  a  good  way  to  start  to  wind 
down  the  end  of  the  holiday.  Soon  it  was 
time  to  catch  our  coach,  and  we  arrived 
back  at  The  Manor  House  all  ready  for  a 
rest. 

Our  young  people  had  been  given  no 
special  easy  crags  to  climb  or  caves  to  use 
but  faced  the  same  obstacles  as  everyone 
else  going  on  a  course  at  the  centre.  They 
did  well  -  better,  we  were  told  by  the 
instructors,  than  many  seeing  and  hearing 


Susan,    Paul   and   Tim   ready  for  the   ascent. 


people  they  have  taught.  Our  youngsters 
have  every  right  to  be  proud  of  their  achieve- 
ments. 

Adventure  Guides,  Ty  Gwyn  Farm,  Gilwern, 
Gwent,  S.  Wales.  I  can  well  recommend 


them  for  the  care  and  interest  they  took  in 
our  group. 

Steve  Kiekopf 

Senior  Care  Assistant  Manor  House 


Adult  Services  Committee 


For  some  years  now,  the  highest  priority  for 
SENSE  has  been  to  ensure  the  provision  of 
services  to  young  deaf-blind  adults,  and  to 
consider  how  best  to  overcome  the  many 
problems  involved. 

Further  Education  for  many  groups  of 
people  with  disabilities  is  still  in  its  infancy, 
and  local  authorities  have  still  to  come  to 
terms  with  the  many  difficulties  involved  in 
accommodating  severely  multiply-handi- 
capped citizens  in  acceptable  circum- 
stances within  their  own  communities. 

The  number  of  people  living  in  mental 
handicap  hospitals  has  been  reduced 
enormously,  but  for  the  most  part  the 
people  who  have  moved  out  of  hospital 
have  been  the  most  communicative,  and 
those  who  can  most  easily  operate  in 
ordinary  life.  The  young  people  of  concern 
to  SENSE  do  not  often  figure  in  this  group. 

The  fate  of  hundreds  of  deaf-blind  and 
Rubella  school-leavers  is  still  uncertain, 
since  strategies  fortheirfuture  development 
do  not  exist.  Many  local  authorities  place 
unrealistic  dependence  on  home  support,  if 
indeed  they  give  any  thought  to  the 
problems  at  all. 

Over  the  last  five  years,  SENSE  has 
taken  a  number  of  steps  to  improve  the 
situation,  but  its  limited  efforts  have  been  as 
nothing  in  the  face  of  demand.  Pressure  on 
local  authorities,  health  authorities  and 
voluntary  organisations  has  produced  a 
handful  of  short-term  and  longer-term 
places.  But  there  has  to  be  a  shift  of 
resources,  not  only  from  health  to  social 
services,  but  from  schooling  to  further 
education,  as  the  numbers  of  school- 
leavers  go  up. 

It  has  been  decided  therefore,  that  in 
addition  to  our  existing  policy  of  encouraging 
new  developments,  an  Adult  Services 
Committee  will  be  set  up  to  formulate  a 
national  strategy  for  action. 

The  Committee  will  consider  how  we 
can  best  meet  the  following  needs:— 

Research  and  Information 

•  Increasing  our  knowledge  as  to  the 
number?  of  deaf-blind  young  adults.  At 
present  information  comes  from  our  mem- 


bership files,  from  visits  to  hospitals,  and 
from  the  units  with  which  we  are  in  contact. 
Yet  studies  suggest  the  existence  of 
several  hundred  deaf-blind  adults  of  whom 
we  are  not  aware.  The  establishment  of  a 
computer  data-bank  at  SENSE  headquarters 
may  start  to  overcome  this  problem.  In 
addition,  we  need  to  initiate  well-planned 
research. 

•  Extending  our  knowledge  of  existing 
placements.  We  have  information  on  the 
myriads  of  special  centres  for  school- 
leavers,  but  very  little  firm  knowledge  as  to 
who  will  accept  deaf-blind  residents.  Care- 
Search,  a  new  data-bank  being  formed  by 
another  charity,  'United  Response',  is 
asking  each  residential  unit  whether  they 
accept  deaf-blind  applicants,  and  whether 
their  staff  can  offer  simple  signing. 

Further  Education 

•  Extending  the  survey  which  Christine 
Best  undertook  of  ESN(S)  schools,  to 
discover  which  FE  centres  contain  deaf- 
blind  students. 

•  Improving  liaison  between  existing  centres. 

•  Creating  a  national  strategy  for  the 
provision  of  FE  for  deaf-blind  students. 

Residential  Care 

•  Evaluating  the  many  different  settings 
existing  at  present  for  deaf-blind  people,  to 
determine  what  lessons  can  be  learnt  from 
past  experiences. 

•  Planning  the  Edgbaston  development 
(see  page  5)  to  offer  a  variety  of  models  of 
care,  in  the  hopes  that  statutory  authorities 
will  follow  our  example. 

•  Supporting  those  centres  who  are  provi- 
ding for  deaf-blind  people,  by  providing 
specialist  advice  and  training. 

•  Encouraging  local  authorities  to  develop 
appropriate  provision. 

Training 

•  Establishing  training  courses  for  staff 
working  with  deaf-blind  young  adults. 

•  Providing  training  materials,  such  as 
videos,  manuals  or  leaflets. 


News  From  Braiswick 

Braiswick  Lodge  in  Colchester  is  a  specialist  unit  for  people  with  visual  and  learning 
difficulties.  All  the  residents  are  blind,  and  many  have  severe  hearing  loss.  It  is  a 
twelve-bedded  unit  to  be  used  as  a  centre  for  assessment  and  social  training  and  as 
an  information  and  support  service  for  relatives.  There  is  provision  for  short-term 
assessment,  training  and  relief  care.  Length  of  stay  is  not  fixed  term  and  for  some 
residents  it  will  almost  certainly  become  their  permanent  home,  although  it  is  hoped 
that  some  will  progress  to  a  less  sheltered  environment. 


The  transition  from  hospital  to  community 
was  an  eventful  experience,  to  say  the  least 
Now  that  the  dust  of  disruption  has  settled 
somewhat  we  are  able  to  reveal  some  of  our 
experiences  of  this  exercise  for  the  first 
time  On  Friday.  28th  July  1  984.  Braiswick 
Lodge  was  finally  handed  over  by  the 
contractors  to  the  North  East  Essex  Health 
Authority.  The  selection  of  a  team  had 
already  taken  place  and  the  result  of  many 
months  of  work  and  research  was  about  to 
commence  in  practice.  Over  the  weekend 
many  people  rallied  round  -  cleaning  the 
house  and  moving  in  furniture  and  equip- 
ment ready  to  commence  a  carefully 
planned,  two  week  induction  course  forthe 
team  on  Monday  morning  Amazingly  enough, 
we  were  ready  on  time.  The  whole  team 
came  face  to  face  for  the  first  time  and  the 
creation  of  a  philosophy  was  underway. 

The  next  two  weeks  were  designed  to 
foster  the  attitudes  and  skills  that  are 
required  in  order  to  assist  in  the  develop- 
ment of  people  with  visual,  hearing  and 
learning  difficulties.  The  insight  that  was 
given  to  us  by  those  who  contributed  to  our 
induction  course,  can  not  be  overestimated. 
The  earty  contact  with  and  continuing 
contributions  of.  in  particular.  Paul  Ennals 
and  Norman  Brown,  have  proved  invaluable 
to  our  personal  development  and  enlight- 
enment The  value  of  sharing  experience 
has  been  reinforced  many  times,  both  when 
the  team  has  been  visited  by  other 
interested  people,  or  when  we  have  visited 
others.  Those  members  of  the  team  who 
were  able  to  attend,  shared  in  this  unity  at 
the  Conference  in  Leicester,  where  isolation 
seems  to  be  becoming  a  thing  of  the  past.  It 
will  be  as  a  result  of  the  sharing  with  all  of  a 
common  goal  that  we  will  be  able  to  create 
the  best  possible  lifestyle,  universally,  for 
these  special  people. 

Monday  13th  August  -  probably  the 
most  testing  day-  many  of  us  were  to  meet 
the  first  residents  forthe  first  time.  It  was  an 


exciting  but  tense  time  for  us  all.  For  four 
people,  today  was  the  first  day  of  a  new  way 
of  life.  We  were  all  anxious  to  know  how  they 
would  respond  to  this  change,  as  for  many 
of  these  people,  living  in  a  smaller,  more 
home-like  environment  was  something 
outside  of  previous  experience.  Over  the 
next  few  weeks,  we  were  to  look  closely  at 
these  four  people,  and  the  others  who  later 
joined  them,  in  an  effortto  identify  individual 
personalities,  problems  and  needs,  so  that 
we  could  plan  their  introduction  to  a  new 
lifestyle  to  cause  as  little  trauma  as 
possible.  We  concentrated  mainly  on  deve- 
loping a  relaxed  and  homely  atmosphere,  in 


ACSET  Report  Reprieve? 


We  reported  in  the  last  Newsletter  that 
the  Advisory  Committee  on  the  Supply 
and  Education  of  Teachers  had  recom- 
mended to  Sir  Keith  Joseph.  Secretary  of 
State  for  Education  and  Science,  that  the 
mandatory  specialist  qualification  for 
teachers  of  the  deaf  and  blind  be 
abolished.  SENSE  has  protested  strongly 
aga  -st  this  proposal. 

Seven  organisations  joined  together 
to  form  a  campaign  group,  and  to  send  a 
delegation    to   meet    Sir   Keith   Joseph. 
These  organisations  were:— 
Association  for  the  Education  and 

Welfare  of  the  Visually  Handicapped 
British  Association  of  Teachers  of 

the  Deaf 
British  Deaf  Association 
National  Deaf  Children's  Society 
Royal  National  Institute  for  the  Blind 
:   National  Institute  for  the  Deaf 
SENSE 

The  DES  received  over  a  thousand 


responses  to  their  report  -  a  remarkable 
indication  of  the  strength  of  feeling 
which  exists  in  support  of  high  standards 
of  teaching  for  deaf  and  blind  children. 
Speaking  at  the  AGM  of  the  British 
Association  of  Teachers  of  the  Deaf.  Sir 
Keith  Joseph  said: 

"We  have  searched  the  country  but 
we  have  not  found  a  single  friend  for  the 
ASCET  proposals  covering  teachers  of 
the  deaf  and  blind...  I  assure  you 
that...  I...  could  not  ignore  the  united 
strength  of  feeling  against  this  sugges- 
tion." 

Whilst  Sir  Keith  has  not  yet  formally 
rejected  the  proposal  to  abolish  the 
requirement  that  all  teachers  of  blind 
and  deaf  children  be  specially  qualified, 
it  now  seems  almost  certain  that  he  will 
do  so.  SENSE,  in  common  with  the  other 
organisations  in  the  campaign  group, 
now  looks  forward  to  future  co-operation 
in  the  planning  and  improvement  of 
teacher  training  facilities. 


which  they  could  feel  confident  and  also 
building  up  interpersonal  relationships.  The 
events  that  took  place  over  these  first 
weeks  contributed  to  a  warmth  and  under- 
standing between  those  living  and  working 
at  Braiswick  which  confirmed  and  streng- 
thened our  belief  in  what  we  had  set  out  to 
achieve. 

At  Braiswick,  we  hope  to  establish  a 
base  where  the  mutual  acceptance  of  each 
other,  by  both  the  residents  and  the  wider 
community,  can  begin  to  take  place.  Our 
curriculum  has  been  developed  to  foster 
this  philosophy.  Much  of  the  curriculum  that 
emerged  has  turned  out  to  be  aimed  at 
creating  a  more  independent  approach  by 
each  resident  towards  his  or  her  own  life. 
We  also  aim  to  provide  a  wide  range  of 
experiences,  which  had  previously  been 
limited  either  by  the  extent  of  their  handicap 
or  by  the  lack  of  a  stimulating  environment 

Apart  from  the  development  of  each 
individual,  we  endeavour  to  create  an 
awareness,  both  by  the  families  most 
closely  involved  and  others  in  society,  of  the 
vast  and  worthwhile  contributions  that  all 
members  of  the  community,  including  those 
who  live  at  Braiswick.  can  offer  to  each 
other.  A  major  step  forward,  in  this  respect, 
was  made  at  a  recent  get-together  with 
families  and  friends,  at  which  a  decision  was 
made  to  form  ourselves  as  a  local  branch  of 
SENSE.  This  is  yet  another  demonstration 
of  how  all  concerned  have  every  intention  of 
remaining  united  and  supportive  to  each 
other,  giving  mutual  assistance  and  under- 
standing in  all  cases  of  need  or  difficulty. 

As  to  our  progress  so  far.  we  have 
witnessed  achievements  in  the  residents 
which  may  seem  small  to  some,  but  are 
gigantic  to  them.  We  have  been  contin  uously 
amazed  by  their  determination  for  success 
and  their  happiness  on  achievement.  Prob- 
ably their  most  outstanding  success  has 
been  in  communication.  Many  of  them  are 
now  beginning  to  express  their  wishes  and 
feelings  and  to  develop  choice  and  persona! 
freedome.  to  an  extent  that  was  not 
previously  possible. 

The  strength,  courage  and  conviction  of 
the  so-called  "beneficiaries"  is  often  not 
fully  considered  when  success  in  the 
development  of  better  services  is  measured. 
Their  contribution  cannot  be  ignored.  These 
are  the  people  who  have  fought  the  battle 
against  all  odds  and  over  a  number  of  years 
for  the  right  to  be  considered  as  any  other. 
They  are  the  true  benefactors  of  the  service 
and  it  is  to  them  that  we  must  show 
gratitude  for  the  fulfilment  that  we  receive. 
The  pleasure  must  surely  be  ours. 

Melvyn  John.  Braiswick  Lodge 
Bergholt  Road,  Colchester 

DLF  Move 

The  DISABLED  LIVING  FOUNDATION  is 
moving  from  346  Kensington  High  Street 
W14  8NS  to  new  premises  at  380/384 
Harrow  Road  London  W9  2HU  in  November/ 
December  1  984. 

The  new  telephone  number  is  01-289 
6111. 
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Henshaw's  Independence  Centre 


The  New  Deaf-Blind  Unit 

Falling  school  rolls  and  the  increasing 
integration  of  blind  children  into  ordinary 
schools  has  meant  that  many  schools  for 
the  blind  are  operating  well  below  capacity. 
Henshaw's  has  perhaps  suffered  more  than 
most  in  this  respect. 

To  utilise  the  facilities  much  more  fully  it 
was  decided  in  1 982  to  open  an  Indepen- 
dence Centre  for  up  to  10  students  in  the 
1 6+  age  range.  After  a  slow  start  in  the  first 
year  of  operation  things  then  began  to 
accelerate  and  the  demand  for  places  soon 
exceeded  supply. 

At  this  point  we  had  to  make  a  decision 
as  to  the  type  of  student  we  would  accept 
and  the  medium  to  long  term  plans  for  the 
establishment  as  a  whole. 

Firm  plans  were  difficult  to  make 
because  of  the  uncertainties  on  the  part  of 
the  11-16  provision,  but  the  following 
measures  were  agreed  in  principle. 

•  To  extend  the  existing  Independence 
Centre  provision  to  cater  for  up  to  20 
students. 

•  To  make  alterations  so  as  to  accommodate 
wheelchairs. 

•  To  build  hostel-type  accommodation  for 
those  students  who,  at  the  end  of  their 
training,  have  nowhere  else  to  go. 

•  To  convert  two  large  detached  houses  in 
the  grounds  into  a  Deaf-Blind  Unit  for  up  to 
10  students. 

The  first  two  proposals  have  already 
been  carried  out.  The  third  one  is  scheduled 
for  September  1 986  and  the  final  proposal, 
which  is  the  reason  for  writing  this  piece,  will 
be  operational  by  September  1 985. 

The  person  who  will  spearhead  the 
Deaf-Blind  development  has  not  yet  been 
appointed,    so    definite    plans    regarding 


In  the  Craft  Workshop 

staffing,  type  of  students  etc.  are  impossible 
to  give.  My  own  feelings  on  this,  however, 
are  as  follows: 

Staffing 

I  would  envisage  that  the  skills  of  the  staff  in 
the  school  and  Independence  Centre  would 
be  utilised  as  much  as  possible.  This  will 
give  students  access  to  far  more  professional 
expertise  than  would  normally  be  the  case 
in  a  1 0-place  Unit;  for  example  existing  staff 
include  a  Mobility  Officer,  Occupational 
Therapist,  Physiotherapist,  Technical  Officer 


A  single  bedroom  in  the  Independence  Centre. 


for  the  Blind,  Drama  Therapist  and  Speech 
Therapist  in  addition  to  the  normal  specialist 
subject  teachers  one  would  expect  in  a 
school. 

Students 

Atthe  moment  we  have  no  particulartypeof 
student  in  mind  but  my  personal  preference 
wou  Id  be  to  have  a  spread  of  abilities.  When 
students  are  living  together  in  close  proximity 
for  long  periods  it  is  far  more  important  to 
achieve  the  right  blend  of  personalities  than 
abilities.  Consequently  I  would  anticipate 
we  would  open  with  four  students  in  Septem- 
ber 1 985  with  a  phased  intake  thereafter. 
Each  student  would  undergo  a  term's 
assessment  at  the  end  of  which  we  would 
hope  to  get  everyone  involved  with  the 
student  into  the  Unit  for  a  case  conference. 
Here  we  would  try  to  make  some  decisions 
about  the  student's  long  term  prospects  so 
that  his  training  could  be  adjusted  accord- 
ingly. 


Facilities 

The  campus  consists  of  55  acres  situated  at 
the  edge  of  the  Harrogate  Green  Belt, 
within  easy  walking  distance  of  Starbeck 
village  where  there  is  a  wide  range  of  shops. 
The  facilities  open  to  the  students  would  be 
those  of  a  normal  purpose-built  secondary 
blind  school  -  for  example,  rooms  for  Craft, 
Rural  Studies,  Music,  Domestic  Science 
and  Computers,  plus  a  large  Gymnasium. 
There  is  also  a  Medical  Centre  in  the 
grounds  providing  24-hour  nursing  cover. 

This  new  venture  by  Henshaw's  is  a 
logical  consequence  of  our  development 
into  a  regional  centre  catering  for  the 
visually  handicapped  with  additional  handi- 
caps. 

Stephen  Jones 

Principal 

Henshaw's  Independence  Centre 

Bogs  Lane 

Harrogate 


Severe  Disablement  Allowance 


From  the  end  of  November,  a  new  allowance 
has  been  introduced  for  disabled  people.  It 
replaces  the  existing  Non-Contributory 
Invalidity  Pension  (NCIP  and  HNCIP),  and 
will  be  paid  automatically  to  all  those  who 
have  been  receiving  NCIP. 

Changes 

There  are  some  changes  in  eligibility,  some 
of  which  make  it  harder  for  people  to  claim 
the  new  benefit.  These  should  not  affect  our 
members. 

•  if  you  are  aged  16-19  or  become 
incapable  of  work  before  the  age  of  20,  you 
will  receive  SDA  simply  because  you  are 
incapable  of  work. 

•  if  you  are  aged  20-34  or  over  50,  and  not 
retired,  you  will  receive  SDA  if  you  become 
incapable  of  work  and  you  are  assessed  as 
75%  disabled. 

•  if  you  are  aged  35-49  now  you  cannot 
receive  SDA  until  November  1  985. 

Assessment 

The  crucial  new  element  in  this  allowance  is 
the  process  of  assessing  an  applicant  as 
"75%  disabled".  This  should  not  pose  a 
problem  to  most  of  our  members,  however, 
for  you  will  automatically  pass  the  test 
without  any  examinations  if: 

•  you  receive  Attendance  or  Mobility 
Allowances  or 


•  you  are  registered  blind  or  partially 
sighted. 

75%  Disablement 

When  assessing  whether  a  person  is  75% 
disabled,  adoctorwillusethesamescaleas 
thatusedforlndustrial  Injuries;  for  example, 
loss  of  one  eye  represents  40%,  loss  of  a 
thumb30%.  It  is  not  yet  clear  how  this  scale 
will  apply  to  a  wide  range  of  mental  and 
physical  disabilities. 

How  Much? 

The  basic  rate  for  SDA  is  £21 .50.  You  may 
also  earn  up  to  £23. 50  on  top  of  this  without 
losing  the  benefit,  if  your  doctor  and  the 
DHSS  agree  the  work  is  good  for  your 
health. 

•  A  leaflet  has  been  produced  explaining 
Severe  Disablement  Allowance,  in  greater 
details,  and  is  available  from  the  following 
organisations: 

Disability  Alliance 
25  Denmark  Street 
London  WC2H8NJ 

Spastics  Society 
1  2  Park  Crescent 
London  W1N  4  EQ 

RADAR 

25  Mortimer  Street 

London  W1  N  8AB 
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RNID  Telephone  Exchange  for  tlie  Deaf 


I  have  always  wanted  to  be  able  to  use  the 
phone  independently.  I  have  a  phone  at 
home,  and  until  my  mothers  death  she  did 
the  telephoning  for  me.  Until  recently  my 
sisters  and  friends  spoke  for  me. 

One  day  last  February,  while  visiting  the 
Royal  National  Institute  for  the  Deaf  for 
professional  advice  on  aids  benefiting  pro- 
foundly deaf  people,  I  discovered  to  my 
dismay  that  my  hearing  loss  was  too  severe 
to  hear  the  person  at  the  other  end  of  a 
phone,  no  matter  what  aid  I  used.  I  thought 
the  bottom  had  fallen  from  the  world.  Then  I 
was  told  about  the  newly-opened  Telephone 
Exchange  which  was  to  change  my  life.  The 
Telephone  Exchange  enables  deaf  people 
to  use  the  telephone  to  talk  to  friends  and 
make  business  calls.  All  that  is  needed  is  an 
ordinary  telephone,  a  TV.  screen  and  a 
small  Prestel  Viewdata  Adaptor  (costing 
about  £200). 

To  have  a  conversation  with  someone 
using  the  Exchange,  you  first  have  to  call  the 
Exchange  operator,  using  the  Prestel 
adaptor.  You  then  tell  the  operator  what 
phone  numbers  you  are  trying  to  contact, 
and  they  dial  in  the  ordinary  way.  When  they 
have  contacted  the  person  you  want  to  speak 
to,  you  can  speak  to  them  directly.  Their 
answer  goes  to  the  Exchange  operator, 
which  she  types  on  her  micro-computer,  and 
the  message  appears  on  your  screen.  So 
long  as  you  have  enough  sight  to  read  aTV 
screen,  a  partially  sighted  person  can  use 
the  system. 

If  your  own  voice  is  unclear,  you  can 
type  your  message,  which  the  operator  will 
then  relay  to  the  other  person.  Although  this 
system  is  slower  than  ordinary  speech,  it 
means  that  you  can  speak  to  anyone  who 


SHEILA  ANDERSON  is  deaf  and 

partially  sighted.  She  works  at 

SENSE  office,  and  writes  about  how 

she  has  benefited  from  using  the 

RNID  Telephone  Exchange  for  the  Deaf 

has  a  telephone,  using  the  Telephone 
Exchange  operator  as  an  interpreter.  The 
Exchange  operators  work  from  1 0am  to  9  pm 
during  the  week;  they  hope  to  extend  the 
service  to  the  weekends  soon. 

Two  weeks  later  Paul  Ennalsand  I  spent' 
two  hours  atthe  RNID  Telephone  Exchange 
office  which  enabled  me  to  learn  how  to 
operate  the  Tandata  Viewdata  equipment. 
As  I  had  already  decided  that  I  wanted  one 
at  home,  Paul  suggested  that  the  RNID  loan 


me  their  own  Tandata  to  use  in  the  office,  to 
enable  me  to  overcome  the  "teething 
problems"  we  all  experience  with  any  new 
equipment  as  we  get  used  to  it.  We  did  this, 
and  it  proved  such  a  great  success  that  I 
now  have  one  in  the  office  and  one  at  home. 
I  wouldn't  be  without  it  for  anything.  From 
my  own  experience,  I  strongly  advise  any 
newcomer  purchasing  the  equipment  to 
allow  about  six  months  to  get  fully  used  to 
the  working  of  the  equipment. 

You  can  get  further  details  by  writing  to 
the  Telephone  Exchange,  RNID,  1 05  Gower 
Street,  London  WC1E  6AH.  Tel:  01-387 
8033.  If  anyone  wants  to  telephone  me  at 
work  now,  just  telephone  the  bureau  on  01  - 
387  1475/2105,  and  ask  to  be  connected 
to  Sheila  Anderson  on  01-278  1005. 


Sheila  at  her  desk. 


Tlie  Naming  of  Things 


It  is  well-known  that  a  lot  of  important  things 
happen  in  life  for  which  no  suitable  words 
exist.  At  the  same  time,  hundreds  of 
perfectly  excellent  words  spend  their  days 
in  Road  Atlases  doing  nothing  more  useful 
than  naming  nondescript  villages  that  no 
one  ever  visits.  A  year  ago,  Douglas  Adams 
and  John  Lloyd  recognised  the  gravity  of 
this  situation,  and  produced  their  book'The 
Meaning  of  Lift"  to  start  to  reintroduce  many 
redundant  words  into  popular  usage. 

But  their  efforts  failed  to  describe  many 
feelings  and  events  common  to  the  lives  of 
parents  of  deaf-blind  children.  In  a  humble 
attempt  to  fill  this  gap,  here  is  an  extract 
from  our  proposed  new  practical  dictionary 
for  parents,  devoted  to  re-allocating  place 
names. 

Abberley  (adj) 

The  feeling  in  your  stomach  when  your 
child  sneezes  in  his  orange  squash,  then 
drinks  it. 

Abberwick  fnj 

A  sudden  realisation,  as  you  lie  in  bed  in 
the  morning,  that  the  sound  of  breaking 
china  was  not  in  your  dreams. 

Abbotrule  (n) 

The  law  whereby  all  washing  comes  out 
of  the  machine  minus  one  sock. 

Abbots  Ripton  (n) 

An  act  of  truly  appalling  devilry,  like 
throwing  a  plate  of  dinner  all  over  Aunty 
Hilda. 


In  the  first  of  a  series,  E  C  LISNING 

looks  at  the  way  language  adapts  to 

meet  new  demands. 

Abbots  Worthy  (n) 

The  sincerity  with  which  a  victim  of  an 
Abbots  Ripton  insists  it  was  "only  an  old 
dress  anyhow*'. 

Adziel  (adj) 

The  expression  of  quivering  ecstasy  on 
the  face  of  the  perpetrator  of  an  Abbots 
Ripton. 

Addlestrop  (n) 

A  social  worker  who  visits  once,  outlines 
all  the  things  she  will  do  foryou  overthe 
next  year,  then  goes  off  on  maternity 
leave. 

Albrighton  (n) 

The  over-enthusiastic  welcome  from  old 
friends  when  they  see  you've  brought 
your  child  with  you. 

Aldermaston  (n) 

A  teacher  with  a  rather  unhealthy 
obsession  with  bowel  movements. 

Aldershot  (adj) 

How  you  feel  after  two  hours  of  Creative 
Play  with  a  group  of  deaf-blind  children. 

Amberley  (adj) 

The  feeling  of  well-being  you  get  while 
taking  your  child  for  a  long  healthy  walk. 


Amblecote  (n) 

The  walk  back  across  the  common, 
looking  for  where  he  threw  your  front 
door  keys. 

Ardanalish  (adj) 

The  smell  of  a  hospital  waiting  room. 

Ardslignish  (adj) 

Resembling  a  Doctor's  handwriting. 

Arnicle  (n) 

A  small  piece  of  twisted  metal  with  which 
your  child  falls  in  love.  Often  part  of  the 
packing  of  his  new,  expensive  (and 
ignored)  computerised  game. 

Ashbocking  (v) 

Gradually  raising  your  voice  in  a  conver- 
sation to  conceal  the  sound  of  your  child 
grinding  his  teeth. 

Ashford  Bowdler  (n) 

The  local  cub  leader  who  thinks  all 
children,  however  old,  love  fresh  air  and 
piggy  backs. 

Auchenfoyle  (n) 

An  excuse  given  by  a  social  worker  to 
explain  why  your  request  for  a  Home 
Help  has  been  turned  down. 

Azerley  (adj) 

The  feeling  of  total  confusion  caused  by 
reading  "The  Education  Act  for  Beginners." 

The  important  work  of  enriching  and 
expanding  the  English  Language  is  never 
ending.  All  contributions  and  suggestions 
gratefully  received. 
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Thoughts  on  "The  Handicapped  Family" 


I  am  moved  to  write,  not  because  I  have 
solutions,  but  in  the  hope  that  my  slowly 
increasing  understanding,  mostly  as  a 
result  of  hindsight,  will  be  of  help.  I  merely 
bear  witness  to  one  experience  and  you 
must  modify  it  with  yours. 

One  other  qualification  I  would  make.  I 
can  not  speak  for  every  handicapped  family, 
but  only  for  a  family  with  a  member  having 
little  or  no  formal  communication.  I  think  this 
is  important.  There  are  many  handicapped 
people  with  whom  I  have  shared  full  and  rich 
communication,  cheering  the  heart.  Many 
points  of  which  I  write  come  from  the  daily 
experience  of  continual  care  and  contact 
without  the  blessing  of  exchanging  views, 
information  and  general  chit-chat  with  the 
person  cared  for.  I  would  not  like  anyone, 
especially  any  handicapped  people  who 
read  this,  to  think  that  having  a  disability  in 
the  family  automatically  leads  to  the  consi- 
derations l  shall  note.  I  write forthe  families 
of  most  of  our  members  who  represent,  for 
whatever  reason,  a  non-communicating 
child,  and  I  use  'non-communicating'  to 
cover  those  who  cannot  use  words  or  signs 
to  convey  or  receive  abstract  thought.  Here 
I  paint  a  picture  bleakerthan  I  hope  you  find 
it,  so  that  I  have  more  chance  of  reaching 
each  of  you. 

When  I  consider  the  life  of  the  Handi- 
capped Family,  the  problem  areas  form 
under  four  main  headings  -  Time,  Guilt, 
Grief  and  Stress.  I  would  like  one  day  to 
write  of  them  all,  but  the  winter  evenings  are 
not  so  long  that  you  would  want  to  read  it 
here.  I  shall  therefore  concentrate  on  the 
first  of  the  four  -  Time  -  mentioning  the 
others  as  they  arise,  to  see  whether  you  find 
it  valuable  or  worth  a  reply. 

The  needs  of  parents  vary  as  the  child 
grows,  partly  because  the  needs  of  the  child 
change  but  also  because  the  parents  are 
growing  as  well,  with  strengths  and  wants 

"When  our  child  first  arrives, 
time  flees" 

that  alter.  But  one  consistent  pursuit  of 
mine  has  always  been  the  pursuit  of  time- 
time  to  understand  and  adapt  but  mainly 
time  to  recover  and  in  which  to  capture 
moments  that  are  just  my  own. 

When  our  child  first  arrives,  time  flees. 
We  are  launched  into  an  immediate  and 
wearying  race  to  claw  back  space  in  which 
to  do  the  right  things  so  that  no  one  in  the 
family  suffers. 

There  is  a  five-fold  quest  in  the  first  five 
years.  It  is  a  quest  for  knowledge,  diagnosis, 
treatment,  rights  and  placements. 

We  are  desperate  for  knowledge.  What 
is  wrong  with  my  child?  Why  does  my  child 
not  do  those  things?  Why  does  my  child  do 
these  things?  Where  can  I  go  for  help?  Who 
will  understand? 

The  truth  usually  unrolls  slowly.  Few  of 
us  find  out  the  full  picture  straight  away.  A 
revelation  leads  to  suspicion,  to  a  confir- 
mation, to  another  suspicion  and  so  on  as 
our  quest  for  knowledge  becomes  a  quest 
for  diagnosis  as  well,  and  we  whirl  our 
confusedway  througha  seriesof  shocks.  As 
each  truth  is  stated  and  even  as  we  pursue 
the  next,  we  seek  treatment  for  the  first  and 
sometimes  are  led  into  cul-de-sacs  as  we 
take  steps  that  later  prove  futile  because 
the  whole  picture  was  still  unknown. 


In  the  first  of  a  series  of  articles, 

NORMAN  BROWN,  parent  member 

and  SENSE'S  Liaison  Officer,  looks 

over  some  of  the  pressures  which 

can  bear  upon  a  Handicapped 

Family. 


It  is  a  period  of  immense  confusion, 
compounded  by  the  fact  that  each  thing  we 
need  to  know  is  in  the  realm  of  a  different 
specialist,  and  the  multiple  journeys  start. 
Those  agonising  waits  for  the  appointment 
for  which  we  arrive  on  time,  after  the  most 
enormous  hassles,  only  to  find  a  mass  of 
others  waiting  who  have  all  been  given  the 
same  arrival  time.  Consequently,  when  the 
specialist  is  finally  seen,  our  child  is  so 
distressed  and  has  so  distressed  us,  that 
any  coherent  dialogue  is  impossible.  All  we 
want  to  do  is  escape,  as  does  the  child.  No 
tests  work,  the  right  questions  are  not 
asked,  anything  said  is  only  half  remembered 
and  we  come  away  with  the  only  concrete 
outcome  -  another  appointment,  when 
usually  a  different  person  will  see  us  and 
require  briefing  from  scratch. 

Not  only  is  there  the  problem  caused  by 
the  treks  out;  there  is  also  the  problem 
caused  by  the  treks  in-  other  people's  treks 
to  our  homes.  These  become  more  apparent 
as  we  move  from  considering  knowledge, 
diagnosis  and  treatment  to  encompass 
rights  and  benefits  also,  and  begin  the 
quest  for  placements.  The  Health  Visitors, 
the  peripatetic  services,  the  Social  Workers, 
the  advisors,  the  checking  of  claims,  all  beat 
a  track  to  our  door,  and  if  our  problems 
increase  so  do  the  visitors.  We  welcome 
them  all,  for  we  need  their  help,  but  we  are 
often  pinned  down  and  vulnerable  within 
our  once  safe  refuge,  our  own  home, 
subject  to  invasion  when  it  suitsothers.  The 
very  response  to  outside  agencies  can  be 
very  draining,  and  the  duplication  of  effort 
immense.  I  have  spoken  to  one  social 
worker  who  stepped  in  tobecomethe  buffer 
between  a  mother  and  these  agencies,  and 
found  that  she  had  a  list  of  28  people  likely 
to  call  or  needing  contact.  At  only  one  a  day 
and  once  a  month,  that  would  leave  not 
even  the  weekends  free. 

And  all  this  is  happening  when  we  our- 
selves need  time,  in  particular  that  all 
important  time- the  time  to  accept.  The  time 
to  realise  that  our  child  is  still  a  child,  a  child 
with  special  needs,  for  whom  no  miracle 


cures  can  be  awaited.  Just  herself,  just 
himself,  with  potential  to  be  explored,  love 
to  be  given  or  awakened  and  a  dignity  and 
life  to  be  safeguarded. 

It  took  me  seven  years  to  accept-  and  I 
am  still  caught  out.  We  also  need  time  to 
accept  a  new  perspective,  a  new  way  of  life, 
and  time  to  accept  other  people's  attitudes 
and  to  learn  how  to  cope  with  them. 

But  let  me  pauseawhile.  Let  usassume 
that  your  child  has  just  started  attending 
school.  Suddenly  you  have  a  few  hours  free 
each  day.  You  are  rediscovering  ancient 
pleasures,  such  as  going  to  the  toilet  on 
your  own  or  actually  relaxing  in  a  chair  - 
except  that  you  have  forgotten  how  to  relax 
and  have  to  relearn  it.  Let  us  look  back  over 
those  early  years.  I  hope  some  of  you  are 
saying,  "Hey,  he's  laying  it  on  a  bit  thick.  It's 
not  as  bad  as  that".  It  shouldn't  be.  The 
Family  Centre  does  exist,  along  with  other 
services,  and  there  are  some  tricks  to  learn. 

In  my  bedroom  there  is  a  filing  cabinet. 
It  is  not  an  item  of  furniture  featured  in  many 
Ideal  Homes  exhibitions  but  it  is  out  of  the 
way  of  exploring  fingers,  and  one  drawer  is 
all  about  my  children.  I  don't  recommend 
the  filing  cabinet  but  one  sheaf  of  papers  is 
all  important.  It  grew  from  desperation,  and 
it  lists  ail  Stephen's  operations,  specialists, 
dates  and  numbers  -  phone  numbers, 
National  Health,  Attendance  Allowance, 
National  Insurance  etc.  -  ready  for  instant 
reference.  Start  one  of  these  and  keep  it  up 
to  date.  It  will  save  many  a  nervous  break- 
down. Some  parents  have  even  written  out 
and  duplicated  a  potted  history  for  presen- 
tation. When  the  question  is  asked  and  the 
child  is  on  your  knee  or  halfway  up  the  book- 
case, your  memory  often  takes  a  holiday. 

We  can  forget  how  to  relax.  We  can  also 
forget  how  to  fill  our  time  -  our  own  time. 
When  the  child  actually  does  start  attending 
school,  the  mother  may  suddenly  realise 
her  dedicated  concentration  on  the  child 
has  emptied  her  life  of  all  other  contacts  and 
activities  so  that  suddenly  there  is  nothing, 
and  the  buzzing  mind  has  only  itself  to  turn 
upon  -  a  strange  backlash  that  even  the 
working  husband  cannot  share,  for  he  does 
not  experience  that  gap.  We  must  be  sure 
that  our  handicapped  child  does  not 
become  the  only  thing  in  our  lives. 

We  drive  ourselves  hard,  don't  we?  We 
drive  ourselves  on  to  do  our  best  for  our 


"Our  handicapped  child  must 

not  become  the  only  thing  in 

our  lives" 


child.  We  can  also  drive  ourselves  onward  to 
avoid  the  issue,  to  block  out  the  pain  and 
shout  down  the  doubts,  for  the  problems  of 
the  handicapped  child  do  not  release  us 
from  all  other  problems;  they  merely 
become  deferred  or  avoided  until  they  can 
be  avoided  no  longer. 

How  much  time  and  how  many  words 
are  currently  spent  on  personal  relationships. 
An  average  day's  reading  or  viewing  will 
convinceyou  that  nothing  elseexists.  Yet  in 
the  handicapped  family  there  is  no  time  for 
such  distractions.  We  can  often  forget  that 
we  are  ordinary  people  underneath,  because 
we  are  not  supposed  to  function  as  such. 
We  are  the  pivot  and  focus  of  myriad 
involvements,  all  child-centred.  Perhaps  it  is 
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The  Handicapped  Family  (contd.) 

all  background  to  my  next  point  -  The 
Potentially  Divisive  Effect  of  the  Handi- 
capped Child.  Yes,  it  is  very  true  that  the 
child  can  draw  families  together,  marshalling 
the  father's  protective  instinct  with  the 
mother's  care  in  a  concerted  effort  to  move 
mountains,  and  the  mountains  can  move. 
But  underneath  other  forces  are  at  work.  If 
we  are  not  careful,  marriage  has  become  a 
serious  business  and  the  humour  dies. 

How  hard  it  istoface  uptothe  problems 
in  a  relationship  and  discuss  them.  How 
easy  it  is  to  mistake  the  problem  ordeferthe 
discussion  if  yourchildisassumedbyall  the 
world  to  have  the  overriding  call  on  your 
attention.  How  difficult  it  is,  even  when  you 
are  willing,  to  find  sufficient  hours  and 
energy  to  tackle  the  discussion.  How  easy 
to  feel  your  own  problem  is  not  worthy  of 
note  and  therefore  neither  are  you.  But, 
unattended,  the  problem  will  fester  until  it 
raises  itself. 

The  progress  can  be  subtle.  Amidst  the 
turmoil  and  the  weariness  the  good  times 
grow  scarce.  The  needs  of  the  child  are 
such  that  on  most  occasions  at  least  one 
parent  must  be  near.  Baby-sitters  can  be 
arranged  forspecial  occasions  butfor  many 
meetings  and  social  events  such  cover 
cannot  be  found,  especially  as  the  child 
grows  bigger.  Thus  such  occasions  often 
are  refused  or  attended  by  one  parent  only. 
Before  long  an  insidious  process  begins.  If 
one's  only  contact  is  when  one  is  solo,  a 
subconscious  feeling  can  emerge  that  good 
times  are  associated  with  absence  from 
one's  partner  and  one's  partner  is  associated 
with  stress  and  strain.  Very  destructive. 

To  this  is  added  the  fact  that  most 
professionals  work  office  hours,  so  their 
visits  to  the  home  are  usually  to  see  the 
mother  only.  However  much  she  tries  to 
convey  or  intends  to  convey  what  has  been 
learnt  she  remains  the  one  most  in  the 
know  and  most  able  to  build  upon  that 
knowledge  and  upon  her  longer  contact 

"We  need  time  to  realise  that 
our  child  is  still  a  child" 

withthechild.  This  can  leadtofatherfeeling 
the  redundant  partner,  his  feeling  of  inade- 
quacy compounded  by  the  rejection  he 
faces  as  his  fumbling  efforts  are  spurned  by 
the  child  who  has  grown  to  accept  instruction 
from  mother  only.  Withdrawing  further,  he 
turns  his  effort  to  the  support  role,  becoming 
more  the  breadwinner  who  will  see  his 
family  lacks  for  nothing  material  -  some- 
thing he  can  do  -  and  unwittingly  leaving 
more  of  the  direct  care  to  his  wife. 

Even  that  is  no  way  out.  Our  society  is 
geared  to  run  on  competition.  Most  em- 
ployers want  one  hundred  percent  from  us 
so  that  they  can  more  effectively  compete, 
and  we  must  compete  for  advancement 
with  our  colleagues.  One  can  give  a  great 
deal  to  a  job  if  one  has  a  secure  base  to 
return  to.  If  conditions  in  that  base  are 
stressful  and  require  continuing  effort,  both 
job  and  home  suffer  in  the  long  run.  The 
one  at  home  cannot  look  for  relief  when  the 
paid  working  partner  returns  and  indeed 
feels  guilty  at  being  unable  to  provide  that 
relief  instead  of  needing  it.  The  paid  working 
partner  comes  home  for  a  new  shift  rather 
than  relaxation,  and  feels  guilty  at  being 
unable  to  fulfil  expectations.  Both  look  for 
respite,  even  from  one  another,  for  the 
presence  of  the  partner  is  a  constant 
though  unspoken  cry  for  help,  and  weariness 


is  mistaken  for  reluctance  even  by  the 
weary. 

And  thus  the  isolation  closes  in  as  the 
world,  already  small,  is  contracted  to  what 
we  can  cope  with  and  we  either  shrink  away, 
even  from  one  another,  or  tire  of  our  own 
complaints  until  we  feel  that  in  each  other's 
eyes,  and  even  inourown,  we  have  become 
some  kind  of  monster. 

The  world  turns  over.  Those  times"  to 
which  outsiders  look  forward,  the  great 

"Our  dreams  on  ice,  we  feel 

our  energies  must  turn  to  the 

child" 

festivalsand  holidays,  becomethetimeswe 
dread,  for  our  periods  of  greatest  stress  are 
borne  when  everyone  demands  a  show  of 
happiness.  So  we  pretend,  and  move  a  little 
further  away. 

Ourdreamson  ice,  wefeelourenergies 
must  turn  to  the  child.  We  seek  an 
appropriate  programme  and  then  seek  to 
make  it  effective.  Recognising  the  need  for 
consistency,  we  make  our  home  a  school. 
For  some  time  it  does  not  matter.  It  is 
naturally  done  for  any  child.  The  labels  and 
signs  appear,  the  furniture  changes,  orna- 
ments and  books  move  further  up  the  walls, 
the  toys  are  scattered  everywhere.  But  for 
how  long  can  you  keep  this  up?  If  your  home 
is  a  teaching  environment,  when  does  it 
becomeyourhomeagain,  and  when  doyou 
become  just  Mum  and  Dad? 

I  cannot  be  so  naiveastosay"You  must 
make  time  to  be  together  and  talk  together 
and  havefuntogether",  fori  knowthat often 
it  really  is  impossible.  Making  time  is  easier 
spoken  of  than  achieved,  especially  when 
you  are  living  at  so  many  people's  mercy, 
but,  nonetheless,  capture  it  when  you  can. 
So  why  do  I  write  all  this?  I  have  consulted 
no  books  or  articles,  preferring  to  be  a  wit- 
ness rather  than  a  theorist  until  I  have  my 
own  experience  in  perspective.  What  I  hope 
is  that  that  experience  will  strike  an 
answering  chord  in  yours  so  that  you  will 
realise  you  are  not  alone,  nor  peculiar,  nor 
condemned.  I  hope  it  will  lead  to  a  freer 
exchange  of  truth  and  therefore  strength.  I 
also  hope  that  reading  of  some  of  the 
experiences  you  have  also  known  will  bring 
the  relief  of  recognition,  acting  like  the  long 
awaited  diagnosis  of  the  handicap,  which 
even  though  it  jars,  takes  away  a  burden  of 
suspicion  and  enables  you  to  tackle  the  real 
problem.  I  hope  someone  will  say,  "So  that's 
it.  It  is  notthat  love  has  died  between  us  but 
that  we  cannot  at  the  moment  clear  the 
worries  from  our  eyes  and  see  one  another 
clearly",  or,  "So  that's  it.  It  is  not  depression 
but  plain  exhaustion  that  troubles  me.  I  am 
not  going  mad;  I'm  simply  too  tired  to  think 
straight",  or  even,  "If  that  old  fool  is  still  on 
his  feet  and  burbling,  I  guess  I'll  make  it  too". 

I  know  I  have  omitted  much  and  may  be 
treading  dangerously  as  a  result.  I  have  not 
spoken  of  the  single- parent's  plight,  although 
it  has  been  mine,  for  I  hope  most  of  you  will 
never  experience  it.  I  have  not  touched 
upon  the  peculiar  miseries  of  unemploy- 
ment, giving  the  time  but  taking  away  the 
self-value.  I  have  known  that  too.  Nor  have  I 
considered  the  risk  that,  having  identified 
the  part  the  child's  problems  play  in  your  life, 
you  realiseyourproblem  lies  elsewhere  and 
is  worse. 

If  you  don't  object,  I  shall  write  of 
individuality  and  of  brothers  and  sisters  in 
the  next  issue.  If  you  do  object,  push  me 
from  my  hobby  horse  and  I'll  fall  silent  In  any 
case,  thank  you  for  your  time. 


Low  Vision 
Services 


The  Disabled  Living  Foundation  has  published 
a  list  giving  addresses  of  establishments 
known  to  provide  some  degree  of  low  vision 
service  to  the  public.  This  service  can  range 
from  a  selection  of  simple  magnifiers  to  a 
clinic  prescribing  all  types  of  optical  aid  and 
follow-up  service. 

Hospital  Low  Vision  Clinics  provide  aids 
on  loan  and  at  no  cost  to  the  patient  under 
the  Hospital  Eye  Service.  Any  service 
provided  outside  such  a  hospital  or  clinic 
may  be  private  only  and  it  is  wise  to 
ascertain  what  type  of  service  is  offered  and 
the  cost  to  the  patient. 

If  the  patient  is  not  under  an  ophthal- 
mologist/eye surgeon  and  wishes  to  be 
seen  through  the  Hospital  Eye  Service,  he/ 
she  must  be  referred  by  the  General  Prac- 
titioner to  an  eye  hospital  or  eye  depart- 
ment; and  is  seen  in  the  general  ophthalmic 
clinic  first.  The  ophthalmologist  can  refer 
toa  Low  Vision  Clinic,  ifthereisaneedand 
such  a  clinic  available.  Direct  referral  to  a 
Low  Vision  Clinic  can  only  be  carried  out  by 
an  ophthalmologist. 

A  letter  or  referral  from  an  ophthalmolo- 
gist  will  be  required  by  most  ophthalmic 
opticians;  dispensing  opticians  need  a 
referral  with  prescription  for  a  full  assess- 
ment If  there  are  no  services  offered  in  the 
area  required,  the  local  Optical  Committee 
would  have  knowledge  of  an  optician  who 
m  ig  ht  assist  The  add  resses  of  the  secretaries 
to  these  committees  are  held  by: 

The  Association  of  Optical  Practitioners 

Bridge  House 

23-234  Blackfriars  Road 

London  SE1  8NW 

Tel:  01-261  9661 

Details  of  some  of  the  magnifying  aids 
available  (both  simple  and  more  specialised) 
can  be  obtained  from  Leaflet  LV1  "Optical 
Aids  for  Low  Vision"  available  from  the 
Visual  Handicap  Advisory  Service  at  the 
Disabled  Living  Foundation  at  a  cost  of  60p 
plus  P&P. 

Further  information,  and  the  list  of  Low 
Vision  Services,  is  available  from; 

Disabled  Living  Foundation 
380/384  Harrow  Road 
London  W9  2HU 
Tel:  01-289  6111 


New  Large  Print 

Publisher 

Clio  Press  of  Oxford  have  recently  introduced 
ISIS,  their  new  large  print  imprint.  ISIS  will 
devote  at  least  half  of  its  list  to  non-fiction 
areas  and  the  aim  of  the  list  is  to  offer  the 
widest  possible  subject  coverage.  The 
design  and  appearance  of  the  ISIS  books  has 
been  based  upon  the  needs  and  wishes  of 
large  print  users. 

ISIS  would  like  comments  and  sugges- 
tions so  that  the  new  list  will  be  "what  the 
customer  ordered'.  If  you  have  any  comments 
or  suggestions  please  contact  Veronica 
Babington-Smith  or  Lyndsay  Williams  at: 

ISIS 

55  St  Thomas's  Street 

Oxford  0X1  1JG. 
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Attendance  Allowance. 

Invalid  Care  Allowance  or  Home 

Responsibility  Protection. 
Vaccine  Damage  Payment. 
Apply  to  Family  Fund. 
Orange  Badge  Scheme. 
Disabled  Persons  Railcard. 
London  Black-Cabs  Taxicard. 
Community  Transport  Schemes. 
Local  Authority  Concessionary  Fares 

Schemes. 
Local  Authority  Grant  for  Home 

Adaptations. 
Rate  Relief. 
Apply  to  Local  Education  Authority  for 

further  assessment  of  your 

childs  Special  Needs. 


At  16,  your  child  can  claim  Social 
Security  benefits  in  his/her 
own  right. 

Re-apply  for  Attendance  Allowance. 

Apply  for  transfer  of  Mobility  Allowance. 

Non-Contributory  Invalidity  Pension, 
OR,  (after  November  1984) 
Severe  Disablement 
Allowance. 


KEY  TO  CHART 

Benefits  available  from  the  D.H.S.S. 
Grants,  Concessions  etc  from  other  agencies. 


?%**> 


Child  Benefit. 
One  Parent  Benefit. 
Supplementary  Benefit  (Additions  & 

Single  Payments). 
Housing  Benefit. 
Family  Income  Supplement. 
Health  &  Welfare  Benefits  (eg  Free 

prescriptions,  dental/optical 

treatment,  free  milk, 

vitamins  etc). 
N.H.S.  Card  for  your  baby. 
Enquire  at  Local  Authority  about  registering 

your  childs  disability. 
Apply  to  Local  Education  Authority  for 

an  assessment  of  your  childs 

Special  Needs. 


8 
9 
10 
11 


Mobility  Allowance. 

Contact  "Motability". 

Vehicle  Excise  Duty  Exemption 

Check  eligibility  for  continuation  of 
Free  Milk. 

Starting  School?  -  Check  on  Education 
Benefits  eg  Free  school  meals, 
help  with  uniforms  etc. 


1 2^ 
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14 

15 

16 


If  your  child  has  a  Statement  of  Special 
Educational  Needs,  the  Local 
Education  Authority  MUST 
re-assess  him/her  between  the 
ages  of  I2l/i  &  W/i. 


Benefits  for  Kids 

Linda  Avery  of  the  Spastics  Society  has  produced 
a  stunning  guidetothebenefitsavailablefor 
families  with  a  disabled  child. '  Based  on  this  poster, 
it  provides  clearand  readable  instructions  for 
claiming  all  the  benefits  to  which  families  are 
entitled.  The  Guide! also  covers  the  troublesome 
areas  of  Educational  Assessment  and 
Educational  Benefits. 

The  full  guide  costs  only  50p,  and  is  available 
from:  The  Spastics  Society 

1  2  Park  Crescent  London  W1N4EQ 
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How  can  I  Benefit? 


This  article  looks  at  another  situation  which 
some  members  may  face.  As  previously,  our 
example  is  fictional;  your  situation  is  likely 
to  differ  in  some  way. 


David  and  Jim 

David  is  a  12  year  old  boy  who  is  deaf  and 
partially  sighted.  His  parents  are  separated 
and  he  lives  with  his  father,  Jim.  David 
attends  a  weekly  boarding  special  school, 
and  returns  home  every  weekend.  He  also 
comes  home  every  half  term,  and  for  all 
other  school  holidays. 

Jim  managed  to  get  a  low  paid  job  with 
very  flexible  hours  so  that  he  can  be  at  home 
to  look  after  David  whenever  he  comes 
home.  In  term  time,  Jim  is  able  to  work  a 
full  week  but  most  of  the  time  during  school 
holidays  he  cannot  work  at  all. 


What  does  Jim  receive? 

David  has  qualified  for  the  lower  rate  of 
Attendance  Allowance  for  many  years. 
This  is  because  he  needs 'frequent  attention' 
throughout  the  day  with  a  bodily  function,  in 
this  case  'communication'.  He  also  needs 
'continual  supervision'  to  prevent  him  coming 
to  any  harm. 

When  he  first  went  to  boarding  school, 
David's  Attendance  Allowance  was  reduced 
after  four  weeks.  His  father  now  receives, 
on  David's  behalf,  the  allowance  for  each 
day  that  David  isat  home.  Jim  found  out  that 
days  when  you  enter  or  leave  a  residential 
school,  home  or  hostel  count  as  days  at 
home.  So  Jim  gets  four  days'  Benefit  for 
each  Friday,  Saturday,  Sunday  and  Monday. 
Jim  has  to  claim  for  the  days  David  is  home 
afterwards,  even  though  these  days  are 
regular,  and  predictable.  The  new  computer 
system  at  the  Attendance  Allowance  Unit  in 
Blackpool  means  that  he  is  paid  within  a  few 
days  of  each  claim  now.  For  four  days,  they 
get4/7ths  of  the  lower  rate  of  £19. 10  (from 
Nov) -£10.91. 

Each  year  they  receive  a  £  1 0  Christmas 
Bonus.  This  is  paid  to  people  receiving  a 
variety  of  long-term  benefits,  including 
Attendance  Allowance.  David  qualified  be- 
cause he  was  receiving  Attendance  Allow- 
ance during  the  first  week  in  December - 
the  qualifying  week.  Jim  discovered  from 
other  parents  at  David's  school  whose 
children  did  not  come  home  every  weekend 
that  some  of  them  did  not  receive  the 
Christmas  Bonus  because  no  Attendance 
Allowance  was  paid  for  that  first  week  in 
December.  This  year  the  school  was 
arranging  for  as  many  children  who  qualified 
to  go  home  during  that  week  as  possible, 
even  if  only  for  one  day. 

Jim  receives  Child  Benefit  of  £6.85 
per  week  (from  Nov)  for  David.  When  David 
first  went  to  boarding  school,  Jim  checked 
with  the  DHSS  but  was  told  that  this  would 
not  affect  his  Child  Benefit. 

Jim  also  receive':,  One  Parent  Benefit 
Of  £4.25  (from  Nov).  He  was  able  to  claim 
this  after  he  had  been  separated  from  his 
wrfe  for  thirteen  weeks. 

Jim  has  recently  qualified  for  Family 
Income  Supplement  (FIS).  This  is  a 
Benefit  paid  to  people  bringing  up  children 
on  a  low  wage.  Normally  to  qualify  you  have 
to  be  in  full-time  work,  which  means 
regularly  working  at  least  thirty  hours  a 
,,-.:c:,   ■•',,<>; /<.-'   j  m  found  out  thai  single 


In  our  continuing  series,  SIMON 
ENNALS  looks  at  the  benefits 
available  to  a  low-paid  person 
bringing  up  a  deaf-blind  child. 

Simon  runs  an  Advice  Centre  in 
Nottingham. 


parents  only  have  to  work  24  hours  a  week 
to  qualify. 

Although  he  did  not  work  for  a  full  24 
hourstheweekswhen  David  was  home,  Jim 
was  considered  to  be  'normally  engaged'  in 
working  at  least  24  hours  per  week  Most 
term-time  weeks  he  worked  a  lot  more  than 
24  hours. 

Jim  got  a  leaflet  FIS  1  from  the  Post 
Office  and  discovered  that  FIS  is  much 
simpler  than  most  other  Benefits.  He 
applied  by  post,  with  no  interviews  or 
examinations,  and  once  his  claim  was 
assessed,  he  received  the  same  money  for 
a  full  year,  whether  his  circumstances 
changed  or  not.  It  also  meant  he  could  get 
free  prescriptions,  free  dental  and  optical 
treatment  and  free  school  meals  for 
David. 

The  FIS  1  leaflet  explained  that  if  Jim's 
average  gross  income  (before  Tax,  but  not 
including  Child  Benefit,  One  Parent  Benefit 
or  Attendance  and  Mobility  Allowances) 
was  less  than  £90  per  week,  then  half  of  that 
shortfall  would  be  made  up  by  FIS.  The 
qualifying  figure  is  £10  higher  for  each 
additional  child  in  the  family.  Jim  calculated 
that  his  average  gross  income  was  £75  per 
week.  That  meant  that  he  received  £7.50 
perweekFISforafullyear,  even  if  his  wages 
were  to  increase. 

In  order  to  claim,  Jim  had  to  send  in  his 
last  five  weeks' wages  slips.  He  had  to  claim 
during  term-time  when  he  was  definitely 
working  at  least  24  hours.  For  people  whose 
incomes  vary  a  lot,  or  who  are  just  starting  a 
new  job,  the  DHSS  can  make  a  'short  award' 
of  FIS  for  a  few  weeks  until  an  exact  calcula- 
tion of  average  earnings  can  be  made. 

Jim  gets  Housing  Benefit  from  the 
local  Council  to  help  to  pay  his  rent.  Since 


he  is  a  Council  tenant,  he  does  not  actual 
receive  any  money.  His  rebate  is  deducte 
from  the  rent  that  he  has  to  pay  each  wee 
Private  tenants  receive  their  Benefit  as 
four  weekly  or  fortnightly  payment 

The  amount  of  Jim's  rebate  depends  c 
his  income,  apart  from  Attendance  ar 
Mobility  Allowances,  the  size  of  his  famil 
and  the  amount  of  the  rent.  If  he  owned  h 
house,  he  would  still  be  able  to  get  a  reba 
to  help  with  his  rates. 

Jim  is  entitled  to  £15.91   per  week 
Housing   Benefit,   leaving   him  £9.09   pi 
week  still  to  pay. 

Until  recently,  Jim  hadthoughtthaton 
unemployed  people  could  get  Housir 
Benefit.  He  was  finding  it  very  difficult  I 
make  ends  meet,  and  had  got  a  bit  behir 
with  the  rent.  An  official  at  the  Council  Off ic 
explained  that  Housing  Benefit  can  t 
backdated  for  up  to  twelve  months  befoi 
you  apply,  in  exceptional  circumstance 
when  there  was  hardship.  The  Coun( 
accepted  that  rent  arrears  constitute 
hardship,  so  they  backdated  his  Housir 
Benefit  far  enought  to  clear  all  his  arrear 

In  the  summer  holidays,  Jim  does  n< 
work  because  he  looks  after  David,  h 
claims  Supplementary  Benefit  then,  ar 
gets  all  of  his  rent  paid  by  Housing  Benef 
Because  he  is  looking  after  a  disable 
person  with  an  Attendance  Allowance,  r 
does  not  have  to  'sign  on'  as  unemployed 
order  to  get  Benefit. 

Recently  he  found  out  that  people  wr 
cannot  work  because  they  look  aft< 
someone  with  an  Attendance  Allowanc 
can  claim  Invalid  Care  Allowance.  Yc 
have  to  spend  at  least  35  hours  per  wee 
caring  for  the  disabled  person,  and  wome 
cannot  claim  if  they  are  living  with  a  ma 
Although  Invalid  Care  Allowance  is  paid  at 
lower  rate  than  Supplementary  Benefit, 
does  give  you  National  Insurance  credi 
which  may  be  useful  to  enable  you  to  clai 
various  benefits,  such  as  Unemploymei 
Benefit,  Sickness  Benefit,  Maternity  Allov 
ance  and  Retirement  Pension.  Jim  decide 
to  apply  for  Invalid  Care  Allowance  for  tr 
summer  holidays  to  protect  his  contributic 
record  for  these  Benefits. 


Each  week  Jim  receives: 

4  days  Attendance  Allowance 
Child  Benefit 
One  Parent  Benefit 
Family  Income  Supplement 
Housing  Benefit 


10.91 
6.85 
4.25 
7.50 

15.91 

Total  =  £45.42 


This  is  in  addition  to  his  average  gross  of  £75.00 

During  school  holidays,  he  gets: 

Attendance  Allowance  19.10 

Child  Benefit  6.85 

One  Parent  Benefit  4.25 

Family  Income  Supplement  7.50 

Invalid  Care  Allowance  29.15 

Supplementary  Benefit  9.00 

Total  =  £75.85 
plus  full  rent  and  rates  covered  by  Certificated  Housing  Benefit 
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Conference  Report 


1984's  Annual  Conference  was  held  in  the  dignified  beauty  of  Digby  Hall,  Leicester 

University.  For  the  first  time,  SENSE  joined  with  the  British  Retinitis  Pigmentosa 

Society  to  run  a  joint  Conference,  and  250  people  shared  in  the  friendly  and 

informative  atmosphere.  A  third  group  -  the  HASICOM  group  -  met  to  discuss  and 

learn  more  about  the  skills  of  using  computer  technology  to  allow  deaf-blind  people 

to  communicate  over  distances. 

This  Conference  report  is  an  amalgam  of  contributions  from  parents,  members  and 
visiting  professionals,  which  reflects  the  rich  mixture  of  people  that  make  up  our 

Association. 


A  Parent's  View 


"What  made  this  Conference  different"  is,  I 
think,  the  first  thing  which  springs  to  mind. 
Perhaps  I  have  been  one  of  the  lucky 
parents  in  that  I  have  been  able  to 'escape' 
to  various  Conferences  which  have  been 
held,  when  either  Karl  was  away  at  school, 
or  the  family  took  over,  but  this  year  no  one 
had  a  real  excuse  to  stay  away  because 
they  were  perhaps  frightened  of  that  big 
word  CONFERENCE.  We  were  all  welcome, 
children  as  well. 

I  was  extremely  frustrated  that  thanks 
to  a  British  Rail  signal  failure,  it  was  well  past 
8.30  pm  when  I  arrived,  albeit  safely. 
Leaving  suitcases  etc.  I  was  directed  to  the 
Dining  Hall,  and  the  sight  which  met  my 
eyes  was  reminiscent  of  my  first  and  only 
visit  to  a  Butlin's  Camp.  The  room  was 
packed  with  animated  and  happy  diners, 
shrieks  of  laughter  accompanied  the  efforts 
of  those  designated  to  separate  cheese- 
cake from  serving  dishes,  and  already  we  all 
knew  each  other. 

Jessica,  our  Chairman,  greeted  us  and 
bade  us  welcome,  together  with  our  friends 
from  the  British  Retinitis  Pigmentosa  Society 
(BRPS).  Mary  Guest  then  welcomed  her 
own  members  and  outlined  their  programme, 
as  Paul  did  likewise  for  us.  The  Warden  was 
introduced  and  gave  a  short  history  of  the 
University  site,  and  we  learned  that  The 
Knoll,  where  most  of  the  Workshops  would 
be  held,  had  been  owned  by  the  Fox's 
Glacier  Mint  family.  We  were  then  free  to 
visit  the  bar  or  TV  room,  meet  up  with  old 
friends  and  start  making  new  ones,  or,  if  by 
then  we  were  totally  exhausted,  retire  to  our 
rooms,  where  if  one  explored  the  surround- 


ings, facilities  for  that  all-important  cup  of 
tea  or  coffee  could  be  found.  Would  I  not  be 
right  in  thinking  several  little  mini-workshops, 
especially  among  the  parents,  seemed  to 
revolve  around  that  small  area? 

On  Saturday  morning,  a  talk  by  Peter 
Middleton  of  the  Department  of  Education 
and  Science  gave  us  a  brief  glimpse  into 
what  will  become  the  first  National  Plan  for 
Deaf-Blind  Education.  I  felt  a  bit  dejected 
about  the  talk  of  closing  units,  but  there 
seems  to  be  some  grounds  for  hope  within 
the  plans  that  our  children's  needs  may  be 
better  met  in  the  future. 

The  'Market  Place'  gave  us  a  chance  to 
see  a  vast  array  of  the  new  equipment  and 
ideas  available  to  stimulate  our  children, 
ranging  from  simple  D I Y  toys  to  sophisticated 
computer  systems. 

We  then  chose  our  discussion  groups 
for  the  afternoon,  with  sizeable  clusters  of 
people  talking  about  ourfuture  needs  in  the 
fields  of  Pre-School  and  School  Education, 
Further  Education  and  Community  Care. 
The  reports  back  at  the  end  of  the  afternoon 
showed  the  wealth  of  material  covered,  and 
the  yet  uncharted  areas  which  time  denied 
us. 

Evening  entertainment  was  in  the  form 
of  a  Disco,  with  the  biggest  arrangement  of 
lights  I  have  yet  seen  -  then  I'm  a  square  - 
and  two  Steel  Bands.  As  Paul  skilfully 
managed  to  persuade  both  Margaret  White 
and  myself  that  we  were  just  made  for  baby- 
sitting duty,  I  cannot  really  comment  on 
anything  but  the  last  quarter  of  an  hour 
when  we  all  let  our  hair  down,  and  Paul 
instituted  the  latest  in  the  last  Waltz,  which 


turned  out  to  be  the  'Table  Laying  Tango'. 

After  breakfast  on  Sunday  a  number  of 
us  met  for  the  Interdenominational  Church 
Service.  It  was  a  moving  experience  to 
watch  the  beautiful  hand  movements  of  the 
Reverend  Clark,  especially  during  the 
Lord's  Prayer. 

Our  morning  was  taken  up  with  a  variety 
of  workshops,  with  parents  and  professionals 
talking  and  exploring  specific  topics.  One 
could  only  feel  that  there  could  be  future 
conferences  to  explore  some  of  them  more 
deeply.  I  also  personally  felt  that  the 
professionals  see  a  thing  in  one  light,  which 
perhaps  in  a  group  situation  is  feasible,  but 
are  not  aware  that  in  a  family  situation,  with 
its  normal  day-to-day  crises,  things  become 
totally  different,  or  even  impossible. 

It  was  so  good  to  have  the  children 
there.  Whether  handicapped  or  not,  they 
behaved  beautifully,  and  much  credit  and 
thanks  must  be  given  to  those  who 
organised  the  creches,  and  as  a  result 
missed  out  on  the  workshop  side.  To  me, 
personally,  it  was  lovely  to  see  the 'Newcastle 
Family'  -  all  the  children  and  staff  of  the 
deaf-blind  unit  from  the  Royal  Victoria 
School. 

There  was  much  to  do,  to  say  and  to  see 
-  we  could  not  manage  it  all  -  but  to  every- 
one who  played  the  smallest  or  the  largest 
part  in  the  organisation  of  the  Conference, 
may  I  foronesay'ThankYou".  Itwasagood 
family  time  and  I  think  we  all  know  each 
other  a  little  bit  better  now. 


Mollie  Francis 
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Saturday  Discussion  Groups 


Pre-School  Services 

This  discussion  group  attempted  to  produce 
constructive  suggestions  as  to  what  local 
support  services  could  be  implemented  to 
help  parents  in  the  early  years.  The  hit-or- 
miss  nature  of  existing  services,  and  the 
frustrations  with  which  many  people  are 
faced,  were  reflected  in  many  of  the  points 
raised  during  the  discussion,  which  some- 
times took  the  form  of  a  moaning  session. 
There  are  a  wide  variety  of  existing  pre- 
school services,  ranging  from  physiothera- 
pists and  health  visitors,  through  playgroups, 


Lindy  Wyman  introducesthe  Pre-School 
discussion. 


to  the  RNIB  advisory  service,  the  Wolfson 
Centre  and  the  Family  Centre  itself.  Some 
are  local,  some  national  -  any  one  parent 
has  access  only  to  some  of  them. 

Points  raised  in  discussion  included  the 
following  needs: — 

•  A  good  referral  system,  organised  on  a 
local  level  but  covering  the  whole  country 
with  a  uniform  procedure, 

•  Handicap  to  feature  in  everyone's  life 
from  the  earliest  years- through  integration, 
and  through  school  curricula  including  dis- 
cussion of  handicap, 

•  Authorities  to  keep  a  register  of  all 
children  at  risk  of  further  problems,  not  just 
those  whose  handicaps  are  already  diag- 
nosed, 

•  Key  workers  to  accept  the  responsibility 
for  finding  out  what  services  are  available, 

•  A  new  professional  post,  combining 
functions  of  social  work,  counselling  and 
parents  advice.  This  person  would  be 
involved  even  before  birth  if  there  was  a 
known  risk  of  handicap,  would  be  present 
when  parents  were  told  of  the  handicapping 
condition,  and  would  play  the  key  role  in 
organising  the  pattern  of  support  services 
for  the  family.  This  involvement  might 
continue  for  the  first  year  of  a  handicapped 
child's  life. 


School  Provision 

This  discussion  group  presented  a  brief 
response  to  the  new  National  Plan  for  Deaf- 
Blind  Education  which  had  been  revealed 
by  Peter  Middleton  earlier  in  the  day. 

Given  the  short  time  available  for  dis- 
cussion, it  was  obvious  that  this  could  not 
be  anything  more  than  a  brief  initial 
response  to  part  of  the  proposals.  Two 
questions  were  devised  by  Chris  Best  and 
Bob  Snow  for  discussion:  These  were  - 
"What  difference  will  the  new  framework 
make?"  and  "What  are  the  relevant  skills 
which  need  to  be  taught  in  a  course  for 
teachers  of  Deaf-Blind,  Multiply  Handi- 
capped children.''  We  divided  into  groups 
for  discussion,  then  met  togetherto  present 
our  conclusions. 

In  answering  the  first  question  the 
groups  split  the  conclusions  into  advantages 
and  disadvantages  of  the  National  Plan  as 
proposed  by  Mr  Middleton.  Those  points  in 
favour  of  the  plan  centred  around  the 
:.".:.'/.i-.':  r/,h  elements.  It  was  felt  that 
there  were  great  advantages  in  a  local 
education  for  the  sensorily  handicapped. 
This  may  lead  to  the  Deaf-Blind  becoming 
part  of  the  local  community,  leading  to  more 
thought  being  given  to  family  support  and 
respite  care.  It  was  also  felt  that  regional 
centres  would  lead  to  larger  centres  and 
that  this  would  give  rise  to  more  choice, 
%",e'  'ev.  ,".e  x,h\h\  and  an  increase  in 
teacher  consultation. 

Those  who  emphasized  the  disadvan- 

■-.■./■:■.  ■:  •■'■:  :.■■,■.':<:  [Ann  //ere  primarily 

worried  about  the  loss  of  speciality  in  the 

Units.  It  was  felt  that  the  Deaf-Blind  were 

.  thought  of  in  terms  of  a  homogenous 

-.--. .:.  /.-  '■.'<■>.■.  •'  ey  ■.■  o  •  ".  tM  eof  tfdered 


Bob  Snow  talks  about  School  Provision. 


as  a  functional  group  in  terms  of  ability  and 
levels  of  handicap. 

The  second  question  relating  to  teacher 
training  inspired  several  relevant  suggestions. 

1.  The  importance  of  a  knowledge  of  all 
modes  of  communication  was  stressed. 


Community  Care 

A  review  of  the  existing  provision  for  long- 
term  residential  care  for  deaf-blind  young 
adults  presents  a  depressing  picture.  Whilst 
Poolemead  provides  long-term  care  for 
some  of  its  students,  and  the  Manor  House 
is  planning  a  group  home,  there  is  no 
specialist  deaf-blind  centre  concentrating 
on  life-time  care. 

Many  of  our  members  live  in  mental 
handicap  hospitals,  isolated  by  their  sensory 
loss  and  by  their  environment  For  some, 
there  is  special  training  within  the  hospital  - 
for  most,  none.  Some  hospitals,  such  as 
Calderstones  and  Hill  House,  allocate  a 
separate  ward  to  sensory  handicap,  which 
allows  some  expertise  to  develop.  Others 
concentrate  on  providing  specialised  day 
care  facilities. 

As  the  NHS  moves  towards  providing 
smaller  community  units  for  its  long-stay 
residents,  some  other  specialist  units  may 
develop.  Edge  View  hostel  at  Kinver,  and 
Braiswick  Lodge  in  Essex  (see  page  10) 
specialise  in  the  needs  of  blind  and 
additionally  handicapped  residents,  and 
offer  a  highly-staffed  and  caring  living 
environment.  Others  are  developing  which 
accept  deaf-blind  people  among  their 
residents. 

For  others,  there  is  the  option  of  joining 
a  residential  setting  geared  to  the  needs  of 
mentally-handicapped  people,  but  able  to 
adapt  to  the  special  needs  of  deaf-blind 
people.  Many  of  the  village  communities - 
such  as  those  run  by  the  Camphill  Trust  or 
Care  Villages  -  have  accepted  individuals. 
Many  staffed  hostels  run  by  Social  Services 
Departments  will  accept  deaf-blind  people 
also,  and  would  do  so  more  willingly  if  the 
support  and  training  existed  for  their  staff. 

There  are  also  the  group  homes,  where 
three  or  four  people  live  together  in  an 
ordinary  house  in  the  community.  This,  for 
many  people,  provides  a  very  attractive 
model  of  care,  although  it  is  not  without  its 
problems. 

The  Discussion  Group  ranged  far  and 
wide  over  many  issues,  in  an  effort  to  decide 
on  what  would  be  the  ideal  provision  for  our 
members.  No  firm  decision,  but  plenty  of 
food  for  thought. 


2.  The  role  of  the  teacher  as  a  co-ordinator 
of  all  concerned  agencies  was  discussed, 
and  it  was  felt  that  a  working  knowledge  of 
other  agencies  and  their  roles  was  vital. 

3.  The  parent/teacher  relationship  was 
seen  as  being  of  prime  importance  and  this 
should  be  reflected  in  any  teacher  training 
course. 

4.  In-service  training  was  seen  as  invaluable. 

5.  The  group  emphasized  the  importance 
of  training  before  the  new  centres  were 
opened. 

These  conclusions  will  be  taken  into 
account  in  SENSE'S  formal  response  to  the 
DES  proposals,  when  the  consultative 
document  on  a 'National  Plan'  is  circulated 
to  all  concerned  parties. 
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Marshall's  Weekend  Away 


We  were  pleased  about  the  prospect  of 
going  to  the  Conference,  but  I  was  most 
anxious  about  taking  Marshall!  The  thought 
of  a  fairly  lengthy  journey  with  my  nine  year 
old  boy  was  not  my  idea  of  relaxation.  In 
addition  I  was  quite  convinced  that  no  one 
else  would  be  able  to  look  after  him  when 
we  arrived.  I  was  also  quite  worried  about 
the  way  Marshall  might  behave  over  the 
weekend,  and  I  did  feel  that  to  some  extent 
both  Marshall  and  ourselves  would  be 
judged  both  by  teachers  and  by  more  experi- 
enced parents.  All  in  all  therefore  the  week- 


end stretched  ahead  with  a  certain  amount 
of  quiet  foreboding  and  at  times  general 
panic. 

Despite  our  concerns  regarding  the 
journey  Marshall  was  great.  He  sat  for  most 
of  the  way  on  the  train  and  really  could  not 
have  been  better  behaved.  Not  only  that  but 
when  we  finally  arrived  at  Leicester  station 
Norman  wasactually  there!  The  journey  had 
been  smooth  and  Marshall  had  remained 
stable. 

On  arrival  at  Digby  Hall  I  was  therefore 
flushed  with  the  confidence  of  a  rather 
successful  journey.  The  reception  area  was 
busy  yet  friendly  and  we  felt  quite  relaxed. 
We  settled  into  our  rooms  and  returned  to 
the  bar. 

Marshall's  pride  and  joy  at  the  moment 
is  a  garden  hose  end,  and  on  seeing  so 
many  people  in  one  place  he  obviously 
wanted  to  say  hello  and  check  if  they  too 
thought  as  much  of  his  toy  as  he  obviously 
did.  He  measures  people  on  their  ability  and 
skill  in  waggling  the  apparatus  in  a  very 
specific  way.  He  fled  from  one  table  to 
another,  sitting  on,  under  and  around 
people,  pressing  his  precious  hose  end  into 
their  hands.  Some  people  were  very  skilled 
in  toy  waggling  and  Marshall,  obviously 
delighted  by  this,  would  do  hisf  loppy  dance 
round  them  in  appreciation. 

However  it  took  me  some  time  to  settle 
down  with  all  this  going  on.  We  have 
become  so  used  to  people  being  offended 
and  not  understanding  the  boy  in  such 
situations  that  it  was  hard  to  adapt  to  the 
fact  that  no  one  was  really  bothered  about 
Marshall.  In  fact  they  appeared  to  be  quite 
comfortable  and  not  in  the  least  upset  by 
this  rather  odd  character  dancing  round 
them. 

The  first  night  was  a  success.  Marshall 
settled  and  we  actually  found  ourselves 
able  to  leave  him  with  baby  sitters  and  go 
out  on  our  own! 

Butthe  ultimate  test  was  yet  to  come  as 
the  children  gathered  for  the  creche  on  the 
Saturday.  I  was  quite  convinced  that  there 


was  no  way  Marshall  was  going  to  accept 
this.  After  all  it  was  a  strange  place  and  he 
did  not  know  these  people.  Marshall  had 
never  been  in  the  care  of  anyone  new  to  him 
before  and  I  was  quite  convinced  that  the 
whole  thing  was  going  to  be  a  disaster. 

Marshall  said  goodbye  and  went  on  the 
minibus  quite  happily  with  hardly  a  glance 
back  at  us.  I  could  not  believe  it. 

The  rest  of  the  weekend  went  fairly 
smoothly  with  only  a  few  minor  incidents.  I 
say  minor  but  we  lost  him  on  Saturday  at 
lunchtime.  He  was  misplaced  for  about  half 
an  hour  but  it  seemed  an  awful  lot  longer. 
Paul,  Jerry,  Norman  and  others  got  soaked 
in  the  rain  in  their  search  for  him.  Marshall 
had  not  been  so  stupid  and  had  hidden  in 
one  of  the  houses  dry  and  warm.  He  was 
obviously  pleased  with  his  achievement  of 
escaping  from  the  constant  supervision. 

Marshall  had  a  lovely  weekend.  He  fell 
in  love  on  Saturday  evening  and  danced  the 
night  away  at  the  Disco.  What  more  could  a 
boy  ask  for? 

I  have  not  mentioned  Melissa,  Marshall's 
ever  patient  sister-  this  is  not  to  deny  her  in 
any  way  but  rather  it  is  an  acceptance  of  her 
strength  and  ability.  For  her  seven  years 
Melissa  demonstrates  a  great  deal  more 
tolerance  and  insight  than  many  adults  I 
know.  She  is  no  angel  and  she  had  her 
arguments  with  Marshall  overthe  weekend, 
losing  her  patience  and  noting  how  stupid 
he  is  at  times!  However  when  the  boy  was 
lost  on  the  Saturday,  Melissa  got  wet  in  the 
rain  too,  and  her  worried  little  face  told  the 
story. 

Still  we  arrived  home  intact.  Nothing  is 
ever  completely  smooth  with  Marshall  but 
all  things  considered  we  were  delighted 
with  the  weekend. 

Gillian  Morbey 


Hasicom 


The  Conference  was  the  location  of  the  first 
meeting  of  the  participants  of  the  Hasicom 
project.  As  regular  readers  will  know, 
Hasicom  is  the  Hearing  and  Sight  impaired 
Communication  Project,  whereby  deaf- 
blind  people  can  communicate  with  each 
other  and  with  sighted  and  hearing  people 
by  use  of  the  telephone  and  some  computer 
equipment. 

During  the  period  of  development,  a 
limited  number  of  deaf-blind  braillists  have 
learnt  how  to  use  the  system,  learnt 
how  to  communicate  with  those 
organisations  who  are  in  the  project 
(including  SENSE),  and  with  those  deaf 
people  who  are  connected  through  the 
Visicom  project  to  the  British  Telecom  Gold 
Computer. 

Most  of  the  participants  attended  the 
weekend,  where  a  room  was  crammed  with 
computer  equipment  to  enable  people  to 
improve  their  skills  of  communication,  as 
well  as  to  meet  socially.  We  were  pleased  to 
welcome  Patrick  Murphy  and  Julia  Gates 
from  the  National  Deaf-Blind  Helpers' 
League  at  Peterborough,  as  well  as  Dorothy 
Entwhistle  from  Condover,  David  Broom, 
Graham  Hicks  and  Ray  Hazan.  Michael 
King-Beer  from  the  Breakthrough  Trust 
organised  the  weekend's  programme,  which 
gave  participants  some  time  to  join  with  the 
main  conference  programme  as  well. 

The  latest  arrival  to  the  Hasicom 
network  will  be  Stephen  Hazelhurst.  Stephen 
is  totally  blind  and  now  almost  totally  deaf, 
and  is  starting  his  university  career  at 
Imperial  College,  London,  reading  Maths. 
Hasicom  will  put  him  in  touch  with  people 
all  over  the  country,  and  give  him  access  to 
daily  news  services,  to  ease  the  isolation 
that  anyone-  deaf-blind  or  not-  can  feel  on 
arrival  in  the  lonely  wastes  of  Central 
London.  We  wish  Stephen  all  the  best  for 
his  future  studies. 


[                                         ^  v^^ 

1     ^  -"ifTjjiar 

m^-^^^M^ 

/^            WF^~    "*        J 

TSiikik* 

-• 

Ray  Hazan  using  his  Hasicom  equipment. 
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About  fifty  people  followed  a  separate 
programme,  considering  the  specific  prob- 
lems of  deaf  people  with  retinitis  pigmentosa 
-  Usher's  Syndrome.  Staff  and  students  of 
the  South  Regional  Association  for  the 
Blind  (SRAB)  took  two  sessions  devoted  to 
making  the  best  use  of  sight  and  touch, 
when  to  start  using  braille,  taking  mobility 
training,  and  making  use  of  aids  and 
appliances  for  visually  handicapped  people. 
One  of  the  most  rewarding  parts  of  the 
weekend  was  when  members  divided  into 
three  groups  to  discuss  the  way  in  which 
retinitis  pigmentosa  and  the  onset  of  visual 
loss    was    affecting    them.    Non-affected 


The  Ushers  Group 

members  -  those  who  are  relatives  of  deaf 
people  with  RP  -  consisted  of  parents, 
spouses  and  siblings.  Their  discussions 
revealed  how  deeply  relatives  were  affected 
by  hearing  and  sight  handicaps  within  the 
family,  and  how  much  the  grief  and 
responsibility  bore  upon  the  whole  family. 
Partially  hearing  members  indicated 
the  frustrations  felt  through  having  to  spend 
so  much  of  their  daily  energy  in  collecting 
information  that  their  eyes  and  ears  failed  to 
collect.  Their  chief  complaint  was  that 
everyday  taskstookso  much  longer,  sothey 
could  not  keep  up  with  everyone  else, 
causing    them    and   their   relatives    much 


stress. 

When  the  severely  deaf  members  met 
accompanied  by  two  interpreters  and  thre< 
finger-spellers  and  chaired  by  Helen  Holcrof 
of  SRAB,  it  was  necessary  to  spend  som« 
time  re-organising  the  room  for  interpreting 
purposes  (see  below).  The  ensuing  discussion 
though  very  demanding  on  the  interpreters 
proved  very  worthwhile  in  enabling  a  group 
of  profoundly  deaf  people  with  failing  sigh 
to  talk  to  each  other  about  their  problems 
and  their  thoughts  of  the  future. 

We  hope  to  run  smaller  one-da; 
meetings  during  1  985,  to  discuss  the  need; 
of  each  of  these  groups. 


Interpreting 

It  became  apparent  over  the  weekend 
that  the  Ushers  group,  with  their  varying 
degrees  of  visual  loss  from  Retinitis  Pig- 
mentosa added  to  their  varied  hearing 
loss  pose  very  particular  problems  for 
interpreters.  Those  who  were  born  deaf 
depend  upon  sign  language  or  Upreading 
for  communication,  yet  the  slightest 
problem  of  lighting,  position  or  movement 
can  make  it  impossible  for  the  Usher's 
Syndrome  sufferer  to  see  the  signs  or 
lips  clearly. 

These  preliminary  ideas  have  arisen 
from  the  weekend.  They  are  not  meant  to 
be  comprehensive  and  any  feedback 
and  thoughts  would  be  welcomed. 

Stage  Managing 

Before  the  meeting  starts  both  the 
organisers  and  the  interpreters  should 
plan  where  the  deaf  group  who  have  RP 
should  sit  in  relation  to  each  other,  to 
the  speaker  and  to  the  interpreters. 

•  If  this  group  are  part  of  a  large  group 
of  deaf  and  hearing  people  who  are  not 
visually  impaired,  it  is  important  to 
identify  the  group  with  RP  early,  making 
sure  they  know  each  other,  who  the 
interpreters  are  and  where  they  are  to 
sit  It  might  be  helpful  to  seat  this  group 
first  before  the  meeting/discussion  com- 
mences to  avoid  delays  and  chair 
changing. 

•  As  the  group  are  finding  their  seats,  it 
is  important  to  be  flexible  and  allow  for 
members  to  move  nearer  or  further 
away,  where  necessary,  and  to  check 
with  each  one  that  they  can  follow  the 
interpreters). 

Lighting 

The  RP  condition  affects  the  retina,  the 
light  sensitive  part  of  the  eye,  rendering 
it  unable  to  adjust  quickly  to  changing 
light  conditions.  A  deaf  person  with  RP 
finds  it  hard  to  see  in  dim  light  but  equally 
he  may  not  be  able  to  see  well  in  bright 
light 

•  Before  a  meeting  starts,  find  out  from 
each  person  if  the  lighting  levels  are 
correct.  You  may  find  that  one  person  is 
bothered  by  the  light  on  the  speaker's 
lectern  or  by  sunlight  streaming  in  from  a 
side  window,  or  by  light  reflected  off  a 
shiny  surface. 

•  The  interpreters)  should  not  stand 
directly  under  central  lights  and  may  find 
it  better  to  sit  when  interpreting.  This 
position  allows  for  the  deaf  person  to 
receive  at  his  eye  level. 


for  Deaf  People  with  Retinitis 

Ratios  of  interpreters 

•  The  two  interpreters  who  attended 
the  Leicester  meeting  suggest  that  the 
ideal  ratio  would  be  one  interpreter  to 
four  people. 

•  During  discussions  where  deaf  people 
are  addressing  each  other  as  well  as 
hearing  people,  a  third  interpreter  should 
be  present  to  voice  over  questions/ 
comments  for  hearing  members. 

•  Another  point  arising  from  the  week- 
end together  was  that  these  deaf  people 
preferred  to  keeptotheirown  interpreter 
throughout  and  not  swop  from  one  to 
another.  This  allowed  the  interpreter  to 
become  more  familiar  with  the  particular 
visual  problems  of  each  member  in 
his/her  group  and  thus  provide  better 
levels  of  interpreting. 

General  Comments 

Reduced  visual  field  (tunnel  vision)  for  a 
profoundly  deaf  person  limits  the  amount 
of  information  he/she  can  absorb  at  any 
one  time.  It  is  important,  therefore,  that 
each  person  understands  what  is  going 
to  happen,  knows  about  changes  in  the 
timing  or  organisation  of  the  meeting(s) 
and  is  introduced  to  other  people  whom 
they  might  like  to  meet. 

Special  thought  should  be  given  to 


Suggested  seating  plan? 


Pigmentosa 

seating  arrangements  where  deaf-blind 
people,  i.e.  those  who  use  the  deaf- 
blind  manual  alphabet  and  who  require 
their  guide/interpreter,   are  included. 

In  small  group  meetings  of  12-14 
people,  it  is  suggested  that  the  deaf- 
blind  +  interpreters  sit  together  in  one 
group  with  interpreters  facing  other  deaf 
members  in  order  to  see  as  well  as  hear 
what  is  happening. 

Extra  time  should  be  given  for 
discussion,  to  allow  for  the  time  taken  for 
the  various  combinations  of  interpreting 
to  be  carried  out.  During  meetings 
involving  larger  numbers  of  hearing 
people,  time  should  be  allotted  to 
questions  and  comments  from  deaf 
people  only.  This  will  avoid  the  meeting 
becoming  dominated  by  sighted  hearing 
and  partially  hearing  members. 

Signing  should  be  kept  close  to  the 
body  to  keep  within  the  periphery  of  the 
functioning  vision  of  the  deaf  group. 

/  am  grateful  for  the  ideas  of  the  inter- 
preters Mrs  Marjorie  Lloyd-Smith  from 
Leicester  and  County  Mission  for  the 
Deaf,  Mrs  Gill  Pitts-  freelance  interpreter 
from  Northampton  and  Mrs  Helen  Holcroft, 
tutor  at  South  Regional  Association  for 
the  Blind. 
Mary  Guest 


VOICE 


deaf- blind  + 
guide/interpreter 


ronvenor/group 
leader 


□   deaf  person 
with  RP 

X     interpreter 


voice  over 
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Market  Place  Report 


'Market  Place'  was  certainly  a  very  apt 
description  of  the  exhibition  which 
took  place  on  Saturday  morning. 

The  Dining  Hall  and  TV  room  were 
positively-  and  literally-  buzzing  with 
activity  as  children  and  adults  tried  a 
multitude  of  toys,  educational  aids 
and  other  equipment.  There  was  also 
plenty  of  information  to  be  collected 
describing  the  activities  of  other 
organisations. 

Here  is  a  brief  description  of  some 
of  the  exhibits. 


Queenwood  Scientific 

The  prime  exhibit  on  the  Queenwood 
display  was  their  new  aid,  the  Queenwood 
Computer.  This  easy  to  use  talking 
computer  employs  all  the  techniques  of 
motivation  using  light,  sound  and  vibration 
reward.  It  communicates  with  the  user  by 
artificial  speech  to  give  instruction,  guidance 
and  comment.  The  Computer  is  effective 
from  pre-school  to  adult,  and  there  are  a 
wide  range  of  programmes  including 
awareness  stimulation,  sensory  analysis, 
manipulative,  learning  and  reasoning  skills. 

Supporting  this  were  the  new  ranges 
of  Talking  Boxes  -  from  Yes/No  to  your 
choice  of  vocabulary  -  produced  in  speech 
and  with  a  choice  of  control  switches. 

Queenwood  now  call  their  range  of 
special  switches,  "Switch  Magic".  They 
now  have  over  twenty  types,  plus  an 
Interface  unit  which  makes  it  a  simple 
matter  to  connect  any  such  switch  to  a 
BBC  or  Apple  computer.  Special  reward 
and  training  aids  are  available  based  on 
the  use  of  lights,  sounds  or  vibration  and 
versions  can  be  supplied  to  meet  individual 
needs. 

Mr  Ian  Andrews  of  Queenwood  is  now 
available  as  a  consultant  to  design  and 
supply  equipment  to  help  solve  the 
problems  of  individual  children. 

Queenwood  Scientific 

1  The  Paddock 

Stubbington 

Fareham,  Hants  P014  3NS. 


P.  C.  Werth  Ltd. 

P.  C.  Werth  Ltd.  specialise  in  technical 
supplies  for  audiology  and  therefore  deal 
with  various  groups  of  professionals  in  that 
field. 

They  offer  the  complete  range  of 
environmental  aids  for  TV.  listening,  other 
audio-input  applications  and  telephone 
usage,  all  of  which  can  be  obtained  either 
through  the  local  Area  Health  Authority,  or 
from  a  registered  hearing  aid  dispenser. 

They  also  supply  a  number  of  F.M. 
auditory  training  systems  to  educational 
establishments,  and  a  complete  range  of 
audiometric  equipment  to  the  above,  as 
well  as  hospitals,  clinics,  surgeons,  research 
establishments  and  industry.  They  offer  an 
extensive  accessory  range,  illustrated  in 
catalogue  form,  which  is  available  to 
approved  suppliers,  together  with  our  local 
authority  price  list. 

P.C.  Werth  Ltd. 
Audiology  House 
45  Nightingale  Lane 
London  SE12  8SU. 


Toys  for  the  Handicapped 

TFH  displayed  a  number  of  interesting 
items  in  the  Market  Place.  The  Pethna  fan 
outbox  combined  with  vibrating  cushion  is 
particularly  rewarding  for  deaf  blind  people 
-  the  combination  of  the  stream  of  air  with 
vibration  plus  music  (if  any  hearing  exists) 
proves  really  stimulating  and  the  series  of 
1 4  different  switches  provides  an  excellent 
manipulation  exercise. 

The  vibrating  car  is  a  large  plastic 
sit-on  car  for  children  up  to  seven  or  so; 
when  you  sit  on  it  the  seat  vibrates. 

Musical  Shapes  is  a  chunky  sorting 
board  with  big  pieces;  insert  them  correctly 
and  you  get  a  jolly  tune. 

There  are  also  other  sorting  boards 
with  big  knobs  and  big  pieces  easily 
recognisable  from  their  shapes  and  finger 
exercise  boards  with  wide  grooves  for 
teaching  writing  patterns.  TFH  also  stock  a 
good  tactile  sorting  board. 

Write  to  TFH  for  a  free  colour 
catalogue,  at 

Toys  for  the  Handicapped 

76  Barracks  Road 

Sandy  Lane  Industrial  Estate 

Stourport-on-Severn 

Worcestershire  DY13  9QB. 


Visionaid  Systems 

Visionaid  Systems  displayed  some  of  their 
range  of  Visualtek  Magnification  Systems, 
including:— 

The  Voyager  Green  Tube  (GT)  and 
the  XL  units.  These  are  straightforward 
magnification  aids,  which  help  with 
reading,  writing  and  typing.  The  XL  is  a 
separate  Camera  and  Monitor  Unit  which 
allows  for  greater  variations  of  use  inclu- 
ding use  with  fixed  and  moving  space 
typewriters. 

The  Microviewer  enables  Microfiche 
display  far  greater  than  the  standard 
reading  unit,  allowing  its  use  by  the 
partially  sighted.  Magnification  range  is 
from  x200  to  x600. 

The  Large  Print  Computer  (DP-10)  is 
an  add-on  device  interfaceable  with  the 
Apple  computers.  It  magnifies  the  display 
from  the  Visual  Display  Unit  up  to  16X 
(letters  roughly  5"  high).  The  Large  Print 
Computer  uses  no  memory  from  the 
computer  at  all  and  can  be  used  with  most 
of  the  Apple  software.  The  Large  Print 
Computer  (DP-1 1)  interfaces  with  IBM  PC 
and  XL  systems. 

Visonaid  Systems 
Office  Unit  6 
Enterprise  Workshops 
Riverside  Way 
The  Meadows 
Nottingham  NG2  1FG. 


Ed  u-  PI  ay  Toys 

Edu-Play  design  and  produce  a  range  of 
hand-made  wooden  toys  from  home.  Over 
the  past  year  they  have  been  devoting 
themselves  almost  entirely  to  toys  for 
childrenwithspecial needs.  Many itemsare 
in  'The  Good  Toy  Guide'  and  some  are 
selected  by  The  Design  Council.  They  are 
always  open  to  ideas  from  workers  in  the 
field,  and  would  be  willing  to  discuss  these. 

Corina  Orencas 
Edu-Play  Toys 
450  Hinckley  Road 
Leicester 
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Market  Place  Report  (contd.) 

T  K  &  L  K  Parker-  Design 
Engineers 

The  three  items  displayed  at  the  Conference 
were:- 

The  Vibrator 

An  efficient  self-contained  Vibrator,  the 
primary  use  is  intended  for  fitting  into  soft 
toys,  to  stimulate,  motivate  or  reward  pro- 
foundly handicapped  children.  A  remote 
control  unit  is  also  available  which  not  only 
gives  remote  operation  but  allows  greater 
control  of  the  vibration  speed  and  intensity. 
It  is  also  possible  to  plug  in  various  switch 
combinations  that  require  a  specific  action 
orsequence  of  actions  to  produce  vibration. 

The  Pulsard 

This  unit  provides  a  two  speed  modulated 
vibration  pattern  and  is  intended  for  fitting 
into  soft  toys. 

The  Comm  Box 

Designed  for  maximum  flexibility  of  operation 
for  the  handicapped,  it  provides  a  vibratory 
response  from  external  sensors.  Four 
sensors  are  available: 

•  A  lightsensorwhich  can  detect  changes 
of  light  conditions. 

•  A  fluid  level  indicator,  designed  specifi- 
cally for  tea  cup  use,  giving  vibratory 
indication  of  correct  filling  of  milk  level  and 
tea  level. 

•  Enuresis  sensor  which  is  designed  as 
an  aid  to  prevent  bed-wetting  giving 
indication  to  the  sleeping  person  of  urinary 
loss. 

•  An  audio  level  indicator  giving  vibratory 
response  for  changing  sound  conditions,  an 
internal  adjustor  sets  threshold  or  operation. 
It  can  be  used  to  indicate  alarm  clock 
operation. 

All  of  the  above  units  use  two  HP7 
batteries. 

T  K  &  L  K  Parker 
22-24  Vittoria  Street 
Hockley 
Birmingham  B31  3EP 

Vibralarm 

The  Vibralarm  is  a  bedside  clock  attached 
by  a  lead  to  a  pad  that  is  placed  under  the 
user"spillow,  cushion  or  mattress.  Ithasjust 
been  relaunched  with  several  new  features. 

When  the  alarm  is  set  the  pad  will 
vibrate  gently  until  the  sleeper  awakes  and 
turns  it  off.  The  original  clock  could  only  be 
operated  on  mains;  the  new  Vibralarm  is  a 
battery-operated  quartz  clock  which  means 
it  can  be  taken  anywhere. 

Other  new  features  include  a  more 
streamlined,  modern  design  for  the  clock 
itself  and  a  small  light  on  the  clock  face 
which  enables  the  user  to  see  the  time  in 
the  dark.  An  optional  audio  'bleep'  is 
included  so  that  the  Vibralarm  can  be  used 
as  a  conventional  alarm  clock. 

The  Vibralarm  costs  £41.50  incl  VAT, 
which  can  be  reclaimed  on  receipt  of  a 
medical  certificate.  It  is  obtainable  only  from: 

Vibralarm 

Colomendy  Industrial  Estate 

Rhyl  Road 

Denbigh 

Clwyd 

North  Wales 


Leicester  Toy  Library 


Dipak  enjoying  the  creche  at  the  Toy  Library. 


The  Leicestershire  Red  Cross  Toy  Library 
played  an  important  and  varied  part  in  the 
weekend  conference,  providing  a  clear 
example  of  the  services  which  they,  and 
other  toy  libraries  can  offer. 

Their  display  in  the  Market  Place 
showed  a  range  of  commercially-produced 
toys  whose  design,  price  and  durability 
made  them  suitable  for  deaf-blind  children. 
In  addition,  they  sported  many  purpose- 
built  toys,  and  they  pride  themselves  on 
designing  toys  for  individual  children. 

The  Toy  Library  also  provided  a  creche 
for  many  deaf-blind  children  at  the  confer- 
ence, and  demonstrated  their  ability  to 
organise  useful  and  constructive  play 
activities. 

Toy  Libraries  vary  of  course  and  the 
Leicester  Red  Cross  Library  isjustlyfamous. 

The  Sunday 

Workshops 

Ideas  abounded  in  the  discussion  groups - 
thanks  to  all  group  leaders. 

Anne  Craft  provoked  much  discussion 
on  'The  Sexual  Problems  of  the  Adolescent 
Deaf-Blind'  and  made  clear  that  there  is 
much  for  us  all  to  think  about  in  this  area. 
Similarly  the  talk  on  'The  Handicapped 
Family"  lead  by  Trevor  Smith  and  Norman 
Brown  could  have  gone  on  all  day  (see  page 
1  3). 

A  subject  which  may  form  the  basis  of  a 
future  conference  was  'Behaviour  Problems'. 
Malcolm  Jones  and  Nina  Storey  outlined 
the  approach  used  at  Beech  Tree  House, 
but  we  all  found  that  one  hour  gave  only 
enough  time  to  skim  over  the  surface. 

Leisure  was  the  theme  of  two  workshops, 
where  Jill  Blanchard  drew  on  her  Manor 
House  experience  to  discuss  'Sport  and 
Leisure  for  the  Adult  Deaf-Blind',  and  the 
famous  double-act  of  Joan  Shields  and 
Heather  Jones  presented  a  formidable 
array  of  toys  and  ideas  for  use  with  younger 
children. 

Another  developing  subject  is  that  of 
mobility  and  independence.  Ideas  and  tech- 
niques were  offered  in  separate  sessions 
from  Martin  Thomas  of  Rushton  Hall 
School,  and  from  Chris  Painter  and  Mike 
Kelly  of  Condover. 


But  many  of  the  1  000  Toy  Libraries  in  th 
country  can  offer  the  same  services  c 
helping  with  toy  selection,  loaning  < 
suitable  toys,  and  organising  of  develop 
mental  play  sessions. 

To  get  details  of  your  local  Toy  Librar 
contact:    'Play    Matters',    National   To 
Library  Association,  Seabrook  House 
Darkes  Lane,  Potters  Bar,  Herts. 
Tel:  0707  44571. 


Feedback 

Thank  you  for  all  the  comments  and  idea 

you  have  sent  us,  following  the 
Conference.  Here  are  just  a  few  of  them: 

"It  was  useful  to  try  out  actual  equipmen 

rather  than  just  see  pictures  in  a 

catalogue" 

• 

"Especially  good  to  meet  people  familiar 

with  Rubella  children  so  that,  just  for 

once,  endless  explanations  weren't 

necessary!" 

• 

"There  is  so  much  to  be  gained  by  just 

talking" 

• 

"Allowed  us  to  meet  people  who  have  jus 

been  names,  and  let  us  see  how  many 

parents  like  us  there  are" 

• 

"The  Conference  spurred  me  on  to 

improve  my  knowledge  of  signing" 

• 

"I  would  like  more  discussion  on  provisior 

for  the  less  able" 

• 

"Found  it  a  little  frustrating  to  be  moved 

on  when  a  topic  had  become  interesting' 

• 

"I  saw  no  one  who  said  they  were  a 

nurse.  Are  there  any  mental  handicap 

nurses  in  the  Association?" 

• 

"I  got  a  lot  of  new  ideas  from  other 

parents  and  hope  that  I  gave  some  away1 

And  a  thought  for  us  all .  . . 

"I  wonder  what  will  happen  to  people's 

new  flood  of  ideas.  Will  it  all  dissipate  intc 

the  general  round  of  daily  living,  or  will 

some  good  come  of  it?" 
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National  Rubella  Campaign 


Since  Mary  Welland,  NRC  Co-ordinator, 
reported  progress  in  the  Summer  News- 
letter, there  have  been  three  further  suc- 
cessful Regional  Conferences -in  Northern 
Ireland,  Oxford  and  North  Wales.  Those  to 
come  are: 

Birmingham:  11  December 

South  East  London  and  Kent  (Guy's 

Hospital):  18  January 

Manchester: 5  February 

West  Wales:  21  March 

South  Wales:  To  be  decided 

The  aim  of  the  conferences  is  to  focus 
attention  on  the  challenge  facing  regions, 
to  galvanise  the  statutory  and  voluntary 
bodies  into  action  and  to  set  up  regional 
action  committees  to  stimulate  activity  and 
awareness  locally. 

Northern  Ireland 

For  the  first  time  at  one  of  the  NRC  Regional 
Conferences,  the  parent  of  a  Rubella 
handicapped  child  spoke.  This  was  Mrs 
Maureen  Blevins  —  who  addressed  the 
Northern  Ireland  Conference  in  September. 
This  Conference  was  graced  by  some 
excellent  presentations  from  local  medical 
personnel,  in  particular,  Dr  Bill  McConnell, 
the  Community  Physician  for  the  Southern 
Health  and  Social  Services  Board,  and  Dr 
Patten,  a  local  GP.  Dr  Patten  described  his 
computerised  register  by  which  he  had 
classified  all  his  patients  by  age  and  sex. 
Calling  up  his  susceptible  female  patients 
for  blood-testing  and  vaccination  is  now  a 


relatively  simple  job,  since  he  does  not 
have  the  task  of  going  through  every  record 
one  by  one. 

Dr  McConnell  estimated  that  the  cost  of 
Congenital  Rubella  to  the  Health  and  Social 
Services  Board  had  been  about  £3.5 
million.  He  reported  that  there  were  about 
8-9  severely  multiply-handicapped  Rubella 
children  born  each  year  in  the  Province,  and 
many  more  who  were  less  severely  affected. 
He  also  stressed  that  he  preferred  not  to 
use  the  word  "severe"  because  he  felt  that 
only  the  people  who  had  the  regular  never- 
ending  task  of  caring  for  such  handicapped 
children  could  and  should  be  the  ones  to 
determine  the  degree  of  severity. 

One  appalling  piece  of  information  of 
which  the  writer  had  been  unaware  is  that 
still  in  Northern  Ireland,  as  in  pre-1970 
Education  Act  Britain,  children  can  be 
classified  as  unsuitable  for  education  in 
school  and  be  placed  in  establishments  run, 
not  by  education  authorities,  but  by  the 
Health  and  Social  Services  Boards.  This 
policy  is  soon  to  be  reviewed,  for  the  third 
time! 


Oxford 

The  Oxford  Conference  on  1 1  October 
included  presentations  by  Sir  John  Badenoch, 
Chairman  of  the  Government's  Joint  Com- 
mitte  on  Vaccination  and  Immunization,  by 
Rodney  Clark,  SENSE  Director,  and  by  local 
GPs  and  hospital  clinicians.  A  number  of 
parents  were  present,  and  the  discussion 


was  most  lively.  It  was  gratifying  that  while 
each  of  the  authorities  represented  there 
reported  high  schoolgirl  uptake  rates,  none 
were  complacent  about  the  areas  where 
uptake  was  poorer,  particularly  amongst 
adult  women. 

North  Wales 

The  North  Wales  Conference  covering 
Gwynedd  and  Clwyd  Health  Authorities  was 
also  a  lively  occasion,  and  there  was  a  great 
deal  of  media  interest  -  press,  radio  and  TV. 
Dafydd  Wigley,  MP,  father  of  two  handi- 
capped children,  spoke  on  behalf  of  parents, 
and  present  was  Christopher  Hutton  with 
his  parents,  Jack  and  Karen  (see  Members 
News,  page  31). 

Professor  Taylor  of  Manchester  Univer- 
sity, who  was  the  Association's  President  in 
the  1 960s,  spoke  of  recent  surveys  he  had 
carried  out  in  Manchester  of  Rubella- 
induced  hearing  loss,  which  questioned  the 
success  of  Rubella  vaccinations  to  date. 
While  numbers  had  gone  down,  it  was 
entirely  possible  that  affected  foetuses 
were  present  in  the  very  high  level  of 
Rubella  abortions,  which  would  bring  figures 
up  to  the  levels  of  earlier  years. 

One  delegate  made  the  point  that 
publicity  should  be  directed  via  such 
programmes  as  Coronation  Street,  as 
letters  from  school  were  often  ignored  by 
parents  because  they  often  meant  trouble. 
Clwyd's  Health  Education  Service  has  pro- 
duced attractive  and  striking  posters  for 
their  own  local  campaign  (see  back  page). 


National  Congenital  Rubella  Surveillance  Programme 


The  National  Congenital  Rubella  Surveil- 
lance Programme (NCRSP)  has  published  a 
report  of  its  findings  over  the  last  few  years. 
The  Programme  receives  its  data  from 
voluntary  notification  by  hospital  and  com- 
munity paediatricians,  and  is  therefore  by 
no  means  complete.  The  reports  looks  at 
763  children  born  between  1st  July  1971 
and  30th  June  1 984  who  were  confirmed  or 
suspected  as  being  cases  of  Congenital 
Rubella  (CR). 

The  graph  shows  the  incidence  of  CR  for 
each  year  in  the  period. 

It  illustrates  how  Rubella  tends  to  occur 
in  cycles,  which  is  reflected  in  the  incidence 
of  CR.  A  peak  in  1973  of  89  reports  is 
followed  by  a  lull,  before  another  peak  in 
1979.  1980  and  1981  were  non-epidemic 


years  and  were  followed  by  two  years  with 
moderate  epidemics,  although  data  so  far 
available  suggests  that  registrations  in 
1982  and  1983  may  well  be  fewer  than 
those  for  1978  and  1979.  The  provisional 
figures  shown  may  be  lower  than  the  true 
figure  for  a  number  of  reasons: 

•  All  NCRSP  figures  are  underestimates 
because  diagnosing  CR  can  be  difficult,  and 
not  all  cases  are  reported  to  the  Programme. 

•  CR  cases  are  often  not  registered  for 
some  time  -  there  are  probably  more  to 
come. 

•  These  figures  do  not  take  into  account 
the  high  numbers  of  Rubella-associated 
terminations. 


Congenital  Rubella  by  date  of  birth. 
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•  The  effects  of  the  Rubella  Vaccination 
Programme,  which  started  with  schoolgirls 
in  1970,  is  just  beginning  to  be  shown  in  a 
reduction  in  Rubella-handicapped  children. 
Only  7%  of  the  mothers  would  have  been 
eligible  for  immunisation  as  schoolgirls. 

The  figures  throw  up  a  number  of  other 
interesting  points: 

Maternal  History 

Only  47%  of  mothers  reported  having  a 
Rubella-like  illness  in  pregnancy;  a  further 
1  5%  had  been  in  contact  with  Rubella  but 
did  not  have  a  Rubella-like  illness.  Afull  25% 
of  mothers  reported  they  had  been  well 
throughout  their  pregnancy;  the  remaining 
13%  reported  symptoms  such  as  a  sore 
throat  or  influenza. 

Birthweight 

Over  half  the  children  (54%)  were  of  very  low 
birthweight,  being  in  the  bottom  1 0%  of  all 
birthweights. 

Effects 

81  %  of  the  children  had  one  or  more  defects 
(38%  multiple,  43%  single).  The  remaining 
1 9%  showed  no  defects  but  showed 
laboratory  evidence  of  pre-natal  infection. 
They  represent  an  'at-risk'  group  -  it  is 
possible  that  sensori-neural  hearing  loss 
may  become  apparent  in  the  early  years. 
This  high  figure  of  defects  does  not 
necessarily  represent  the  proportion  of 
defects  to  be  expected  if  a  mother  contracts 
Rubella  in  early  pregnancy-  in  the  event  of 
a  child  being  born  undamaged,  it  is  much 
less  likely  for  the  case  to  be  notified  to  the 
registry. 
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Campaign  Report 


The  first  twelve  months  of  the  National 
Rubella  Campaign  are  nearly  over,  and  we 
are  now  beginning  what  is  probably  the 
most  important  year  of  our  three  year  effort. 

Having  been  thrown  in  at  the  deep  end 
a  year  ago  we  are  now  coming  to  the  su  rface 
and.  though  puffing  and  blowing  a  bit,  we 
are  beginning  to  swim  in  the  right  direction. 
The  next  year  will  be  crucial  and  will  see  the 
development  of  many  of  our  ideas. 

The  Regional  Conferences  have  been  a 
very  important  part  of  our  work,  and  we  have 
had  three  successful  ones  recently  (see 
page  23). 

What  makes  a  Conference  successful? 
It  is  no  good  having  a  conference  if 
everyone  goes  home  full  of  inspiration  and 
declaring  they  are  going  to  do  something', 
yet  receives  no  back-up  for  such  feelings. 
The  conferences  have  to  be  positive,  and  at 
each  one  the  delegates  attending  are 
asked  if  they  approve  of  setting  up  an  action 
committee  in  their  region.  At  all  the 
conferences  held  so  far  this  has  been 
agreed,  and  we  now  have  four  regions 
(Yorkshire,  North  West  Thames,  Northern 
Ireland  and  Oxford)  where  there  are  groups 
of  people  -  health  professionals  and  lay 


people  -  who  are  specifically  looking  after 
the  needs  of  Rubella  in  their  region.  Each 
group  is  supplied  with  the  names  of  local 
people  who  are  interested  in  helping,  to 
give  them  a  nucleus  of  support  in  districts 
throughout  the  region. 

One  vital  aspect  of  these  conferences 
has  been  the  parents  who  have  been 
available  to  talk  to  the  press  about  the- 
human  side  of  Rubella.  This  has  been  an 
important  part  of  the  day,  because  the 
articles  published  in  the  local  papers  and 
the  interviews  on  local  radio  reach  a  very 
wide  audience,  amongst  whom  will  be  those 
who  neverattend  aclinic,  belong  toaclubor 
rarely  see  their  GP.  You  can  imagine  how 
difficult  it  is  to  reach  these  people,  and  the 
interviews  provide  a  wonderful  way  of 
doing  so. 

Many  of  the  parents  who  have  helped 
us  in  this  way  are  members  of  SENSE,  and 
the  National  Rubella  Council  would  like  to 
say  a  very  special  'Thank  You'  to  them  all. 

More  news  in  the  next  issue.  The  next 
edition  of  'Uptake',  the  news-sheet  of  the 
National  Rubella  Campaign,  will  be  available 
in  the  New  Year. 
Mary  Welland 


Publicity 


People  frequently  say  they  do  not  read 
about  the  National  Rubella  Campaign  in  the 
press,  or  hear  about  it  on  the  radio. 
However,  there  is  a  lot  more  publicity 
nowadays  and  general  awareness  is  in- 
creasing. We  know  from  our  Press  Cuttings 
Service  that  many  newspapers  around  the 
country  are  featuring  items  about  Rubella, 
and  new  items  arrive  every  day. 

Here  are  extracts  of  just  some  of  them. 

Moves  are  going  ahead  to  increase  immun- 
isation against  Rubella  in  schools.  At  the 
moment  about  88%  of  schoolgirls  in  the 
region  are  immunised  but  health  chiefs  say 
that  it  is  just  not  enough. 

Yorkshire  Evening  Post 

The  City  and  Hackney  Health  Authority  are 
claiming  a  93%  immunisation  rate  against 
German  measles.  This  is  higher  than  the 
85%  target  set  for  Hackney  by  the  DHSS.' 
Hackney  Gazette 


A  massive  96%  of  Wessex  schoolgirls  are 

now  vaccinated  against  German  measles.' 

Southern  Evening  Echo,  Southampton 

Health  chiefs  in  Birmingham  say  97%  of  all 
Birmingham  12  year-olds  have  been  vac- 
cinated against  Rubella,  and  doctors  believe 
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Sunday  Mercury,  Birmingham 

'A  local  computer  firm  has  supplied  six  new 
computer  systems  to  the  Public  Health 
Laboratory  Service  to  help  in  the  fight 
against  Rubella.  The  systems  have  been 
installed  in  London,  Luton,  Reading,  Ashford 
(Kent),  Bristol,  Leeds  and  Manchester.' 

Northants  Evening  Telegraph 


'Every  child  in  Warrington  will  soon  be 
indexed  on  a  "vaccine  computer  system"  in 
an  attempt  to  ensure  they  are  protected 
against  disease.  Health  chiefs  hope  the 
system  will  alleviate  the  poor  take-up  of 
immunisation  in  some  areas. 

Cadishead  and  Irlam  Guardian 


'A  weekly  counselling  service  called  "To  A 
Good  Life''  is  being  offered  to  prospective 
parents  in  Corby.  Couples  are  given  advice 
about  smoking,  drinking,  diet  and  the 
importance  of  the  mother  being  immune  to 
German  measles  before  conceiving.' 

Northants  Evening  Telegraph 


'Courses  in  pre-conceptual  care  are  being 
organised  to  make  women  aware  that  their 
health  is  important  before  they  become 
pregnant.  Midwifery  staff  are  available  to 
offer  help  and  advice  on  all  aspects 
including  blood  tests  for  German  measles.' 
Herts  &  Essex  Observer 


'Grimsby  Community  Health  Council  is 
discussing  the  need  for  a  well  woman 
centre  in  the  area  which  would  provide 
comprehensive  medical  screening,  including 
Rubella,  and  counselling  for  women  by 
women  in  informal  and  friendly  surroundings.' 
Grimsby  Evening  Telegraph 


'Gloucestershire's  new  Healthline  telephone 
service  provides  taped  information  on  a 
wide  variety  of  topics  including  German 
measles  in  women,  blindness  and  poor 
sight  (services  available),  and  hearing  loss 
in  babies  and  young  children.' 

Stroud  News 


Rubella 

Vaccination 

Project 


The  National  RubellaCampaign  wasinitiatec 
to  increase-the  uptake  of  Rubella  vaccination 
and  to  prevent  children  being  born  need 
lessly  handicapped.  As  well  as  improvinc 
publicity  and  public  awareness,  it  is  impor 
tant  to  look  at  why  so  many  women  are  stil 
not  immune  to  Rubella. 

The  Hackney  Project  -  described  in  the 
last  Newsletter-  made  a  thorough  study  o 
the  schoolgirl  immunisation  programme  ir 
one  London  authority.  It  showed  that  the 
main  factor  influencing  immunisation  rate; 
was  not  the  quality  of  information  giver 
out  or  the  ability  of  teachers  to  explain  the 
dangers  of  Rubella.  These  things  were 
important,  but  far  more  important  was 
whetherthe  administrative  staff  were  check 
ing  the  school  lists  for  names  of  those  girl: 
who  had  missed  their  vaccination  or  failec 
to  bring  back  the  permission  form,  and  ther 
following  up  these  people  with  a  letter. 

It  seemed  that  the  answer  to  increase 
Rubella  vaccination  uptake  may  be  more 
straightforward  than  previously  thought 
Perhaps  the  essential  thing  could  be  to  loo! 
at  the  procedures  being  used  within  the 
schools  programme,  and  improve  the  back 
up  services.  Dr  Nick  Sidle,  the  organiser  o 
the  Hackney  Project,  approached  London 
based  health  authorities  with  the  proposa 
that  SENSE  would  second  staff,  appointee 
through  the  Manpower  Services  Commis 
sion's  Community  Programme  to  see  wha 
improvements  could  be  achieved  in  immun 
isation  rates.  In  September,  Amanda  Turne 
was  appointed  as  Supervisor  of  the  project 
to  organise  the  appointment  of  Projec 
Workers  in  target  areas  around  London.  Tc 
date,  workers  have  been  attached  to  eigh 
Health  Authorities:  Paddington,  Haringey 
Waltham  Forest,  Ealing,  Richmond,  Croydon 
Wandsworth  and  Hampstead.  They  wil 
work  with  the  health  authorities  on  theii 
schools'  immunisation  programmes,  assess 
ing  their  effectiveness,  checking  on  an} 
omissions,  arranging  follow-up  vaccinatior 
sessions  and  discussing  with  administrative 
and  clinical  staff  how  best  to  adapt  the 
programme  to  reach  the  DHSS  target  o 
90%  uptake  by  Spring  1  985. 

All  the  workers  were  employed  initially 
until  March  1985,  by  which  time  studies 
should  demonstrate  the  relative  effective 
ness  of  the  different  methods  used  by  each 
authority.  Even  at  this  early  stage  it  seems 
clear  that  the  hard  work  and  commitment  o 
the  workers  is  having  a  marked  effect  on  the 
local  programmes. 

The  next  stage,  as  the  schools  pro 
gramme  ends,  is  to  extend  the  scheme  tc 
the  Family  Planning  services,  to  tighten  up 
the  procedures  for  immunisation  of  adul 
women.  Talks  are  also  in  progress  regarding 
expanding  the  scheme  to  cover  a  wider  area 
of  the  country  next  year,  until  every  health 
authority  in  the  land  ensures  that  all  theii 
schoolgirls  and  young  women  are  immune 
to  Rubella. 
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Early  Years 


This  harrowing  report  was  presented 

to  one  of  the  Rubella  Conferences. 

Simon's  mother  wishes  to  remain 

anonymous. 

Summer  1966 

My  parents  were  off  on  holiday,  leaving  my 
brother  and  I  at  home.  I  was  1 8  and 
engaged,  he  was  still  at  school.  They  had 
only  been  away  two  days  when  he  showed 
me  a  fine  red  rash  all  over  his  chest.  I  was  a 
student  nurse  and  thought  I  knew  everything 
about  medical  matters.  After  much  looking 
through  text  books,  I  decided  that  he  had 
German  Measles.  "Stay  at  home  for  a 
week",  I  said.  "It  says  that  the  virus  can 
damage  unborn  children."  He  had  a  high 
temperature  and  infected  ears  and  I  called 
the  doctor.  He  said:  "German  Measles, 
there's  an  epidemic  at  present.  Stay  at 
home  for  a  week.  Penicillin  for  the  ears."  I 
really  resented  having  to  wait  on  my  brother 
after  a  hard  day  at  the  hospital. 

A  fortnight  later  my  period  was  due. 
Instead,  I  found  myself  covered  with  a  fine 
red  rash.  My  mother  said  "Nonsense!  You 
can't  stay  away  from  work  with  a  rash."  I 
insisted.  I  knew  I  had  Rubella  and  did  not 
want  to  meet  anyone  who  was  pregnant. 
The  hospital  was  not  pleased.  The  matron 
insisted  that  I  couldn't  be  ill  enough  to  stay 
off  work.  Back  came  the  doctor.  "You  have 
German  Measles"  he  said.  "It's  a  good  job 
you're  not  pregnant".  He  wrote  a  certificate 
for  a  fortnight  and  I  enjoyed  my  unexpected 
holiday. 

Autumn  1966 

I  was  trying  to  convince  myself  that  I  wasn't 
pregnant.  I  didn't  want  to  go  to  the  doctor.  I 
knew  that  Rubella  in  the  first  1 2  weeks  was 
a  reason  for  abortion.  (This  was  before  the 
Abortion  Act.)  I  thought  that  because  I  was 
so  young  the  doctor  would  be  able  to  force 
me  to  have  an  abortion.  I  had  been  brought 
up  Roman  Catholic  and  knewthat  no  matter 
what  the  circumstances,  abortion  was 
murder.  I  did  not  want  to  be  responsible  for 
murdering  a  baby.  I  told  no-one  I  was 
pregnant.  I  became  very  thin  and  vomited 
constantly. 

November  1966 

Despite  the  vomiting  and  weight  loss  my 
shape  was  beginning  to  change.  I  went  to 
the  doctor.  I  picked  the  only  Catholic  doctor 
in  the  practice.  He  said  that  I  was  pregnant 
and  offered  to  tell  my  mother.  I  told  him 
about  the  Rubella  and  he  said  that  not  all 
babies  were  affected  and  that  mine  might 
be  OK.  I  already  knew  different.  There  was  a 
horrifying  catalogue  of  disabilities  in  the 
medical  text  bookand  I  had  been  affected  at 
the  worst  possible  time. 

December  1966 

I  was  married.  I  had  to  leave  the  hospital.  I 
was  too  ill  to  work  and  they  did  not  like 
pregnant  nurses.  I  had  told  no  one  except 
my  husband  of  my  fears  for  the  baby.  The 
hospital  gynaecologist  was  not  interested. 
He  treated  me  like  an  hysterical  idiot. 

February  1 967 

Very  unexpectedly,  I  gave  birth  to  a  little 
baby  born  a  month  premature.  He  was 
whisked  away  and  for  two  days  I  searched  the 
nursery  for  him.  I  was  told  that  it  was  better 
that  I  didn't  form  an  attachment  to  him  as  he 
was  very  frail  and  would  soon  die.  I  created  a 
fuss  and  eventually  was  taken  to  see  him 
lying    in   a  cot   in   a  small   room  (like   a 
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cupboard)  with  no  windows.  I  asked  why  he 
was  isolated  and  was  told  that  he  could 
communicate  Rubella  to  the  other  new  born 
babies. 

April  1  967 

Simon  was  smaller  and  weaker.  The  doctor 
told  me  that  he  had  a  cataract  on  one  eye.  I 
thought  he  was  dying.  Although  I  was  at  the 
hospital  every  day  and  looked  after  him,  he 
did  not  thrive.  Against  the  advice  and 
opposition  of  the  doctors  and  nurses,  I 
discharged  him  from  hospital  and  took  him 
home.  He  immediately  began  to  gain  weight 
and  look  more  healthy. 

June  1967 

We  went  to  an  eye  surgeon,  who  told  me 
that  Simon  now  had  a  cataract  on  both  eyes. 
These  could  be  needled  and  he  would  be 
able  to  see. 

November  1967 

He  was  admitted  to  hospital  four  times  for 
needling  of  cataracts. 

January  1968 

After  the  first  three  operations  he  developed 
pneumonia.  After  the  fourth,  an  infection 
from  the  eye  went  to  his  brain  and  he  was 
very  ill  for  three  weeks.  I  date  the  brain 
damage  from  this  time.  He  was  never  as 
bright  and  active  again. 

Summer  1968 

I  noticed  that  Simon  couldn't  sit  up  like  other 
babies.  I  asked  the  health  visitor  for  help 
and  was  given  two  half-hour  sessions 
weekly  at  the  local  hydrotherapy  pool.  The 
physiotherapist  there  showed  me  whole 
body  exercises  which  I  faithfully  carried  out 
five  minutes  every  hourand  a  quarter  hour 
twice  a  day.  His  muscle  tone  became  better 
and  he  learnt  to  sit  up. 

Meanwhile,  I  was  expecting  another 
baby.  I  decided  Simon  must  learn  to  drink 
out  of  a  cup  and  become  potty  trained.  It 
took  seven  months  to  make  him  drink  out 


of  a  cup.  He  is  still  incontinent. 

We  went  for  an  assessment  and  EEG.  I 
was  told  that  he  was  probably  deaf. 

April  1969 

My  daughter  was  born.  I  had  a  brainwave.  As 
she  developed  and  learnt  to  do  things,  I 
would  help  my  son  to  do  the  same.  They 
would  develop  together.  This  (needless  to 
say)  did  not  work  out. 

Winter  1 969-70 

My  daughter  became  very  ill.  She  was  in 
hospital  for  weeks,  25  miles  away.  I  could 
not  go  to  visit  her.  No  one  would  look  after 
Simon.  He  screamed  non  stopday  and  night 
and  it  took  1 1/2  hours  to  feed  him  half  a  tin  of 
strained  baby  food.  He  was  not  allowed  to 
visit  the  Children's  Hospital  with  me.  I 
decided  that  I  must  visit  my  daughter.  I 
asked  the  doctor  for  help.  He  offered 
nothing.  I  said  that  I  would  sit  in  the  waiting 
room  until  he  found  something.  After  an 
hour  of  his  screaming  in  the  waiting  room, 
the  doctor  had  arranged  for  him  to  be 
admitted  to  hospital  for  four  weeks  to  give 
me  time  to  come  to  terms  with  my 
daughter's  illness  and  special  diet. 

I  was  planning  to  fetch  him  home  when  I 
had  a  letter.  There  was  a  measles  epidemic 
at  the  hospital.  He  must  stay  there  with  no 
contact.  If  my  daughter  had  caught  any 
infection  at  that  time  her  life  would  be  in 
danger. 

It  was  lovely  at  home  without  him.  We 
had  forgotten  how  to  sleep  all  night.  Eating 
meals  hot  was  a  novelty.  Our  ears  no  longer 
rang  to  loud  screams  and  howls. 

Simon  is  now  1  7,  and  living  in  a  mental 
handicap  hospital  close  to  his  parents' 
home.  He  seems  happy  living  in  a  small 
unit  within  the  hospital.  His  mother  is 
hopeful  that  he  will  one  day  live  in  the 
community. 
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Ushers  Syndrome 
-  Understanding  the  Needs 


Usher's  Syndrome  is  an  inherited  condition 
which  results  in  the  double  handicap  of 
hearing  loss  and  a  progressive  loss  of  vision 
from  retinitis  pigmentosa.  The  hearing  loss 
is  congenital,  often  severe  and  usually 
stable.  The  visual  loss  arises  from  slow 
degeneration  of  the  retina,  and  is  usually 
first  noticed  through  the  onset  of  night- 
blindness  and  narrowing  of  the  field  of 
vision.  The  speed  at  which  vision  is  lost 
varies  greatly. 

After  Diagnosis 

When  a  deaf  child  is  diagnosed  with  retinitis 
pigmentosa  (RP).  the  attitude  of  the  world 
around  him  can  change  suddenly.  He  can 
become  the  victim,  the  object  of  pity,  and  as 
far  as  his  family  is  concerned  the  subject  of 
great  anguish  and  concern  over  the  future. 
Yet  the  child  himself  does  not  perceive  him- 
self any  differently  from  the  day  before  the 
diagnosis  was  made;  he  has  not  changed, 
nor  has  his  eyesight. 

The  symptoms  which  finally  lead  to  the 
child  being  referred  to  an  eye  clinic  will  have 
been  present  forsome  time.  The  problem  of 
not  being  able  to  see  in  the  dark  for  the  deaf 
child  diagnosed  at.say,  1 5,  is  not  a  new  one. 
Indeed  some  children  report  that  as  far  as 
they  can  remember  they  have  always  had 
difficulty  seeing  at  night.  So  it  is  probable 
that  for  at  least  half  the  child's  short  life  he 
has  been  night  blind  and  has,  albeit 
unconsciously,  made  some  adjustments  to 
his  behaviour. 

Loss  of  visual  field,  although  not 
necessarily  pronounced  in  early  life,  could 
also  have  been  part  of  the  deaf  child's  visual 
experience  for  some  years  before  the  point 
of  diagnosis.  It  is  probable  that  this  child  has 
already  made  manyadjustmentstohis  head 
and  body  movements,  unconscious  of  why 
it  is  necessary,  in  order  to  scan,  to  move 
about  safely  and  to  compensate  for  his 
decreasing  field.  The  deaf  child,  without 
knowing  it,  has  begun  to  learn  to  live  with  his 
visual  impairment  long  before  the  diagnosis 
and  he  may,  if  circumstances  allow,  continue 
to  employ  such  adaptive  behaviour  in 
making  the  best  use  of  his  sight  after 
diagnosis.  However,  if  he  has  to  bear  an 
inordinate  burden  of  grief  engendered  by 
his  parents,  his  own  adjustments  to  RP  will 
be  hindered. 

Parents  and  Family 

It  is  upon  the  parents  that  the  full  impact  of 
the  diagnosis  and  its  implications  usually 
fall.  They  are  the  ones  who  are  told  that 
their  child  has  an  eye  condition  which  is 
unbeatable  medically,  which  will  tend  to  get 
worse  and  which  may  eventually  lead  to 
blindness.  They  also  are  the  ones  who  must 
try  to  break  the  news  to  their  son  or 
daughter  who  already  has  one  major 
sensory  handicap.  For  most  parents  this 
news  comes  like  a  bolt  from  the  blue,  and 
they  are  totally  unprepared  as  they  go  into 
the  consulting  room. 

It  does  not  take  much  imagination  to 
comprehend  what  this  news  can  mean  to 
the  mother  and  father  of  a  deaf  child.  These 
parents  suffer  much  in  the  cause  of  their 
child's  deafness,  both  at  the  point  when 
deafness   is   confirmed,    and    throughout 
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childhood  as  they  struggle  with  language, 
lipreading,  hearing  aids  and  all  the  para- 
phernalia that  profound  hearing  loss  involves. 
As  their  youngster  reaches  a  point  of 
maturity  parents  begin  to  relax  and  watch 
with  some  satisfaction  as  their  son  or 
daughter  moves  on  to  greater  independence. 


So  often  it  is  at  this  point  when  all  the  efforts 
of  the  parents  seem  to  be  paying  off,  that 
they  learn  he  has  an  incurable  eye  disease. 
How  the  family  handle  the  news,  their 
ability  to  understand  the  implications  of  RP, 
how  they  perceive  blindness,  how  they 
handle  their  own  grief,  how  they  convey  the 
news  to  their  child;  all  these  factors  will  play 
an  important  part  in  shaping  the  attitude  the 
young  deaf  person  with  Usher's  Syndrome 
will  have  to  his  visual  impairment. 

Some  Suggestions 

In  considering  how  to  help  the  newly 
diagnosed  student  it  is  very  important, 
firstly,  to  find  out  if  his  parents  have  told  him 
about  his  RP  condition  and,  secondly,  what 
he  himself  knows  and  understands  about 
his  vision.  Armed  with  this  information  the 
appropriate  action  can  be  taken. 


Learn  about  the  condition  of  RP,  and 
the  particular  way  in  which  it  is 
affecting  him.  Observe  how  he  reads, 
moves  about  and  copes  with  his 
surroundings. 

Talk  to  your  student  sympathetically 
and  ask  him  what  he  thinks  he  needs  to 
help  him  in  his  daily  work  at  school/ 
college/work  place.  Make  a  note  of 
what  he  suggests. 

Ask  about  light  -  does  he  need  to  sit 
near  a  window  with  the  light  behind 
him?  -  does  he  need  extra  light  on  his 
desk?  Find  out  if  he  is  bothered  by 
bright  lights.  Headaches  and  eye 
watering  are  common;  such  activities 
as  cricket  or  tennis  on  a  bright  day 
could  cause  distress.  Think  about 
improving  lighting  conditions  in  poorly- 
lit  areas. 


o 


Tunnel  Vision— the  picture  you  may  see  with  Retinitis  Pigmentosa. 
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o 


If  the  student  is  in  education,  call  on  the 
services  of  the  Advisory  Teacher  for  the 
Visually  Handicapped  who  could  advise 
about  glare,  lighting  and  aids. 


i  Emphasize  the  sports  and  activities  in 
'which  he  can  excel  -  those  which  do 
not  depend  for  success  on  side  vision 
or  exposure  to  bright  lights,  eg.  swimming, 
pottery.  It  is  easy  for  the  deaf  individual 
to  withdraw  from  life,  and  for  this  to  be 
avoided  he  needs  to  achieve  and  be 
successful  in  some  spheres. 


D  Avoid  predictions  about  how  long  sight 
will  last.  No  one  knows  accurately 
when  or  if  RP  will  cause  the  individual 
to  go  blind,  and  forecasts  of  five  or  ten 
years  can  cause  undue  anguish  and 
inappropriate  planning. 


OHelp  the  student  and  family  to  think 
realistically  about  the  future  when 
considering  a  job  or  training.  For 
example,  driving  jobs  are  not  advised, 
even  if  vision  is  adequate  at  the  time. 


,  Ascertain  what  the  student  wants  to  do 
'  and  what  he  is  good  at.  Look  at  the  job 
first  and  the  student's  aptitude  to  do  it 
rather  than  at  the  handicap.  Avoid  the 
phrase  'deaf-blind'  when  discussing 
the  student's  application  for  a  job.  To 
the  employer  this  term  means  that  he  is 
being  asked  to  employ  someone  who 
cannot  see  or  hear  anything. 


o 


Think  about  lighting  conditions. 


o 


Having  found  a  job  that  he  wants  to  do, 
look  at  what  aids  and  adaptations  can 
be  utilized  to  keep  him  working  suc- 
cessfully. Manpower  Services  Commis- 
sion can  advise  on,  and  supply,  aids  for 
employment. 

Be  prepared  to  listen.  Be  open  to  the 
emotional  needs  of  the  young  person. 
He  may  not  be  able  to  express  all  he  is 
feeling  at  home  because  his  parents 
are  themselves  too  upset  and  sensitive. 
You  may  be  the  one  calm  and  caring 
person  in  whom  he  can  confide  his 
fears.  Be  honest  about  his  situation  but 
avoid  predictions  about  the  future. 


In  these  early  stages  of  RP  it  is 
important  to  avoid  unnecessary  empha- 
sis and  reference  to  blindness  and 
those  things  we  associate  with  blind- 
ness, such  as  braille,  white  sticks  and 
guide  dogs. 


© 


Avoid  discussing  the  student  and  his 
problems  over  the  'top  of  his  head'.  He 
needs  to  trust  you  and  not  feel  that 
people  know  more  than  he  does  about 
his  situation. 


© 


At  some  point  it  will  be  necessary  to 
explain  to  fellow  students  how  RP 
affects  vision.  Rather  than  dwelling  on 
thoughts  of  blindness,  give  them  prac- 
tical hints  on  how  best  to  communicate 
with  a  person  with  RP  vision,  e.g. 
standing  with  light  on  face;  keeping  in 
the  line  of  vision  and  indicating  when 
conversation  is  finished. 


This  article  is  extracted  from  a 
leaflet  prepared  for  teachers,  social 
workers  and  other  personnel  work- 
ing with  young  deaf  people,  to 
provide  advice  in  dealing  with  a 
young  person  diagnosed  as  having 
Usher's  Syndrome.  The  full  article 
and  other  information  and  advice, 
is  available  from  Mary  Guest  at 
SENSE,  311  Gray's  Inn  Road, 
London  WC1X8PT. 
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Regional  Reports 


Welsh  Region 

Over  the  years,  in  common  with  most  of  the 
people  involved  in  the  Association,  we  have 
given  a  great  deal  of  thought  to  the  future  of 
our  children  when  they  leave  school.  As  this 
time  draws  near  for  at  least  three  of  them,  it 
has  become  a  matter  of  urgent  concern. 
During  the  summer  we  decided  to  visit  two 
small  "homes"  where  two  of  our  older 
children  are  happily  settled. 

A  small  group  of  us  visited  one  of  the 
••Nimrod"  houses  in  Cardiff.  Here  Richard 
Courtney  has  been  living  in  his  own  area 
with  a  small  group  of  mentally-handicapped 
youngpeople,  caredforbyfull-timestaff.  He 
travels  daily  to  the  local  Adult  Training 
Centre,  and  goes  home  every  weekend. 
Although  there  are  problems  in  meeting  his 
particular  needs  in  the  group,  the  staff  have 
been  anxious  to  learn  about  the  problems  of 
the  deaf-blind,  and  especially  to  work  on 
increasing  his  ability  to  communicate. 

The  "Nimrod"  staffed  houses  seem  to 
be  an  ideal  provision  in  an  urban  area  where 
there  will  be  a  fairly  large  number  of 
mentally-handicapped  people,  and  the  re- 
sources to  adapt  housing  and  recruit  staff. 
In  rural  areas  there  are  different  problems, 
and  the  people  with  needs  are  scattered 
over  a  wide  area 

On  a  lovely  summer's  evening  Ken  and 
Julie  Fielding  took  us  to  visit  Debbie  in 
Bronllys  Hospital,  near  Brecon.  Here  in 
beautiful  countryside  a  large  bungalow  is 
"home"  for  seven  young  people  from  the 
Powys  area  A  small  enthusiastic  staff  looks 
after  their  needs  and  seems  to  occupy  them 
and  teach  them  everyday  skills.  Unfortu- 
nately frequent  staff  changes  mean  that  a 
structured  training  programme  is  not  possible, 
but  Debbie  has  made  some  progress  in  this 
family  unit,  which  isonly  nine  milesfrom  her 
home. 

We  were  impressed  by  the  happy 
"family  atmosphere  and  the  dedication  of 
the  staff  in  both  places.  As  we  all  know, 
routine  plays  a  vital  part  in  the  lives  of  our 
children  and  young  people,  and  we  felt  that 
a  structured  routine,  together  with  trained 
staff  who  are  aware  of  the  particular 
problems  of  the  deaf-blind  are  the  vital 


factors  involved.  When  these  needs  are  not 
met  in  a  small  house  group  situation,  a 
mixture  of  handicaps  does  not  seem  to  be  a 
disadvantage.  Indeed  it  has  been  suggested 
that  if  staff  had  good  training  in  the 
management  of  the  smaller  number  of  deaf- 
blind,  then  the  larger  group  of  mentally- 
handicapped  would  also  reap  the  benefit. 
We  would  be  interested  to  know  how  other 
parents  feel  about  this. 

With  these  visits  fresh  in  our  minds,  we 
invited  a  representative  from  Social  Services 
to  join  us  at  our  October  meeting.  Mrs 
Marion  Leach,  a  principal  officer  with  West 
Glamorgan  Social  Services,  was  anxious  to 
identify  the  particular  needs  of  the  small 
groups  of  deaf-blind  adolescents  in  the 
area,  and  she  has  assured  us  that  a 
consultative  group  will  be  set  up  so  that  the 
q  uestions  of  p  revision  can  be  sympathetically 
discussed.  Our  group  will  have  a  represen- 
tative on  this  committee. 

We  were  very  grateful  to  Norman  Brown 
and  to  Peter  and  Peggy  Freeman  for 
travelling  to  South  Wales  to  give  us  their 
support  and  the  benefit  of  their  experience. 
Although  we  realize  that  local  authorities 
cannot  make  lavish  promises  in  these  days 
of  financial  problems,  we  are  hopeful  that  a 
solution  will  be  found  to  enable  our  young 
people  to  live  happy,  fulfilled  lives,  and  to 
achieve  the  best  possible  degree  of  inde- 
pendence. 

Hazel  Benjamin 
8  Forest  View 
Cimla 
Neath 


We  need  to  know  more  about  the  facilities 
being  offered  to  our  members  in  all  parts  of 
the  country.  Are  there  any  other  parents,  or 
groups  of  parents,  who  could  follow  the 
example  of  the  Welsh  Region  and  look  into 
just  what  is  being  provided?  Let  us  know 
what  is  happening  in  each  area. 


Scottish  Region 

The  Scottish  Region  has  been  very  busy 
lately  and  we  are  all  certainly  finding  lots  to 
do.  We  enjoyed  the  Conference  very  much 
and  I  think  that  it  has  inspired  us  to  greater 
things.  We  tend  to  get  a  bit  isolated  in 
Scotland  so  it  was  nice  to  renew  old  friend- 
ships and  make  new  ones. 

We  have  some  new  members,  both 
parents  and  professionals,  and  while  we 
hope  to  be  a  help  to  them  we  are  also  sure 
that  they  will  be  an  asset  to  us.  We  have 
been  continuing  our  regular  meetings 
which  weall  find  helpful.  However,  whilewe 
will  still  have  these  just  for  parents,  we  also 
thought  that  it  might  be  useful  to  have 
speakers  along  from  time  to  time.  While  this 
will  obviously  help  to  improve  relationships 
with  doctors,  psychologists  etc,  we  do  feel 
that  discussion  groups  will  provide  a  very 
useful  source  of  information. 

Our  fund  raising  has  been  excellent 
lately.  This  is  partly  due  to  the  usual 
Christmas  interest  and  events  but  also  the 
Glasgow  Marathon.  We  had  several  runners 
and  their  combined  efforts  raised  in  the 
region  of  a  thousand  pounds,  with  money 
still  coming  in.  We  are  producing  our  own 
Xmas  Cards  again  this  year,  and  will 
probably  have  our  raffle. 

We  have  also  been  busy  considering 
the  proposed  new  constitution  which  will 
obviously  be  of  i  nterest  to  everyone.  We  are 
having  a  meeting  soon  to  discuss  it  and 
to  try  and  organise  ourselves  a  bit  more. 
We  have  worked  very  well  in  our  present 
format  for  a  long  time  now  but  with  new 
members  coming  in,  etc.  we  feel  that  we 
should  now  consider  all  the  jobs  we  have 
been  doing.  We  think  that  it  is  a  good  idea 
for  everyone  to  try  out  different  things  and 
the  constitution  gives  us  a  chance  to  think 
about  all  this. 

All  the  parents  and  children  seem  well, 
as  we  prepare  forthe  usual  round  of  parties 
in  the  festive  season.  I  shouldn't  call  them 
all  'children'  now  as  the  older  girls  are  very 
much  into  records  and  make-up. 

All  the  best  for  Christmas  and  1  985. 

Gillian  Morbey 
3  Kersland  Street 
Hillhead 
Glasgow 


Northern  Region 

The  Leicester  Conference  is  reported  on 
elsewhere  (see  page  1  7)  but  I  must  say  that 
there  seemed  to  be  a  good  sprinkling  of 
visitors  from  the  Northern  Region.  It  was 
very  enjoyable  to  see  so  many  of  them  there 
and  have  the  chance  to  get  together  and 
chat  Lets  hope  that  the  conference  is 
repeated  next  year  and  that  even  more 
people  can  make  the  journey.  For  all  those 
who  were  worriedabout  their  own  children,  I 
can  say  that  both  creches  were  extremely 
well  run  and  that  this  need  not  be  a  worry  in 
the  future. 

Two  pieces  of  good  news  to  report  on 
concerning  development  of  services  within 
the  Northern  Region.  Firstly,  SENSE  will  be 
employing  a  peripatetic  teacher  to  work  in 
the  North  from  September  1 985. 1  know  this 
'»  a  long  time  to  wait  but  at  least  the 
thought  that  things  are  spreading  north  at 
last  is  comforting.  This  appointment  should 
help  to  ensure  that  some  of  the  horror 
stones  of  the  past  should  not  have  to  be 


repeated  in  future  years  —  at  least  as  far  as 
the  education  of  the  younger  children  is 
concerned. 

Secondly,  there  is  news  of  a  Further 
Education  Centre  for  the  adult  deaf-blind 
which  is  to  be  based  at  Henshav/s  School 
for  the  Blind  in  Harrogate.  This  centre  is 
not  part  of  the  SENSE  organisation  but  there 
are  close  links  and  the  development  of  any 
such  establishment  within  the  North  is  an 
encouraging  sign.  The  Unit  will  be  small  to 
start  with,  but  hopefully  in  time  it  will  expand 
and  will  provide  a  valuable  resource  which 
may  prove  useful  to  parents  in  the  North. 

This  has  not  been  a  good  time  for 
meetings,  and  I  am  aware  that  in  a  region  as 
large  as  this  one  there  is  a  constant  problem 
with  communication  between  members. 
Consequently,  I  think  that  a  news-sheet 
may  be  a  good  idea.  This  would  not  attempt 
to  rival  this  magazine  but  would  rather  be  a 
local  information  news-sheet  which  would 
be  easy  to  prepare  and  to  distribute  to 
Northern  members.  Itssuccessdependson 
your  contributions.  So  anything  that  you 


want  to  write,  send  to  me  and  when  there 
is  enough  to  produce  something  then  it  will 
be  sent  to  everyone.  Anything  is  suitable; 
local  events,  child  reports,  complaints, 
congratulations,  problems  that  you  have 
had  -  someone  may  have  the  solution.  It 
would  be  especially  nice  to  hear  from  new 
members.  The  first  copy  will  be  the  most 
difficult  one  but  after  that,  hopefully,  the 
news-sheet  will  be  self-perpetuating. 

Please  help  with  this  effort  as  it  may 
prove  to  be  really  useful.  Only  as  useful  as 
you  makeitthough.  I  lookforward  to  hearing 
from  you. 

Finally,  Nancy  and  Peter  Webster  have 
just  had  a  mobility  allowance  claim  turned 
down.  I  am  sure  that  they  would  like  to  hear 
from  anyone  else  who  has  been  through  the 
procedure.  Their  address  is:  'Les  Croix',  35 
Burleyfield Close,  Pinders  Heath,  Wakefield. 

Bob  Snow 

1 1  Elvington  Street 

Fulwell 

Sunderland 


28 


London  Region 

The  most  recent  of  ourtwomonthly  parents' 
meetings  was  organised  to  take  place  just 
after  the  SENSE  Conference  to  give  those 
parents  who  had  not  managed  to  attend  the 
Conference,  a  chance  to  find  out  at  first 
hand  the  experiences  of  those  who  had. 

It  emerged  that  the  Conference  had 
been  an  enormous  success,  and  those  who 
had  not  attended  it  had  missed  a  great  deal. 

The  informal  discussions  between  the 
parents  during  the  meeting  revealed  that,  in 
spite  of  their  children's  different  age  groups, 
ranging  from  pre-school  to  adult,  they  all 
found  the  atmosphere  of  the  meeting  con- 
structive. Everybody  left  the  meeting  with  a 
positive  attitude  and  a  sense  of  achieve- 
ment. 

It  also  emerged  from  the  discussion 
that  there  are  a  few  topics  that  particularly 
interest  the  parents  of  the  London  Region. 
We  shall  try  to  concentrate  on  these  topics 
at  future  meetings,  starting  with  'The 
Handicapped  Child  in  the  Family'  at  our  next 
meeting  on  18th  November. 

Don't  forget  our  Xmas  party  which  will 
be  on  8th  December  at  the  Family  Centre. 
All  are  welcome,  especially  those  accom- 
panied by  a  bottle! 

Gilda  Avanessian 
25a  The  Ridings 
London  W5 


Eastern  Region 

Mrs  Warraker,  our  Chairman,  was  pleased 
to  welcome  Norman  Brown  and  a  new 
member,  Mrs  Gibbs,  to  our  meeting  on  4th 
November.  Most  of  our  members  were  able 
to  attend  and  Norman  talked  to  us  about  his 
visits  to  some  of  our  other  regions,  and  how 
our  organisation  could  change.  Already  in 
the  Eastern  Region  there  was  hope  for  two 
smaller  branches  to  develop,  though  the 
Eastern  Region  would  continue  to  meet  at 
Chelmsford  about  three  times  a  year.  The 
next  meeting  will  be  in  March  1  985. 

We  had  a  very  interesting  discussion 
about  the  difficulties  of  integrating  children 
with  special  needs  into  ordinary  schools. 
The  meeting  had  doubts  about  this  working 
well  especially  in  very  large  comprehensive 
schools. 

The  meeting  ended  with  our  usual 
'Bring  and  Buy. 

Elizabeth  Royle 
The  Lanterns 
Church  Lane 
Playford 
Ipswich 
Suffolk 


Review 


*  After  Fm  Gone' 

Gerald  Sanctuary 


Any  book  written  to  answer  questions  can 
be  valuable  to  the  questioners,  but  this 
particular  book  voices  many  of  the  fears 
which  lie  behind  the  questions,  and  also 
gives  practical  answers  to  some  of  them.  It 
states  very  clearly  the  options  open  to 
parents,  and  the  various  ways  in  which  they 
can  benefit  their  handicapped  child  if  they 
start  early  enough.  This  aspect  of  parental 
responsibility  is  emphasized  throughout 
the  book,  with  sad  case  histories  of  parents 
who  have  for  various  reasons  left  it  too  late 
to  make  provision  for  the  child  they  have  so 
lovingly  cared  for,  and  the  book  is  a  plea  to 
everyone  of  us  to  start  now  in  thin  king  of  the 
future. 

In  the  chapter  "A  Style  of  Life",  the 
dilemma  which  arises  between  the  "rights" 
of  the  handicapped  person  and  those  of 
his/herparentswhichisthecaseofsomany 
problems,  is  discussed  fully,  as  is  the 
question  of  dependence  and  over-protection 
for  too  long  a  period.  "Legal  Rights" 
attempts  to  sort  out  the  tangle  of  allowances, 
benefits,  rebates  and  pensions  to  which  our 
children  may  be  entitled.  The  word  "entitle- 
ments" in  fact  isthemostaccurate,  because 
their  disability  entitles  them  to  this  money 
as  compensation  for  normal  earnings  for 
normal  work.  Within  this  chapter  is  a 
sensible  suggestion  that  it  might  be  helpful 
to  fill  in  a  check-list  of  your  child's 
disabilities  (available  from  the  Disability 
Alliance),  before  examinations  take  place 
for  the  Attendance  Allowance,  so  that  no 
aspect  of  help  needed  is  forgotten. 

The  chapter  on  Services  -  statutory 
services  as  published  by  local  authorities - 
makes  it  clear  that  the  onus  is  on  parents  to 
find  out  what  is  available,  they  must  keep  on 
asking,  as  they  will  not  be  offered  services 
except  in  very  rare  cases,  and  a  phrase, 
"Parents  working  together  can  remind  the 
authorities  of  their  legal  obligations",  strikes 
a  chord  in  the  history  of  our  Association. 

The  section  on  Assessments  I  felt  was 
rather  too  optimistically  presented,  with 
Multi-Disciplinary  Centres  mentioned  as  a 
usual  facility,  rather  than  the  rarity  that 
they  unfortunately  seem  to  be. 

The  welfare  chapter  really  echoes  so 
many  of  the  complaints  we  have  been 
voicing  over  the  years.  The  fact  that  the 
representatives  of  various  disciplines  some- 
times seem  to  be"at  loggerheads  with  other 
statutory  workers"  and  may  indeed  be 
unaware  of  the  work  of  others,  causing 


Telephones 


British  Telecom  have  produced  a  new  push- 
button telephone  which  seems  very  suitable 
for  partially-sighted  people.  Called  the 
Jumbo  Phone,  it  has  enormous  buttons, 
with  large  clear  labelling.  It  works  in  exactly 
the  same  way  as  a  normal  table  top  phone, 
and  costs  around  £60. 


bewildered  parents  to  "band  together  to 
share  information"  andtodiscoverthatthey 
are  "as  well  or  better  informed  than  the 
statutory  officials  themselves",  added  to  the 
relative  impermanence  of  many  social 
workers,  is  not  news  to  us,  but  perhaps  it 
may  be  listened  to  with  more  interest  from 
the  pages  of  a  book  such  as  this. 

The  seven  case  histories  which  follow 
are  realistic  statements  of  what  can  actually 
happen  if  situations  are  allowed  to  drift  on 
u  ntil  wrong  and  u  nnecessary  placements  are 
made  by  authorities  and  are  found  to  be 
irreversible.  This  leads  on  to  the  necessity 
for  obtaining  good  advice  and  not  relying  on 
the  "if  I  were  you"  or"someone  told  me"  type 
of  comment;  having  found  your  expert  (and 
there  are  some  helpful  lists  at  the  end  of  the 
book)  a  sensible  bit  of  advice  is  to  write 
down  both  your  questions  and  their  answers, 
rather  than  relying  on  memory  at  a  time 
when  you  are  perhaps  a  trifle  tense. 

Action  arising  from  such  advice  is 
contained  in  an  immensely  helpful  chapter 
on  Wills,  Trusts  and  Property;  this  is 
impossible  to  summarise,  but  the  case 
histories  interwoven  into  the  family  technical 
language,  make  it  extremely  readable  and 
valuable.  Surprisingly  enough  a  point  that 
arises  isthat  it  may  be  betterf  or  parents  not 
to  leave  money  to  their  children  as  this  may 
possibly  prejudice  his  or  her  entitlements. 

"A  Place  to  Live"  lists  clearly  the  many 
alternatives  with  their  advantages  and  dis- 
advantages, including  some  of  the  privately- 
run  communities  such  as  the  Home  Farm 
Trust  and  Care,  whose  costs  range  from 
£1 50  to  £200  per  week.  There  is  also  the 
Mencap  Homes  Foundation,  though  I  am 
doubtful  if  this  would  be  an  option  open  to 
our  deaf-blind  young  people.  The  final 
chapter,  options  and  solutions,  is  also 
Mencap  orientated.  Theappendicestohelp 
solicitors  with  specimen  clauses  for  Wills  and 
Trusts,  with  notes  on  statutes,  regulations 
and  decided  cases,  finishing  with  recom- 
mended publications  and  addresses. 

Though  largely  concerned  with  the 
mentally  handicapped  because  of  Gerald 
Sanctuarys  work  with  Mencap,  the  book 
shows  clearly  that  many  of  the  problems  of 
his  clients  are  common  to  all  handicapped 
people,  and  one  is  struck  by  the  fact  that  so 
much  of  what  he  says  applies  equally  to  our 
deaf-blind  children.  "After  I'm  Gone"  will  be 
of  great  help  and  comfort  to  many  of  our 
families,  and  especially  those  of  us  facing 
parting  with  our  treasured  children,  trying  to 
show  what  Cecil  Day  Lewis  so  perfectly 
expressed  as  "the  love  that  manifests  itself 
in  letting  go". 


Margaret  Brock 


After  I'm  Gone  -  what  will  happpn  to  my 
handicapped  child?  Gerald  Sanctuary. 
Mencap  Bookshop,  123  Golden  Lane. 
London  EC1Y0RT.  Price  £5.95. 
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Members'  News 


As  part  of  the  Rubella  Campaign,  many  parents  of  rubella  children  have  written 

short  'life-histories'  for  us  to  present  to  the  professionals  involved  in  the 

campaign.  This  has  helped  greatly  to  put  the  human  side  of  the  story— the  parents' 

view. 
Our  first  three  'Members  News'  items  in  this  issue  are  extracted  from  these  life 

histories. 


Robert  Beattie 

Robert  was  born  on  the  5th  Decembe, 
1 978,  a  victim  of  a  German  Measles 
epidemic. 

At  birth,  Robert  was  small  and  a  rash 
appeared  over  his  face.  Rubella  syndrome 
was  soon  suspected  but  no  explanation  of 
the  effects  of  this  syndrome  was  given  by 
paediatrician  or  nurses,  and  since  his  eyes 
were  clear  and  his  heart  was  not  obviously 
involved,  we  were  told  that  Robert  was 
probably  one  of  the  lucky  ones  who  wasn't 
affected.  On  this  happy  note  we  left 
hospital,  but  the  next  3-6  months  were  a 
gradual  downward  slide.  On  each  visit  to  the 
hospital  we  were  told  of  something  else  that 
was  wrong,  but  we  still  had  no  full  picture  of 
the  syndrome. 

At  three  weeks  feeding  problems  forced 
admission  to  hospital.  Here  cataracts  and  a 
patent  ductus  arteriosus  were  diagnosed. 
An  emergency  transfer  to  Birmingham 
Children's  hospital,  consent  forms  signed 
for  tests  and  surgery  seemed  to  be  taking  us 
further  down,  but  a  spark  of  hope  appeared 
when  his  patent  duct  closed  spontaneously 
over  a  weekend,  confounding  not  only  us 
but  the  consultant  too.  All  the  time  a  hearing 
loss  was  suspected  but  never  really  tested 
for  or  specified,  until  at  one  of  the  many 
hospital  appointments  later,  a  Doctor  casu- 
ally dropped  the  statement  "of  course  you 
realise  he's  deaf. 

Feeding,  always  a  problem,  became  so 
acute  at  three  months  that  he  was  re- 
admitted to  hospital.  In  two  weeks  he  had  put 
on  onlysix  ounces  and  wasfretful.  This  was 
the  worst  period  of  our  life  with  Robbie. 
Unfortunately  he  entered  hospital  with  the 
label  "Rubella  Syndrome"  and  this  coloured 
his  whole  treatment,  so  instead  of  treating 
him  as  a  "failure  to  thrive"  he  was  put  on 
phenobarbitone,  since  his  crying  must  be 
due  to  "cerebral  irritation  and  not  dis- 
comfort or  hunger".  All  this  succeeded  in 
doing  was  sedating  him  so  he  was  too 
sleepy  to  feed.  Also  during  this  time 
comments  were  made  that  he  was  not  yet 
smiling,  but  we  had  seen  him  smile 
frequently  at  special  visually  attractive 
toys,  but  this  was  dismissed  as  "Mother 
says",  and  only  when  an  SEN,  trapped  in 
the  room  by  the  ward  round,  said  she  had 
also  observed  him  smile,  was  it  noted  as  a 
fact.  It  was  during  this  period  too  that  a 
Doctor  said  "Of  course  you  can  see  that 
he's  severely  mentally  retarded  with  his 
head  hanging  back  like  that".  This  was 
about  the  worst  comment  ever  made  to  us 
as:- 

aj  We  didn't  even  realise  at  the  time  that  the 
virus  could  cause  mental  handicap, 
b)  No  account  was  taken  of  his  weakened 
state,  cataracts  and  the  fact  that  the  lights 
and  windows  were  always  above  and 
behind  him. 

O  We  knew  we  had  seen  him  hold  and 
control  his  own  head. 

This  nightmare  lasted  three  weeks,  at 
the  end  of  which  time  the  consultant  said 
"Mrs  Beattie,  would  you  like  him  home,  you 
seem  to  be  able  to  manage  him  better  than 


us".  He  had  put  on  onlysix  ounces  in  three 
weeks!! 

Once  home  we  followed  our  own 
instincts,  giving  him  some  solids  which  he 
would  take  and  baby  milk  which  he  wouldn't. 
It  was  at  this  point  that  we  had  the  best  help 
offered  us  so  far.  The  health  visitor  at  our 
local  clinic,  knowing  I'm  sure  nothing  what- 
soever about  the  implications  of  Rubella 
Syndrome,  said  "He's  too  small  and  too 
young  for  solids  but  he  hasn't  read  the 
books,  so  if  he'll  take  it  give  it  to  him.  Go  to 
total  mixed  feeding  and  only  stop  giving  it  to 
him  when  you  get  total  rejection.  He  needs 
the  food".  This,  combined  with  a  fluke  that 
meant  he  had  a  bottle  of  cow's  milk  given 
instead  of  baby  milk,  gave  us  a  happy, 
contented  and  chubby  baby.  The  consul- 
tant's words  are  still  imprinted  on  our  brain 
when  1 0  days  after  discharge  we  took  him 
back  to  the  clinic  and  he  said  "What  have 
you  done  to  him!  This  isn't  the  child  I  dis- 
charged". Silence  greeted  our  explanation. 
One  positive  side  effect  was  that  we  were 
listened  to  and  the  derogatory  words 
"Mother  says"  were  not  used  again.  As  a 
postscript  to  this  interlude  it  should  be 
noted  that  Robbie  has  proved  that  he  is  not 
severely  mentally  retarded,  and  at  a  clinic 
visit  when  he  was  about  4'/2  years  old  the 
Doctor  said  of  him  "He  still  holds  his  head 
back,  but  we  know  that's  just  Robbie,  don't 
we?". 

From  this  point  life  got  easier  and  more 
positive.  At  eight  months  he  had  the  first  of 
his  five  cataract  operations  and  was  fitted 
with  soft  contact  lenses.  At  one  year  the 
audiologist  got  him  a  baby  Phonic  Ear 
hearing  aid,  the  peripatetic  teacherf inished 
visiting  the  home,  and  we  went  once  a 


week  to  the  Parents  Advisory  Clinic 
Robbie  d  id  his  first  week's  assessment,  the 
cardiologist  said  "See  you  in  a  year  am 
we'll  probably  discharge  you". 

This  sounds  very  disjointed  and  it  was 
At  no  time  did  we  have  any  counselling,  nc 
one  explained  the  ramifications  of  Rubell? 
Syndrome  and  there  was  little  communica 
tion  between  these  professionals,  most  o 
whom  freely  admitted  they  had  neve 
treated  a  Rubella  child.  Again  the  positive 
side-effect  was  that  we  were  ignorant  o 
problems  that  could  arise.  When  our  friends 
children  of  the  same  age  started  drinkinc 
out  of  a  cup  we  expected  Robbie  to  do  so  a; 
well  (many  Rubella  children  still  cling  to  c 
bottle  at  three,  four  orf  ive  years).  When  the; 
went  onto  lumpierfood,  so  did  Robbie(som< 
Rubella  children  are  still  on  pureed  tc 
mashed  food  at  five  or  beyond).  When  the1, 
were  encouraged  to  walk  so  was  Robbie  sc 
that  by  2-2V2  years  he  was  very  mobile.  Ou 
ignorance  didn't  allow  us  to  think  tha 
hearing  or  sight  problemsshould  affect  hi! 
mobility! 

Life  carried  on  reasonably  uneventfully 
Robbie  is  a  happy  child  whom  we  love 
dearly.  He  is  socially  acceptable,  and  witf 
the  strong  support  of  a  very  good  family  anc 
friends  we  are  able  to  lead  a  very  full  life  as  < 
family.  There  were  still  many  trips  tc 
hospital,  sometimestwoorthreeaweekfo 
check-ups,  new  lenses,  new  ear  moulds  etc 
but  no  more  heart-breaking  disappointments 
such  as  those  that  we  had  faced  in  the  firs 
few  months  of  his  life. 

After  assessment  Robbie  was  placed  ir 
the  nursery  department  of  a  local  ESr> 
school.  To  begin  with  we  were  extremely 
disturbed  about  this,  but  with  no  othe 
knowledge  we  had  to  accept  it.  However 
experienced  help  was  at  hand,  we  found  ou 
about  SENSE,  and  were  visited  by  Lind} 
Wyman  who  talked  to  us  and  advised  us 
The  school  also  welcomed  the  advice,  since 
Robbie  was  the  first  deaf-blind  child  the} 
had  encountered.  Following  these  visits 
and  reassurances  about  the  school,  we  now 
realise  what  a  good  one  it  has  been  for  his 
early  years.  He  has  progressed^  in  mos' 
areas  slowly  but  steadily  and  is  now 
prepared  to  sit  and  be  taught.  However  the 
main  problem  is  our  frustration  at  beinc 
unable  to  communicate  with  each  other.  We 
and  the  school  have  tried  to  initiate  z 
signing  programme  but  this  is  slow  tc 
progress  as  the  school  is  really  an  ora 
school  and  we  are  an  oral  family. 

Robbie  will  be  6V2  years  old  by  the  enc 
of  this  school  year  and  too  old  for  the 
nursery.  No  way  will  he  be  able  to  fit  in  to  the 
older  classes  so  we  have  once  agair 
reached  a  crossroads.  Robbie  needs  a 
signing  school  and  one  where  they  appreci- 
ate and  can  cope  with  the  limitations  ol 
sight  as  well  as  deafness.  Coventry  has  nc 
such  school.  I n  fact  there  appears  to  be  only 
one  deaf/blind  unit  in  the  Midlands  and  this 
is  not  within  easy  reach.  So  the  question  we 
are  faced  with  is  "what  next?" 

Margaret  and  Ian  Beattie 
6  Hexby  Close 
Coventry 
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Chris  Hutton 

Chris  was  born  by  caesarean  section  after 
a  long  and  difficult  labour.  He  was  immedi- 
ately put  into  an  incubator  because  of  a 
blood  disorder.  Chris  also  had  a  sticky  left 
eye.  After  a  week  an  eye  specialist  was 
called  in.  He  diagnosed  a  cataract  in  the 
left  eye  which  was  also  smaller  than  his 
right  eye.  As  there  was  no  history  of  cata- 
racts in  the  family  more  tests  were  carried 
out.  After  much  discussion  it  was  discovered 
that  I  had  had  German  measles  during  the 
first  few  weeks  of  pregnancy. 

Chris  was  nearly  three  years  old  when 
we  first  went  to  see  Professor  Taylor  at 
Manchester  University.  He  confirmed  his 
problem  as  being  deafness  and  not  dys- 
phasia. Shortly  after,  Chris  received  his  first 
hearing  aid  and  not  long  afterwards  started 
to  say  a  few  simple  words. 

At  the  age  of  three  he  began  to  attend 
an  Assessment  Centre  at  Wrexham.  Two 
years  later,  aged  five,  he  went  to  the  Ewing 
School  at  Manchester.  He  went  on  a 
Sunday  and  returned  on  a  Friday  night. 
Chris  cried  and  fretted  a  lot  during  his  two 
years  there  but  each  weekend  he  came 
home  he  could  say  a  few  more  words. 

At  the  age  of  seven  Chris  went  to  school 
in  a  Partial  Hearing  Unit,  again  at  Wrexham, 
and  acquired  a  second  hearing  aid  with 
even  stronger  amplification. 

While  Chris  had  been  attending  various 
places  with  his  hearing  problems  he  was 
also  attending  appointments  for  his  sight. 
The  cataract  was  removed  in  Manchester 
Royal  Eye  Hospital  and  he  now  wears  a 
contact  lens  and  glasses.  However  there  is 
still  no  sight  in  his  left  eye  and  he  also  has 
some  damage  behind  his  right  eye  which  is 
stable  at  the  moment. 

Chris  copes  with  everything  quite  well 
although  it  can  take  quite  some  time  for  him 
to  do  everyday  things  like  tying  his  shoe 
laces.  His  biggest  achievement  to  date  is 
learning  to  swim  with  the  help  of  a  private 


teacher.  He  loves  swimming  and  has  no  fear 
of  the  water  at  all. 

We  have  always  tried  to  treat  Chris  as 
normal  as  possible:  he  doesn't  get  treated 
any  differently  from  his  sister  Sarah,  who  is 
eight  years  old.  Sarah  helps  him  in  many 
ways  and  sometimes  he  will  take  more 
notice  of  her  than  he  will  of  us.  Chris  still  has 
some  problems  especially  at  night.  He 
never  sleeps  through  the  night.  He  wakes  a 
few  times  and  rocks  from  side  to  side, 
singing,  so  he  wakes  the  rest  of  the  family 
u  p.  We  also  have  wet  beds  from  time  to  time. 


We  have  been  told  he  will  grow  out  of  these 
conditions  so  we  just  have  to  persevere. 
The  biggest  problem  besides  medical  ones 
is  the  fact  that  Chris  has  no  friends  at  home 
of  his  own  age,  so  he  spends  most  of  his 
time  playing  in  his  bedroom  or  playing  with 
his  younger  cousins. 


Jack  and  Karen  Hutton 
1 3  St  David's  Drive 
Connah's  Quay 
Deeside,  Clwyd 


Miriam  Daly 

Miriam  is  2 1  years  old  now,  and  has  been  in 
my  care  since  she  was  1 8  months  old,  first  in 
a  residential  nursery  setting  and  fostered 
from  the  age  of  seven  when  I  moved  to  a 
new  job.  She  was  said  to  be  blind  and  deaf 
and  never  likely  to  achieve  much.  She 
rarely  slept,  and  eating  was  a  major  prob- 
lem. By  the  time  she  was  2V2  years  of  age, 
she  could  sit  without  support  and  walked 
when  she  was  four  years  old. 

When  Miriam  was  nearlysix,  shewentto 
Pathways  and  remained  until  she  was  1 1  Vi. 
She  then  attended  a  small  Autistic  Unit  and 
from  there,  moved  to  a  new  school  for 
handicapped  children  at  Hillingdon,  coming 
home  weekends  and  holidays. 

As  there  are  only  the  two  of  us,  I  have 
been  able  to  give  a  lot  of  time  to  her.  She  has 
progressed  well;  she  is  very  good  at  self- 
care;  can  wash  and  dress  and  wash  her  hair 
unsupervised.  Miriam  eats  well  now,  but  her 
tastes  are  typical  of  Rubella  children. 

Miriam  attends  a  local  Adult  Training 
Centre  and  enjoys  this,  tackling  any  new  job 
she  is  given.  She  is  very  demanding,  and 
this  often  leads  to  bouts  of  aggression  and 
bad  temper  -  these  occurring  mostly  at 
home.  Lack  of  communication  is  a  very  big 
problem  with  her. 


Miriam  on  the  beach. 

However,  she  does  have  a  sense  of 
humour,  and  we  have  a  good  relationship 
and  understanding  of  each  other.  She  is 
excellent  company  when  in  a  good  mood. 
Joan  Wheeler 
8  Nairn  Court 
Bletchley 
Milton  Keynes,  MK3  7SY 


Paul  Wilding 


I  have  notwrittenanythingforthe  Newsletter 
since  1975  so  I  will  just  recap  what's 
happened  to  Paul  over  the  years. 

Paul  is  aged  19,  and  Rubella  handi- 
capped. He  is  registered  blind,  and  has  no 
speech.  He  went  to  the  Mary  Sheridan  Unit 
at  Borocourt  Hospital  from  1970  to  1976, 


then  came  home  and  attended  an  ESN(S) 
school  daily.  In  1980  he  left  school  and 
started  in  the  Special  Care  Unit  of  the  local 
Adult  Training  Centre. 

Although  Paul  received  the  best  help 
available,  it  was  not  the  right  kind,  and  I  feel 
that  this  resulted  in  Paul's  behaviour  being 
so  difficult  to  cope  with.  However,  after  a  lot 
of  difficulties  and  near  nervous  breakdowns, 


Paul  and  friends. 


having  Paul  home  to  live  instead  of  a 
hospital  placement  makes  me  wish  I  had 
made  the  decision  to  have  him  home 
sooner. 

Since  coming  home,  and  in  the  last  two 
years,  Paul  hasmadegreatstridesall  round. 
He  is  much  happier  and  has,  to  a  great 
extent,  learned  to  control  his  tantrums.  He 
is  very  affectionate  and  copes  very  well  with 
changes  of  routine. 

It  amazes  and  annoys  me  that  at  the 
Training  Centre  he  is  so  capable,  while  at 
home  he  is  so  helpless! 

It  is  sad  to  think  that  Paul  is  only  now 
ready  to  benefit  from  an  education  that  for 
one  reason  or  another  has  always  eluded 
him,  yet  now  he  can't  have  it.  If  only  the 
powers  that  be  could  understand  this,  I 
know  that  given  the  opportunity  he  could 
make  much  more  progress. 

I  am  now  trying  to  get  some  relief  care; 
not  easy  as  apparently  the  fact  that  he  is  in  a 
Special  Care  Unit  automatically  bars  him 
from  any  hostel- a  very  unfairsystem.  I  have 
been  told  that  they  may  be  able  to  provide  a 
foster  family  for  short  spells;  any  kind  of  help 
would  be  appreciated. 

Chris  Wilding 
39  Temple  Drive 
Nuthall 
Nottingham 


31 


Karl  Fellowes 


Karl  Fellowes 

It  is  2\i  years  since  I  sent  in  a  report  about 
Karl.  I  suppose  that  in  some  ways  it  has 
been  "No  news  is  Good  News",  as  Karl  has 
slowly  progressed  during  this  time.  He  has 
passed  smoothly  from  a  boy  into  a  young 
man,  and  will  be  1 7  years  old  in  December. 
I  think  one  of  the  greatest  improve- 
ments has  been  that  Karl  has  shown  a 
desire  to  learn  and  want  to  do  things,  even 
though  his  ability  to  achieve  is  limited.  I 
believe  we  can  rightly  say  that  there  are  very 
few  things  we  have  to  do  for  him,  buttons 
and  zips  being  one  thing  he  has  great 
difficulty  with.  His  signing  is  primitive, 
because  of  his  m  ild  spasticity,  but  we  get  by 
and  he  uses  his  intelligence  quite  well.  He 
will  get  his  own  supper,  make  his  own  coffee 
etc  and  makes  life  a  lot  easier  for  me  when 
he  is  home,  fetching  and  carrying,  especially 


the  Hoover.  I  look  back  and  recall  the  days 
when  I  thought  he  would  hardly  do  anything. 

Because  of  Karl's  improvement  we 
decided  on  a  holiday  in  Jersey  this  year, 
choosing  a  fairly  large  hotel.  He  really  was  a 
credit  to  us  and  we  all  had  a  fabulous  time. 
We  were  quite  surprised  that  he  settled 
down  so  well  on  the  ferry  and  slept  most  of 
the  time. 

Obviously  over  the  past  two  years  we 
have  been  thinking  of  Karl'sfuture,  together 
with  the  School  and  Social  Services  Depart- 
ment. In  view  of  the  impending  closure  of 
the  Newcastle  Unitweknewthatsomething 
would  have  to  be  done  this  year,  and  Karl's 
acceptance  at  Poolemead  hopefully  ensures 
an  ongoing  structure  towards  his  indepen- 
dence of  the  next  few  years. 

It  will  be  a  job  to  get  used  to  the  half  hour 
journey  to  Bath,  after  our  long  trip  to 
Newcastle,  but  Karl  left  behind  a  lot  of  good 
friends.  They  have  been  very  good  years 
and  happy  ones  for  us  all  as  a  family.  As  Karl 
only  started  at  Poolemead  on  September 
1 0th  it  is  very  early  days,  but  he  appears  to 
have  settled  well,  and  after  a  weekend  at 
home  he  returned  very  contentedly.  In  fact 
on  arrival  he  dashed  off  to  his  Unit  leaving 
me  standing.  He  did  pause  by  the  dining 
room  hatch,  saw  it  was  closed  so  made  for 
his  room  and  started  unpacking. 

I  must  admit  I  found  his  admittance  to 
Poolemead  a  traumatic  experience,  and  I 
think  other  parents  of  older  youngsters  will 
know  what  I  mean.  Suddenly  you  have  to 
face  the  fact  they  are  not  children,  and  in  the 
same  way  as  your  children  without  handi- 
caps leave  for  University  or  the  like  and 
have  virtually  flown  the  nest,  so  our  less  able 
children  also  have  the  right  to  do  the  same, 
but  I  can  assure  you  it  is  not  easy  to  accept. 

Having  tried  since  1977  to  obtain 
Mobility  Allowance  for  Karl,  with  all  the 
hassle  of  Tribunals  etc.  our  fourth  attempt 
has  eventually  paid  off  and  Karl  has  now 
been  awarded  it  until  theyear2045!!  Maybe 
this  will  give  other  parents  encouragement 
to  keep  trying. 

I  think  Karl  amazed  quite  a  few  people 
during  our  Annual  Village  Flower  Show 
when  I  spent  two  hours  washing  a  never 
ending  flow  of  cups  and  saucers,  and  Karl 
stood  at  my  side  and  wiped  and  stacked  his 
share  for  the  same  length  of  time.  You  can 
bet  I  felt  mighty  proud  of  him. 

Best  wishes  to  all. 

Mollie  Francis 
27  Blind  Lane 
Southwick 
Trowbridge 
Wilts 


Clare  Jones 

Clare  is  now  1  5  years  old  and  is  attending 
'Pathways'  Deaf  Blind  Unit  at  Shrewsbury" 

Reflecting  back  over  the  1 5  years  I  fee 
that  the  first  three  were  the  most  traumatic 
and  difficult.  Little  was  known  about  Rubelle 
then,  and  there  was  very  little  help  forth- 
coming. All  our  knowledge  came  from  the 
few  books  that  we  were  able  to  obtain. 

Fortunately  as  we  are  a  close  knit  family 
we  were  able  to  call  upon  help  from  oui 
immediate  family.  Our  son  Philip,  who  is  1 6 
years  old  and  studying  for  his  BA  degree 
was  proud  of  his  little  sister,  and  we  feel  thai 
her  handicaps  in  no  way  affected  him. 

Clare,  despite  her  visual  and  auditory 
handicaps,  is  a  very  quiet,  happy  and  pretty 
young  lady.  She  continues  to  make  gooc 
progress  thanks  to  the  marvellous  staff  al 
'Pathways'.  We  are  able  to  communicate 
with  her  through  sign  language. 


Clare  with  her  Dad 


Clare  will  be  leaving  school  in  a  fev* 
years  time  and  the  outlook  is  very  bleak,  but 
we  are  hoping  that  West  Glamorgan  will 
introduce  the  Nimrod  Scheme  (see  page 
28)  which  has  proved  to  be  an  outstanding 
success  in  South  Glamorgan. 


Dorothy  Jones 
10  Heol  Caredig 
Tonna 
NEATH 


Matthew  Hannah 

Matthew  is  now  10V2  years  old.  He  is 
profoundly  deaf,  partially  sighted,  has  heart 
and  kidney  lesion  and  was  born  with  a  hare 
lip  and  cleft  palate  which  was  repaired  when 
Matthew  was  four  months  old.  We  were  told 
that  Matthew  had  brain  damage  and  would 
spend  his  life  as  a  vegetable,  but  his 
progress  is  incredible  and  the  brain  damage 
is  m  doubt.  We  were  told  Matthew  is 
handicapped  because  I  contracted  Rubella 
in  early  pregnancy. 

The  best  thing  we  have  done  for 
Matthew  was  to  let  him  go  to  the  Royal 
School  for  the  Deaf,  Exeter,  where  he  is  a 
boarder.  It  broke  my  heart  the  first  day  I  put 
him  on  the  school  coach  But  now  I  know  it 
was  the  best  thing,  for  he  has  improved  in 
every  way  possible  and  is  so  happy  at 
■//■'/> 


Matthew  Hannah 


He  has  been  there  for  three  years  now, 
We  can  never  praise  the  staff  enough  for 
their  patience  and  dedication. 

The  problem  we  have  now  is  thai 
Matthew  will  poke  things  in  his  ears. 
Recently  a  piece  of  straw  was  removed 
under  anaesthetic;  at  other  times  cotton 
wool,  paper,  and  foam  rubber  have  been 
removed.  Matthew  has  given  us  heartache, 
worry,  sleepless  nights  and  hours  spent  al 
hospitals,  but  we  feel  privileged  and  proud 
to  have  such  a  special  son. 


Mrs  L  Hannah 

29  Stone  Barton  Close 

Plympton 

PLYMOUTH 

Devon 


32 


Anneke  Scholten 

Two  years  have  elapsed  since  I  last  made  a 
report  on  our  Anneke;  two  years  which  have 
seen  her  change  from  a  child  to  a  young 
woman  physically.  This  is  quite  a  transition, 
but  with  the  help  of  the  multiply- handicapped 
unit  at  the  Royal  School  for  Deaf  Children  in 
Margate,  she  has  accepted  it  and  copes 
very  well  with  her  periods.  She  signs  to  the 
world;  "something  is  private,  down  there"! 
Her  main  grievance  is  that  for  one  week  in 
four  she  is  unable  to  partake  in  school 
swimming  lessons,  since  she  loves  these, 
and  is  very  gradually  gaining  confidence 
and  skills.  She  still  requires  the  help  of  a 
float,  but  is  happy  now  to  be  alone  in  the 
water,  not  scrabbling  to  get  arms  and  legs 
locked  firmly  round  the  nearest  human! 

Both  last  year  and  this  we  went  to 
Holland  for  our  holidays,  exchanging  houses 
with  a  relation  lastyear.  This  was  marvellous, 
we  had  the  run  of  their  huge  house  together 
with  drum  kit  in  Anneke's  bedroom  and  a 
football  pitch  for  a  garden.  I  was  able  to 
keep  up  with  the  washing  and  we  had  great 
fun  exploring  the  shelves  in  the  local 
supermarket.  This  year  we  were  away  from 
the  rural  side  with  all  its  windmills,  dykes, 
bikes,  clogs  and  cows;  we  had  attic  rooms  of 
another  relation  in  Haarlem,  right  in  the  hub 
of  things  and  we  visited  all  the  tourist  spots. 
Anneke  didn't  think  too  much  of  the 
Museums  but  enjoyed  boat  trips  on  the 


Anneke  enjoying  the  trampoline. 

canals-she  loves  movement.  Herfavourite 
day  was  spent  at  'Europe's  largest  Play- 
ground' which  boasted  2,500  items;  the 
biggest  giggles  came  from  the  trampoline. 
The  long  beautiful  stretches  of  golden  sand 
were  another  favourite.  Anneke  liked  to 
write  her  name  on  the  firm  flat  sand,  and  it 
was  lovely  to  see  her  run  and  not  be 
restricted. 


Martin  and  Lizzie  ready  for  bed 

Lizzie  Byrne 

Lizzie  is  five  years  old  and  has  been 
diagnosed  as  having  Cornelia  De  Lange 
Syndrome.  As  well  as  her  p  hysical  handicaps, 
she  also  has  visual  and  hearing  problems. 

My  husband  and  I  have  fostered  Lizzie 
for  nearly  two  years  now,  although  we  have 
known  her  since  she  was  four  months  old.  I 
used  to  work  as  an  auxiliary  nurse  in  a 
children's  hospital,  and  that  is  how  I  first 
came  in  contact  with  Lizzie. 

Lizzie  has  settled  into  ourfamily  life  and 
is  very  happy  and  contented.  She  attends 
Ardlui  House  School  in  Helensburgh,  and 
enjoys  life  to  the  full.  Since  starting  schooi 
she  has  made  lots  of  new  friends  and  loves 
plenty  of  company. 


Our  son  Martin,  also  aged  five,  loves 
Lizzie  very  much.  They  help  and  comple- 
ment one  another  very  well.  Martin  encour- 
ages Lizzie  to  do  the  things  she  can  do  and 
she  has  helped  him  in  her  own  way  to  be  not 
too  selfish  orunawareof  thingsaround  him. 

We  all  get  great  satisfaction  from  caring 
for  Lizzie  and  hopefully  by  Christmas  1  984, 
she  will  be  fully  mobile  and  able  to  be  a  little 
more  independent  in  her  own  right. 
Mary  &  Pat  Fox 
54  Hillend  Crescent 
Ountocher 
Clydebank 
G81  6HN 
Scotland 


Anneke  is  well  adjusted  socially  and  we 
find  we  are  able  to  take  her  into  any 
restaurant  and  she  will  behave  very  well,  in 
fact  betterthan  many  others,  and  she  is  very 
proficient  at  finding  Pepsi  or  Cola  on  the 
menu! 

Anneke  has  been  lucky  enough  to 
continue  her  travels  this  term  at  school;  a 
number  of  children  went  on  a  day  trip  to 
Calais.  Apparently  the  crew  of  the  Townsend 
Torreson  ship  were  genuinely  interested  in 
the  children  and  they  were  shown  all  over 
the  ship  and  taken  onto  the  Bridge.  All 
experiences,  be  they  big  or  small,  must 
broaden  their  horizons  and  enrich  their  lives 
and  help  the  children  to  'come  out'  into  our 
world. 

Going  from  life  to  death,  I've  been  trying 
to  make  my  will.  This  is  something  which  I've 
put  off,  pushed  to  one  side,  but  it's  so 
difficult.  Neither  my  husband  nor  myself 
have  brothers  or  sisters,  so  what  happens 
should  we  both  die?  We  have  a  nice  house 
and  there  would  be  insurance,  quite  a  sum 
in  fact.  Do  we  leave  half  to  both  children  or 
unequal  amounts?  Money  means  nothing 
to  Anneke  (if  its  more  than  10p).  I've  been 
told  we  shouldn't  leave  money  to  children 


like  ours,  because  if  Social  Services 
stepped  in  and  accommodated  Anneke, 
they  would  be  able  to  draw  on  the  money 
and  it  would  soon  go,  so  presumably  some 
sort  of  trust  fund  should  be  arranged. 

I  think  many  other  parents  apart  from 
ourselves  would  appreciate  some  sort  of 
guidance  from  SENSE  or  any  lawyer  parent 
who  has  solved  this  problem.  The  future  is 
so  uncertain  for  all  of  us,  and  we  hope  and 
pray  we  will  be  around  for  many  years  to 
guide  and  help  our  offspring  but  I  know  I 
shall  feel  happier  knowing  I  have  provided 
as  securely  as  possible. 

We  wish  you  all  a  Happy  Christmas, 
Anneke  has  helped  make  the  cake  and  this 
year  I  intend  to  get  her  started  early  on 
licking  and  sticking  the  paper  chains. 

Barbara  Scholten 
31  The  Coppice 
Pembury 
Tonbridge  Wells 

See  Margaret  Brock's  review  of  the  new 
book,  "After  I'm  Gone"  on  page  29.  We  will  try 
to  cover  this  important  topic  in  more  detail  in 
a  future  issue. 
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Appeals  Department 

Fund  raising  will  never  be  the  same! 

David  Saint,  our  new  Appeals  Director,  arrived  in  September  and  the  office  has  been  taken  by 

storm— flip  charts,  flow  charts,  projections  and  predictions,  but  most  of  all  a  firm 

commitment  to  raise  a  lot  more  money  for  SENSE.  SENSE  has  such  great  hopes  and  plans 

for  the  future— all  of  which  demand  a  solid  financial  base.  Our  plan  is  to  provide  a  substantial 

regular  income  upon  which  the  Association  can  rely. 

This  page  is  to  become  a  regular  feature  of  your  Newsletter.  In  it  we  intend  to  let  you  know 

exactly  how  we  are  going  about  raising  that  money,  to  keep  you  up  to  date  on  what  we  are 

doing,  and  what  events  are  coming  up,  and  to  keep  you  posted  on  our  failures  and 

successes.  But  above  all  it  will  be  a  means  of  communication,  a  sounding  board  for  our  ideas 

and  yours. 

I  do  hope  that  you  will  make  use  of  this  page,  and  indeed,  of  the  Appeals  Department.  We 

welcome  your  comments,  ideas,  criticisms  and  most  of  all  your  co-operation.  We  are  here  to 

help  you  turn  your  hopes  and  aspirations  into  realities.  .  .  Please  use  us. 


In  the  Pipeline 


Musical  Evenings-The  Ladies  Committee 
organised  a  series  of  classical  concerts,  the 
first  of  which  has  taken  place.  It  was  a  most 
enjoyable  evening  and  raised  £200.  More 
news  of  how  much  the  others  raised  in  the 
next  Newsletter. 

Shops  -  We  are  currently  seeking  charity 
shop  sites  and  have  definite  premises  in 
Wealdstone,  to  open  shortly,  and  in  Totten- 
ham, at  440  Tottenham  High  Road,  N1 5. 

Carol  Singing  -  We  are  advertising  in 
SCOUTING  and  GUIDING  Magazines,  No- 
vember issues,  inviting  readers  to  form 
carol  singing  parties  for  us.  We  have 
produced  carol  booklets  and  have  collecting 
boxes  available  so  if  YOU  would  like  to  do 
this  as  well  -  get  in  touch. 

Special  Appeals  We  are  making appealsat 
present  for  a  Rumpus  Room  at  the  Family 
Centre,  where  the  children  can  play  in 
safety  with  a  range  of  huge  soft  toys,  approxi- 
mate cost  £5000,  and  for  the  new  workshop 
for  the  Manor  House  where  the  residents 
will  be  able  to  go  out  to  work,  and  carry 
out  various  craft  activities  in  a  working 
environment.  Setting  up  cost  for  this  project 
will  be  in  the  region  of  £2500. 


Please  remember  that  the  SENSE 
-  ATIONAL  CHRISTMAS  DRAW 
tickets  are  piled  high  awaiting  the 
benefits  of  your  salesmanship, 
and  we  still  have  CHRISTMAS 
CARDS  and  BROCHURES  available 
for  distribution  to  your  friends  and 
relatives.  Please  let  us  know  how 
many  you  would  like. 


Mascot  -  It  has  been  decided  to  use  a 
"cuddly'"  character  in  our  PR  efforts. 
Deliberations  on  what  it  should  be  continue. 
So  far  a  rabbit,  teddy  bear  or  an  owl  have 
been  proposed.  Watch  this  space! 


Direct  Mailings  -  Some  time  ago  we 
embarked  on  a  series  of  cold  mailings  i.e.  to 
individuals/companies/trusts  with  whom 
we  had  no  previous  contact.  These  are 
proving  most  successful  and  have  produced 
a  healthy  warm  list  of  people  sympathetic 
towards  SENSE,  including  many  naval 
contacts  made  through  Sir  Raymond  Lygo 
and  Charles  Dewey. 

Does  anyone  else  have  connections 
with  organisations  who  would  include  our 
appeal  in  their  internal  publication  along 
with  a  reply  paid  envelope  which  we  could 
supply?  Let  us  know  if  you  can  help. 

The  Queen's  Garden  -  a  personal 
invitation! 

With  this  issue  of  Talking  SENSE  you  will 
have  received  a  leaflet  about  'The  most 
private  garden  in  the  world'.  This  is  a  video 
film  showing  many  of  the  beauties  and 
secrets  of  the  gardens  at  Buckingham 
Palace,  and  it  forms  a  very  special  offer  to 
enable  funds  to  be  raised  for  SENSE. 

For  every  copy  of  'The  Queen's  Garden' 
purchased  on  one  of  the  forms  enclosed, 
SENSE  will  receive  £  1 .00  from  the  publishers 
of  the  film. 

I  am  sure  the  video  will  be  highly  sought 
after.  I  am  delighted  that  we  have  an 
opportunity  to  support  our  work  financially 
at  the  same  time. 


Henry  Dean 


Marathons  and  Sponsored  Events -a  few 

in  the  pot  including  the  London  Marathon. 
We  intend  to  advertise  in  RUNNING 
Magazine  to  recruit  a  few  more  athletic 
types!  If  you  are  taking  part  in  such  an  event 
and  would  like  to  Run  for  SENSE,  do  let  us 
know.  Sponsor  forms,  badges,  tee  shirts . . . 
there  is  no  end  to  the  support  we  can  offer! 


Jimmy  Gibb,  pianist  at  the  first  SENSE 
concert,  showing  the  f  undraising  spirit. 


34 


Future  Plans 


There  are  of  course  lots  of  ideas  in  the 
melting  pot  -  an  appeals  envelope  inserted 
in  various  publications,  stands  at  major 
exhibitions,  plans  to  widen  next  year's 
range  of  Christmas  Cards  and  perhaps  have 
other  merchandise  for  sale,  and  to  obtain 
support  through  payroll  deductions  by  large 
firms  (with  the  workers'  agreement!). 

We  are  planning  to  hold  a  Greyhound 
evening  in  Brighton,  a  concert  at  the  Royal 


Front  cover  of 
SENSE  brochure. 


Naval  College,  Greenwich,  in  December 
1 985  and  maybe  even  a  Ball. 

One  area  for  immediate  action  is  a 
consolidated  effort  to  interest  more  Trusts, 
Companies  and  Corporations  in  supporting 
SENSE  and  to  that  end  we  are  actively 
seeking  a  CORPORATE  APPEALS  MANA- 
GER. This  will  be  a  full-time  post  based  in 
London.  For  details  and  an  application  form 
please  contact  the  office. 


Fund  Raising  Support  For  You 


For  those  of  you  who  are  engaged  in  fund 
raising  activities  of  yourown  for  SENSE  (or 
would  like  to  be)  we  are  preparing  to  offer  a 
series  of  pamphlets  covering  such  subjects 
as:-  Flag  Days,  House  to  House  Collections, 
Sponsored  Events,  Fetes  and  Fairs,  Charity 
Shops  etc.  If  there  is  any  particular  activity 
you  are  interested  in,  let  us  know.  Also  if 
there  is  any  item  which  would  help  you  to 
raise  money,  such  as  car  stickers,  blank 
posters,  sweatshirts,  again,  please  let  us 
know. 

If  you  are  planning  to  approach  com- 
panies or  wealthy  individuals  for  support, 
we  have  here  at  head  office,  hot  off  the 


press,  the  new  SENSE  Brochure.  The  front 
cover  is  a  picture  of  Paul  Taylor(the  one  that 
appeared  on  the  front  cover  of  the  Sunday 
Times  Magazine),  and  it  contains  general 
information  about  the  Family  Centre, 
Manor  House  and  our  plans  for  the  future. 
As  this  is  a  fairly  expensive  production,  it  is 
not  a  'throwaway'  leaflet  but  if  you  feel  that 
you  could  put  it  to  good  use  drop  me  a  line 
and  I  will  send  you  copies. 

However,  if  you  do  plan  to  make 
contacts  of  this  nature  PLEASE  check  with 
head  office  to  avoid  duplication,  and,  who 
knows,  to  take  advantage  of  inside  know- 
ledge and  contacts  that  we  may  have. 


SENSE  Holidays 


In  1985,  SENSE  hopes  to  offer  more 
summer  holiday  places  than  ever  before. 
Please  let  us  know  if  you  thinkyou  will  want 
your  child  to  come,  so  that  we  can  fill  as 
many  people's  needs  as  possible. 

For  deaf-blind  children  aged  0-10 
years,  there  will  be  a  fortnight's  holiday  at 
the  Family  Centre,  plus  at  least  one  more 
week.  Since  demand  is  always  very  great,  if 
you  are  interested  contact  Lindy  Wyman 
immediately  at  the  Family  Centre,  86 
Cleveland  Road,  Ealing,  London  W13. 

There  will  be  two  summer  holidays  for 
schoolchildren  aged  10-16.  Bob  Snow 
(Head  of  the  Newcastle  Multi-Handicapped 


Blind  Unit)  is runningafortnighfstrip mainly 
for  Northern  and  Midlands  children. 

Jane  Evans  (Principal  of  the  Mary 
Sheridan  Unit)  will  run  another  fortnight  at 
the  end  of  August,  mainly  for  Southern 
children.  For  further  details,  contact  SENSE, 
31 1  Grays  Inn  Road,  London  WC1  X  8PT. 

For  young  adults  (16+)  there  will  be 
three  separate  weeks.  One  trip,  for  the 
communicating  deaf-blind,  will  go  to  Swit- 
zerland for  a  week  in  July.  For  the  less  able, 
two  separate  weeks  will  be  run  in  August 
and  October.  Details  of  all  these  from  Paul 
Ennals,  at  SENSE'S  office. 

If  anyone  would  like  to  help  out  on  any 
ofthese  holidays,  please  contact  the  office. 


A  SENSE  -  ible 
Savings  Scheme 

The  Painless  Pocket  Scheme  is  a  new 
scheme  by  which  the  Norwich  Building 
Society  will  donate  £1  for  every  complete 
£100  you  deposit  with  them,  to  the 
approved  charity  or  organisation  of  your 
choice. 

The  Scheme  operates  on  a  voucher 
system  and  no  one  at  the  charity  or  outside 
the  Society's  employ  will  know  about  your 
investment  unless  you  choose  to  tell  them. 
The  rate  of  interest  on  your  account  is  not 
affected  by  the  Scheme. 

For  further  details  ask  at  your  local 
branch  of  the  Norwich  Building  Society. 


International  Deaf 
Youth  Rally 

1st-8th  JUNE  1985  AT: 

United  World 
College  of 
the  Atlantic 


Contact 

The  Education  Officer 

The  British  Deaf  Association 

38  Victoria  Place 

Carlisle  CA1  1HU 

Closing  date  for  applications 

31  st  December  1 984 


CASTLE  PRIORY  COLLEGE 
■  Paget  Gorman  Sign  System 

2nd  -  6th  January  1 985 

An  introductory  course  for  teachers,  therapists, 
parents  and  staff  care. 

•  Contact:  Castle  Priory  College,  Thames  Street, 
Wallingford,  Oxfordshire. 


■  The  Young  Visually 
Handicapped  Child 

7th  -  1 0th  January  1 985 

The  early  training  and  education  of  the  visually 

handicapped  child.  Open  to  all  staff  working 

with  such  children  in  nurseries,  schools  and 

hospitals,  particularly  those  who  have  little  or  no 

experience. 

•  Contact:  Castle  Priory  College,  Thames  Street, 

Wallingford,  Oxfordshire. 


The  Association  of  Visually 
Handicapped  Office  Workers 

■  Saturday,  26th  January  1  985  at  the 
Commercial  College,  5  Pembridge  Place, 
London  W2. 

A  one  day  course  aimed  at  office  staff  who  are 
visually  handicapped  to  have  "hands  on" 
experience  with  office  machinery.  Free. 

■  29th  —  31  st  March  1  985  at  the  Royal 
National  College,  Hereford 

A  weekend  course,  similar  to  the  above,  running 
from  Friday  evening  to  Sunday  lunchtime.  Cost: 
C63.00  fully  inclusive  of  tuition  and  board. 
Limited  places  for  professional  observers. 
•  Contact:  Mrs  Betty  Brown,  Tel:  01-630  2989 
evenings. 
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Clywd  Health  Authority  have  produced  these  eye-catching  new  posters  to 
alert  women  to  the  dangers  of  rubella  and  the  importance  of  immunisation. 

For  information  on  availability,  contact 

Mr  Cyril  Nelson,  District  Health  Education  Officer, 

Clywd  Health  Authority,  Preswylfa,  Hendy  Mold,  Clwyd  CH7  IP7 


Parents,  staff  and  friends  say  farewell  to  the  Princess  of  Wales  after  her  visit  to  the  Family  Centre.  Next  stop,  Condover  School  on 
December  1 1  th. 
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Chairman's  Letter 


^>e_ci-v-      V-rxeju^J's 


Nearly  four  years  ago  the  many  organi- 
sations that  provide  services  by  and  for 
deaf  people  decided  to  coordinate  their 
activities  in  an  area  of  need  common  to 
all  deaf  people,  a  need  for  communi- 
cators and  interpreters  skilled  in  British 
Sign  Language.  Interpreters  are  needed 
on  many  occasions  both  for  deaf  and 
deaf-blind  people  in  daily  life,  perhaps 
going  to  the  Bank  to  see  the  Manager, 
some  going  to  the  shops,  Post  Office, 
doctor,  hospital,  applying  for  jobs,  and  on 
more  public  occasions  such  as  at  Law 
Courts,  meetings  and  conferences.  A 
Register  of  Interpreters  and  lists  of 
qualified  signers  was  essential,  so  that  a 
known  list  of  people  would  be  readily 
available  when  needed. 

The  organisations  united  under  an 
umbrella  organisation  called  the  Council 
of  Advancement  of  Communication  with 
Deaf  People,  the  CACDP,  with  Stewart 
Simpson  as  its  Director.  Over  the  last 
three  years  the  Council  has  set  up 
classes  and  courses  in  communication 
skills  and  has  trained  tutors  and  assessors 
to  run  the  courses  and  examine  the 
students.  Graded  assessments  at  in- 
creasingly advanced  levels  of  signing 
can  be  taken,  called  Stages  1,  2  and  3. 
After  Stage  3  a  year  is  spent  under  the 
supervision  of  an  interpreter  before 
being  admitted  to  the  Register  of  Inter- 
preters. I  have  been  taking  signing 
courses  for  quite  a  while  now  and  have 
reached  a  pre-stage  3  level  -  and  I'm 
struggling! 

As  well  as  its  General  Purposes  and 
Finance  Committee,  the  CACDP  has  an 
Interpreters  Committee,  a  Training  Com- 
mittee and  an  Advisory  Committee  on 
Lip-Speaking,  which  is  clear  speech 
interpreting  for  good  lipreaders  and  the 
hard  of  hearing. 

SENSE,  along  with  the  National  Deaf- 
Blind  Helpers  League,  became  members 
of  the  CACDP  last  year  so  that  we  could 
promote,  through  the  organisation,  the 
advancement  of  communication  with 
deaf-blind  people.  As  the  meetings  of  the 
CACDP  are  held  at  the  Centre  for  the 
Deaf  in  Birmingham  I  was  asked  to 
represent  SENSE  on  the  Council.  Last 
year  it  was  agreed  by  the  Council  that 
there  should  be  a.  deaf-blind  Advisory 
Committee  which  I  was  asked  to  chair. 
We  have  had  two  meetings  so  far,  the 
membership  of  the  Committee  including 
Ann  Barnett  and  Patrick  Murphy  from  the 
NDBHL,  Derek  Burton  from  the  RNID, 
Joan  Shields  from  the  RNIB  and  Lindy 
Wyman  from  SENSE,  along  with  the 
Director,  Stewart  Simpson.  We  hope  that 
when  the  BRPS  Usher's  Syndrome 
Section  are  full  members,  they  too  will 
join  the  Advisory  Committee. 

It  is  a  principle  of  the  CACDP  that 
every  member  organisation  should  be 
represented  by  a  deaf  person  and  a 
hearing  person,  in  our  case  by  a  deaf- 


blind  as  well  as  a  hearing  person.  I 
invited  Dorothy  Entwhistle,  who  teaches 
at  Pathways,  to  be  SENSE'S  deaf-blind 
representative  and  am  delighted  that  she 
has  agreed.  She  can  represent  both  the 
needs  of  the  deaf-blind  adults  and  deaf- 
blind  children  through  her  association 
with  them  at  Pathways. 

The  Deaf-Blind  Advisory  Committee 
will  be  setting  up  training  schemes  and 
assessments  for  people  interested  in 
learning  to  communicate  with  or  inter- 
pret for  deaf-blind  people  and  eventually 
will  build  up  a  Register  of  Interpreters. 
The  first  course  will  take  place  in 
Birmingham  in  April/May,  organised  by 
Derek  Burton. 

We  are  also  considering  the  develop- 
ment of  a  tactile  form  of  British  Sign 
Language  for  the  deaf-blind  as  an  alter- 
native to  using  the  deaf-blind  manual 
alphabet  or  block  letters.  There  is  an 
international  committee  looking  into 
tactile  sign  languages  which  are  used  on 
the  Continent. 

If  any  readers  of  SENSE  have  any 
queries,  suggestions  or  thoughts  and 
ideas  for  the  deaf-blind  advisory  com- 
mittee, please  do  write  to  me.  In  future  I 
shall  be  writing  an  article  about  the 
committee's  activities  and  the  CACDP 
elsewhere  in  the  Newsletter.  Our  thanks 
meanwhile  go  to  Stewart  Simpson  and 
the  CACDP  for  their  support  in  improving 
communication  with  deaf-blind  people. 


U**^' 


Jessica  Hills 
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Weekends  at  the  Family  Centre 


As  regular  readers  of  Talking  Sense  will 
know,  the  prime  function  of  the  Family 
Centre  is  to  respond  to  the  needs  of 
parents  of  young  deaf-visually  handi- 
capped children.  As  part  of  this  remit  we 
organise  individual  and  group  weekends 
for  parents  from  all  over  Great  Britain.  We 
try  to  plan  each  weekend  according  to  the 
needs  of  the  people  who  are  staying  here 
so  that  often  one  family's  weekend  will  be 
totally  different  from  another  famiiys 
weekend.  The  timetable  below  is  an 
example  of  one  individual  family's  weekend 
programme. 

This  timetable  is  for  an  individual  child 
who  is  known  to  have  sight,  hearing  and 
physical  problems.  He  is  coming  to  the 
Centre  for  the  first  time  and  from  a  long 
distance  away,  so  it  is  important  to  ask  his 
parents  to  be  at  the  Centre  for  as  long  as 
possible.  At  the  end  of  his  weekend  stay 
his  parents  can  expect  to  have  a  compre- 
hensive and  detailed  record  of  his 
achievements  so  far  and  developmental 
goals  which  he  ought  to  attain  in  the  next 
few  months.  They  will  have  been  given 
practical  demonstrations  and  advice  on 
how  to  achieve  these  goals  and  will  be 
invited  to  come  back  to  the  Centre  for  a 
"follow-up"  visit  within  a  few  months.  If 
possible  the  child  will  be  visited  at  home  to 
monitor  his  progress  and  to  continue  or 
alter  the  programme  as  it  becomes 
necessary. 

Friday  —  arrive  at  supper  time.  Coffee, 
show  bedrooms,  discussion  on  child's  best 
times  for  meals,  bedtimes,  our  proposed 
timetable  for  the  weekend. 

Lucy  Dunleavy  and  her  Mum. 


Saturday  —  developmental  progress  so 
far,  history  and  assessment  of  his  physical 
skills,  mobility,  gross  motor  skills,  fine 
motor  skills,  feeding  skills.  Practical 
demonstrations  of  "mobility"  skills  when 
moving  around. 

Sunday  morning  —  All  round  develop- 
mental play  techniques,  hearing  and 
communication,  total  communication, 
signing  techniques,  further  assessment, 
visual  skills,  discussion  and  observations 
on  child's  skills.  Sunday  lunch  followed  by 
departure. 

The  next  timetable  is  for  a  group  of 
parents  and  professionals.  Reference  is 
made  to  particular  children  throughout  the 
weekend  course.  It  is  designed  to  give 
people  the  opportunity  of  learning  along- 
side other  involved  workers  about  the 
general  needs  of  young  deaf-visually 
handicapped  children. 

Friday  —  Arrival,  welcome  and  intro- 
duction to  the  course.  Supper. 

Saturday  —  Group  discussion  on  the 
needs  of  children  with  a  dual  sensory 
handicap.  At  this  discussion  course  parti- 
cipants have  the  opportunity  to  introduce 
themselves  and  their  children  and  to 
discuss  their  developmental  progress  so 
far.  Video  tapes  demonstrating  some 
techniques  which  we  use  with  children 
who  attend  the  Family  Centre  illustrate 
some  vital  points.  Lunch.  Training  residual 
vision.  Practical  techniques  to  assist  the 
child  in  attaining  self-help  skills  (feeding, 
dressing,  toileting).  Supper. 


Sunday  —  Training  residual  hearing  and 
the  acquisition  of  communication  skills. 
Lunch.  Mobility  for  the  partially  sighted  or 
blind  child  with  or  without  a  hearing  loss. 
Group  discussion,and  follow  up  to  the 
course.  Planning  the  individual  child's 
programme  for  the  next  few  months. 


Paul  Todd  and  his  Dad. 

The  young  deaf-visually  handicapped 
child's  primary  need  is  to  make  relation- 
ships and  communicate  with  people.  The 
child's  first  and  best  toys  are  probably  his 
parents.  They  'perform'  for  him.  They  will 
tickle  and  squeeze  and  hug  and  smile 
almost  on  command.  They  will  jump  him  up 
and  down,  sway  him  from  side  to  side, 
waggle  their  fingers  for  him  to  play  with. 
Until  the  child  learns  to  respond  actively  to 
the  pleasures  of  inter-communicating  with 
other  people  the  world  may  have  little  or  no 
meaning  for  him.  Parents  see  the  necessity 
of  establishing  early  communication 
techniques  with  theirchildren.  Throughout 
the  year  we  organise  "communication 
weekends"  so  that  groups  of  parents  of 
young  children  can  learn  together  some 
ways  which  will  help  them  to  communicate 
effectively  with  their  children.  We  re- 
commend what  is  sometimes  called  "Total 
Communication"  for  the  majority  of  our 
children.  Parents  who  attend  these  com- 
munication weekends  usually  stay  on 
Saturday  nightwhich  meansthat  as  well  as 
the  advantage  of  learning  about  communi- 
cation techniques  together  they  can  meet 
on  a  social  basis  and  discuss  common 
problems  together  during  the  weekend. 

If  parents  of  young  people  feel  they 
might  be  helped  by  attending  any  of  the 
weekend     courses     described,      please 
contact  Lindy  Wyman  at: 
The  Family  Centre, 
86  Cleveland  Road, 
Ealing,  London  W13 
Tel:  01-991  0513 


From  'Young  Sense'  Magazine 

The  magazine  produced  by  and  for  parents  of  young  deaf-blind  children 


Bristol  Course 

Mavis  Rudman,  mother  of  dual  handi- 
capped twin  boys,  describes  a  three  day 
course  held  in  Bristol  last  November. 

"The  course  was  very  well  attended 
by  parents,  teachers  of  the  deaf,  edu- 
cational psychologists,  peripatetic 
teachers  and  teachers  of  the  visually 
handicapped  (you  name  them,  they  were 
there),  including  my  own  sons'  teachers. 
We  learned  about  development  of  the 
baby  (normaf)  and  how  we  could  help 
"our"  babies  training  them  to  use  their 
vision  (if  any),  and  hearing.  We  learned  a 
little  of  what  it's  like  to  have  no  vision,  by 
wearing  masks  over  our  eyes  and 
walking  with  a  partner  around  the  building 
(a  very  different  world).  We  learnt  about 
communication,  the  "hands  on"  method 
of  teaching  a  child  how  to  move  his 
hands  and  body.  e.g.  putting  on  one's 
socks  (with  mother  or  father,  or  teacher 
positioned  behind),  moving  with  the 
chilrfs  hands  under  theirs.  This  is  useful 
when  teaching  a  child  to  use  a  new  sign 
for  the  first  few  times. 

We  learnt  of  many  ways  to  communi- 
cate, and  we  were  advised  to  observe 
our  children,  to  see  that  every  child 
communicates  in  some  way.  To  sum  up. 
we  take  the  world  to  our  children, 
teaching  them  to  look,  to  touch,  to  listen, 
using  every  scrap  of  sight  or  hearing 
they  they  might  have.  We  learnt  to  teach, 
to  encourage,  all  that  the  normal  baby 
does  instinctively,  we  patiently  teach. 
Hard  work,  but  the  rewards  are  worth  it. 
There  was  a  great  deal  crammed  into 
those  three  days,  but  I  must  finish  with 
the  comment  made  by  one  teacher  of 
the  deaf.  "I  now  know  what  a  deaf-blind 
child  is.  I  didn't  before  this  course,  and  it 
will  certainly  help  me  in  school.'' 

Mrs  Mavis  Rudman. 

24  Hillyfield  Road. 

Headley  Park.  Bristol  BS1  3  7QF 


Faria  Ijaz  and  Paul  Taylor  working  with  Sue  Hart 


Forthcoming 
Parents  Weekends 

1-3  March 
22-24  March 
10-12  May 
31  May-2  June 
28-30  June 
5-7  July 


Feeding  Tips 

A  "Dycerrf  Anchor  Mat  under  the  dish  will 
prevent  it  slipping.  Alternatively,  use  a  dish 
with  a  suction  pad. 


SENSE    Director    Rodney    Clark    with   Shari  Whalte. 


If  your  child  has  difficulty  in  gripping 
and  controlling  the  movement  of  the  spoon 
he/she  uses,  it  is  sometimes  helpful  to 
build  up  the  handle  with  modelling  clay,  or 
foam  rubber  tubing,  or  Blue-Tak.  The  same 
built-up  handle  can  be  achieved  also  by 
splicing  a  length  of  wood  (such  as  part  of  a 
broomstick)  on  to  the  spoon  handle. 

Yourlocal  physiotherapist  can  helpwfth 
these  problems.  Do  ask  her. 


Toy  Ideas  from  Two  Dads 

•  At  a  rather  auspicious  occasion  (the  visit 
of  the  Princess  of  Wales  to  the  Family 
Centre).  Peter  Freeman  came  up  with  a 
marvellous  idea  for  a  super  toy  that  is  really 
simple.  Have  you  ever  looked  inside  one  of 
those  wine  boxes?  Well,  inside  is  a  thick 
foil  bag  that  you  can  blow  up  after  all  the 
wine  has  been  drunk.  We  tested  one.  and  it 
survived  all  the  ill-treatment  that  we  could 
devise,  including  being  used  as  a  football, 
water  toy,  and  a  cushion  etc. 

•  Have  you  ever  tried  to  dispose  of  those 
large  size  plastic  fizzy  drink  bottles?  They 
seem  to  have  a  life  of  their  own,  don't 
they?  One  good  way  is  to  partly  refill  them 
with  anything  that  comes  to  hand  The 
suggestions  are  endless,  but  here  are  a 
few  to  start  you  off.  I  am  sure  you  can  think 
of  many  more.  Coloured  water,  small 
coloured  beads,  sand,  marbles,  hundreds 
and  thousands  or  water  to  which  has  been 
added  washing  up  liquid.  Please  make  sure 
that  you  reseal  the  top  securely. 

Gary  Taylor 

The  Young  Parents'  Newsheet  Young 
Sense',  is  produced  by  Jackie  Dunleavy  and 
Christine  Taylor.  If  you  want  to  receive  a 
copy,  or  to  contribute,  please  write  to 
Christine  Taylor,  7  59  St  Lukes  Road.  South- 
end-on-Sea.  or  Jackie  Dunleavy.  24  Queen's 
Road  Richmond  Surrey. 


The  Ne  wham  Unit 


This  is  a  new  Unit  for  pre-school  blind 
and  deaf-blind  children  which  started  in 
September  1984.  It  is  also  part  of  the 
Unifs  function  to  provide  educational 
help  within  the  home  situation  when 
needed.  This  can  be  achieved  by  home 
visits,  whereby  advice  or  suggestions 
may  be  given  as  well  as  practical 
demonstrations,  if  necessary.  Alternatively, 
parents  can  visit  the  Unit  for  advice  on 
their  child's  educational  needs. 

The  Unit  has  two  teachers,  Mrs 
Paoletti,  who  is  trained  to  teach  both 
blind  and  deaf  children  and  who  has  had 
considerable  experience  in  teaching  deaf- 
blind  children,  as  well  as  recently  under- 
taking a  course  on  Portage,  and  Mrs 
Blunt,  who  joined  the  team  in  January. 
Mrs  Blunt  is  trained  to  teach  blind 
children  and  is  experienced  in  teaching 
all  age  groups. 

There  is  also  a  fully  trained  nursery 
assistant,  Mrs  Eldred,  who  has  been 
teaching  both  non-handicapped  and 
handicapped  children  and  nursery  age 
children  for  many  years.  Mrs  Eldred  has 
also  worked  with  our  older  group  of 
deaf-blind  children  which  we  had  in  the 
past. 

We  have  five  full-time  children  and 
one  part-time  child  who  comes  to  the 
Unit  two  days  a  week.  It  is  envisaged 
that  the  part-time  pupil  will  possibly 
attend  full-time  after  Easter. 

The  Unit,  in  many  ways,  will  be  the 
first  environment  in  which  the  children 
will  be  left  for  a  certain  period  of  time 
during  the  day,  after  the  home  environ- 
ment. It  is  essential,  therefore,  that  the 
children  be  welcomed  into  a  friendly, 
relaxed,  carefully  structured  atmosphere 
to  ensure  their  trust  and  confidence  in 
themselves  and  other  people,  in  order 
that  they  learn  to  their  fullest  potential. 
This  is  achieved  by  home  visits  before 
coming  into  the  Unit,  and  visits  by  the 
child  and  parents  to  the  Unit,  to  ensure 
that  the  child  suffers  as  little  distress  as 
possible  in  the  transition  from  home  to 
school. 

The  children  are  given  opportunities 
for  social  training  and  self-help  skills 
through  routine  situations  such  as 
hanging  up  clothes  when  first  coming  to 
school,  learning  names,  symbols,  buttons, 
zips,  etc;  lunchtime  situations  of  who  sits 
where,  serving  lunches  setting  the  table, 
pouring  orange  juice,  please  and  -thank 
you  etc.  Learning  to  feed  themselves 
and  washing  are  also  part  of  these 
routines.  All  ttiese  tasks  are  undertaken 
in  a  certain  order  for  ease  of  memory 
retention.  They  are  also  extremely 
important  teaching  periods  for  language 
development,  especially  lunchtime,  which 
is  among  one  of  the  most  intensive 
training  sessions  of  the  day,  and  it  is  with 
this  in  mind  that  staff  willingly  give  their 
services  during  this  time. 

There  are  opportunities  for  play  to 
develop  exploratory  experiences,  and 
experiences  for  mastery,  emotional, 
identification  and  social,  which  are 
achieved  by  use  of  the  Wendy  House, 
dry  sand,  wet  sand,  water,  toys,  dressing 
up,  dolls,  dolls'  house,  large  bricks,  cars, 
farm,  bicycles,  slide,  swing  and  a  variety 
of  additional  apparatus. 

We  provide  opportunities  for  develop- 
ing gross  motor  skills  on,  for  example, 
trampoline,    balancing    boards,    climbing 


Mark  and  Faaiza  in  the  classroom  with  Mrs  Eldred. 


frames,  swing  boat  and  large  boxes,  to 
name  a  few. 

Fine  motor  skills  are  developed 
through  numerous  situations,  which 
include  dressing,  screwing,  threading, 
building  and  opening  and  closing. 

The  Unit  provides  a  range  of 
apparatus  for  encouraging  pre-number, 
pre-writing,  and  pre-reading  skills, 
leading  to  number,  reading  and  writing. 
Very  often  teachers  have  to  make  their 
own  apparatus  in  order  to  adapt 
techniques  where  necessary,  especially 
with  blind  and  deaf-blind  children. 

Listening  skills  are  developed  through 
music,  sound  clues  within  the  immediate 
environment,  activity  sounds  and  voice. 
We  have  access  to  audio  equipment  and 
radio  microphones  if  needed.  We  also 
have  additional  lighting  around  the 
classroom  as  well  as  access  to  a  Braille 
writer  and  UVA  light. 

The  children  in  the  Unit  are: 

Faaiza,  who  started  at  the  Unit  in 
October  last  year,  is  three  years  old  and 
blind.  She  has  progressed  from  total 
reliance  on  an  adult,  to  knowing  all  the 
classroom  routines,  hanging  up  her  coat 
etc  by  herself,  as  well  as  putting  her  own 
coat  on  and  taking  it  off,  undoing  and 
fastening  buttons,  listening  to  verbal 
instructions  and  carrying  them  out,  and 
taking  Items  of  her  own  choice  off  the 
shelf  and  replacing  them  after  use.  Her 
confidence  in  her  own  abilities  has  t>een 
an  asset.toher. 

Mark  is  four  years  oki,  partially 
sighted,  and  statfed  school  at  "the 
oegihning  of  October  1 984.  His  main 
problem  when  he  tame  to  the  "Unit,  was 
having  -to  put  things  away  after  use  (isn't 
this  everyone's  problem?)  He  still  has  to 
be  reminded  sometimes,  but  conforms  to 
the  routine.  Mark's  favourite  activity  is 
painting  and  it  is  noticeable  that  different 
movements  are  developing  in  Jms 
paintings,  such  as  circles,  up  and  down 
strokes  and  blobs. 

Amli  was  two  in  January,  is  suspected 
visually/hearing  impaired  and  has  been 
at  the  Unit  the  longest.  Unfortunately, 
Amii  has  not  attended  the  Unit  as 
regularly  as  we  would  have  liked,  but  she 
is  showing  considerable  potential  and 
developing  normally, 

Christopher  is  four,  partially  sighted 
and  started  at  the  Unit  at  the  beginning 
of  this  term.  He  talks  a  great  deal  and 
asks  many  intellectual  questions,  for 
which  he  expects,  and  usually  receives, 


answers.  (A  dictionary  is  on  hand,  just  in 
case.) 

Jimmy  is  the  oldest  pupil  at  four  and 
a  half  and  has  a  severe  visual  impair- 
ment. He  has  only  been  in  the  Unit  for 
three  weeks  and  likes  to  bring  something 
to  school  every  day,  which  is  a  great 
source  of  interest  to  us  all. 

Leila  is  our  part-time  pupil.  She  is 
deaf-blind  and  is  two  years  old.  Leila 
started  coming  to  the  Unit  for  one 
morning  only  with  her  mother  and  grand- 
mother, which  progressed  to  two 
mornings,  and  eventually  to  almost  full 
days,  entirely  on  her  own.  Mum,  Dad  or 
Grandmother  bring  Leila  to  school  and 
pick  her  up  around  2.30,  unless  we  are 
having  a  party,  in  which  case,  she  stays. 

Already,  Leila  is  anticipating  situ- 
ations and  will  run  to  the  table  when  the 
dinner  trolley  arrives.  After  drinking  her 
milk  (which  she  now  drinks  from  a  cup  by 
herself),  she  will  get  off  the  chair  and 
take  her  cup  across  the  room  to  the 
bucket  and  place  the  cup  into  the 
bucket,  without  being  told. 

,  She  will  get  her  potty  from  its  place 
and  sit  on  the  potty  now  (although  she 
has  not  used  it  yet),  and  will  put  the  potty 
away.  She  is  also  putting  her  hands  to 
her  clothes  in  anticipation  of  using  the 
potty. 

Leila  enjoys  playing  with  the  dough,  as 
well  as  receiving  individual  attention  with 
manipulative  apparatus.  She  recently 
learnt  to  copy  and  stack  three  bricks. 

With  the  setting  up  of  the  Family 
Centre  at  Ealing,  it  is  envisaged  that 
parents  with  young  deaf-bWnd  children 
can  obtain  the  necessary  knowledge  to 
ensure  the  future  growth  andhappiness 
of  their  children.  Having  been  involved 
with  deaf-blind  children  who  have  not 
had  the  advantage  of  early  expertise,  or 
early  schooling,  I  feel  privileged  to  be 
part  of  a  pre-school  programme  which 
includes  the  early  education  of  deaf- 
blind  children. 

My  best  wishes  to  all  parents  and 
friends  in  the  Association,  and  my  thanks 
to  Paul  Ennals,  who  has  assisted  in 
successfully  placing  two  of  our  past 
pupils. 

Patricia  Paoletti,  Teacher-in-Charge, 
Pre-School  Visually  Handicapped 

Deaf-Blind  Unit, 
Newham  School  for  the  Deaf, 
Tunmarsh  Lane, 
Plaistow,  London  E1  3 


Integration  at  Whitef  ield 


Some  of  the  children  in  the  Whitefield 
deaf/visually  handicapped  department 
are  taking  part  in  integration  sessions. 
One  of  our  particular  advantages  is 
being  part  of  a  school  with  five  very 
different  departments  which  gives  the 
children  access  to  wider  experiences. 
We  integrate  the  children  in  a  variety  of 
ways,  and  this  can  begin  very  early  in  the 
child's  school  life,  if  it  is  agreed  that  it 
will  be  beneficial  to  the  individual  child. 

Three  of  our  children,  Mary,  Lisa  and 
Kelly,  have  regular  integration  times  as  a 
group  with  primary  aged  children  who 
have  moderate  learning  difficulties. 
Socially  this  has  proved  to  be  extremely 
successful.  The  children  have  to  learn 
turn-taking,  to  share  adult  attention, 
which  can  be  quite  a  problem  if  you  are 
used  to  one-to-one  attention  for  most  of 
the  day,  and  also  to  cope  in  a  large 
group.  As  these  children  are  partially 
hearing  as  well  as  visually  handicapped, 
this  is  also  an  ideal  time  for  stimulating 
language  development.  We  are  finding 
that  the  benefits  are  largely  social  but 
we  are  working  towards  the  long-term 
effect  of  improving  social  language  skills. 

These  children  also  join  their  friends 
for  P.E.,  playtimes,  art  and  lunch. 

At  the  Friday  afternoon  P.E.  session 
the  class  of  five  to  nine  year  olds  are 
most  impressed  to  see  Kelly,  aged  nine, 
shinning  to  the  top  of  the  ropes  -  she 
loves  P.E.  and  this  is  a  good  opportunity 
to  terrify  the  staff  and  show  off  her 
talents!  At  lunch  time  all  the  children  sit 
in  small  family  groups  with  an  adult,  and 
Mary,  Kelly  and  I  join  a  group  of  six 
children  from  another  department,  and 
their  teacher.  Last  week  Mary  was  very 
proud  of  herself  when  she  successfully 
poured  out  a  glass  of  water  for  everyone 
at  the  table. 

Reverse  integration  takes  place  on 
Wednesdays,  when  four  extremely  lively 
children  join  a  group  in  our  department 
for  an  art  and  language  session,  which 
finishes  with  milk  and  biscuits.  At  first 
our  children  objected  strongly  to  sharing 
attention  with  a  group  of  noisy  strangers, 
but  now  they  look  forward  to  Wednesdays 
and  are  usually  sociable  and  well 
behaved! 

At  playtimes  they  rush  out  to  join  their 
friends  in  the  playground  and  often  have 
to  fight  off  lots  of  children  eager  to  lead 
them  round.  Mary,  aged  nine,  in  particular 
is  very  pleased  to  see  her  friends  David 
and  Simon. 

Mandy,  who  is  now  16  and  has 
attended  Whitefield  since  she  was  four 
years  old,  has  had  considerable  inte- 
gration experience.  She  continues  to 
need  our  specialist  input  and  one-to-one 
teaching  for  her  basic  skills,  Braille  and 
communication  but  also  attends  the  local 
\hr.'.r '.>.' .  \rSrjrj  for  children  with 
moderate  learning  difficulties.  While 
there,  she  is  with  a  group  of  young 
people  she  integrated  with  during  their 
primary  years  at  Whitefield.  She  is  accom- 
panied at  Waltham  Forest  School  by  a 
signing  member  of  our  staff,  who  trans- 
lates the  teacher's  instructions  for  her. 
She  has  made  a  number  of  friends  there 
and  has  shared  a  wide  range  of  activities 
including  cookery,  horseriding,  wood- 
work, P.E.,  pottery,  art  and  craft  and 
attendance  at  a  youth  club.  She  obviously 


Linda  and  Mary  in  the  playground. 


enjoys  the  sessions  and  is  happy  to  let 
the  staff  at  Whitefield  know  about  the 
latest  things  she  is  doing.  Just  before 
Christmas  she  was  able  to  show  us  the 
beautiful  six-piece  coffee  set  she  had 
made  as  a  surprise  present  for  her 
parents. 

All  of  our  children  in  this  department 
are  placed  with  us  because  they  need 
the  specialist  input  of  teachers  of  the 
visually  handicapped,  teachers  of  the 
deaf  and  teachers  who  understand  and 
have  knowledge  of  how  to  help  children 
with  learning  difficulties.  We  recognise 
though  that  they  also  need  to  cope  and 
live  happily  alongside  others  who  do  not 


have  these  problems.  We  have  founc 
that  carefully  planned  and  adult-supportec 
integration  for  certain  parts  of  thei 
school  programme  can  help  to  meet  this 
need,  and  can  be  great  fun  at  the  same 
time. 

Chris  Lewis, 
Teacher  of  the  Deaf, 
Whitefield  School  and  Centre 


Editor's  Note:  Have  other  schools  anc 
units  had  experience  of  different  way; 
of  integrating  deaf-blind  children  witl 
seeing-hearing  children? 


ACSET  Report 

Five  organisations  concerned  with  the 
education  of  deaf  children  have  come 
together  to  publish  their  responses  to 
the  report  from  the  Advisory  Committee 
on  the  Supply  and  Education  of  Teachers 
(ACSET).  This  report,  which  included  the 
controversial  recommendation  that 
teachers  of  deaf  and  blind  children  need 
no  longer  hold  a  specialist  qualification, 
produced  united  opposition  from  teachers, 
parents  and  organisations.  We  reported 
in  the  last  Newsletter  our  optimism  that 
this  proposal  would  be  withdrawn,  but  Sir 
Keith  Joseph,  Secretary  of  State  for 
Education  and  Science,  has  still  not 
announced  his  decision. 

The  booklet,  The  Supply  and  Education 
of  Teachers  of  the  Deaf,  is  published 
jointly  by  the  British  Association  of 
Teachers  of  the  Deaf,  the  British  Deaf 
Association,  the  National  Deaf  Children's 
Society,  the  Royal  National  Institute  for 
the  Deaf  and  SENSE.  Copies  are  available 
free  from  the  office. 


Education 
Officer 


We  are  delighted  to  welcome  Mrs 
Marion  Tobin  as  our  new  Education 
Officer.  Marion  was  teaching  at  the 
Royal  School  for  Deaf  Children  in 
Edgbaston  until  its  closure  at 
Christmas,  and  will  be  working 
part-time  to  help  develop  our  Edu- 
cation Policy.  A  high  priority  in  her 
work  will  be  the  establishment  of  a 
short  course  for  teachers  of  deaf- 
blind  children. 


Pathways  News 


Royal  Visit 


On  December  11th,  1984,  the  Royal 
National  Institute  for  the  Blind's  school 
for  blind  children  with  additional  handi- 
caps, Condover  Hall,  had  the  greatest 
event  in  its  history. 

Her  Royal  Highness,  the  Princess  of 
Wales,  requested  a  visit  to  Pathways,  the 
unit  for  deaf/blind  children  at  the  school, 
continuing  her  quest  as  Patron  of  the 
National  Rubella  Council  to  acquaint 
herself  as  fully  as  possible  with  Rubella 
handicapped  children.  There  are  twenty- 
seven  children  at  Pathways  and  nearly 
twenty  of  them  are  Rubella  handicapped. 

It  was  a  beautiful,  crisp,  sunny  day 
(not  foo  crisp!)  when  the  Princess  arrived. 
She  was  introduced  to  the  Chairman  of 
the  school  governors,  Brigadier  D.E. 
Ballantyne,  and  then  to  the  headmaster 
of  the  school,  Mr.  A.  Jarvis.  She  was 
presented  with  a  bouquet  by  Sharon 
Ryan,  one  of  our  oldest  pupils. 

The  Princess  and  Mr.  Jarvis  toured 
two  classroom  blocks.  By  juggling  the 
classes  around  we  were  able  to  ensure 
that  the  Princess  saw  every  child  and  as 
many  staff  as  possible.  Only  two  children 
were  unable  to  be  there  -  one  had  a  very 
bad  cold  and  the  other,  incredibly, 
German  Measles!  However,  she  met  them 
outside  instead. 

There  was  no  doubt  that  the  Princess 
was  genuinely  interested  in  all  the  work 
being  done.  She  asked  detailed  questions 
about  the  techniques  and  equipment, 
much  of  which  is  devised  here  to  suit 
each  child's  needs.  She  was  keen  to 
learn  about  some  of  the  specific  problems 
that  individual  children  were  trying  to 
overcome  and  clearly  she  was  concerned 
from  a  mother's  point  of  view  about  the 
problems  that  parents  face.  She  unveiled 
a  wooden  tactile  plaque  and  watched 
activities  as  far  as  time  permitted.  Alas, 
the  forty  minutes  were  all  too  short! 

She  then  went  on  to  the  main  school 
in  Condover  Hall  which,  with  its  wooden 
panelling  and  seasonal  decorations,  was 
looking  particularly  attractive.  She  met 
many  of  the  children  and  staff  and  was 
greeted  by  the  school  music  group 
singing  a  calypso  carol.  She  signed  the 
visitors'  book  and  a  photograph  of 
herself  before  being  driven  off  through 
the  waving  crowds  who  had  gathered 
down  the  main  drive  and  lined  the  route 
through  the  village. 

This  was  a  day  that  will  long  be 
remembered  by  all  of  us  at  Condover, 
children,  staff,  friends  and  our  own 
village  people  too. 

May  we  take  this  opportunity  of  wish- 
ing you  all  a  Happy  New  Year. 

John  Peter  Jones, 

Teacher  in  Charge, 

Pathways, 

Condover  Hall  (R.N.I.B.), 

Condover, 

Shrewsbury 


The  Princess  of  Wales 
at  Condover  Hall. 


Mr.  S.O.  ('Mike')  Myers 

One  of  our  Association's  oldest  and  best-loved  friends, 

Oscar  'Mike'  Myers,  died  last  November. 

He  is  remembered  here  by  Michael  Colbourne-Brown, 

formerly  Education  Officer  of  the  Royal  National 

Institute  for  the  Blind. 

Where  to  begin,  in  remembering  Mike  Myers?  His  influences  and  interests  were 
so  wide-ranging  that  each  of  us  would  identify  a  particular  emphasis.  But  for 
deaf-blind  children  and  their  families  the  starting  point  would  surely  be  his 
initiative  in  causing  the  first  deaf-blind  unit,  High  Windows  at  Condover,  to 
come  into  being,  and  Joan  Shields  to  go  to  the  Perkins  School  in  the  USA  for 
training.  From  that  Unit  of  five  children  has  developed  a  nationally  extensive 
(though  still  far  from  complete)  education  and  caring  service  for  children  with 
the  dual  handicap  of  sight  and  hearing  defects. 

When,  after  joining  the  RNIB  in  1953,  I  first  came  to  know  Mike,  one  of  the 
instant  impressions  he  made  on  me  was  his  power  of  communication  with 
those  children.  Subsequently  I  realised  this  typified  so  much  of  him  —  his 
ability  to  learn,  and  be  able  to  use  fluently,  a  mode  of  communication  not  his 
own,  his  ability  to  use  it  without  inhibition  but  never  just  for  effect,  his 
recognition  of  the  children  as  individuals. 

His  mind  was  endlessly  active  and  enquiring:  he  was  not  content  to  accept 
current  practice  just  because  it  was  so.  There  might  be  —  and  often  in  the  end 
proved  to  be  —  a  better  less  orthodox  way.  He  was  stimulating,  often 
disturbing,  but  his  ideas  were  never  tried  out  at  the  expense  of  the  children  — 
of  the  administration,  perhaps! 

The  exciting  Deaf-Blind  Seminars  which  originated  at  Condover  from  his 
initiative,  were  the  foundation  of  an  international  network  of  skilled  practitioners 
in  this  newly-developing  field.  Its  growth,  professionalism  and  involvement  of 
"parents  as  partners"  are"  all  due  to  those  multi-lingual  sessions  at  Pathways  — 
which  also  gave  Mike  the  opportunity  to  practice  the  foreign  languages  he  so 
methodically  learnt,  often  at  very  unsocial  hours! 

His  increasing  stature  in  the  world  of  the  multi-handicapped  and  his  love  for 
travel  (as  well  as  for  the  food  and  drink  of  France  and  Italy  in  particular)  brought 
him  into  personal  contact  with  many  of  the  schools  and  programmes 
throughout  the  world.  They,  in  their  turn,  came  to  visit  Condover  bringing  often, 
new  thinking  and  attitudes.  It  is  difficult,  now,  to  realise,  just  how  far-reaching 
was  Mike's  influence.  A  new  programme  for  the  multi-handicapped  was 
invariably  described  as  a  "Condover-type"  programme.  Practices  which  are  now 
normally  accepted  were,  forty  years  ago,  virtually  unknown  unless  you  were 
working  at  Condover.  The  recognition  that  all  staff  have  equally  valuable, 
though  different,  contributions  to  make  to  the  child's  development  and  an  equal 
voice  in  the  matter,  was  a  basic  tenet  of  the  Condover  organisation.  Mike's 
belief  in  the  importance  of  staff  training,  inter-disciplinary  communication  and 
sharing  in  other  areas  of  work  with  handicapped  children  led  to  the 
establishment  of  the  High  Leigh  courses,  which,  in  turn,  led  to  a  wide 
development  of  training  courses  with  national  recognition. 

No  recollection  of  Mike  would  be  complete  without  acknowledging  the  part 
played  unobtrusively  and  lovingly,  by  Rene.  The  artificial  "family"  system  at 
Condover  was  made  especially  meaningful  by  the  existence  of  the  real  'Myers 
family'  of  which  Rene  was  indeed  the  Housemother. 

As  I  look  back  over  the  years  since  I  first  met  Mike,  and  look  today  at  the 
pattern  of  care  and  education  for  the  multi-handicapped,  at  the  recognition  of 
this  large  and  hitherto  mainly  neglected  group  of  children,  their  needs  and  their 
families'  needs,  I  realise  just  how  much  of  this  already  existed  at  Condover, 
thanks  to  Mike.  All  of  us  who  knew  him,  who  visited  Condover,  who  shared 
those  endless  discussions  about  multi-handicapped  children,  will  miss  him,  but 
we  shall  be  all  the  richer  for  having  known  him. 


Assessment  of  Deaf-Blind  Children 


■e  assessment  of  the  deaf-blind  chikJ 
presents  many  problems  While  the 
assessment  of  some  aspects  of  per- 
formance is  possible  there  is  a  lack  of 
appropriate  instruments  which  can  be 
used  in  many  areas  There  is  very  little 
data  available  on  the  pattern  of  develop- 
ment of  "deaf-blind"  children  and  almost 
none  on  the  norms  of  the  deaf-blind 
population  in  any  area  of  performance. 
Many  of  the  scales  which  have  produced 
useful  information  have  been  compiled 
by  psychologists  and  teachers  experi- 
enced at  working  with  the  deaf-blind. 
who  have  rewritten  items  from  develop- 
mental scales  to  make  them  appropriate 
for  use  with  the  deaf-blind.  Whilst  en- 
abling the  tester  to  identify  the  child's 
performance  level  this  gives  no  indication 
of  the  part  the  sensory  impairments  and 
intelligence  each  play  in  determining  the 
performance  level. 


Assessment 

An  assessment  should  not  only  define 
what  a  child  can  do  but  should  also  help 
in  the  identification  of  new  learning  goals 
and  should  help  the  teacher  measure 
changes  in  the  child's  performance  over 
a  period  of  time.  Before  describing  some 
assessment  scales  that  can  be  used  with 
deaf-blind  children.  I  should  like  to 
discuss  how  scales  can  help  teachers 
with  these  tasks 

1.  Establishing  performance  levels 
The  scales  provide  a  framework  for  the 
teacher's  observation  of  a  child  so  that 
in  a  comparatively  short  time,  she  can 
establish  exactly  what  he  is  able  to  do. 

2.  Recording  progress 
Subsequent  re- assessment  provides  a 
measure  of  the  child's  progress  and  the 
time  taken  to  achieve  it.  This  gives  an 
indication  of  the  success  or  appropriate- 
ness of  the  teaching.  As  well  as  monitoring 
teaching,  such  measurements  can  be  a 
valuable  morale  booster  to  staff  who  may 
work  for  many  months  without  the  satis- 
faction of  seeing  noticeable  progress  in 
a  child. 

3.  Planning  a  teaching  programme 
Most  scales  list  items  in  the  order  in 
which  the  behaviours  might  be  expected 
to  appear  in  a  chikt  and  so  can  be  used 
to  give  guidance  on  the  next  stage  in  a 
chikfs  development  Some  scales  provide 
additional  help  by  suggesting  teaching 
approaches  and  ideas.  Others,  however. 
specifically  state  that  they  should  not  be 
used  as  a  curriculum  guide  and  need  to 
be  used  m  conjunction  with  other  pro- 
cedures There  is  a  danger,  of  course, 
that  rf  teaching  is  based  solely  on  one 
scale,  insufficient  attention  may  be  given 
to  incidental  and  unstructured  experi- 
ences, and  to  activities  not  directly 
related  to  schedule  items 

The  Scales 

Some  assess'- ~-  i   that  can   be 

used  with  deaf-Wind  children  are  designed 
for  use  with  the  mentally  handicapped. 
The  Behaviour  Assessment  Battery 
(Kiernan.  Joies.  1977)  is  detailed  and 
comprehensive,  and  consists  of  descrip- 
tions of  responses,  arranged  m  develop- 
mental   sequence,    to    stimuli    bl    areas 
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such  as  looking,  touching  and  listening. 
Although  teaching  suggestions  are  not 
included  it  is  intended  as  a  basis  for 
decisions  regarding  programme  planning. 
Paths  to  Mobility  in  -'Special  Care" 
(Presland.  1982)  consists  of  a  detailed 
check  list  of  gross  motor  skills  and 
teaching  suggestions  for  most  items. 
Some  further  guidance  on  the  very  early 
development  of  movements  may  be  found 
in  Motor  Development  in  Cerebral 
Palsy  (Bobath.  BobathT  1975).  Neither  of 
these  two  publications  take  account  of 
restricted  vision  or  blindness  and  so 
need  to  be  used  with  care. 

Scales  designed  for  use  with  the 
visually  handicapped  or  with  the  hearing 
impaired  may  be  another  source  of  help. 
The  Development  Scales  for  Young 
Visually  Handicapped  Children 
(ReynelL  Zinkin.  1978)  provide  a  develop- 
mental assessment  of  visually  handi- 
capped children  and  may  be  used  to 
assist  in  planning  a  programme  of  early 
education.  Four  of  the  eight  sub-scales 
are  concerned  with  language  but  the 
other  sub-scales  include  self-help  skills 
and  sensori-motor  understanding.  Next 
Step  on  the  Ladder  (Simon  (ed).  1981) 
is  an  assessment  and  teaching  guide 
designed  specifically  for  use  with  chil- 
dren who  are  mentally  handicapped  and 
have  an  additional  sensory  impairment. 
Teaching  suggestions  appropriate  for 
use  with  blind  children  are  given  for  most 
of  the  check  list  items  The  Denver 
Development  Screening  Test  has 
recently  been  used  by  Van  Dijk  to  assess 
the  general  ability  of  Rubella  handi- 
capped children  and  he  devised  some 
observational  check  lists  and  tests  to 
complement  this  procedure,  and  a  brief 
description  of  these  is  included  in  Rubella 
Handicapped  Children  (Van  Dijk.  1982). 

Scales  designed  specifically  for  use 
with  deaf-blind  children  may  have  a 
consideration  of  vision  and  hearing 
impairments  in  common,  but  cover  a  very 
wide  ability  range.  The  Progress  Guide 
(Dale.  1972)  consists  of  items  selected 
from  several  well-known  scales  of  child 
development  and  re-arranged  for  use 
with  deaf-blind  children  based  on  the 
author's  experience  of  many  years'  work 
with  deaf-blind  children.  The  sub-scales 
include  communication,  self  care  skills 
occupation  and  locomotion,  and  include 
items  from  very  early  development  (e.g. 
"makes  small  throat  noises")  to  a  5-6 
year  level  (e.g.  "can  read  sentences"!. 
The  Schedule  of  Communication 
Development  (Best,  et  a  I.  1979),  is 
concerned  solely  with  the  early  com- 
munication behaviour  of  deaf-blind 
children.  It  deals  with  the  development  of 
expressive  and  receptive  communication 
up  to  the  use  of  a  first  sign.  The  Callier- 
Azusa  scale  (Stilman,  1976)  was 
developed  for  use  with  deaf-blind  children 


although  many  items  assume  some 
useful  vision  and  hearing.  In  over  70 
pages  it  provides  a  comprehensive 
analysis  of  motor  development  percep- 
tual abilities,  daily  living  skills  communi- 
cation, and  social  development  It  covers 
a  range  similar  to  that  of  Dale's  Progress 
Guide,  and  has  been  found  to  be  particu- 
larty  helpful  by  some  schools  in  the  UK 
and  in  the  USA  A  similar  scale  is  the 
Manual  for  the  Assessment  of  a  Deaf- 
Blind  Multiply-Handicapped  Child 
(Rudolph,  et  al.  1975).  This  features  a 
particularly  useful  section  on  communi- 
cation, which  includes  manual  communi- 
cation and  also  has  sections  on  gross 
and  fine  motor  skills  self  help,  auditory 
and  visual  development  social  develop- 
ment and  mobility.  Like  all  of  the  above 
charts  this  scale  does  not  include 
teaching  suggestions  One  publication 
that  does  provide  guidance  on  what  and 
how,  to  teach  as  well  as  some  check  lists 
for  assessment  is  the  book  A  Develop- 
mental Guide  for  Deaf-Blind  Infants 
and  Children  (Mclnnes  Treffry,  1982). 
This  covers  the  teaching  of  children  with 
a  very  wide  ability  range,  including  those 
with  some  mental  handicap. 

There  are  two  further  general  points 
that  ought  to  be  made  in  relation  to 
using  developmental  scales  Firstly,  the 
problem  of  deciding  if  a  child  can 
perform  the  skill  described  For  example, 
what  does  "eats  with  a  spoon"  really 
mean?  That  he  can  take  food  off  a 
spoon?  That  he  can  load  a  spoon  with 
food  and  put  it  into  his  mouth?  That  he 
does  this  most  of  the  time?  Or  only  when 
he  feels  like  it?  The  criteria  must  be 
clearly  established  amongst  all  staff  if 
the  scale  is  to  provide  reliable  guidance 
as  to  a  child s  progress. 

A  second  difficulty  can  arise  from  the 
way  many  scales  have  been  constructed 
Many  scales  are  put  together  by  a 
researcher  or  group  of  teachers  who 
have  agreed  on  the  wording  and  order  of 
items.  While  there  may  be  considerable 
benefits  to  a  school  from  compiling  a 
scale  in  this  way,  providing  the  oppor- 
tunity to  clarify  their  aims  for  the  children 
they  teach,  there  is  no  guarantee  that 
the  scales  are  "right".  It  may  be  unrealistic 
to  demand  a  rigorous  standard  of 
research  when  the  children  to  whom  the 
scales  apply  vary  so  much  in  the  combi- 
nation and  severity  of  their  handicaps 
but  it  is  worth  remembering  that  there  is 
little  evidence  that  these  scales  predict 
the  pattern  of  development  of  all  children. 


Conclusion 

We  have  described  some  of  the  pro- 
cedures which  teachers  can  use  to 
structure  their  observation  of  a  childs 
behaviour.  The  procedures  cover  many 
areas  of  development,  but  we  have  not 
examined  all  areas  For  example  residual 
vision  and  hearing,  emotional  develop- 
ment and  social  interaction  have  been 
omitted  because  of  restrictions  in  space 
and  the  complexity  of  these  areas  Deaf- 
blind  children  vary  so  much  (they  have 
been  called  "crack  and  crevice"  syndrome 
children)  that  there  are  dangers  in 
suggesting    procedures    even    in    areas 
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Edgbaston  Update 


The  Midlands  Resource  Centre  for  the 
Hearing-Impaired  is  the  phoenix  that  has 
arisen  from  the  ashes  of  the  Royal 
School  for  Deaf  Children  in  Edgbaston, 
Birmingham  which,  as  we  reported  in  the 
last  issue  of  'Talking  SENSE',  closed  at 
Christmas. 

SENSE'S  plans  for  services  there  came 
a  step  closer  with  an  open  meeting  of 
members  and  friends  on  Saturday  26th 
January.  This  meeting  was  held  to 
acquaint  all  interested  and  concerned 
parties  with  SENSE'S  outline  proposals, 
and  to  enable  those  present  to  give  their 
views  or  alternative  suggestions. 

We  met  in  the  school  hall  on  a 
beautiful  sunny  winter's  day.  Another  24 
hours,  and  we  would  have  seen  a  sharp 
reduction  in  attendance  as  blizzards  hit 
the  Midlands.  As  it  was,  we  were  greatly 
encouraged  by  the  presence  of  112 
friends  —  particularly  at  a  time  when 
football  matches  and  other  leisure 
pursuits  beckoned. 

Jessica  Hills,  SENSE  Chairman, 
opened  the  meeting  by  speaking  of  the 
nature  and  growth  of  SENSE  and  the 
particular  reasons  for  its  desire  to  imple- 
ment the  current  proposals. 

While  negotiations  with  the  DES  and 
Local  Authorities  have  led  to  the  setting 
up  of  a  few  special  units  for  deaf-blind 
children,  the  majority  have  remained  in 
schools  for  children  with  severe  learning 
difficulties  or  in  hospitals,  and  many  are 
without  any  help  from  people  skilled  in 


continued  from  page  8 

that  have  been  examined  and,  certainly, 
the  writer  is  grateful  for  not  being  asked 
to  summarise  how  to  motivate  a  deaf- 
blind  child,  or  how  to  teach  the  skills 
identified  from  the  assessment  pro- 
cedures! Despite  generalisations,  I  hope 
that  this  article  will  give  some  useful 
guidance  on  the  assessment  of  deaf- 
blind  children. 
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working  with  children  with  a  dual  impair- 
ment. As  the  work  of  the  Association 
grew,  more  children  were  identified  or 
referred  until  it  became  imperative  that 
permanent  staff  were  employed.  After 
nearly  twenty  years  as  a  voluntary 
organisation,  SENSE  entered  a  new 
phase  of  expansion  and  development. 
Two  and  a  half  years  ago,  soon  after 
Rodney  Clark  took  over  as  Director,  the 
Association  engaged  a  Management 
Consultant  through  the  National  Council 
of  Voluntary  Organisations,  to  help 
rationalise  needs  and  priorities  together 
with  effective  organisation  answers.  The 
resulting  plans  and  the  structure  to 
support  them  have  led  directly  to  the 
proposals  SENSE  now  wishes  to  imple- 
ment on  this  site,  for  the  main  priority 
areas  identified  by  the  Policy  Group 
were: 

•  Nationwide  development  of  a  family 
service  to  support  families  with  very 
young  dually  sensory  impaired  children. 

•  A  full  range  of  provision  to  serve  the 
needs  of  the  adult  deaf-blind  to  include 
further  education,  training  and  vocational 
training,  community  care  and  other  post- 
training  housing. 

Jessica  then  spoke  of  the  next  logical 
step  in  SENSE'S  development  of  services, 
for  which  Birmingham  is  the  obvious 
choice,  not  only  by  virtue  of  being  the 
second  city  but  because  it  is  ideally  sited 
and  has  many  resources  and  services 
already  into  which  SENSE'S  specialist 
provision  could  be  slotted. 

Jessica  mentioned  health  care  and 
the  number  of  specialist  and  general 
hospitals  already  providing  assessment 
and  medical  care  for  those  with  hearing 
or  vision  impairment.  She  cited  the  dis- 
cussions already  taking  place  about  the 
possibility  of  a  full  assessment  centre  on 
this  site  for  the  hearing  impaired  with  a 
family  service  similar  to  the  one  in 
Ealing.  In  the  fields  of  education  and 
further  education  there  is  a  full  range  of 
services  in  the  city  for  nearly  all  dis- 
abilities into  which  we  hope  a  SENSE 
provision  would  fit  and  from  which  those 
we  serve  can  benefit.  Hopefully  the 
services  would  also  link  up  with  education 
and  health  services  throughout  the 
region.  Some  of  our  young  people  have 
already  benefited  from  the  excellent 
courses  at  Queen  Alexandra  College. 
Many  social  and  other  facilities  for  the 
deaf  and  for  the  blind  exist  in  the  city, 
including  deaf  and  deaf-blind  clubs,  often 
lending  support  to  our  members,  while 
the  Breakthrough  Trust  has  taken  some 
of  the  children  on  holidays. 

There  are  additionally  adult  facilities 
in  the  Midlands.  Birmingham  Royal  Insti- 
tute for  the  Blind  provides  a  range  of 
housing  and  special  services  which 
could  be  extended  here  to  answer  our 
community  care  needs.  The  University  of 
Birmingham  has  expertise  from  all  the 
courses  for  teachers  for  different  dis- 
abilities and  there  are  extensive  research 
possibilities.  The  Birmingham  area  has  a 
great  deal  to  offer  SENSE  and  its  bene- 
ficiaries; it  also  has  need  of  SENSE  and 
its  services. 

Rodney  Clark  described  the  sugges- 
tions that  had  so  far  been  made  as  to 


SENSE'S  use  of  the  site's  facilities. 
These  are: 

•  A  Family  Centre,  such  as  the  SENSE 
Centre  in  Ealing,  providing  supportive 
and  training  services  for  families  in  the 
Midlands  with  newly-diagnosed  deaf-blind 
babies  and  young  children. 

•  A  focus  for  SENSE'S  Peripatetic  Ad- 
visory Teaching  Service  to  families, 
schools,  hospitals,  etc,  caring  for  deaf- 
blind  children. 

•  A  residential  centre  providing  Further 
Education  and  Rehabilitation  services  to 
severely  handicapped  deaf-blind  adoles- 
cents and  young  adults. 

•  Long-term  residential  accommodation 
(with  differing  degrees  of  staff  support) 
for  deaf-blind  adults  who  are  always 
likely  to  require  some  form  of  dependent 
living. 

•  A  small  school  for  deaf-blind  and  multi- 
ply-handicapped children. 

•  A  training  centre  for  adults  with 
Usher's  Syndrome,  their  families  and 
professional  workers. 

•  A  base  for  SENSE'S  West  Midland 
Branch. 

•  An  administrative  base  for  SENSE'S 
fundraising  and  educational  services. 

Tricia  Dickenson,  Project  Director  for 
the  centre,  described  her  and  the 
Trustees'  hopes  for  providing  a  new 
range  of  services  on  the  site  and  the 
wide  range  of  interest  being  shown.  In 
addition  to  SENSE,  interest  has  been 
shown  by  national  organisations  such  as 
the  National  Deaf  Children's  Society  and 
by  many  of  the  local  voluntary  and 
statutory  bodies  involved  with  hearing- 
impaired  people.  The  RNID  and  Schemes 
for  the  Deaf  are  already  on  site. 

Mary  Guest  spoke  of  the  needs  of 
people  with  Usher's  Syndrome  which 
could  be  met  by  residential  rehabili- 
tation courses  and  Doreen  Norris, 
SENSE'S  Midlands  Peripatetic  Advisory 
Teacher  enumerated  the  advantages  of 
having  a  Midlands  Family  Centre  and 
base  for  the  peripatetic  service. 

Norman  Brown,  Liaison  Officer,  con- 
cluded the  addresses  by  reminding  us  of 
the  Association's  original  promise  to 
establish  services  for  our  Midlands' 
members  and  declaring  the  real  possi- 
bility of  keeping  this  promise  through  the 
new  Centre. 

Questions  were  put  and  suggestions 
made  by  a  number  of  parents  and 
professionals,  and  the  meeting  ended  on 
a  positive  note  when  Lady  Fisher,  a  long- 
time Association  supporter,  stood  up  and 
stated  her  conviction  of  the  need  for 
SENSE  services  and  concluded  "Just  let 
me  know  how  we  in  Birmingham  can 
help". 


National  Plan 

for  Deaf-Blind 

Education 

The  consultative  document  promised  in 
the  last  Newsletter  had  not  been  pub- 
lished at  the  time  of  going  to  press.  We 
hope  to  have  much  more  to  report  next 
time. 


Poolemead  News 


Progress  in  the  Deaf-Blind  Unit 


Since  Simon  Banks  wrote  his  first  report 
on  Poolemead  in  the  summer  of  1982, 
we  have  come  a  long  way.  One  could  not 
say  that  it  has  been  an  easy  ride,  but  it 
has  been  stimulating  and  different  for  all 
of  us  on  the  unit. 

We  now  have  a  full  complement  of 
staff  and  residents.  At  the  build-up  of  both 
staff  and  residents  was  gradual,  we  have 
been  able  to  'settle'  each  new  resident 
as  he  or  she  arrived. 

Out  of  a  total  of  106  residents  and 
tenants  within  Poolemead  Centre,  34  are 
deaf-blind.  Of  those,  fourteen  live  in  the 
integral  Deaf-Blind  Unit.  They  are:  Clifford 
Agassiz,  Raoul  Arnold,  Christopher  Brock, 
Nicholas  Fairbank,  Karl  Fellows,  Paul 
James,  Samantha  Laidlaw,  Tony  Mitchell, 
Stephen  Peacock,  Cheryl  Rafferty,  Cheryl 
Richards,  Brian  Saunders,  Ann  Smith  and 
Deborah  Wagstaff. 

Two  of  our  residents  left  us  last  year. 
Angela  Chenhall  went  home  to  her  family, 
and  Sharon  Crump  went  on  to  an  ado- 
lescent unit  in  Swanage. 

We  also  have  had  our  share  of  staff 
changes:  David  Phippen,  my  deputy,  has 
just   started    a   two   year   CSS   course. 


Another  senior  member  of  my  staff, 
Helen  Browne,  is  going  to  Liverpool 
Polytechnic  in  September  1985  for  a  two 
year  CQSW  course.  We  wish  both  of 
them  every  success. 

We  ventured  out  a  lot  last  year  on 
camping  holidays,  self-catering  and  hotel 
holidays.  We  are  getting  even  more 
adventurous  this  year  plans  have  already 
been  made  for  a  holiday  by  'horse  and 
cart  in  Ireland.  The  lucky  two  who  are 
going  are  Samantha  Laidlaw  and  Ann 
Smith  —  I  am  sure  most  of  you  know 
them  both.  Holidays  are  also  being  con- 
sidered in  Jersey,  Cornwall  and  Worthing. 

Many  friends,  both  parents  and  pro- 
fessionals have  visited  us.  It  is  good  to 
see  everyone  taking  such  an  interest  in 
what  we  do,  and  more  are  welcomed. 

May  I  wish  all  our  colleagues  and 
friends  a  very  happy  1985  -  hope  to  see 
you  at  Poolemead! 

Christina  Dunn, 
Deaf-Blind  Unit, 
Poolemead  Centre, 
Watery  Lane, 
Twerton-on-Avon, 
Bath  BA2  1  RN 


Letters 


Vibrating  Toys 


Dear  Sir, 

We  have  always  been  aware  of  our 
blind,  additionally  handicapped  children's 
fascination  with  vibration  and  have 
noticed  how  they  lean  on  shop  cash 
registers,  washing  machines  and  so  on. 
In  our  special  class  we  have  given 
children  the  opportunity  to  hold  Niagara 
therapy  aids,  hand  held  whisks,  electric 
toothbrushes  etc  so  that  children  can 
explore  their  body's  capacity  to  respond 
to  vibration.  We  often  sit  children  on  a 
raised  wooden  platform  in  order  to 
amplify  the  sound  of  movement. 

A  recent  visit  from  Mrs  Handley,  a 
retired  physiotherapist  from  Manchester, 
revived  our  interest  in  this  technique  for 
stimulation  and  arousal  from  the  physio- 
therapeutic angle.  I  wrote  a  letter  to  the 
local  newspaper,  which  they  converted 
into  an  article  and  sent  a  photographer 
round.  I  asked  whether,  in  this  area, 
people  who  had  had  elderly  relatives 
using  this  sort  of  aid  for  rheumatism  and 
arthritis  relief  and  having  no  further  use 
for  the  equipment,  perhaps  after  the 
death  of  the  relative,  would  be  interested 
to  donate  any  equipment  to  the  children 
here  at  school. 

We  had  an  immediate  response  and 
«ere  able  to  visit  towns  in  the  reader- 
ship area  to  collect  hundreds  and 
hundred  of  pounds  worth  of  equipment. 

We  have  watched  with  fascination  the 
extraordinary  response  which  some  of 
the  children  have  shown  and  seem  to 
have  witnessed  a  change  of  personality 
with  some  spastic  and  withdrawn  chil- 
dren who  now  seek  out  the  vibrator, 
wrest  it  from  another  child's  hands  and 


grasp    it    with    hands    that    couldn't    be 
encouraged  to  explore  at  all  before. 

Some  of  the  responses  are  quite 
dramatic  with  one  little  child  holding  her 
machine  against  a  cupboard  in  the  class- 
room and  resting  her  arm,  her  head  and 
her  knee  against  the  cupboard  to 
experience  the  sensations  with  various 
parts  of  herself.  We  have  been  pleased 
to  discover  this  wide  application  and  so 
justify  Roger  Hinds'  belief  that  even  for 
the  most  unresponsive  clients,  vibration 
detection  proves  to  be  a  valuable  sense. 

I  am  reminded  of  an  observation  of  Dr 
Williams  of  Boro  Court  Hospital  who  had 
one  of  our  pupils  on  his  vibrating 
platform  who  wriggled  herself  about  in 
order  to  find  the  control  knobs  and  so 
vary  the  stimulus  herself. 

Several  of  the  devices  we  now  have 
can  be  used  as  heat  sources  in  addition 
and  we  are  now  awaiting  with  interest  to 
see  what  new  development  the  children 
produce. 

Some  of  the  uses  to  which  they  put 
the  devices  are  somewhat  alarming,  as 
when  they  rest  them  against  their  teeth 
so  their  whole  skull  seems  to  vibrate  or 
when  they  stand  on  them  precariously 
balanced.  Neither  do  they  overlook  the 
famous,  if  not  notorious  application  for 
genital  stimulation,  which  arouses  quite 
a  debate  in  the  staff  as  to  how  they 
should  respond  or  not  respond. 

I  would  be  interested  to  hear  of  uses 
which  your  readers  have  discovered. 
Yours  faithfully, 

R.J.  Orr 
Headteacher, 
Rushton  Hall  School, 
Rushton, 
near  Kettering, 
Northants  NN14  1  RR 


Music  Therapy 

Nicky  has  been  resident  at  Poolemead 
Centre  for  a  year.  He  is  partially  sighted 
with  profound  hearing  loss  and  impaired 
learning  ability  —  the  result  of  a  difficult 
birth  causing  perinatal  anoxia,  followed 
by  a  severe  ear  infection  at  six  years  old. 
He  is  now  31  years  old. 

An  interest  in  music  was  noticed 
some  years  ago,  during  his  twenty  year 
stay  at  St  Lawrence's  Hospital,  Caterham, 
and  music  therapy  sessions  were 
arranged.  Much  progress  was  made,  and 
it  was  discovered  that  he  had  'perfect 
pitch'. 

Nicky  began  music  therapy  sessions 
with  Siun  Cranny  at  the  Bristol  Music 
Therapy  Centre  three  months  ago,  and 
now  regularly  attends  weekly  sessions. 
He  is  interested  in,  and  uses  most  of  the 
equipment  available  at  the  centre,  inclu- 
ding drums,  piano,  xylophone,  percussion 
instruments  and  is  especially  enjoying 
the  'metalaphone'.  At  present,  he  is 
learning  to  read  written  music  of  which 
he  has  a  very  keen  understanding. 

Pre-recorded  music  is  also  very  impor- 
tant. Nicky  has  a  cassette  recorder/player 
of  his  own,  and  is  discerning  in  his 
choice  of  music,  showing  a  definite 
preference  for  classical  music! 

John- Paul  Constable 
Deaf-Blind  Unit 


Manor  House 
News 

Our  small  but  lively  pre-vocational 
training  workshop  sited  at  The  Manor 
House  has  come  of  age  and  has  been 
moved  to  a  small  industrial  estate  on  the 
outskirts  of  Peterborough. 

The  challenge  to  the  youngsters  who 
attend  daily  is  approximately  the  same 
as  that  which  challenges  people  in  the 
normal  work  situation,  i.e.  managing 
public  transport,  making  sandwiches  for 
the  lunchtime  snack,  finishing  the  day 
tired  and  hungry,  washing,  ironing, 
cleaning  etc.  during  the  evenings! 

In  the  not  too  distant  future  it  is 
anticipated  that  two  or  three  of  our  more 
able  youngsters  will  occupy  a  house  in 
the  village  rented  from  the  Nene  Housing 
Association.  The  establishment  of  an 
annex  in  the  village  will  bring  all  sorts  of 
positive  and  negative  aspects  into  play, 
but  it  is  hoped  that  the  recent  appoint- 
ment of  a  Community  Officer  will  help 
support  the  group  home  through  the 
early  days. 

Looking  further  ahead  to  1985/86, 
the  Deepings  Round  Table  are  launching 
a  campaign  to  raise  funds  for  another 
permanent  group  home.  See  page  00  for 
details. 

John  Blanchard 
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Where  Next?  What  Next? 


For  many  parents  of  children  who  have 
handicaps  and  special  needs,  the  1981 
Education  Act  (Special  Educational 
Needs)  brought  hope  of  improved  and 
appropriate  educational  placement, 
management,  and  treatment  of  their 
child's  special  educational  needs.  For 
many  professionals  the  spirit  of  the  act 
brought  hopes  of  reinforcement  and 
extension  of  already  existing  good 
practice  in  meeting  special  educational 
needs.  Whether  or  not  these  hopes  have 
been  realised  is  a  topic  for  another 
paper,  but  over  the  past  1 5  years  or  so, 
there  has  been  a  general  improvement  in 
identification  of,  and  provision  for,  chil- 
dren's special  educational  needs.  Parents 
and  professionals  involved  with  those 
who  have  special  educational  needs 
recognise  a  need  for  continued  improve- 
ments over  the  next  1 5  years  and  beyond. 

From  personal  experience,  many  of  us 
would  claim  that  individuals  with  special 
educational  needs  continue  to  benefit 
from  relevant  training  beyond  the  age  of 
19  years.  Whereas,  in  this  country,  edu- 
cational responsibility  for  the  handi- 
capped terminates  on  their  19th  birthday, 
in  some  parts  of  Europe,  Scandinavia, 
and  the  United  States,  legislators  have 
recognised  the  need  for  continued 
appropriate  educational  training  by  exten- 
ding special  educational  responsibility 
for  those  who  have  handicaps  to  the  end 
of  adolescence  (i.e.  early-mid  twenties) 
or  beyond. 

It  is  interesting  to  consider  that  the 
period  of  formal  statutory  education  and 
training  covers  only  a  very  small  portion 
of  most  individual's  lives.  Yet  for  the  very 
small  portion  of  development,  there  is 
increasing  legislation  and  emphasis  on 
identification  of,  and  provision  for,  special 
educational  needs. 

There  are  many  who  have  impairments 
which  prevent  them  from  functioning 
either  independently,  or  with  protection, 
within  open  society  after  the  age  of  19. 
Although  many  aspects  of  need  change 
as  the  individual  grows  older,  the  overall 
special  needs  do  not  suddenly  or 
magically  change  when  they  reach  the 
age  of  19  —  yet  provision  may  change 
dramatically.  For  many  multihandicapped 
sensory  (hearing  and/or  visually)  impaired 


Daw'd  Bond  is  the 
Specialist  Educational  Psychologist 

and  Audiologist  at  The  Royal 
School  for  Deaf  Children,  Margate 


young  people  their  post-school  future 
offers  provision  which  does  not  cater  for 
their  hearing  or  visual  impairments. 
There  is  inadequate  or  inappropriate 
provision  for  special  communication 
needs  or  environments  in  which  their 
best  mode  of  communication  is  used 
consistently  by  all  within  the  environment. 
The  staff  who  help  them  are  often  in- 
adequately prepared,  trained,  and  inex- 
perienced, and  often  lack  support,  in- 
service  training,  and  guidance  from 
advisory  staff  (who  should  have  know- 
ledge, skills,  experience,  expertise  and 
training  in  sensory  impairment  and 
additional  handicap). 

Owing  to  the  relatively  rare  incidence 
of  multi  handicap  and  sensory  impairment 
in  overall  population  statistics,  and  the 
sometimes  assumed  limited  incidence  of 
multi  handicap  and  sensory  impairment 
among  the  handicapped,  provision  to 
meet  social  needs  post-school  is  often 
not  considered.  For  many  professionals 
involved  in  post-school  care  and  place- 
ment, the  cases  of  multi  handicapped 
sensory  impaired  with  whom  they  deal 
appear  as  isolated  incidents  —  often 
forgotten  once  a  placement  is  made  or 
an  incident  resolved.  But  are  these 
assumptions  and  omissions  justified? 

Multi  handicapped 
sensory  impairment 

Those  hearing  impaired  people  who  have 
a  traumatic  cause  of  hearing  loss  appear 
more  likely  to  suffer  additional  impair- 
ments. Whilst  there  are  many  individual 
exceptions  to  this  observation,  McKay 
Vernon  (1967)  indicated  that  of  Rubella 
damaged  deaf  children  57.9  per  cent 
had  one  or  more  additional  handicaps;  of 
premature  damaged  deaf  children  64.3 
per  cent  had  one  or  more  handicaps,  and 
a  high  incidence  of  additional  handicaps/ 
impairments     were     reported     to     the 


There  are  still  only  two  specialist  centres  for  deaf-blind  school  leavers. 


Rhesus  and  Meningitis  damaged.  Surveys 
of  intellectually  handicapped  people 
indicate  that  up  to  30-35  per  cent  have 
some  form  of  hearing  loss  (Lloyd  1970, 
Brannan  1975)  with  around  10-15  per 
cent  having  some  form  of  loss  within  the 
moderate  to  profound  range  (Bond  1984). 

Of  this  group  there  is  a  substantial 
proportion  who  are  likely  to  have  special 
needs  related  to  their  hearing  loss  and 
associated  impairments  (see  Kropka  and 
Williams  1980,  Bond  1984  and  'in  press*). 

Among  these  special  needs  we  can 
include:  those  who  are  additionally  im- 
paired by  inappropriate  assessment 
diagnosis  and  placement;  those  who 
need  consistent  use  of  signed  communi- 
cation —  particularly  those  who  need 
complex  British  sign  language  or  systems 
beyond  the  simple  levels  of  signed  com- 
munication achieved  through  the  use  of 
limited  sign  vocabularies;  and  those  who 
need  special  aids,  medical  intervention 
etc.  to  enable  them  to  effectively  use 
their  residual  or  remaining  sensory 
capacity. 

The  numbers  of  multi  handicapped 
sensory  impaired  are  much  larger  than 
most  post  school  service  providers  would 
appear  to  recognise.  Whilst  many  of  the 
multi  handicapped  sensory  impaired  may 
well  have  their  special  post  school  needs 
appropriately  met  in  integrated  place- 
ments with  other  individuals  with  similar 
needs,  there  remain  a  substantial 
number  for  whom  there  is  no  appropriate 
or  very  limited  provision.  Information 
from  surveys  and  statistics  often  fail  to 
provide  us  with  adequate  information  on 
which  to  base  provision.  Unfortunately 
identification  of  a  need  often  appears  to 
be  dependent  (inappropriately)  on  the 
provision  available  —thus  for  example  in 
1985  we  have  two  national  facilities  to 
meet  the  special  post-school  needs  of 
those  deaf-blind  who  need  residential 
placement  (in  which  all  places  are  taken 
up).  By  1995  if  we  had  10  such  facilities, 
most  places  would  be  taken  up.  Yet  the 
total  numbers  of  deaf-blind  with  special 
needs  are  unlikely  to  have  increased  at 
the  same  rate  as  the  provision.  For 
parents,  the  problem  is  not  just  one  of 
statistics  and  cases,  it  is  a  problem  of 
anxieties,  pressures  which  strain  relation- 
ships, and  in  some  case,  fears.  In  some 
cases  the  strain  and  struggle  to  find 
suitable  educational  placement  took  its 
toll  on  the  family  and  their  resources, 
and  at  the  end  of  education  —  what 
next? 

The  Families 

The  parents,  now  older,  recognise  the 
untapped  potentials,  the  areas  and 
needs  for  further  development  for  their 
child.  They  view  the  future  with  some 
concern  in  case  they  are  unable  to  care 
for,  or  fight  for,  their  child.  After  all  — 
unless  they  had  fought  and  argued  and 
pushed,  their  child  might  not  have  had 
appropriate  educational  provision.  The 
future  creates  other  anxieties  about 
temporary  placements,  rehabilitative 
placements  —  nearly  all  temporary  — 
even  in  most  specialist  facilities  designed 
to  meet  the  needs  of  the  multi  handi- 
continued  on  page  12 
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2.  Organisation  of  units  as  regional 
centres  into  small  manageable  depart- 
ments to  enable  staff  to  practice  consis- 
tent management  techniques,  share  ideas, 
solve  problems. 

3.  Staff  training  in  communication,  inclu- 
ding appropriate  signed  or  tactile  com- 
munication. 

4.  Simple  behaviour  management  training 
—behaviour  analysis  and  observation 
skills,  and  in  simple  problem-solving 
strategies:  management  of  aids  necessary 
to  assist  trainees  eg  hearing  aids  etc. 
Training  in  writing  programmes  and 
guides  aimed  towards  increasing  trained 
skills. 

5.  Provision  for  staff  to  extend  knowledge 
and  skills  through  external  and  internal 
courses. 

6.  Adequate  support  staff  —  particularly 
for  people  working  in  unit  settings,  but 
also  to  encourage,  reinforce  and  support 
staff  in  efforts  to  develop  their  own  skills. 

7.  Encouragement  of  staff  to  work  with 
parents/families  to  ensure  generalisation 
of  skills  learnt  at  home  to  the  workshop 
or  special  centre  environment  and  vice 
versa. 

8.  Adequate  range  and  supply  of  deman- 
ding, stimulating  tasks  which  the  trainees 
are  capable  of  doing  successfully,  and 
which  will  keep  trainees  fully  occupied. 
This  applies  to  leisure  and  work  tasks. 

9.  Consistency  and  constancy  of  manag- 
ing staff,  and  in  general  needs  that  are  in 
common  and  compatible  with  those  of 
fellow  trainees. 

Unless  there  is  adequate  and  appro- 
priate local,  regional,  and  national  pro- 
vision to  meet  the  complex  post-school 
needs  of  the  multi  handicapped  sensory 
impaired,  hopes  generated  in  improve- 
ments through  the  special  education 
system  (and  the  hoped  for  further 
improvements  in  education),  might  well 
(for  many)  become  despair. 

How  then  can  we  adequately  answer 
the  questions  of  the  parents  —  the 
teachers,  and  the  child  care  staff  working 
with  16-19  year  oldsl?  —  Where  next? 
What  next? 
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Adult  Services  Committee 


SENSE'S  new  Adult  Services  Committee, 
established  to  determine  the  policy  of 
the  Association  on  matters  relating  to  its 
adult  members,  has  had  its  first  meetings. 
The  committee  contains  members  drawn 
from  a  wide  variety  of  backgrounds. 
Chaired  by  Gini  Cloke,  a  parent  member, 
it  includes  the  principals  of  the  Manor 
House,  Poolemead  and  Henshaws,  Ann 
Barnett  and  Patrick  Murphy  from  the 
Deaf-Blind  Helpers'  League,  Joan  Shields 
from  the  Royal  National  Institute  for  the 
Blind,  Bob  Snow  from  the  Royal  Victoria 
School  in  Newcastle,  and  four  other 
parent  members.  Representatives  from 
other  organisations  attend  when  invited. 

The  Numbers  Game 

The  Committee  is  concerned  at  the  lack 
of  information  on  the  numbers  of  deaf- 
blind  young  adults  in  this  country,  and 
where  they  are  placed.  The  survey  by 
Chris  Best  in  1983  of  deaf-blind  children 
in  ESN(S)  schools  revealed  the  existence 
of  288  children  being  educated  outside 
the  recognised  units;  it  is  likely  that 
there  are  similarly  large  numbers  of 
young  adults  about  whom  we  know  little. 
Our  membership  includes  several  hundred 
families  with  young  adult  deaf-blind 
members,  but  there  are  certainly  many 
more  than  that.  When  asked  to  visit  a 
deaf-blind  person  in  a  hospital  setting,  it 
is  rare  not  to  find  at  least  one  or  two 
more  within  the  hospital. 

It  is  particularly  useful  to  have  clear 
information  about  numbers,  when 
approaching  a  local  authority  or  health 
authority  with  proposals  for  future 
services.  It  would  be  interesting,  then,  to 
know  what  has  happened  to  all  the  299 
children  assessed  at  Pathways  deaf- 
blind  unit  by  Joan  Shields  and  her  staff 
before  1966.  Many  will  be  our  members 
—  many  others  we  have  yet  to  track 
down. 

We  have  always  known  that  the  official 
DHSS  figures  are  not  useful  —  indeed, 
the  DHSS  themselves  are  the  first  to 
admit  it.  For  example,  in  their  figures  for 
the  number  of  school-age  deaf-blind 
children  in  the  whole  of  England  and 
Wales,  the  DHSS  only  identified  24!  Yet 
there  are  more  than  that  in  Pathways 
alone. 

The  problem  with  statistical  research 
is  that  you  only  get  answers  to  the 
questions  you  ask.  So,  if  a  survey  of 
deaf-blind  people  is  based  around  asking 
all  Social  Workers  for  the  Blind  to  look  at 
their  clients,  you  only  receive  infor- 
mation on  deaf-blind  people  who  have 
such  a  specialist  worker:  and  if  you  are 
not  precise  about  how  blind,  or  how  deaf 
you  have  to  be  to  'qualify  as  deaf-blind, 
then  your  final  figures  will  not  be  precise. 
There  is  a  world  of  difference  between 
someone  who  gradually  loses  sight  and 
hearing  at  the  end  of  a  long  life,  and 
someone  born  deaf-blind  with  other 
handicaps  on  top. 

In  the  next  few  months  we  hope  to 
work  out  a  strategy  for  finding  out  more 
about  the  deaf-blind  population.  This 
strategy  may  include: 

•  Evaluating  previous  research  on 
numbers 

•  Determining  how  we  should  measure 
deaf-blindness,  and  what  else  we  need 
to  know  about  a  person 


•  Checking  on  how  much  information  is 
held  already  by  different  bodies 

•  Deciding  upon  an  area  to  research  in 
detail 

•  Seeking  funding  to  carry  out  a 
research  project. 

Further  Education  and  Residential 
Care 

With  the  plans  for  the  new  deaf-blind  unit 
at  Henshaws  (whose  new  principal 
Michael  Jennings  was  appointed  in 
January)  and  with  SENSE'S  planned 
development  in  Birmingham,  we  may 
soon  have  four  specialist  deaf-blind  FE 
units  on  top  of  those  attached  to  the 
schools.  The  Committee  hopes  to  improve 
liaison  between  these  centres,  to  en- 
courage and  stimulate  the  exchanging  of 
information  and  ideas,  and  to  promote 
appropriate  training  for  staff  working  in 
these  centres. 

Plans  are  being  made  for  a  special 
one-week  course  to  be  held  this  Autumn 
for  staff  working  with  low-functioning 
deaf-blind  adults,  and  a  grant  has  been 
made  from  the  Royal  National  Institute 
for  the  Blind  towards  the  cost  of  this 
course. 


Education 
Committee 

The  Education  Committee  draws  its 
members  from  a  wide  range  of  interested 
people.  It  includes  parents  and  profes- 
sionals from  within  SENSE,  from  other 
organisations  serving  the  handicapped, 
from  local  authorities,  and  from  schools. 
For  example,  the  January  meeting  was 
attended  by  two  parents,  the  Chairman 
and  Director,  a  Family  Service  represen- 
tative, a  peripatetic  teacher,  the  Head- 
master of  a  school  and  centre,  an  L.E.A. 
Special  Education  Service  representative, 
the  Education  Officer,  and  the  former 
Education  Officer  who  is  now  Chairman 
of  the  Committee. 

The  role  of  the  Committee  is  to  advice 
the  Council  of  Management  on  matters 
of  policy  relating  to  education,  to  imple- 
ment the  Council's  education  policy,  and 
to  support  the  Family  Service.  At  present, 
the  Committee's  concerns  include 
SENSE'S  provision  for  1985  in  the  form 
of  Conferences,  Courses  and  Seminars. 
At  the  January  meeting,  two  working 
parties  were  set  up,  one  to  plan  this 
year's  Leicester  Conference,  the  other  to 
consider  educational  policy  for  the  years 
ahead.  The  Committee  is  also  much 
involved  in  considering  and  responding 
to  the  current  controversial  proposals 
concerning  teacher  qualifications  and 
educational  provision  for  handicapped 
children. 


Hasicom 


The  project  to  provide  telephone  com- 
munication for  deaf-blind  people,  funded 
by  the  Department  of  Trade  and  Industry, 
will  come  to  an  end  in  March.  Plans  are 
now  well  advanced  for  establishing  a 
permanent  Hasicom  service  as  a  separate 
charity  so  that  the  impetus  started  so 
admirably  eighteen  months  ago  by  Dr 
Michael  Proctor  and  the  Breakthrough 
Trust,  will  be  maintained,  and  a  full-scale 
development  achieved. 
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Holidays 


This  is  the  time  of  year  when  many  parents  turn  their  thoughts  to  the 
summer  holidays,  and  how  best  they  can  amuse  their  children  during  the 
long  break.  Here  are  some  possible  holiday  ideas.  The  list  is  by  no  means 
exhaustive  and  we  would  be  pleased  to  hear  of  any  more  suggestions  you 
may  have  so  we  can  pass  them  on  to  other  parents.  At  the  time  this 
information  was  prepared,  several  holidays  were  already  fully  booked, 
which  just  goes  to  show  how  early  you  really  need  to  start  thinking  about 
the  summer! 


Sense  Holidays 


Once  again  we  are  offering  an  expanded 
range  of  holidays  this  summer.  All  the 
Family  Centre  holidays  for  children  under 
the  age  of  10  are  already  booked,  which 
reinforces  the  importance  of  booking 
early.  Places  are  now  available  for  all  the 
other  holidays.  Please  book  early,  since 
we  still  have  to  turn  away  many  people 
through  heavy  demand. 

All  further  information,  application 
forms  and  costs  are  available  from  this 
office. 

Margate 

This  holiday,  for  children  aged  10-16,  will 
run  from  Saturday  July  27th  until 
Tuesday  August  6th.  It  will  be  held  at  the 
Royal  School  for  the  Deaf.  Margate, 
thanks  to  the  generosity  of  the  Head- 
master. Brian  Armstrong.  The  holiday  will 
be  run  by  Jane  Evans,  principal  of  the 
Mary  Sheridan  Unit,  and  will  make  the 
most  of  the  traditional  attractions  of  sun. 
sea  and  sand. 

Southport 

The  Southport  holiday  for  children  aged 
1 0-1 6  will  run  from  Saturday  August  1  0th 
to  24th.  and  will  again  be  based  at  the 
RNIB's  Sunshine  House.  Thanks  are  due 
to  Helen  Townsend  for  this.  Bob  Snow 
and  his  willing  band  of  helpers  will  be  in 
charge. 

Green  Park 

This  year's  holiday  for  low-functioning 
deaf-blind  young  adults  will  take  place  at 
Green  Park  in  Buckinghamshire,  from 
Saturday  August  3rd  to  Saturday  10th.  It 
will  be  run  by  Karen  Coutts  and  Claire 
Tolley.  and  will  centre  around  the  use  of 
the  gym.  the  swimming  pool  and  the 
grounds. 

Barry 

Butlins  Holiday  Camp.  Barry  Island,  is 
the  location  for  our  second  adult  holiday. 
This  will  run  from  Saturday  August  10th- 
17th  and  will  be  in  self-catering  chalets 
among  the  many  excitements  and  attrac- 
tions of  the  camp.  Graham  Evans,  teacher 
at  Pathways,  will  run  this  holiday,  which 
will  be  suitable  for  young  adults  aged 
1  7~  who  will  benefit  from  helping  to  look 
after  themselves. 

Adelboden.  Switzerland 
A  pa1".-  '  ^eaf-blind  young  adults  will 

be  joining  an  international  Group  organ- 
ised by  Mobility  International,  to  spend 
■-.-  activity  week  in  the  mountains  of 
Switzerland  from  June  8th-15th.  This 
group  will  consist  of  people  who  are 
good  communicators,  able  to  look  after 
themselves  and  benefit  from  meeting 
people  from  many  countries.  At  the  time 
of  writing  the'e  is  one  spare  place  in  this 
party 


Midlands 

Doreen  Norris.  our  peripatetic  adviser  for 
the  Midlands,  is  hoping  to  organise  a 
week's  holiday  for  young  deaf-blind 
children,  based  in  Birmingham.  Interested 
parents  please  contact  her  as  soon  as 
possible  at  20  Lincoln  Road.  Bromsgrove. 
Tel:  0527  76010. 


Financial  Help 

If  you  would  like  help  in  meeting  the 
cost  of  your  chilcfs  holiday,  contact 
the  SENSE  office  or  the  Holiday  Care 
Service  for  some  suggestions  as  to 
whom  you  can  approach. 


'Making  new  friends 


Caravans -Booking  now 

How  about  a  holiday  in  one  of  our  caravans? 

Rent  is  £30  per  week  for  parent  members  and  other  families  with  a  disabled  person. 
£40  per  week  for  all  others. 

Further  details  and  booking  forms  are  available  from  the  Caravan  Secretaries,  who 
are  listed  on  the  inside  cover  of  this  Newsletter. 


Welsh  Region  Caravan 

Location:  Dinas  Country  Club.  Dinas 
Cross.  West  Wales.  Attractive  beach 
within  walking  distance,  and  several 
others  within  an  easy  drive.  Fishguard. 
Cardigan,  the  Presceli  Hills  and  St  Davids 
are  all  worth  a  visit. 

Site:  Good  facilities,  swimming  pool, 
mini-market  and  club  house  with  a  chil- 
dren's room.  Several  eating  places 
nearby. 

Caravan:  Sleeps  six.  two  bedrooms  (one 
double,  one  bunks)  and  divan  in  living 
area  hot  and  cold  water,  fridge,  gas  fire, 
cooker,  television,  shower  and  toilet. 
Fully  equipped  with  pillows,  cutlery  and 
cooking  utensils,  regret  no  pets. 

Scottish  Region  Caravan 

See  page  20. 


Northern  Region  Caravan 

Location:  Lakeside  Lido.  North  Somer- 
cotes.  Lincolnshire. 

On  the  North  Lincolnshire  coast,  over- 
looking a  fishing  lake.  There  are  three 
quiet  and  safe  beaches  within  three 
miles,  and  three  pleasant  seaside  towns. 
Car  is  not  absolutely  necessary,  but 
would  be  a  help.  Buses  pass  the  site 
entrance  to  and  from  the  station  and  all 
local  places. 

Site:  Excellent  facilities,  club.  cafe.  shop, 
laundry,  children's  play  area,  cinema 
amusements  room,  heated  swimming 
pool,  solarium,  sauna 

Caravan:  Sleeps  8:  running  hot  and  cold 
water  gas  water  heater  gas  cooker  gas 
fire:  electric  lighting:  TV:  fridge:  toilet: 
shower  and  wash  basin:  everything 
provided  except  linen. 
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Organised  Holidays 


Atholl  Baptist  Centre 

Offers  two  holidays  for  deaf  children  and 
teenagers  in  Pitlochry,  Scotland.  The 
first,  for  deaf  children  aged  8  to  12,  is 
from  6th  to  13th  July  and  costs  £48.00. 
The  second  is  for  deaf  teenagers  aged 
13  to  16,  from  13th  to  20th  July  and 
costs  £60.00.  In  addition,  they  are 
organising  a  10-day  holiday  for  young 
hearing  people,  aged  16+,  from 
Wednesday  3rd  to  Saturday  13th  July, 
who  want  to  learn  more  about  deafness 
and  to  help  with  the  deaf  children's 
week,  cost  £67. 

Contact:  The  Director,  Atholl  Centre, 
Atholl  Road,  Pitlochry,  Perthshire,  PH16 
5BX.  Tel:  0796  3044. 

Breakthrough  Trust 

Breakthrough  are  organising  a  holiday 
near  Lake  Windermere  for  additionally 
handicapped  deaf  children  from  August 
10th  to  17th.  Age  range  8-14  years. 
Each  child  will  have  a  personal  helper 
and  the  cost  will  be  approximately  £85.00. 
Contact:  June  Rawnsley,  Breakthrough 
Trust,  Charles  Gillett  Centre,  Selly  Oak 
Colleges,  Birmingham.  Tel:  021-472 
6447. 

Deaf  Christian  Fellowship 

The  DCF  are  organising  a  two  week 
holiday  for  young  deaf  people,  aged  13- 
19,  from  3rd  to  17th  August,  at  Skendle- 
by  Hall,  near  Skegness.  Activities  will 
include  visits  to  local  places  of  interest, 
walks,  swimming,  tennis,  horse  riding 
and  lots  more.  Cost  for  the  two  weeks 
will  be  £98. 

Contact:  Kenneth  and  Christine 
Nuttall,  95  Taylor  Street,  Broadgate, 
Preston,  Lanes  PR1  8EA  Tel:  0772 
59811. 

RADAR  —  Hopton  Holiday 

RADAR's  one  week  holiday  for  disabled 
people  at  the  Golden  Sands  Holiday 
Centre,  Hopton-on-Sea,  Great  Yarmouth, 
is  already  fully  booked. 

Contact:  Moyra  Carey,  RADAR,,  25 
Mortimer  Street,  London  W1.  Tel:  01-637 
5400. 

RNID 

Derek  Burton  is  organising  two  holidays 
for  deaf-blind  people  in  the  18-35  age 
group.  The  first,  which  is  now  fully 
booked,  is  to  Majorca  in  June.  The 
second  will  be  to  Butlin's  in  Bognor 
Regis  from  10th  to  17th  August. 

Contact:  Derek  Burton,  RNID,  460 
Wilbraham  Road,  Chorlton,  Manchester. 
Tel:  061-860  4600. 


Holiday  Care  Service 


The  Holiday  Care  Service  is  a  registered 
charity  which  holds  details  of  holidays 
suitable  for  people  who  have  special 
holiday  requirements.  The  Service  does 
not  make  bookings  or  reservations,  but 
provides  a  centralised  supply  of  infor- 
mation concerning  all  aspects  of  a  wide 
range  of  holidays  for  very  varied  needs. 
They  can  be  contacted  at  Holiday  Care 
Service,  2  Old  Bank  Chambers,  Horley, 
Surrey  RH6  9HW.  Tel:  02934  74535. 


Other  Ideas 


Across  Trust 

Runs  pilgrimages  to  Lourdes,  and  holi- 
days to  the  Continent  for  physically 
handicapped  people,  but  all  holidays  are 
fully  booked  this  year. 

Contact:  Across  Trust,  Crown  House, 
Morden,  Surrey.  Tel:  01-540  3897. 

BREAK 

Operates  two  holiday  homes  in  Norfolk, 
'The  Rainbow"  in  Sheringham,  and  'The 
Sandcastle'  in  Hunstanton.  Both  homes 
are  open  throughout  the  year  for  severely 
handicapped  people  of  all  ages.  Day  and 
night  staff  cover  can  be  provided,  and 
special  diets  catered  for.  Cost  is  £108 
per  week  to  include  all  entertainments. 

Contact:  Mrs  J. A.  Davidson,  20  Hooks 
Hill  Road,  Sheringham,  Norfolk  Tel: 
0263  8231 70  or  823025. 

Buckets  and  Spades 

Holiday  home  for  any  handicapped  child 
up  to  18  years  old  "who  can  be  looked 
after  at  home".  Open  all  year.  Charges 
are  discretionary. 

Contact:  The  Reservations  Office, 
Buckets  and  Spades  Home,  Lancaster 
Road,  Hollington,  St  Leonards-on-Sea, 
Sussex.  Tel:  0424  521 19. 

Christian  Family  Community 

Holidays  in  the  Welsh  mountains  for 
blind,  deaf/blind  and  partially  sighted 
individuals  or  groups  of  all  ages,  avail- 
able throughout  the  year  with  reduced 
prices  for  winter.  Five  acres  of  farmland 
with  animals.  There  is  an  arrangement 
with  a  local  clinic  whereby  a  nurse  or 
doctor  will  call  to  anyone  who  requires 
medical  treatment,  even  on  a  daily  basis. 

Self-catering  caravan,  nine  berth,  also 
available  for  families  who  have  a  blind 
relative  or  parties  of  sight-impaired 
people  (with  at  least  two  sighted  people 
in  the  party). 

Contact:  Miriam  and  Charlie  Shel- 
drake, Llidiart  Cwmbran,  Nazareth,  Nr 
Caernarfon,  Gwynedd,  N.  Wales.  Tel: 
0286  880061. 

Greyhound  Farmhouse 

Run  by  an  ex-headmistress  of  a  school 
for  mentally  and  physically  handicapped 
children.  Offers  holidays  and  special 
activities  to  all  handicapped  individuals, 
from  babies  to  adults,  or  small  groups. 
Cost  £1 95  per  week. 

Contact:  Wendy  Anderson,  Greyhound 
Farmhouse,  Barnsley,  Cirencester,  Glos. 
Tel:  028  574  406. 


Inner  London  Education  Authority 

Children  in  ILEA  schools  may  be  eligible 
for  "recuperative  holidays".  The  ILEA 
arranges  short-stay  holidays  for  handi- 
capped children  in  private  holiday  homes 
in  Ramsgate,  Sussex,  Devon  and  Surrey. 
All  are  well  staffed  with  qualified  helpers, 
and  nursing  supervision  where  necessary. 
First  recommendation  should  be  made 
by  the  school  doctor,  if  you  wish  your 
child  to  be  considered  for  one  of  these 
holidays. 

Contact:  Anne  Potter,  Medical  Depart- 
ment, ILEA  County  Hall,  London  SE1. 
Tel:  01-633  7846. 

Local  Societies 

Local  blind  societies  and  deaf  societies 
sometimes  organise  holidays  for  children 
in  their  area.  For  details  of  your  local 
society  contact  SENSE  office. 

MENCAP 

Runs  a  range  of  holidays  for  mentally 
handicapped  children  and  adults. 

Contact:  MENCAP  National  Holiday 
Office,  1 1 9  Drake  Street,  Rochdale,  Lanes. 
Tel:  0706  541 1 1 . 

Middlesex  Association  for  the  Blind 

Caravan  accommodation  is  offered  in 
two  rented  six  berth  caravans  at  St 
Leonards-on-Sea,  East  Sussex,  from 
June  to  September,  for  families  with  a 
child  registered  blind  or  partially  sighted. 
Fees  are  £50  per  week. 

Contact:  The  Secretary,  Middlesex 
Association  for  the  Blind,  83  Cambridge 
Street,  London  SW1.  Tel:  01-828  8250. 
The  Association  also  runs  a  hotel  in 
Folkestone  for  blind  and  partially  sighted 
people. 

Contact:  The  Jubilee  Hotel,  5/6  Lang- 
horne  Gardens,  The  Leas,  Folkestone, 
Kent.  Tel:  0303  44701. 

Red  Cross 

Hindleap  Warren  in  Forest  Row,  East 
Sussex,  caters  for  70  guests  in  four- 
bedded  rooms,  and  welcomes  children 
aged  10-17,  but  they  must  be  accom- 
panied by  an  adult.  Red  Cross  helpers 
will  provide  a  wide  range  of  activities 
including  archery,  canoeing,  environ- 
mental studies  and  leisure  activities. 
Cost  is  £85  per  week 

Contact  Miss  M.R.  Pope,  Asst.  Branch 
Director,  Red  Cross,  42  Wilbury  Villas, 
Hove,  Brighton.  Tel:  0273  737514. 

RNIB 

Chris  Attrill,  the  RNIB  Sports  and 
Recreation  Officer,  can  give  you  infor- 
mation on  holidays  for  blind  children. 

Contact:  RNIB,  224  Gt  Portland  Street, 
London  W1 .  Tel:  01  -388  1 266. 

St  Anne's 

St  Anne's  Holiday  Home  in  Clacton 
caters  for  deaf-blind  people  and  their 
escorts,  in  a  friendly  family  atmosphere. 
It  is  run  by  a  Trust,  who  are  prepared  to 
reduce  fees  in  cases  of  financial  hard- 
ship. Rates  are  £80  per  week. 

Contact:  Nigel  Brown,  St  Anne's  Holi- 
day Home,  26  Harold  Road,  Clacton-on- 
Sea,  Essex.  Tel:  0255  420505. 


Another  laid-back  SENSE  holiday! 
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Regional  Development 

Life  is  daily  growing  more  frantic  yet  more  exciting  at  Head  Office. 

One  of  the  reasons  is  that  so  much  interest  and  activity  has  been 

generated  among  our  members  that  it  is  difficult  to  keep  up  with  it  all. 

Luckily  help  is  at  hand,  in  that  those  same  members  are  drawing 

together  again  or  for  the  first  time  to  form  effective 

Branches  of  SENSE,  bringing  more  contact  in  their  own  areas 

and  more  power  to  the  Association  as  a  whole. 

In  this  issue  of  Talking  Sense  we  record  a  welcome  to  two  new 

Branches,  of  quite  different  character  but  quite  remarkable  potential. 


SENSE  -  SOUTH  WEST 

The  second  new  branch  is  in  the  South 
West  a  region  where  we  have  always 
had  members  but  which  has  been  plagued 
with  the  old  problems  of  scatter  and 
distance.  The  education  of  deaf-blind 
children  at  the  Royal  School  for  the  Deaf, 
Exeter,  has  provided  a  new  focus  and  has 
drawn  together  not  only  those  involved 
with  the  School  but,  as  so  often  happens, 
interested  and  concerned  people  from 
much  further  afield.  Peter  Holman  and 
the  new  committee  of  SENSE  -  SOUTH 
WEST  see  their  responsibility  as  covering 
the  whole  South  West  until  such  time  as 
other  smaller  branches  may  grow.  Peters 
son  Richard  attends  the  school  in 
Exeter  while  Peter's  own  career  to 
date  has  been  in  Social  Services,  so  he 
starts  with  a  useful  bundle  of  contacts  as 
well  as  experience.  He  made  the  mistake 
of  coming  to  Head  Office  last  week  and 
was  not  allowed  to  escape  without 
penning  the  following  report. 

"Go  West  young  man,  and  grow  up  with 
the  country."  (H.  Greeley) 

The  newest  branch  of  SENSE,  SENSE  - 
SOUTH  WEST,  launches  itself  on  St 
George's  Day,  23rd  April,  this  year, 
covering  the  counties  of  Devon,  Cornwall, 
Somerset  and  Dorset. 

We  have  always  been  concerned 
about  the  isolation  from  the  National 
Association  and  its  resources,  and  felt 
that  it  was  time  to  represent  the  growing 
numbers  of  deaf-blind  children  attending 
the  Royal  School  for  the  Deaf  in  Exeter. 
The  children  attending  the  school  come 
from  an  area  even  greater  than  that 
covered  by  the  new  branch  but  they 
would  ail  still  benefit  from  that  which  the 
branch  hopes  to  provide  in  the  future. 

The  decision  to  form  the  branch  came 
after  discussions  with  some  parents  and 
professionals,  and  with  Norman  Brown  at 
Head  Office.  The  branch  is  made  up  of 
parents,  professional  workers  and  other 
interested   members  of  the   public  who 


wish  to  be  involved  in  promoting  the 
interests  of  the  Rubella  handicapped  as 
well  as  of  the  deaf  and  blind. 

SENSE  -  SOUTH  WEST  has  five  long- 
term  aims: 

•  to  increase  public  awareness  of  the 
Rubella  handicap 

•  to  set  up  and  provide  communication 
channels  between  parents,  social  services, 
medical  services  and  other  national 
associations 

•  to  offer  support  to  parents  and  families, 
and  to  engage  in  fund  raising 

•  to  support  the  Royal  School  for  the 
Deaf  in  their  work  with  the  deaf-blind 

•  to  set  up  a  centre  which  will  provide 
informaton,  support,  holidays,  etc. 

SENSE  -  SOUTH  WEST  intends  to 
carry  out  a  research  programme  to 
evaluate  numbers  and  existing  resources 
within  the  South  West.  This  is  in  the 
planning  stage  but  will  provide  valuable 
information  both  to  the  branch  and  the 
National  Association  as  a  whole. 

The  branch  will  also  be  supporting  the 
work  of  Mary  Guest,  the  Co-ordinator  of 
the  Ushers  Syndrome  Awareness  and 
Education  programme,  offering  itself  as  a 
link  between  the  two. 

As  I  write,  plans  are  underway  for  a 
series  of  meetings  with  members  and 
interested  parties  to  prepare  the  first 
year's  work  in  fund  raising  and  some  of 
those  meetings  will  have  taken  place  by 
the  time  you  read  this  report.  Already 
two  major  events  have  been  decided  to 
act  as  the  backbone  of  fund  gathering, 
and  it  is  hoped  that  these  will  become 
annual  events,  increasing  their  potential 
each  year. 

A  great  deal  of  thought  has  gone  into 
the  preparation  of  the  branch's  work  and 
it  is  hoped  that  its  present  core  of 
enthusiastic  members  will  increase 
throughout  the  Region.  There  is  still  a 


great  deal  to  do  and  it  is  felt  that  each 
step  must  be  taken  carefully  to  maximise 
the  potential  of  its  work 

We  look  forward  to  hearing  from 
anyone  in  the  South  West  who  would  like 
to  be  a  part  of  this  new,  exciting  venture, 
formed  only  in  the  interests  of  those  it 
wishes  to  support.  We  also  hope  that 
future  reports  from  SENSE  -  SOUTH 
WEST  will  encourage  other  members 
nationally  to  form  new  branches,  thus 
spreading  the  work  of  the  National  Asso- 
ciation. 

Peter  Holman 

15a  Powderham  Road, 

Newton  Abbot,  Devon 

SENSE  -  COLCHESTER 

We  have  all  been  following  with  interest 
the  establishment  of  Braiswick  Lodge, 
North  East  Essex  Health  Authority's 
enlightened  move  to  provide  a  human- 
scale  home  for  a  dozen  multiply  impaired 
people  who  were  previously  in  mental 
handicap  hospitals.  The  success  of  the 
move  for  the  residents  has  brought  with 
it  a  wider-spreading  success.  Relatives 
and  friends,  together  with  staff  and  other 
professionals,  have  decided  to  join 
together  and  become  SENSE  -  COL- 
CHESTER, a  Branch  of  this  Association 
which  will  not  only  concern  itself  with  the 
interests  of  Braiswick  Lodge  but  wishes, 
as  its  chosen  name  suggests,  to  reach 
out  into  the  surrounding  area,  providing 
support  and  real  help  to  any  who  need  it. 
SENSE  -  COLCHESTER  brings  a  much 
appreciated  strength  to  the  Eastern 
Region,  whose  members  have  for  too 
long  had  to  struggle  with  the  problems  of 
distance  from  one  another.  Now  there  is 
a  new  Branch  to  help,  and  we  hope  it  will 
not  be  too  long  before  others  appear. 
The  next  issue  of  Talking  Sense  will 
carry  the  first  report  from  SENSE  - 
COLCHESTER.  If  you  wish  to  make 
contact,  the  Chairman  is  Sid  Hall  (whose 
son  Alan  is  at  Braiswick  Lodge),  3 
Holland  Road,  Clacton-on-Sea.  Essex; 
the  Secretary  is  Mrs  Mary  Camilleri 
(whose  daughter  Louise  is  at  Condover), 
61  Merrylands,  Laindon,  Essex,  and  the 
address  of  Braiswick  Lodge  itself  is  13 
Bergholt  Road,  Colchester,  Essex,  C04 
5AU,  where  Melvyn  John  is  in  charge. 


We  are  now  actively  engaged  in 
seeing  whether  members  in  the  old 
regons  wish  to  reform  as  smaller 
branches  or  to  create  new  ones  and  I 
am  anxious  to  hear  from  all  of  you.  It 
seems  certain  that  the  next  issue  of 
Talking  Sense  will  announce  further 
branches  and  I  hope  the  growth 
continues.  What  do  you  think  would 
work  best  in  your  area? 

Norman  Brown 


Scottish  Report 


Some  parents  never  learn,  do  they? 
Undeterred  by  the  spectacle  of  a  parent 
Liaison  Officer,  grey  beard  to  his  knees, 
head  balding  faster  than  a  well-worn 
carpet,  yet  another  parent,  kilted  and  far 
better-looking,  springs  from  the  heather 
by  a  Glasgow  burn  and  dons  the  harness 
of  an  Officer  —  Development  Officer  of 
Scotland,  no  less.  Sadly  her  husband 
shakes  his  head,  scrapes  the  discarded 
porridge  from  his  boots  and  trudges 
wearily  to  his  lonely  bed,  falling  into 
troubled  sleep  as  the  typewriter  below 
vibrates  his  bonnet  from  the  bed  post. 

What  a  glorious  mixture  of  imagination 
and  ignorance.  I  may  be  forgiven  by  Gill 
and  Jerry  Morbey  for  my  first  paragraph, 
but  it  does  make  three  points. 

Firstly,  we  do  not  always  have  a  clear 
picture  of  what  is  happening,  or  what 
needs  to  happen,  in  Scotland,  nor  often 
how  best  to  go  about  it.  For  instance, 
there  are  differences  in  law  as  well  as  in 
scenery  between  Scotland  and  England 
and  those  who  live  there  understand  the 
situation  best. 

Secondly,  we  have  long  needed  a 
more  effective  presence  in  Scotland,  to 
co-ordinate,  develop  and  sometimes  stir 
the  agencies  and  talents  there  to  help 
the  deaf-blind  and  even  to  find  them. 


Welcome  to  Gillian  Morbey, 
SENSE'S  new  Development  Officer 
in  Scotland.  Regular  readers  of  the 
Newsletter  will  know  her  well,  not 
only  through  the  Scottish  Region 
reports  submitted  by  Gill  and  Jerry, 
but  also  from  the  regular  news  on 
their  deaf-blind  son,  Marshall,  and 
his  antics. 


Thirdly,  we  have  found  such  a  person. 
In  an  amazingly  short  time,  Gill  Morbey 
has  established  new  contacts,  consoli- 
dated old  ones,  and  has  brought  new  life 
and  vigour  to  the  cause  of  the  deaf-blind 
in  Scotland,  and  everywhere  she  has 
found  a  welcome.  The  time  was  right;  the 
response  has  shown  it.  You  will  find  full 
details  of  the  first  flowering,  The  Scottish 
Conference,  on  page  20 

Gill  and  Jerry  Morbey  have  been 
organisers  of  the  Scottish  Region  for 
some  years  now.  The  appointment  of  Gill 
as  Development  Officer  for  Scotland  has 
taken  her  away  from  the  voluntary 
organiser's  post,  but  has  allowed  a  whole 
new  structure  to  start  growing.  To  aid 
and  advise  her,  Gill  has  a  Scottish 
Advisory  Panel  of  parents  and  profes- 
sionals, which  adds  great  strength  to  the 
whole  operation.  It  has  also  allowed  our 
members  to  reorganise  on  the  same 
lines  as  the  rest  of  the  country.  Based  in 
Glasgow,  a  revitalised  Scottish  branch 
has  arisen  from  the  old.  The  Chairman  of 
the  Scottish  Branch  is  Timothy  Collins 
(whose  son  is  at  St  Vincents  School)  and 
Jerry  Morbey  has  landed,  or  been  landed 
in,  the  Secretary's  post.  The  best  wishes 
of  the  whole  of  SENSE  go  with  the  new 
venture. 


SENSE-IN-SCOTLAND 


Dear  All, 

We  have  had  some  major  changes  in 
Scotland  lately  and  I  will  attempt  to  fill 
everyone  in.  Firstly  the  Scottish  parents 
have  felt  for  some  time  that  a  SENSE  in 
England  is  not  enough  to  meet  our 
needs.  Despite  everything  that  we  share, 
our  education  provision,  amongst  other 
things,  is  very  different  from  England  and 
Wales.  Moreover,  the  Scottish  parents 
like  everyone  else,  do  wish  their  children 
to  stay  as  close  to  home  as  possible. 
This  has  become  a  great  cause  for 
concern,  as  some  of  our  children  are 
approaching  school  leaving  age.  We 
realised  that  in  order  to  implement  some 
form  of  provision  it  would  really  have  to 
be  done  from  a  Scottish  base. 

I  should  like  to  say  at  this  stage  that 
SENSE  have  been  extremely  supportive 
to  us  in  this  venture.  Our  activities  in 
Scotland  will  in  no  way  separate  us  from 
the  National  organisation;  indeed  we 
hope  that  they  will  bring  us  closer. 

The  first  thing  that  we  have  been 
considering  is  the  organisation  in  Scot- 
land. To  date  we  have  been  functioning 
as  one  region,  or  branch.  This  has 
naturally  centred  round  Sister  Ailish's 
unit.  However  this  does  exclude  a 
number  of  our  other  parents.  With  this  in 
mind,  we  hope  to  establish,  in  the  near 
future,  a  branch  that  will  cover  the  East 
coast  of  Scotland.  Indeed  Scotland,  at 
the  end  of  the  day,  could  probably 
benefit  from  four  branches.  This  would 
allow  parents  to  have  greater  contact, 
while  benefiting  from  a  community  base. 


We  have  now  established  our  office  in 
Glasgow.  This  will  give  us  a  baselo  work 
from.  We  are  delighted  that  it  is  in  The 
Glasgow  Centre  for  the  Deaf.  We  will  be 
working  alongside  people  who  are  also 
interested  in  our  case  and  we  'think  that 
this  will  be  extremely  helpful. 

We  have  seen  many  people  over  the 
last  few  months,  statutory  and  voluntary. 
We  have  been  doing  this  to  let  people 
know  that  we  are  trying  to  establish  a 
stronger  Scottish  identity  and  that  we 
are  taking  up  the  case  for  our  children 
up  here.  As  always  a  large  part  of  this 
work  has  been  concerned  with  funding. 
Where  can  we  get  the  money  to  do  all 
that  we  wish,  is  a  common  cry. 

However  we  have  Had  a  wonderful 
response  so  far  in  Scotland. 

All  the  people  we  have  met  have  been 
really  interested  in  our  work  and  we  have 
had  a  great  deal  of  help  from  our 
colleagues  in  Scotland.  Without  naming 
people  or  organisations  we  would  like  to 
take  this  opportunity  to  thank  them. 

Another  large  area  of  our  work  has 
been  trying  to  establish  the  need  in 
Scotland.  This  has  never  really  been 
done  before  and  is  consequently  a 
massive  project.  However,  gradually 
through  correspondence  and  personal 
visits  we  do  hope  to  establish  a  clearer 
idea  of  our  numbers  in  Scotland. 

Much  of  the  work  that  I  am  doing  is  a 
natural  progression  of  the  work  that  we 
undertook   in   the   parents'   branch.   The 


only  difference  is  that  it  is  on  a  larger, 
more  organised,  scale.  We  need  to  estab- 
lish more  branches,  have  a  much  clearer 
idea  of  numbers  and  have  our  base  in 
Scotland.  All  "these  things  are  now  being 
tackled  to  some  degree! 

I  feel  that  there  has  been  quite  a  lot 
achieved  but  there  is  still  much  to  do. 
-However  I  am  hopeful  that  the  basis  for 
more  concentrated  Scottish  work  is  now 
being  laid. 

We  will  be  emphasising  this  at  the 
first  Scottish  conference  for  the  deaf- 
blind.  This  will  be  a  residential  event 
from  28th  to  30th  of  June.  While  we  will 
view  this  with  some  trepidation  we  are  all 
very  excited  about  it.  We  hope  that  it  will 
afford  us  a  real  opportunity  to  promote 
the  needs  of  our  children  in  Scotland. 

This  is  a  very  brief  account  of  the 
work  and  ideas  of  SENSE-IN-SCOTLAND 
to  date.  However  I  do  hope  that  it  gives 
some  indication  of  what  we  are  attempting. 
I  will  be  able  to  keep  members  up  to 
date  via  the  Newsletter.  In  the  meantime, 
kind  regards  to  all. 


Gillian  Morbey 
SENSE-IN-SCOTLAND 
Glasgow  Centre  for  the  Deaf 
51  Tobago  Street 
Glasgow  G40  2RH 
041  -556  4808 
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Carnbooth  House 


Monday  25th  February  at  long  last  saw 
us  opening  the  doors  of  our  new  school, 
Carnbooth  House.  After  years  of  nego- 
tiations with  the  Education  Department, 
Manpower  Services  and  the  Unions,  we 
can  now  begin  to  offer  an  appropriate 
service  to  deaf-blind  children  in  Scotland. 


Our  Unit  in  St  Vincent's  Glasgow, 
came  into  existence  at  the  request  of  the 
Education  Department  in  August  1975. 
At  that  time  six  places  were  considered 
to  be  adequate  for  Scottish  needs. 
Gradually  we  realised  that  what  had 
begun  as  a  tiny  venture  was  indeed  a 


major  undertaking;  if  this  Unit  was  to  fcx 
Scotland's  provision  for  the  deaf-blin< 
there  would  have  to  be  more  place: 
made  available,  sufficient  staff  woulc 
need  to  be  employed,  these  would  hav< 
to  be  trained,  and  a  pre-school  an< 
advisory  service  would  be  needed.  W< 
hope  we  are  on  our  way  to  achieving  a 
these. 

Carnbooth  House  is  a  beautiful  earl' 
20th  century  house  situated  in  Carmun 
noch,  a  tiny  village  on  the  outskirts  o 
Glasgow.  Ideally  the  school  should  b< 
nearer  the  city  and  the  facilities  i 
affords,  but  the  present  financial  situ 
ation  being  what  it  is,  and  Carnbootl 
being  available  we  decided  to  accept  i 
with  its  limitations. 

The  building  is  two  storeyed  and  a 
the  moment  will  cater  for  two  groups  o 
six  children.  A  further  eight  places  will  b< 
available  in  the  future  when  the  planne< 
extension  is  executed,  bring  the  tota 
number  to  twenty 

Each  unit  of  six  children  is  a  self 
contained  flat  consisting  of  a  living  roon 
with  kitchen  and  dining  areas,  a  utility 
room,  four  bedrooms  for  the  children,  ; 
general  activity  and  teaching  room  anc 
two  individual  teaching  rooms.  In  additior 
to  this,  and  serving  the  whole  school,  is  < 
gym,  a  softplay  room  and  a  music  room 
Plans  are  underway  for  an  adventun 
playground. 

To  be  continued. 

Sister  Ailish  Massey 
Carnbooth  School 
80  Busby  Road 
Carmurnock 
Glasgow 


The  Funfair 

In  the  year  and  a  half  I  have  been 
teaching  in  the  Deaf-Blind  Unit  at  St 
Vincents.  Tollcross,  certain  words  have 
become  part  of  my  vocabulary.  These 
words  trip  of  the  tongue  in  the  course  of 
the  working  day  —  'structure'  and 
'routine'.  Although  I  am  a  firm  believer  in 
the  structured  approach  to  our  teaching, 
there  is  nothing  more  exciting  than  a 
complete  break  from  the  occasional 
monotony  of  our  day. 

Such  a  break  comes  annually  for 
children  and  staff  when  the  funfair  (or 
shows'  as  they  are  known  in  Scotland) 
comes  to  the  Kelvin  Hall,  Glasgow.  At  3 
o'clock  we  down  tools  and  head  for  the 
carnival.  The  Kelvin  Hall  staff  are  familiar 
with  the  children  and  kindly  look  the 
other  way  at  the  pay  booth.  As  soon  as 
we  arrive,  the  children  noticeably  brighten. 
For  some  the  flashing  lights  are  best 
while  the  blind  children  are  excited  by 
the  loud,  vibrant  music.  The  whole  fun 
atmosphere  of  the  place  seems  to  hit  the 
children  within  minutes.  Laughter,  anti- 
cipation, excitement! 

Our  first  stop  was  my  own  favourite  — 
the  waltzers.  After  five  minutes  of 
whirling  and  birling  much  helped  by  the 
showmen,  our  stomachs  first  became 
a*are  of  what  was  to  be  a  feature  of  the 
ig.  The  faster,  brighter  and  more 
frightening  (to  we  lesser  mortals  of  staf) 
the  show  was,  the  more  our  children 
enjoyed  it  (sometimes  I  wondered  if  it 
was  an  advantage  not  to  see  what  was 
happening')  There  can  be  no  greater 
reward  for  any  who  are  involved  in  the 
welfare  of  deaf-blind  children,   than   to 


see  such  high  motivation,  excitement 
and  sheer  joy  that  lights  up  their  faces 
when  'at  the  shows'.  And  the  benefits  are 
enormous  —  communication  is  facilitated 
be  experiences  shared  and  the  sense  of 
companionship  is  very  strong.  As  the 
staff  scream  and  cling  to  the  children  for 


support,  our  roles  are  strangely  reversec 
and  this  adds  a  new  dimension  to  ou 
relationships.  It  only  happens  once  « 
year,  but  it  is  a  magical  one  and  keep,' 
us  going  till  the  next  time! 

Catriona  McFarlane 


"Last  night  we  went  to  the  fun  fair.  I  liked  the  Walzers,  the  Cyclone,  the 
Outer  Limits  and  the  Flying  Saucer.  We  went  to  a  cafe.  I  had  macaroni 
cheese  and  chips.  Steve  and  I  went  to  a  sideshow.  I  went  on  the  Rotor  by 
myself."  —Jessica  Thomson  (aged  15) 
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NEWS  FROM  THE  NATIONAL  RUBELLA  COUNCIL 


JANUARY  1985 


A  Special  Message  from  HRH  The  Princess  of  Wales, 
Patron  of  the  National  Rubella  Council .  .  . 
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HRH  The  Princess  of  Wales,  pictured  with  4-year  old  Faria  Ijaz  and  her  teacher  Christine  Dunn, 
during  her  visit  to  SENSE'S  Family  Centre  on  13th  November.  Faria  has  Congenital  Rubella. 
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"Encouraging 
Response  to  the 
Campaign" 

John  Patten  MP, 
Under  Secretary  of  State 
for  Health 

"Rubella  can  have  serious  and  distres- 
sing consequences  for  the  unborn  child, 
and  an  effective  immunisation  prog- 
ramme is  of  special  importance.  The 
National  Rubella  Campaign  aims  to 
increase  immunisation  against  rubella 
among  both  schoolgirls  and  susceptible 
women  of  childbearing  age,  as  a  step 
towards  the  elimination  of  the  congenital 
rubella  syndrome.  I  am  encouraged  by 
the  response  to  the  campaign  and  the 
progress  which  has  already  been  made 
by  some  health  authorities  towards 
achieving  its  objective.  The  prominent 
role  which  the  voluntary  organisations 
are  playing  in  the  Campaign,  in  conjunc- 
tion with  the  Health  Education  Council 
and  our  Department,  is  an  important 
development  in  the  field  of  prevention." 


THE  CHALLENGE 
-TO  COMMUNICATE 

Lady  Wilson,  Chairman,  National  Rubella  Council 


"Rubella,  with  all  its  consequences  in 
family  tragedy  and  frustrated  lives,  can 
and  must  be  controlled.  That  will  happen 
when  every  schoolgirl  sees  immunisation 
not  just  as  a  duty  but  as  a  right  and  when 
no  responsible  woman  comtemplates 
pregnancy  without  first  ensuring  that  she 
is  protected  against  the  disease. 
During  its  first  year,  the  emphasis  of  our 
campaign  has  been  on  schoolgirls. 
Though  consolidated  national  figures  are 
not  yet  available,  reports  from  schools 
indicate  that  there  has  been  a  substantial 
increase  in  vaccination.  We  must  sustain 
that  momentum  during  the  second  year 
but  must  also  do  everything  possible  to 
ensure  that  every  woman  knows  of  the 
menace   of   rubella    and    of  the   simple 


means  by  which  -  through  a  blood  test, 
followed  when  necessary  by  vaccination 
-  she  can  avoid  the  risk  of  bearing  a  child 
disabled  as  a  result  of  the  diesease. 
Such  precautions  are  not  likely  to  be 
ignored  by  anyone  who  has  seen  a  child 
handicapped  by  congenital  rubella:  blind, 
deaf,  mentally  or  physically  handicapped 
or  bearing  in  a  single  childhood  the  com- 
bined burden  of  all  those  disabilities. 
We  hope  that,  following  the  publicity  of 
this  past  year,  most  people  in  this  country 
now  know  what  rubella  is  and  what  are  its 
consequences.  Our  task  now  is  to  convert 
that  general  awareness  into  positive 
action  in  every  family  and  every  com- 
munity. In  this,  we  seek  the  active  support 
of  everyone  who  reads  this  Newsletter." 


REGIONAL  ROUND-UP 
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WHAT 

THE  PAPERS 

SAY... 


New  Initiatives  to  Prevent 

Disabilities  from  The  International 

Soroptimist 
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UK 


CALLING 
ALL  NHS 
STAFF 


The  following  information  on  Vaccination 
and  Immunisation  policy  for  NHS  Staff  was 
prepared  by  the  Joint  Committee  on  Vacci- 
nation &  Immunisation  for  the  Secretary  of 
State  for  Social  Services  and  the  Secretary  of 
State  for  Wales. 


RUBELLA 

Staff  who  come  into  contact  with 
patients  may  contract  rubella  from  them 
and  staff  with  rubella  could  well  pass  it  on 
to  susceptible  patients  who  might  be  pre- 
gnant. Babies  suffering  from  congenital 
rubella  may  excrete  rubella  virus  for  over  a 
year. 

Live  attenuated  rubella  vaccines  are 
effective  in  raising  an  immune  response  in 
sero-negative  subjects.  General  contra- 
indications to  the  giving  of  live  vaccine  are 
referred  to  in  paragraph  6.  Rubella  vaccine 
is  contra-indicated  in  pregnancy  and  pre- 
gnancy must  be  avoided  for  3  months  after 
the  vaccine  is  given.  It  is  important  to 
ensure  that  the  antibody  status  of  a  woman 
of  child-bearing  age  is  known  before  the 
vaccine  is  given  and  to  advise  her  on  the 
need  to  avoid-conception  for  3  months  fol- 
lowing immunisation.  Cendehill  strain 
shold  not  be  given  to  staff  known  to  be 
hypersensitive  to  rabbits  or  neomycin.  RA 
27/3  strain  should  not  be  given  to  those 
known  to  be  hypersensitive  to  neomycin  or 
polymyxin. 

For  sero-negative  staff,  1  dose  of  the 
reconstituted  freeze-dried  vaccine  generally 
gives  the  required  immunity. 

A  history  of  rubella  should  be  dis- 
counted unless  confirmed  serologically. 
Immunity  to  rubella  should  be  checked  8 
weeks  after  vaccination  in  those  female 
staff  at  particular  risk  of  contracting  rubella 
eg  laboratory  workers. 

Recommendations 

Rubella  vaccine  is  recommended  for:- 

a.  All  sero-negative  female  staff  of 
child-bearing  age  at  risk  of  contract- 
ing rubella  during  the  course  of  their 
work. 

b.  All  sero-negative  staff,  male  and 
female,  who  are  in  contact  with  pre- 
gnant patients,  particularly  those 
working  in  ante-natal  clinics. 

Certain  groups  of  women  such  as 
school  teachers,  nursery  and  play  group 
staff,  community  health  staff,  all  nurses  and 
doctors  who  work  in  children's  hospitals 
and  in  obstetrics  and  gynaecological  units 
may  be  at  special  risk  of  contracting  rubella 
from  children  or  from  infected  fetal  mater- 
ial. Staff  and  students,  both  male  and 
female,  working  in  antenatal  clinics  may,  if 
they  become  naturally  infected,  transmit 
rubella  to  patients  in  the  early  stage  of  pre- 
gnancy. Individuals  in  all  these  groups 
should  have  their  antibody  status  deter- 
mined and,  if  found  to  be  seronegative, 
should  be  offered  vaccination  both  for  their 
own  protection  and  for  the  protection  of 
seronegative  pregnant  patients. 


These  recommendations  are  clear, 
what  is  not  is  whether  all  people  in  the 
specified  groups  are  being  tested  and, 
if  necessary,  immunised.  A  GP  had  told 
UPTAKE,  "....  some  1 1  years  ago  I  had 
rubella  myself  and  at  the  same  time 
three  of  my  patients  had  rubella  in  early 
pregnancy  and  had  to  be  aborted.  I  do 
not  know  for  sure  whether  or  not  they 
caught  the  infection  from  me."  A  sad 
and  sorry  question . . .  MAKE  SURE  YOU 
KNOW  YOUR  RUBELLA  STATUS. 


The  Green  Spots  are 
Spreading .  .  . 

Dr  Edward  Cockayne,  a  GP  in  Bury  St  Edmunds, 
describes  how  his  practice  set  up  a  simple, 
inexpensive  and  effective  screening  programme. 


"In  November  1982  the  doctors  in  our  five 
man  practice  went  all  out  to  set  up  a  screen- 
ing programme,  the  declared  aim  of  which 
was  that  no  woman  in  our  care  would 
become  pregnant  without  us  being  aware  of 
her  rubella  antibody  status. 

Each  of  us  planned  to  take  blood  for 
rubella  antibodies  from  any  potentially  fer- 
tile female  (whose  antibody  status  wasn't 
already  known)  at  any  possible  opportunity. 

Those  ladies  whose  immune  status  had 
been  confirmed  were  to  be  identified  by 
green  stickers  on  their  folders. 

We  already  had  a  voluntary  (and  virtually 
free)  daily  delivery  system  for  taking 
pathological  specimens  to  the  hospital 
laboratory  eight  miles  away,  and  the 
pathologist  was  eager  to  cooperate. 

Our  secretary,  using  the  age/sex  register, 
sorted  through  the  notes  for  susceptible 
patients  and  pinned  completed  but  unsigned 
request  forms  onto  each  of  the  current  con- 
tinuation sheets  in  the  records.  All  the  doc- 
tors had  to  do  when  they  saw  the  patients, 
therefore,  was  to  take  blood,  detach  and  sign 
the  forms  and  pop  them  into  envelopes  with 
the  blood  samples. 

From  November  1982  until  March  1984  we 
did  561  blood  tests  and  found  39  patients 
who  were  not  immune. 

The  seronegative  ladies  were  all  invited  by 


post  to  make  appointments  with  either  the 
practice  nurse  or  their  own  doctor  to  have  an 
injection  of  rubella  vaccine. 

When  each  patient  attended,  the  date  of 
her  last  menstrual  period  was  carefully 
noted  and  the  importance  of  not  becoming 
pregnant  for  three  months  after  the  injection 
was  stressed. 

Twenty  nine  of  the  seronegative  ladies 
have  so  far  been  immunised  and  of  these 
eleven  have  had  repeat  blood  tests  showing 
seroconversion  with  no  failures  yet.  Three 
ladies  refused  vaccination  and  four  were 
advised  against  it  when  they  attended 
because  there  was  a  possibility  of  pre- 
gnancy. Three  others  have  been  written  to 
and  are  expected  to  attend  the  Health  Centre 
soon. 

Apart  from  the  postage  for  39  letters,  the 
cost  of  an  exercise  book  in  which  to  make 
some  very  basic  records,  some  stickers  and  a 
few  hours  of  secretarial  time,  the  expense 
has  been  minimal.  The  green  spots  are 
spreading  rapidly  and  the  extra  workload  is 
now  insignificant.  We  feel  the  exercise  has 
been  well  worthwhile,  and  perhaps  the  most 
rewarding  pick-up  so  far  has  been  the  seven- 
teen year  old  daughter  of  our  friendly 
pathologist. 

Who  was  it  who  said  something  about  the 
cobbler's  children  being  the  worst  shod?" 


A  Quality  Initiative 

Dr.  J.A.R.  Lawson   President,  The  Royal  College  of 
General  Practitioners 


The  Royal  College  of  General  Practition- 
ers launched  its  Quality  Initiative  eigh- 
teen months  ago.  Members  of  the  Col- 
lege were  invited  to  subscribe  to  two 
aims,  namely: 

1.  Each  general  practitioner  should 
describe  his  current  work  and  should 
be  able  to  say  what  services  he  pro- 
vides for  patients. 

2.  Each  general  practitioner  should  define 
specific  objectives  for  the  care  of  his 
patients  and  should  monitor  the  extent 
to  which  these  objectives  are  met. 

College  Council  members  undertook  to 
examine  these  aims  with  reference  to 
their  own  practices  during  the  past  twelve 
months.  It  is  interesting  that  many  of 
them  were  concerned  about  the  rubella 
status  of  patients  in  their  practices  and 
undertook  this  as  one  of  their  projects. 
They  tackled  this  in  different  ways  but  at 


the  end  of  a  twelve-month  period  were 
able  to  indicate  a  percentage  of  women  of 
child-bearing  age  in  their  practices  who 
were  rubella  immune  and  to  indicate  the 
steps  they  were  taking  to  ensure  that 
those  who  were  sero-negative  were 
offered  rubella  vaccine  to  ensure  immun- 
ity. They  indicated  the  effectiveness  of 
opportunistic  screening  in  general  prac- 
tice. The  uptake  rate  through  the  school 
service  is  known  to  be  patchy  and  this  has 
led  many  general  practitioners  to  con- 
sider assuming  the  responsibility  for  the 
immunity  of  child  patients  in  their  own 
practices. 

Through  the  Faculties  of  the  College  it  is 
hoped  that  the  vast  majority  of  members 
will  be  able  to  offer  the  same  service  to 
their  patients  and  eventually  all  doctors 
will  be  persuaded  to  do  likewise. 


Rubella:  Progress, 
Problems  &  Priorities 

A  national  conference  was  held  by  the 
National  Rubella  Council  on  Wednesday, 
23rd  January  1985  at  Marlborough  House, 
Pall  Mall  to  mark  the  beginning  of  the  second 
year  of  its  campaign  to  increase  the  UPTAKE 
of  immunisation  against  rubella  among 
schoolgirls  and  all  women  of  child-bearing 
age. 

John  Patten,  MP,  Parliamentary  Under- 
Secretary  of  State  for  Health,  Sir  John 
Badenoch,  Chairman  of  the  Joint  Committee 
on  Vaccination  and  Immunisation  and  Lady 
Wilson,  OBE,  Chairman  of  the  National 
Rubella  Council  addressed  the  audience  of 
representatives  from  women's  and  youth 
organisations.  The  conference  was  chaired 
by  Brian  Rix,  CBE,  Secretary-General  of 
MENCAP. 


BEWARE  OF 
COMPLACENCY 

While  there  is  every  indication  that  the 
national  campaign  is  achieving  its  aim  to 
increase  the  immunisation  rates  among 
schoolgirls  and  all  women  of  child-bearing 
age,  it  should  be  remembered  that  there  are 
still  many  cases  of  rubella  each  year.  The 
policy  of  selective'  immunisation  (girls, 
women  of  child-bearing  age  and  individuals 
in  selected  professions)  means  that  a  large 
proportion  of  the  population  will  catch 
rubella  and  will  be  infectious.  Dr.  Anthony 
Bostock,  Leeds  Environmental  Health 
Officer,  told  the  Eastern  Health  Authority  at 
Rothwell  on  24th  November  that  rubella 
cases  in  1984  had  trebled  on  the  1983  figure 
for  the  first  nine  months  -  3,266  cases  com- 
pared with  1,087  cases  in  1983. 


Don't  risk 

RUBELLA 

Be  wise, 
immunise! 


From  5th  November  1984  to  4th  May 
1985,  over  30  million  letters  will  carry  this 
slogan.  Post  offices  in  Manchester,  Ton- 
bridge,  Leeds,  Cardiff,  Swindon,  Luton, 
Worcester,  Belfast,  Aberdeen  and  Lon- 
don SWDO  will  ensure  that  the  message 
is  on  an  average  of  1,169,000  letters  each 


week.  And  it  won't  be  only  the  postman 
delivering  the  rubella  message,  27,000 
Rubella  posters  will  appear  in  Post 
Offices  for  3  months  from  January  1985. 


STOP  PRESS 

A  Cautionary  Tale 

Readers  of  the  first  issue  of  UPTAKE 
will  remember  Dr  Eleanor  Campbell's 
article,  "A  Cautionary  Tale  about 
Rubella  .  .  ."  about  her  patient 
Pam"  who  came  into  contact  with  a 
child  who  had  rubella.  At  the  time, 
Pam  was  in  the  early  weeks  of  pre- 
gnancy. From  her  medical  records  it 
was  not  clear  whether  or  not  she  had 
immunity  and  the  following  days  of 
waiting  for  tests  (to  show  whether  she 
was  infected  by  this  contact)  were 
fraught  with  anxiety.  Finally,  the  lab 
reports  showed  that  the  type  of  anti- 
body did  not  suggest  recent  infection. 
UPTAKE  has  now  heard  from  Dr 
Campbell  that  Pam  has  had  her  baby 
and  everyone  is  delighted  (and 
relieved)  to  find  that  he  is  totally  nor- 
mal. * 


WATCH  THIS 
SPOT! 

New  publicity  material  to  support  the  cam- 
paign is  now  being  prepared  in  various  lan- 
guages and  should  be  available  in  the  near 
future  ...  a  12-minute  video  "Go  For  It"  for 
use  in  schools  will  soon  be  released  by  the 
NRC  together  with  teaching  notes  ...  a  Bulle- 
tin covering  regional  action  will  be  issued 
bi-monthly.  If  you  are  not  already  on  our  cir- 
culation list,  write  to  the  National  Rubella 
Council,  105  Gower  Street,  London  WC1E 
6  AH. 

VIDEO  VIEWS 

RUBELLA  -  DONT  TAKE  A  CHANCE  is  a  new 

video,  devised  by  the  Portsmouth  &  South 
East  Hampshire  Health  Authority  and  Health 
Education  Unit,  and  produced  by  the  NHS 
Training  Aids  Centre,  Hydestile,  Godalming. 
A  special  leaflet  and  display  accompany  the 
video.  The  8-minute  video  is  aimed  at 
college-age  women  who  may  have  slipped 
through  the  school  immunisation  net,  but  it 
is  equally  suitable  for  use  with  school- 
leavers,  women's  groups,  community  health 
&  hospital  clinics  and  doctors'  surgeries. 
VHS  and  Betamax  tapes  cost  approximately 
£15  k  £2  p&p.  Full  details  are  availble  from 
The  Training  Aids  Centre,  Hydestile  Hospital, 
Godalming,  Surrey  GU8  4DQ. 


REGIONAL 

ACTION 

COMMITTEES 

Readers    may    want   to    contact    individua 

action  committees  direct  and  at  the  date  o 

going  to  press  the  following  committees  ha< 

been  established: 

Yorkshire  Regional  Rubella  Council 

Chairman:  Mrs  V  R  Rowell 

c/o  Yorkshire  RHA 

Park  Parade 

Harrogate  HG1  5AH 

North  West  Thames  Regional  Rubella  Actior 

Committee 

Chairman:  Dr  J  M  Weddell,  MFCM 

(Specialist  in  Community  Medicine) 

North  West  Thames  RHA 

40  Eastbourne  Terrace 

London  W2  3QR 

N.  Ireland  Rubella  Action  Committee 

Contact:  Dr  W  McConnell  (Community 

Physician) 

Southern  Health  &  Social  Services  Board 

20  Seagoe  Industrial  Area 

Portadown,  Craigavon  ,  Co.  Armagh 

DIARY  DATES 
1985 

Regional  Conferences 

SOUTH  EAST  THAMES,  FRIDAY,  18th 

JANUARY 
(Rubens  Suite,  Guy's  Tower,  London) 

WEST  WALES,  THURSDAY,  21st  MARCH 
(Tenby) 


The  National  Rubella  Council  was 
formed  in  1983.  It  brings  together 
the  Health  Departments  of  Eng- 
land, Wales  and  Northern  Ireland, 
the  Health  Education  Council  and 
eleven  national  voluntary  organ- 
isations-Action Research  for  the 
Crippled  Child,  British  Heart 
Foundation,  IRIS  Fund  for  the 
Prevention  of  Blindness,  MEN- 
CAP,  The  Royal  Society  for  Men- 
tally Handicapped  Children  & 
Adults,  The  National  Deaf  Blind 
Helpers'  League,  The  National 
Deaf  Children's  Society,  The 
Royal  Commonwealth  Society  for 
the  Blind,  The  Royal  National  Ins- 
titute for  the  Blind,  SENSE,  The 
National  Association  for  Deaf, 
Blind  &  Rubella  Handicapped, 
The  Royal  National  Institute  for 
the  Deaf,  The  Spastics  Society. 

Readers  are  invited  to  send  their  news 

and  ideas  forthe  campaign  to: 

The  National  Rubella  Council 

105  Gower  Street 

London  WC1E6AH 

(01-387  8033) 

Chairman: 

Lady  Wilson,  OBE 

Vice  Chairmen: 

Mary  Holland     Rodney  Clark 

Coordinator: 

Mary  M  Welland 


Th«  National  Rubella  CounM 1 1»  grateful  to  the  Royal  National  Institute  for  the  Deaf  for  supporting  the  production  of  ths  issue  of  UPTAKE 
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Sam's  Tractor 

Richard  has  always  loved  mechanical 
objects.  People,  with  a  few  notable 
exceptions,  have  been  very,  very  kind  to 
Richard.  This  is,  perhaps,  best  exempli- 
fied by  Sam's  Tractor. 

In  our  village  there  are  two  garages  — 
Queyels  and  Mr  Mackays.  Richard  is 
welcome  at  either  to  watch  the  mechanics 
at  work;  a  great  amount  of  his  time 
outdoors  at  home  is  spent  at  the  entrance 
to  the  garages,  watching  the  mechanics 
at  work.  He  is  not  allowed  (by  us,  not  the 
mechanics)  beyond  the  entrance  doors 
of  either  garage.  One  au  pair  we  have 
had  came  home  furious  one  day  saying, 
"I'm  sick  and  tired  of  standing  about  at 
that  garage  —  ifs  a  totally  useless 
occupation."  I  sat  her  down  and  told  her 
how  much  this  totally  useless  occupation 
had  taught  our  son.  One  day,  when  one 
of  us  was  filling  up  with  petrol,  there  was 
a  tremendous  fuss,  in  his  usual  vocal 
hieroglyphics,  from  Richard,  as  the  key 
was  turned  in  the  ignition.  It  turned  out 
that  he  thought  it  was  time  the  oil  was 
checked  —  he  was  right  —  oil  was 
needed! 

Another  day,  our  pony  trailer  was 
taken  out  to  move  his  pony  from  her 
Spring  "digs"  to  her  own  paddock.  There 
was  some  discussion  as  to  whether  one 
tyre  was  soft.    Richard  stood   by,   then 


went  indoors  and  returned  with  John's 
electric  drill  with  which  he  valiantly  tried 
to  remove  the  spare  tyre  from  the  trailer. 
With  his  very  limited  vision  he  had  noted 
that  real  mechanics  used  mechanical 
spanners  to  remove  the  nuts  holding 
tyres  in  place! 

Mr  Mackay  (he  of  the  garage)  has  a 
son,  currently  17,  known  as  Sam  (although 
this  is  not  his  baptismal  name).  Sam  is 
the  very  proud  owner  of  a  vintage  tractor 
(considerably  younger  than  Richard's 
mum  so  what  does  that  make  hef?) 
Sam's  Tractor  is  Richard's  Best  Friend.  In 
the  summer,  we  follow  it  (and  Sam,  of 
course!)  to  ploughing  matches  and 
exhibitions  all  over  the  countryside. 
Wherever  we  go,  and  however  many 
tractors  we  see,  Richard  can  find  Sam's 
tractor.  Finding  Sam's  tractor  at  such 
occasions  takes  precedence  over  any- 
thing in  the  world  for  Richard  —  except 
perhaps  on  the  glorious  occasion  last 
summer,  when  a  man  accompanied  by  a 
wife  and  two  young  children  took  Richard 
up  on  his  tractor  and  allowed  him  to 
drive  it  round  a  field!  I  don't  know  how  to 
tell  other  parents  how  we  felt.  The 
moment  was  matched  only  when,  three 
days  after  Christmas  last  year,  Sam's 
mum  gave  Richard  a  parcel,  saying  "Oh 
Richard,  we  looked  for  you  on  Christmas 


Richard  cleaning  the  tack. 

day  —  Sam  and  Jamie  (Sam's  three  year 
old  nephew)  thought  you  might  like  this." 
This  was  a  toy  tractor.  "Nuff  said!" 

Sheena  Tulloch, 

Parklands, 

Edzell,  Angus  DD9  7TF 


Cheryl  Cox 

Cheryl  is  deaf  and  blind.  She  will  be  six 
in  March  and  is  getting  to  be  more 
independent. 

In  saying  that  she  is  also  stubborn. 
Cheryl  gets  about  very  well  at  home, 
going  up  and  down  the  stairs  on  her 
own. 

We  have  managed  to  get  her  back 
onto  the  phonic  ear  again.  It  was  a  long 
way  round,  starting  with  a  small  radio, 
onto  a  personal  stereo  with  headphones, 
then  back  to  the  phonic  ear,  and  now 
Cheryl  seems  to  enjoy  it. 

This  photo  of  Cheryl  was  taken  at 
Christmas  when  we  were  out  visiting,  she 
was  playing  with  her  Aunt  Yvonne's 
glasses.  We  put  them  on  her  and  she 


Gillian  and  big  sister  Kirsty. 


Cheryl  enjoys  a  cuddle  with  her  Dad. 


started  laughing.  Although  she  is  a  lot  of 
fun,  she  is  also  a  lot  of  trouble.  Cheryl  is 
just  as  precious  to  us  as  her  brother, 
Glen,  who  is  eight  years  old,  and  is  now 
progressing  well  at  school  after  we  had 
some  early  setbacks  with  his  three  Rs, 
which  we  think  were  linked  to  his  sister's 
severe  handicap.  He  now  seems  to 
accept  her  for  what  she  is. 

We  are  informed  that  Cheryl's  new 
school,  Carnbooth  House  in  Scotland, 
will  open  on  25th  February  1985  and  we 
are  waiting  with  anticipation  of  the  prob- 
lems and  pleasure  this  might  bring.  May 
we  wish  you  all  a  prosperous  New  Year. 

Roy  and  Elizabeth  Cox 
28  Blantyre  Crescent 
Carleith  Estate 
Clydebank 
Scotland,  G81  6JW 


Gillian  Wylie 

Gillian  was  born  on  28th  September 
1983,  a  premature  baby  weighing  31/2lbs. 
About  a  week  later  it  was  diagnosed  she 
had  a  cataract  in  her  left  eye  and  a 
patent  ductus.  Gillian  came  home  from 
the  special  care  nursery  unit  when  she 
was  five  weeks  only;  she  then  weighed 
4lbs  6ozs.  She  was  not  a  good  feeder 
and  did  not  sleep  much.  We  found  out 
later  this  is  common  with  Rubella  handi- 
capped children. 

At  ten  weeks  she  became  unwell  and 
was  admitted  to  the  sick  children's 
hospital  at  Yorkhill.  She  had  picked  up  a 
virus  and  now  needed  surgery  to  repair 
the  patent  ductus.  Thanks  to  the  doctors 
and  staff  at  the  hospital  she  was  soon 
putting  on  weight  and  she  improved  so 
much.  She  still  goes  for  regular  check- 
ups. 

It  was  also  suspected  she  had  a 
hearing  loss.  At  eleven  months  old 
Gillian  underwent  tests  and  we  were  told 
she  would  be  profoundly  deaf.  At  the 
moment  we  are  trying  to  get  her  to 
accept  her  hearing  aids  but  she  is  not 
very  happy  about  them. 

Gillian  is  pictured  here  at  15  months 
with  her  big  sister,  Kirsty,  who  is  seven. 
Kirsty  is  very  good  with  Gillian  and  is 
always  telling  everyone  about  her  special 
little  sister. 

Gillian  is  now  mobile  and  has  been 
walking  on  her  own  for  five  weeks.  She  is 
up  to  all  the  mischief  and  her  favourite 
food  is  crisps. 

Gillian  has  given  us  a  lot  of  sleepless 
nights  and  a  lot  of  worry  but  she  brings 
so  much  joy,  being  a  special  baby. 

Nancy  and  Gavin  Wylie, 
6  Launder  Gardens, 
Priory  Bridge, 
Blantyre,  Glasgow  G72  9HL 
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The  Scottish  Conference 


A  most  exciting  development  this  year  is 
the  launching  of  a  Scottish  Conference. 
SENSE-IN-SCOTLAND  will  be  hosting  a 
Conference  at  the  Kelvin  Centre,  Glasgow 
University,  from  Friday  28th  June  until 
Sunday  30th  June. 

Chance  will  be  given  for  people  to 
register  and  get  to  know  one  another  on 
the  Friday  evening,  before  a  full  Saturday 
programme  with  further  workshops  on 
the  Sunday  morning. 

Not  all  details  have  been  finalised  as 
we  go  to  press  but  they  will  be  by  the 
time  you  read  this.  We  already  know  that 
there  will  be  full  creche  facilities  for  any 
handicapped  children  and  for  their 
brothers  and  sisters  who  need  it. 

Speakers  will  include  Tom  Visser,  the 


Acting  Principal  of  the  Deaf-Blind  Depart- 
ment in  Dr  Van  Dijks  Institute  for  the 
Deaf  in  Holland  and  Sister  Ailish  Massey, 
whose  Deaf-Blind  Unit  at  St  Vincent's 
School,  Glasgow,  has  done  so  much  for 
our  children. 

There  will  be  workshops  and  discus- 
sion groups  on  Language  Development 
in  the  Young  Child,  Communication  with 
the  Family,  Assessment,  Teacher-training, 
Vocational  Training  and  the  whole  area 
of  parental  involvement.  There  will  also 
be,  as  at  Leicester,  ample  time  for  those 
all-important  periods  of  unprogrammed 
meeting  and  exchanging  views. 

The  cost  of  the  Conference  will  be 
£40  for  Professional  or  General  Interest 
Members    and    £20    for    Disabled    and 


Parent  Members.  Children  under  16  will 
be  accommodated  free  and  we  are  able 
to  cover  the  fees  of  any  parents  who 
would  like  to  attend  but  who  may  have 
difficulty  in  finding  the  money. 

The  Conference  is  a  splendid  chance 
for  our  Scottish  members  to  get  together 
and  it  is  hoped  that  some  friends  south 
of  the  border  will  be  attracted  over. 

If  you  wish  for  further  details  and  an 
application  form,  please  write  to  our 
Scottish  Development  Officer,  Gill  Morbey, 
at 

SENSE-IN-SCOTLAND 
Glasgow  Centre  for  the  Deaf 
51  Tobago  Street 
Glasgow  G40  2RH. 


Scottish  Region 
AGM 


Our  AGM  was  held  on  24th  January 
1 985,  and  was  attended  by  the  parents 
of  all  our  children.  Also  present  were  Mr 
and  Mrs  Wylie  who  are  new  members  of 
our  Branch.  We  were  very  pleased  to  see 
the  staff  and  head  teacher  of  the  St 
Vincents  Deaf-Blind  Unit  who  gave  up 
their  free  time  to  come  to  the  meeting. 

On  behalf  of  our  members  I  would  like 
to  say  a  special  'Thank  you'  to  Gill  and 
Jerry  Morbey  for  all  their  hard  work  and 
dedication  over  the  past  few  years.  I 
would  also  like  to  thank  the  National 
Association  for  all  its  co-operation  and 
backing,  and  hope  it  will  continue,  not 
only  between  ourselves  but  also  between 
all  the  Branches  throughout  Great  Britain. 

We  formed  our  Management  Committe 
at  the  AGM  and  the  members  elected 
were  as  follows: 


Chairman: 
Vice-Chairman: 
Treasurer: 
Secretary: 
Fund  Raiser: 


Tim  Collins 
SheenaTulloch 
Danny  Nimmo 
Jerry  Morbey 
Roy  Cox 


Tim  Collins 

Chairman,  Scottish  Branch 

Holiday  Caravan 

Location:  Redgates  Caravan  Park, 
Maidens,  Ayrshire.  On  the  Clyde  coast 
near  the  fishing  town  of  Girvan.  Culzean 
Country  Park  and  the  golf  course  at 
Turnberry  are  nearby.  The  caravan  is 
also  an  excellent  base  for  anyone 
wishing  to  tour  Burns  country. 

Site:  Very  good  facilities  including 
laundry,  games  room  and  pub.  The  town 
of  Maidens  has  a  large  hotel,  a  motel, 
swimming  pool,  cinema  and  bingo  hall. 
Also  a  supermarket,  post  office  and 
beach  shop. 

Caravan:  8  beds  (one  end  bedroom,  a 
bunk  bedroom  and  divans  in  the  eating 
and  living  areas),  fully  electric,  gas 
cooker,  hot  and  cold  water,  TV,  toilet, 
shower  and  washbasin. 

Contact:  Mrs  L  Collins,  29  Loch  Road, 
Chapelhall,    Lanarkshire.    Tel:   023   645 


My  Brother 

Sometimes  we  forget  about  how  the 
brothers  and  sisters  of  a  handicapped 
child  may  be  feeling  (see  Norman 
Brown's  article  on  page  23).  Melissa, 
aged  seven,  has  written  an  honest  letter 
about  how  she  feels  towards  her  brother 
Marshall.  Parents,  we  would  welcome 
letters  from  other  children,  saying  what 
they  think.  And  Melissa  herself  would 
love  a  reply.  Please  write  to 

Melissa 

3  Kersland  Street 

Hillhead 

Glasgow  G12 


My  broths* 
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Regional  Reports 

Northern  Region 

There  are  two  meetings  to  report  on  this 
time.  One  which  took  place  before 
Christmas  and  one  which  is  yet  to  come. 
Sue  and  Bruce  Smart  held  what  has 
become  their  annual  (well,  this  was  the 
second  one)  pre-Christmas  get  together 
at  home  in  Southport.  Not  too  many 
people  turned  up  but  apparently  a  good 
time  was  had  by  all  who  did  make  it. 

Margery  Harrison  is  having  a  meeting 
at  her  house  in  Padgate  on  11th  March. 
She  is  going  to  send  me  a  short  report 
on  what  happens,  to  publish  in  the  local 
newsletter  which  I  mentioned  in  the  last 
issue.  Items  have  not  been  flooding  in 
for  this  venture  so  I  can  only  assume  that 
it  is  not  wanted.  If  nothing  comes  in  after 
this  issue  it  will  be  abandoned. 

Good  news  for  a  school  in  our  region. 
The  deaf-blind  unit  at  the  Royal  Victoria 
School  in  Newcastle,  which  was  in  danger 
of  going  out  of  existence,  is  to  move  to 
the  Northern  Counties  School  for  the 
Deaf.  The  new  unit  will  operate  from 
September  with  a  nucleus  of  staff  and 
children  from  the  old  unit.  The  new 
northern  peripatetic  service  will  also 
operate  from  there.  This  is  good  news  for 
the  whole  region. 

Bob  Snow 

11  Elvington  Street, 

Fulwell, 

Sunderland 


London  Region 

Since  I  last  wrote  Christmas  has  come 
and  gone,  and  the  New  Year  has  started 
in  more  ways  than  one.  We  greatly 
enjoyed  our  Christmas  party  and  only 
wish  more  had  been  there.  But  with  the 
New  Year  we  have  turned  our  minds  to 
two  new  and  important  developments. 

Firstly  we  feel  that  it  is  time  to 
concentrate  a  little  on  the  needs  of 
parents  as  ordinary  people  rather  than 
just  as  members  of  a  handicapped  family. 
We  are  planning  a  series  of  workshops  in 
life  skills,  focusing  on  enjoying,  dis- 
covering and  developing  self.  It  sounds  a 
high-flown  scheme  but  is  concerned  with 
self-awareness,  skills  in  communicating 
and  listening,  assertiveness  to  achieve 
what  is  necessary  from  others  without 
aggression,  and  the  setting  of  achievable 
goals.  Hopefully  this  will  build  confidence 
and  enable  a  greater  enjoyment  of  life. 
We  shall  also  be  looking  at  health  issues 
and  leisure  possibilities. 

The  second  big  area  is  that  of  re- 
organisation, and  we  shall  be  asking  our 
members  at  our  AGM  to  consider 
becoming  a  smaller  but  really  effective 
Branch  of  SENSE  rather  than  a  large 
Region  which  cannot  really  reach  or 
involve  everyone  within  it. 

I  hope  my  next  report  will  have  good 
news  of  both  developments. 

Gilda  Avanessian 
25a  The  Ridings 
Ealing,  London  W5  3BT 


Spending  Mobility  Allowance 


If  your  child  is  granted  Mobility  Allowance, 
how  can  he  spend  it?  Well,  if  he  lives  at 
home,  then  there  is  no  problem,  and  as 
long  as  the  money  is  spent  largely  on 
activities  related  to  improving  the  mobility 
of  the  child,  the  issue  does  not  arise. 

But  what  if  the  applicant  lives  in  a 
mental  handicap  hospital?  We  hear  of 
some  cases  where  young  people  can 
build  up  a  bank  balance  of  hundreds  of 
pounds,  from  Mobility  Allowance  pay- 
ments, yet  they  still  do  not  have  anyone 
to  take  them  out.  The  responsibility  here 
lies  with  the  family  and  the  hospital  to 
think  creatively  about  how  this  money 
can  best  be  spent  to  improve  the  life  of 
the  young  person. 

Different  people  use  it  in  different 
ways.  Some  young  people  who  come  on 
SENSE  holidays  pay  for  the  trip  from 
their  account.  In  addition,  they  might  pay 
for  a  Ward  Outing  from  their  own 
balance.  One  member  used  the  money 
to  employ  a  staff  member  to  spend  an 
extra  eight  hours  a  week  taking  them 
out  for  walks  and  giving  them  contact 
with  the  outside  world. 

Lea  Hospital,  Bromsgrove,  have  taken 
this  idea  further.  After  reading  'Talking 
Sense'  on  how  to  apply,  they  applied  for 
—  and  got  —  Mobility  Allowance  for  all 
the  deaf-blind  residents  on  Honeybourne 
Ward,  most  of  whom  are  SENSE  members. 
This  money  is  now  spent  on  behalf  of  the 
residents  in  a  number  of  ways: 

•  Travelling  expenses  for  parents/rela- 
tives 

•  Taxi  fares  for  outings,  hire  of  coaches, 
holiday  fees  etc. 

•  Purchase  of  outdoor  clothing 

•  Joint  hire  with  other  residents  of  video 
screens,  films  etc. 


•  Joint  leasing  of  a  Hydrotherapy  unit 

•  Joint  leasing  of  a  purpose-built  vehicle 
for  trips 

•  Engagement  of  Mobility  Escorts. 


Mobility  Escorts 

The  Mobility  Escort  Scheme  has  proved 
the  most  beneficial.  Staff  are  appointed 
to  the  scheme  at  an  hourly  rate  of  £1 .68, 
paid  from  the  Mobility  Allowance,  to 
become  escorts  to  a  small  number  of 
individuals.  At  the  beginning  of  the 
scheme  the  escorts  were  all  ex- 
employees,  many  of  them  trained  nurses, 
but  now  any  suitable  applicants  are 
accepted  and  given  an  induction  training 
course.  They  then  escort  residents  one 
at  a  time  out  into  the  local  community  on 
outings,  building  up  a  close  relationship 
with  the  small  number  of  residents  with 
whom  they  work.  On  occasion,  escorts 
will  accompany  a  resident  on  holiday. 

This  scheme  has  been  approved  by 
the  DHSS  on  the  strict  understanding 
that  Health  Service  employees  are  not 
allowed  to  participate. 

Escorts  are  nor  employed  by  the 
hospital;  they  are  employed  by  the 
resident,  using  the  hospital  as  an  agent. 
No  employee  works  for  more  than  20 
hours  a  week;  this  prevents  anyone  from 
working  with  too  many  residents  and 
therefore  becoming  impersonal. 

Over  100  of  the  residents  at  Lea 
Hospital  participate  in  this  scheme, 
which  greatly  increases  the  range  of 
activities  and  outings  possible  for  them. 

Any  other  creative  ways  of  using 
Mobility  Allowance  in  hospital?  Let  us 
know. 


New  Members  of  Staff 


Our  Finance  Officer,  Maureen 
Baldwin,  has  been  with  us  since  May 
and  has  finally  decided  to  stay!  Her  main 
task  will  be  to  keep  Emrys  Lloyd  under 
control  (financial  and  otherwise). 


Valerie  Miller  joined  us  just  before 
Christmas  as  Super  Secretary.  Although 
she  longs  to  be  down  on  the  farm  she 
has  settled  for  SENSE.  We  are  getting 
used  to  the  welly  prints  in  reception. 
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National  Rubella  Council 


After  one  year's  intensive  activity  the 
National  Rubella  Council  has  held  its 
first  National  Conference. 

Entitled  "Progress,  Problems  and 
Priorities",  the  Conference  attracted 
some  120  delegates  from  all  over  the 
country.  It  was  held  in  the  splendid 
setting  of  Marlborough  House  in  London 
and  was  opened  by  John  Patton,  MP,  the 
Under  Secretary  of  State  for  Health  at 
the  DHSS  who  stated  that  he  was 
encouraged  "by  the  response  to  the 
campaign  and  the  progress  which  has 
already  been  made  by  some  health 
authorities  towards  achieving  its  objec- 
tives". 

Brian  Rix,  CBE,  Director-General  of 
MENCAP,  chaired  the  Conference.  Sir 
John  Badenoch,  MA  DM,  FRCP,  Chair- 
man of  the  Joint  Committee  on  Vaccin- 
ation and  Immunisation,  which  is  the 
ultimate  authority  on  immunisation  in  this 
country,  described  the  present  state-of- 
play  regarding  medical  knowledge  of 
Rubella  and  congenital  Rubella  (ie  the 
disease  and  its  handicaps  respectively). 

Lady  Wilson,  OBE,  NRC  Chairman, 
spoke  of  the  achievements  that  had 
been  made  within  the  first  year,  towards 
increasing  uptake  amongst  schoolgirls 
and  suggested  that  1985  should  see  the 


accent  firmly  placed  on  protecting  the 
still  substantial  number  of  vulnerable 
adult  women. 

After  an  Open  Forum  of  discussion 
and  questions,  Rodney  Clark  introduced 
a  film  made  by  SENSE  for  the  National 
Rubella  Council. 

Go  For  It,  starring  the  singer  Kim 
Wilde  is  a  new  nine-minute  film  for  use  in 
schools,  colleges  and  in  other  settings 
where  groups  of  schoolgirls  and  ado- 
lescents congregate  (see  page>82). 

The  Princess  of  Wales,  Patron  of  the 
National  Rubella  Council,  sent  a  new 
message  on  the  NRC's  first  anniversary 
which  was  reported  to  the  meeting. 
Princess  Diana  wrote: 

"As  Patron  of  the  National  Rubella 
Council,  I  have  been  delighted  to  hear 
that  at  the  end  of  this  first  year  of  our 
campaign  a  greater  number  of  school 
girls  and  young  women  than  ever  before 
are  now  protecting  themselves  against 
Rubella. 

All  it  takes  is  a  painless  injection  with 
one  of  the  safest  of  all  vaccines,  or  a 
simple  test  to  confirm  that  you  are 
already  immune.  This  is  such  an  easy 
way  to  protect  yourself  against  the 
serious    risk    that    if    you    later    catch 


Rubella  (German  Measles)  during  the 
early  months  of  pregnancy,  your  baby 
could  be  born  blind,  deaf,  physically  or 
mentally  handicapped. 

It  is  not  enough  just  to  think  that  you 
have  had  Rubella  in  the  past.  The 
disease  is  difficult  to  confirm  without  a 
blood  test  so  the  best  safety  is  in  the 
vaccine. 

During  the  coming  year,  we  will  seek 
throughout  the  country,  to  convey  the 
message  of  the  campaign  to  every 
family,  school  and  women's  organisation. 

Let  us  continue,  as  far  as  possible  to 
do  all  we  can  to  reduce  the  number  of 
babies  who  are  born  handicapped  as  a 
result  of  their  mothers  contracting 
Rubella  at  a  critical  point  in  their 
pregnancy." 

As  a  result  of  this  message,  the 
Conference  was  widely  reported  through- 
out the  nation's  press. 

One  event  to  report  was  that  TV-am 
featured  the  campaign  on  their  "mother 
and  baby"  spot  on  Thursday  7th  February. 

Mary  Welland,  NRC  Co-ordinator, 
spoke  of  the  plans  for  1985  while 
SENSE  parent  member,  Dalou  Waite. 
spoke  of  the  effects  Rubella  had  had  on 
her  two-year  old  daughter,  Shari. 


Go  For  It 


A  nine-minute  film  has  been  made  by 
SENSE  for  the  National  Rubella  Council, 
aimed  at  informing  schoolgirls  and  ado- 
lescents of  the  dangers  of  Rubella  in 
pregnancy  and  urging  them  to  take  up 
Rubella  vaccination. 

The  film  stars  the  singer  Kim  Wilde 
and  features  SENSE  members  Ann, 
Jacqui  and  Nicola  Cole  from  Neath, 
South  Glamorgan. 

It  was  well  received  at  its  premiere  at 
the  recent  NRC  National  Conference 
(see  above)  as  a  positive  up-to-the- 
minute  contribution  to  the  national 
campaign. 

Featured  amongst  others  in  the  film 
are  Simon  Banks,  Ann  Smith,  Christopher 
Brock  and  Karl  Fellows  at  Poolemead. 

The  film  was  made  at  a  fraction  of  its 
commercial  cost  since  everyone  gave 
their  services  free.  We  are  therefore 
immensely  grateful  to  those  mentioned 
above  and  to  the  film-makers:  Doug 
Woods,  Mike  Webb,  John  Lane,  Nick 
Bonnington  and  Bill  Oxenham  of  the 
Mendip  Rotary  Film  Unit,  to  Dr  Sue 
Davies  and  to  Lisa  Hollander. 

Funding  for  production  and  distribution 
was  made  available  by  the  Wellcome 
Foundation  and  The  British  Council  for 
the  Prevention  of  Blindness. 

Go  For  It  will  be  available  in  16mm 
film,  and  VHS,  Betamax  and  U-matic 
videotape. 

It  is  expected  that  it  will  be  available 
for  distribution  within  4-8  weeks.  Those 

*nte  to  Mary  Welland,  National  Rubella 
Council,  c/o  RNID,  105  Gower  Street, 
London  WC1  E  6AH.  Details  will  be  circu- 
lated when  all  distribution  arrangements 
have  been  finalised. 


Rubella  Statistics 


The  Communicable  Disease  Surveillance 
Centre  Report  of  December  1984  pro- 
vided an  up-date  of  some  recent  figures 
on  the  incidence  of  Rubella.  There  is 
always  a  delay  in  the  collating  and 
reporting  of  statistics,  so  the  tables  are 
only  complete  up  to  1 982. 

There  was  a  low  level  of  Rubella 
activity  in  1982.  Although  laboratory 
reports  increased  over  the  previous  two 
years,  they  were  still  much  fewer  than  in 
the  epidemic  years  of  1978  and  1979 
(see  table).  The  trend  in  new  cases  of 
Rubella  reported  to  the  Royal  College  of 
General  Practitioners  Research  Unit  was 
slightly  different,  falling  in  1982  to  247.2 
per  100,000  total  population  compared 
with  270.6  per  100,000  in  1980.  The 
different  trend  was  probably  due  to  the 
different  sources  of  data;  the  laboratory 
reports  were  mainly  infections  in  women 
in  the  15  to  44  age  group,  whereas  the 


RCGP  cases  were  in  all  age  groups.  It  is 
of  interest  that  the  proportion  of  labora- 
tory reports  in  this  age  group  of  women 
declined  from  65  per  cent  of  the  total  in 
1978  to  51  per  cent  in  1982,  suggesting 
a  possible  increase  in  immunity  in  adult 
women  due  to  vaccination.  Serological 
studies  of  university  students  provide 
evidence  to  support  this;  in  Nottingham 
the  proportion  of  female  students 
immune  increased  from  80  per  cent  or 
less  before  1975  to  about  94  per  cent 
since  1976,  while  80  and  86  per  cent  of 
male  students  since  1976  were  immune. 
The  proportion  of  females  vaccinated 
by  the  age  of  14  years  increased  from  68 
per  cent  in  1975  to  84  per  cent  in  1982. 
The  number  of  abortions  associated  with 
Rubella  disease  or  contact  reported  from 
general  practice  has  decreased  since 
1979,  suggesting  evidence  of  success  of 
the  immunisation  programme. 


Rubella: 

reported  incidence 

Laboratory 

RCGP  rate 

Abortions  associated 

Reports 

per  100,000 

with  Rubella 
disease  or  contact 

1977 

667 

223.6 

184 

1978 

3,651 

686.4 

830 

1979 

2,582 

447.2 

575 

1980 

648 

270.6 

200 

1981 

527 

180.8 

135 

1982 

1,555 

247.2 

180 

Reports  to  the  Royal  College  of  General  Practitioners. 
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The  Handicapped  Family 
—  Further  Thoughts 


I  promised  in  my  last  article  that,  if  no 
one  objected,  I  would  write  next  of 
individuality  and  of  brothers  and  sisters. 
No  one  objected,  so  upon  your  heads  be 
it.  In  fact  I  have  been  moved  by  the 
response,  for  one  does  not  enter  these 
fields  lightly.  One  parent  thanked  me  for 
"saying  those  things  which  are  not  usually 
spoken  of"  and  another  said  "seeing 
things  written  down  like  that,  I  can  also 
see  a  way  round  some  of  them".  Those 
two  comments  encapsulate  my  whole 
intent,  and  it  is  with  that  in  mind  I  am 
encouraged  to  continue. 

I  have  only  one  thing  to  say  about 
individuality  on  this  occasion.  It  is  about 
you  as  an  individual  and_  it  is  something 
close  to  my  heart.  It  concerns  not  the 
need  for  personal  outlet  but  the  more 
important  recognition  of  personal  value. 
You  will  have  noted  already  that  I  think 
of  parents  as  ordinary  rather  than  as 
specially  chosen,  although  I  will  allow 
that  going  through  the  fire  may  refine  us 
a  little.  We  have  our  own  talents,  strengths 
and  weaknesses.  Sometimes  a  parent 
who  might  otherwise  have  chosen  to 
work  with  handicapped  children  has 
such  a  child  and  finds  a  rich  fulfilment  in 
the  child's  care  and  education.  Some- 
times, as  in  my  case,  a  parent's  talents 
seem  all  to  lie  in  other  fields  and  nothing 
seems  to  come  naturally,  so  that  the 
child's  rearing  becomes  a  learnt  and 
arduous  process.  Sometimes  the  force  of 
circumstances  together  with  personal 
and  family  composition  makes  it  impos- 
sible to  manage  —  and  the  difference 
between  survival  and  breakage  can  be 
only  a  hair's  width.  Yet  the  strength  of 
love  may  be  as  strong  in  all  cases. 

Thus  we  cannot  judge  one  another. 
Love  does  not  conquer  all,  it  endures  all. 
There  can  be  no  hierarchy  among  those 
who  keep  their  children  at  home,  those 
who  send  them  periodically  away  and 
those  who  have  to  hand  over  completely. 
We  shall  all  go  through  all  the  stages  in 

"I  think  of  parents  as  ordinary  rather 
than  as  specially  chosen" 

time  if  our  children  do  not  die  before  us. 
The  decisions  on  the  way  are  grievous 
and  may  cause  divisions.  They  are 
another  cause  of  stress  and  may  even 
make  us  feel  cut  off  from  other  parents 
who  have  followed  a  different  road.  Don't 
let  that  feeling  rise;  it  has  no  root  in 
truth.  Whichever  major  decision  you  take 
is  more  likely  to  be  right  than  wrong  and 
if  you  have  doubts  you  must  learn  to 
forgive  yourself  as  you  would  forgive 
others  in  a  similar  plight. 

Brothers  and  sisters  are  a  delight  but 
we  feel  guilty  about  them  too,  don't  we? 
Here  at  last  I  can  pull  rank  on  most  of 
you  and  bring  to  bear  the  full  weight  of 
my  grey  beard,  for  I  have  an  advantage. 
Firstly,  Stephen's  sister  is  now  twenty 
and,  secondly,  the  number  of  'normal' 
children  I  have  taught  has  to  be  reckoned 
in  thousands.  In  other  words,  I  have  a 
time  scale  and  comparisons. 

I    deliberately    left    mention    of   other 


NORMAN  BROWN,  parent  member 
and  SENSE'S  Liaison  Officer, 
continues  his  thoughts  on  the 

handicapped  family  by  considering 
brothers  and  sisters. 


children  until  now,  although  I  know  that 
some  would  say  that  between  the  handi- 
capped child's  needs  and  the  parent's 
needs  lie  the  brother's  and  sister's  needs, 
putting  back  even  further  those  of  the 
parents  and  providing  fertile  ground  for 
further  guilt  and  worry. 

How  do  the  other  children  react? 
What  effect  will  it  have  on  them  and  their 
future?  The  question,  "What  are  they 
missing?"  becomes  "What  am  I  depriving 
them  of?"  Can  they  take  second  place  in 
my  time  and  not  feel  they  are  taking 
second  place  in  my  love?  Will  they  suffer 
through  not  having  a  normal  life? 

What  is  normal?  It  is  what  I  perceive 
as  the  standard,  drawn  from  press,  TV 
and  books  or  the  comments  of  friends. 
For  a  child,  what  is  normal  is  what  I  am 
used  to  and  it  is  only  when  someone 
points  out  how  abnormal  I  am  that  it 
touches  me. 

There  will  be  special  knocks  to  take. 
As  children  grow  and  test  their  strength 
and  jockey  for  position  and  importance 
they  put  one  another  down,  both  physi- 
cally and  verbally.  A  handicapped  sister, 
a  dark  skin  or  a  big  nose  will  all  be  used 
as  ammunition  and  all  will  hurt,  but  it  is 
only  in  the  mouths  of  adults  that  such 
comments  do  permanent  damage.  With  a 
wise  teacher  or  an  openness  in  parents, 
the  handicapped  brother  can  be  used  to 
good  advantage,  giving  status  and 
interest.  Much  of  this  is  swings  and 
roundabounts. 

What  usually  troubles  us  is  time  again. 
We  are  all  too  conscious  of  what  is  being 
missed,  for  we  think  back  to  our  own 
childhod  and  to  all  the  things  we  would 
have  loved  to  do  with  our  children.  They, 
of  course,  initially  are  not  half  as  aware 
of  that.  Their  days  are  full  and  friends 
appear  and,  although  there  will  be 
swings  between  resentment  and  over- 
concern,  they  have  one  great  advantage; 
they  live  in  a  home  where  active  and 
fighting  love  is  on  the  loose.  Children  are 
not  fools.  Although  they  fight  a  losing 
battle  for  your  time,  they  know  your  love 
is  there  and  in  the  long  run  that  will  bring 
them  through.  They  will  make  you  feel 
guilty  and  mean  and  sometimes  may 
force  you  to  radical  steps,  even  bringing 
about  a  major  reappraisal  of  your  manage 
ment  or  placement  of  your  handicapped 
child  —  and  that  is  usually  a  good  though 
painful  thing. 

They  take  some  hard  knocks  from  us. 
We  come  to  expect  much  from  them  and 
they  back  us.  How  many  times  have  you 
struggled  through  the  day  until  at  last 
your  handicapped  child  is  at  peace?  The 
second  you  breathe  that  sigh  of  relief  the 
brother  or  sister  appears  with  a  pain  or  a 
problem,    silently    saying,    "It's    my   turn 


now.  Now  make  an  effort  with  me",  and 
you  have  no  effort  left.  Suddenly  your 
young  ally  becomes  your  young  enemy 
and  you  snap  back,  seeing  the  hurt  in  his 
eyes  and  overwhelmed  by  the  waves  of 
your  own  misery  and  guilt. 

But  children  are  not  built  by  such 
moments.  They  are  built  by  the  others, 
when  your  arm  is  around  them  and  the 
bed-time  story  is  told,  when  the  laughter 
rings  out  and  silliness  reigns,  when  the 
tears  are  shared  and  the  interest  shown 
and  the  tired  parent,  after  the  snap, 
gives  that  little  extra  special  time  that 
heals  all.  Such  times  do  happen. 

It  is  hard  to  grow  up  in  a  situation  in 
which  you  cannot  compete,  where,  no 
matter  how  strong  the  case  for  attention 
you  present,  there  is  always  another 
more  pressing  demand.  It  is  harder  still 
when  you  are  in  competition  with  some- 
one you  love. 

I  do  not  know  whether  it  is  easier  to 
be  the  older  or  the  younger  brother  or 
sister  of  a  handicapped  child.  Does  the 
period  of  undivided  attention  you  received 
before  the  arrival  of  your  young  com- 
petitor give  a  stable  base  on  which  to 

"There  can  be  no  hierarchy  among 
those  who  keep  their  children  at 
home,  those  who  send  them  periodic- 
ally away  and  those  who  have  to  hand 
over  completely" 

build,  or  does  it  merely  make  the  trauma 
worse  when  such  a  powerful  rival  appears? 
Does  a  younger  brother  or  sister  find  it 
easier  to  accept  the  situation  as  it  is 
found?  It  is  pointless  to  speculate, 
because  we  have  to  deal  with  situations 
as  they  are.  Nonetheless  there  may  be 
slightly  differing  needs. 

I  am  very  conscious  of  the  broad 
stages  of  development  a  child  must  pass 
through  on  the  way  to  adulthood  and, 
despite  the  innumerable  individual  vari- 
ations, there  is  a  pattern  which  it  may  be 
helpful  to  bear  in  mind. 

Young  children  spend  their  years  in 
exploration  and  acceptance.  Soaking  up 
experiences,  they  master  a  number  of 
languages  and  discover  the  limits  and 
the  meaning  of  the  world  which  will 
determine  their  growth.  Although  their 
personalities  are  apparent  from  the  start 
their  characters  are  still  to  be  formed 
from  the  interaction  of  themselves  and 
everything  to  which  they  are  exposed. 
Parental  influence  is  at  its  highest.  As 
they  struggle  to  make  sense  of  the  world 
they  must  also  absorb  the  effect  of  a 
disabled  brother  or  sister  in  that  world. 
Earlier  than  most  children  they  will 
become  aware  of  the  fallibility  and  vulner- 
ability of  parents.  Although  striving  for 
their  parents'  attention  and  time  they  will 
also  begin  to  share  with  their  parents 
some  of  the  hurt  and  pain  which  could 
lead  to  resentment  of  their  brother  or 
sister. 

Yet  resentment  is  forbidden  them. 
You  can  fight  with  your  brother  and  let 
natural  resentment  escape  that  way.  But 
not  if  he  is  disabled.  All  must  be  subli- 
mated.   The    confusions    may    manifest 
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themselves  in  an  over-solicitous  concern 
or  in  withdrawal.  It  is  a  lot  to  handle. 
Children  are  not  completely  selfish. 
Sometimes  their  outbursts  against  us  are 
not  merely  a  cry  for  attention.  They  are  a 
cry  because  they  feel  for  us.  They  cry  for 
us  in  both  senses,  to  get  a  response  and 
on  our  behalf.  They  love  their  brother  or 
sister  and  feel  so  helpless,  indeed  are 
often  pushed  away.  They  love  us  and  do 
not  like  to  see  us  so  consumed.  Their 
own  needs  are  but  part  of  the  whole. 
Their  outbursts  are  against  us  because 
there  is  no  one  else  to  be  against.  If  you 
are  supposed  to  love  everybody,  at  whom 
do  you  scream  about  the  injustice  of  it 
all? 

Problems  can  often  be  contained  when 
children  are  small.  At  least  everything  is 
in  the  home  and  Mum  or  Dad  holds  the 
world  together,  giving  direction  and 
support.  The  school  years  see  a  steady 
increase  in  peer  pressure.  The  child 
becomes  aware  of  other  worlds  outside 
the  family  and  other  figures  of  authority 
appear  to  challenge  the  parents".  There 
is  more  learning  and  adaptation  to  be 
done,  much  of  it  painful.  Most  of  one's 
friends  have  to  make  no  allowances  for 
disabled  family  members.  They  are 
growing  up  in  a  world  that  worships  self- 
fulfilment  and  glossy  models  of  excel- 
lence and  which  runs  on  competition. 
This  is  the  time  when  our  children  are 
forced  to  compete,  when  any  weapon 
may  be  used  to  put  them  down,  and 
when  their  attention  increasingly  turns 
to  discovering  who  they  are  and  what 
they  are  worth.  And  we  all  fall  foul  of  first 
measuring  our  value  in  other  people's 
eyes. 

It  is  a  time  when  our  children  may 
appear  to  be  turning  away  from  us.  One 
of  our  families  has  had  the  experience  of 
a  son  stealing  money  from  home  in  order 
to  buy  affection  at  school.  School  friend- 
ships can  be  strong  and  can  help  to 
carry  us  through.  They  absorb  our  atten- 
tion and  give  space  for  our  world-shaking 
discussions.  They  also  for  a  while 
provide  the  standards  by  which  we  live. 
One's  choice  of  friends  can  be  critical. 

When  their  curiosity  is  satisfied, 
younger  children  usually  find  it  easy  to 
accept  that  a  friend  has  a  disabled 
brother  or  sister.  It  does  not  get  in  the 
way  of  friendship  and,  unless  there  are 
real  practical  problems,  it  does  not  stop 
them  calling  round  and  playing  with  one 
another.  The  pressure  to  conform  and 
the  opinions  or  fears  of  adults  may  draw 
other  children  away  even  more  than  their 

•As  children  become  increasingly 
independent  they  may  also  feel  in- 
creasingly vulnerable"' 

own  inclinations.  Prejudice  is  the  creation 
of  adults;  it  is  not  natural  to  children.  All 
we  can  do  is  to  be  open  and  welcoming 
to  our  children's  friends,  masking  any 
hurts  they  may  unwittingly  give  us. 

This  is  the  background  to  the  period 
when  many  families  find  the  most 
problems  with  non-disabled  brothers  and 
sisters,  the  teenage  years.  Not  only  is 
the  teenager  beginning  to  form  an  idea 
of  where  he  or  she  fits  in  the  world  of 
contemporaries  but  it  is  also  the  time 
when  he  or  she  must  start  testing  and 
|<  Ck  '.g  against  parents,  in  order  to 
discover  individually  apart  from  the  family 
—  a  necessary  prelude  to  independence. 
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Cathy,  Stephen  and  Norman. 


It  is  a  time  when,  physically  as  young 
adults  with  all  the  turmoils  of  personal 
adolescence,  we  have  the  ability  and 
knowledge  to  move  about  more  freely,  to 
band  together  in  outwitting  authority  and 
to  make  the  kind  of  statements  previously 
beyond  our  powers.  It  is  also  a  time 
when  an  unspoken  desire  may  emerge,  a 
yearning  just  for  a  while  to  be  a  member 
of  a  family  we  would  call  'normal'.  It  is 
often  a  time  of  backing  away,  even 
running  away,  when  accusations  of  a 
lack  of  loving,  spoken  or  unspoken,  are 
used  as  the  justification  for  our  actions. 
They  are  difficult  accusations  to  deal 
with,  for  our  own  guilt  as  parents  gives 
them  weight.  It  is  a  time  of  increased 
demands  and  a  feeling  on  both  sides 
that  all  may  be  lost. 

I  have  heard  my  daughter  say  that  her 
disabled  brother  has  been  a  useful  screen, 
sorting  out  the  worthwhile  and  the  dis- 
pensible  among  her  acquaintances.  It 
has  a  measure  of  truth  but  does  not 
cover  the  timid  or  the  too  distressed. 
Certainly  Catherine  has  not  lacked  the 
friendship  of  a  marvellous  selection  of 
young  people.  For  our  own  friends,  we 
can  understand  their  smaller  children 
being  intimidated  by  a  much  larger  non- 
communicating  child  with  unpredictable 
habits,  and  I  cannot  pass  judgement  on 
adults  whose  feelings  of  distress  make 
them  shy  away  from  our  company.  We  all 
have  our  areas  which  we  cannot  handle. 
I  only  know  that  a  change  of  friendscape. 
such  as  from  junior  to  secondary  school, 
from  school  to  college,  or  on  moving 
from  one  area  to  another,  can  make  it 
difficult  for  the  child  to  find  acceptance 
of  a  brother's  or  sister's  disabilities 
among  friends,  because  the  time  of  easy 
acceptance  fades  as  we  grow  older. 

As  children  become  increasingly  inde- 
pendent they  may  also  feel  increasingly 
vulnerable.  Being  free  can  feel  like  being 
lost  and  they  may  snatch  at  others  for 
support.  Modern  life  is  booby-trapped  for 


the  young  at  heart.  The  blandishments  of 
drugs,  new  experiences  and  encounters 
can  turn  an  escape  into  a  capture.  We 
always  fear  as  parents  that  our  children 
will  find  themselves  caught  in  circum- 
stances from  which  they  cannot  escape, 
whether  it  be  drug  dependency  or  an 
unfortunate  liaison. 

You  will  have  noticed  how  increasingly 
I  have  been  writing  about  any  family, 
whether  it  contains  a  disabled  member 
or  not,  for  you  will  never  know  whether 
the  problems  which  rise  to  plague  your 
children  are  due  to  a  disabled  brother  or 
sister.  The  common  cries  you  will  share 
with  all  parents  when  things  go  wrong 
are  "Was  it  my  fault?",  "Was  there  some- 
thing I  could  have  done?"  and  over- 
whelmingly "Should  I  have  given  more  of 
my  time?"  The  barb  will  be  sharper  in 
your  case  for,  on  looking  back,  you  will 


"We  come  to  expect  much  from  our 
children" 


recognise  that  in  all  honesty  you  could 
not  have  given  the  time.  Your  way 
through  may  have  been  determined  by 
the  severity  and  the  particular  manifes- 
tations of  your  child's  handicap  along 
with  the  circumstances  of  the  time.  You 
are.  in  fact,  being  thrown  back  to  the 
deeper  question.  "Should  I  have  let  my 
handicapped  child  go  in  order  to  save 
the  rest  of  my  family?"  and  at  the  time  it 
may  have  seemed  the  choice  was  not 
even  a  real  one. 

What  this  consideration  does  bring  to 
the  fore  is  the  whole  question  of  place- 
ment, respite  provision  and  support 
services.  The  current  fashion  of  local 
provision  and  home  placement  at  all 
costs  may  sometimes  kill  with  kindness. 
Children  who  need  such  an  intensive 
input  as  ours  may  need  periods  of  input 
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without  the  daily  involvement  of  the 
family,  and  the  family  may  need  it  too. 
Different  needs;  different  answers.  Dif- 
ferent times;  different  answers. 

The  brothers  and  sisters  keep  on 
growing.  Through  turbulent  teenage  years 
they  move  towards  maturity  and  reflec- 
tion, gaining  a  greater  perspective  and 
therefore  able  to  make  sense  of  exper- 
ience. This  is  where  a  move  away  usually 
becomes  a  move  back  again.  The  boy 
who  stole  from  his  mother  and  did  not 
follow  through  his  education,  told  her 
when  in  his  twenties  that  he  was  glad  his 
life  had  been  as  it  was.  Having  tasted  life 
'outside'  he  had  found  that  his  heart  lay 
with  the  values,  priorities  and  approach 
to  living  which  he  had  seen  at  home,  and 
he  knew  the  love  there  was  for  him  also. 
That  will  stay  wth  him  for  life.  So  if  we 
feel  we  have  let  our  children  or  one 
another  down,  if  we  feel  someone  is  lost 
and  in  danger,  keep  the  love-lines  open. 
It  is  all  that  we  can  do.  But  the  evidence 
seems  to  show  that,  in  the  long  run,  what 
is  lost  is  found  again  and  becomes 
stronger  than  before. 

As  for  parents,  time  and  pressure 
affect  brothers  and  sisters  also  and  they 
need  their  escapes  and  their  special 
times.  If  you  feel  confusion  is  creeping  in 
and  communication  is  becoming  difficult, 
perhaps  this  article  will  help.  Your  son  or 
daughter  may  not  feel  I  understand  at  all, 
but  if  reading  this  helps  them  to  voice 
their  feelings  and  you  are  in  contact 
again,  it  will  have  been  worth  it. 

I  have  seen  tragic  children  and  none 
of  them  had  handicapped  brothers  or 
sisters.  I  have  yet  to  see  in  any  of  our 


children's  eyes  the  misery  of  others  from 
supposedly  unhandicapped  homes. 
Despite  the  scares  along  the  way,  ours 
will  emerge  on  the  whole  a  saner, 
happier  group  with  a  better  grasp  of  real 
values  and  priorities,  than  many  of  their 
peers.  Those  scares  along  the  way  will 
pass,  for  our  other  children  progress 
more  swiftly  and  develop  more  rapidly 
than  their  handicapped  brother  or  sister. 
Most  of  their  problems  would  have  arisen 
anyway,  if  from  different  causes,  and 
many  would  have  been  worse.  Barring 
those  accidents  that  can  trap  any  young 
person,  before  you  know  it,  they  will 
have  spread  their  wings  and  flown  and 
you  will  be  left  marvelling  at  them. 

One  last  consideration  can  be  called 
'Time  to  Move  On'.  We  grow  older.  So 
does  our  handicapped  child.  Despite  the 

"I  may  have  made  my  handicapped 
family,  but  it  also  made  me." 

sensory  deprivation  and  the  mental  tardi- 
ness, an  individual  is  maturing  inside. 
Maturity  is  not  only  physical.  With  our 
input  and  that  of  teachers  and  carers, 
with  the  times  away  from  home  and  the 
confidence  grown  through  new  exper- 
iences and  gradual  understanding,  our 
child  will  come  to  need  us  less  and  will 
feel  happy  among  others. 

This  is  good,  for  we  are  running  down 
as  our  child  is  growing  up.  The  cumu- 
lative effort  of  stress  is  receiving  more 
serious  attention  these  days.  You  can 
make  good  use  of  stress,  to  hone  the 
mind  and  keep  the  energy  flowing.  You 


can  live  under  stress  for  months  and 
even  years.  But  eventually,  as  with  most 
things,  it  goes  on  just  too  long  and  the 
price  is  paid  in  physical  and  mental 
currency. 

Before  that  happens  is  the  time  to 
move  on.  Your  child  will  tell  you  when 
others  must  provide  what  you  cannot 
and  if  you  ignore  that  message  your  own 
self  or  your  family  will  tell  you. 

To  pass  beyond  that  limit  is  to  risk 
turning  success  into  failure.  Times  to 
move  on  differ  for  each  individual  and 
come  more  than  once.  The  driving  force 
behind  our  Association  is  the  need  to 
see  that  that  move  can  be  made  and  that 
it  is  not  blocked  by  decision  of  Authori- 
ties or  lack  of  provision.  We  have  a  long 
way  to  go  but  we  have  come  a  long  way 
already  and  our  army  of  supporters  is 
growing. 

I  may  have  made  my  handicapped 
family  but  it  also  made  me,  and  I'm  not 
beaten  yet,  and  neither  are  you.  We  have 
the  privilege,  through  our  Association,  of 
meeting  and  knowing  a  most  marvellous 
collection  of  people,  and  I  include  our 
handicapped  members,  their  families,  the 
professionals,  the  supporters  and  volun- 
teers of  all  kinds.  In  fact,  in  those 
moments  of  peace,  when  I  can  stand 
back  and  consider,  I  wonder  who  is  really 
handicapped. 

Thank  you  for  your  time,  forgive  me 
for  omissions,  and  stay  in  touch. 

Melissa  Morbey,  seven  year-old  sister  of 
a  rubella-handicapped  child,  has  written 
about  her  feelings  towards  him  in  the 
Scottish  Report  on  page  20. 


BRAILLO20 
(Norway) 

Braille  printer  with  keyboard 
which  enables  editing  of  text 
and  will  connect  to  a  computer 
to  provide  'hard-copy'  braille. 


BITTALKMAN 
(USA) 

Cassette  Recorder  with  Stereo 
Radio  which  plays  Four  Track 
Slow  Speed 


FRANK  AUDIODATA 
(West  Germany) 

A  System  for  providing  Speech 
Output  of  Data  displayed  on  a 
Microcomputer.  Large  Print 
output  also  available.  The 
System  is  offered  for  the  IBM  PC 
or  Osborne  1  computers. 

TSI  -  OPTACON  PRINT 
READING  SYSTEM  (USA) 

A  unique  device  which  provides 
Access  to  the  Printed  Word. 
Accessories  include  Typewriter 
and  VDU  Attachments 


TSI-VERSABRAILLE 
(USA) 

An  Information  Storage  Device 
with  Braille  Keyboard  and  'Soft' 
braille  display.  Links  to  standard 
Electronic  Equipment.  Will  act  as 
a  Computer  Terminal,  or  link  to 
Printers  and  Word- Processors 

VINCENT  WORKSTATION 

(UK) 

Consisting  of  a  number  of 
components  including  the  BBC 
Microcomputer  and  Braid 
Speech  Synthesizer,  the 
'VINCENT'  allows  Input  from 
either  Braille  or  QWERTY 
Keyboard 


For  details  on  any  of  the  above,  please  contact  John  Tillisch,  Tony  Fox 

SENSORY  INFORMATION  SYSTEMS 

2b  Englands  Lane  London  NW3  4TG  Telephone  01  -586  4 1 28 
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Usher's  Syndrome  —  My  Own  Experience 


I  have  had  quite  an  experience  living 
with  this  Ushers  Syndrome  problem. 
Sometimes  I  wonder  if  Usher's  Syn- 
drome is  the  worst  of  its  kind  relating  to 
the  emotional  functions  of  the  human 
body  as  I  have  been  driven  to  emotional 
despair  so  many  times.  To  be  deaf  is  one 
thing  but  to  have  Retinitis  Pigmentosa  as 
well  is  quite  a  burden  to  bear  due  to  the 
added  problems  that  go  with  it. 

General  awareness  on  the  RP  side  is 
very  poor  and  even  worse  with  deafness 
as  well  because  it  leads  to  additional 
misunderstandings  to  those  normally 
related  to  deafness,  as  it  involves 
additional  communication  and  mobility 
problems.  Also  with  RP  there  are  many 
varieties  and  when  you  understand  it  you 
are  only  half  way  there  as  you  still  need 
to  understand  the  person's  specific  RP 
problem,  whereas  with  deafness  a 
general  knowledge  and  experience  of  it 
can  be  handy  enough. 

I  was  born  deaf  although  my  parents 
insisted  I  had  early  hearing  which  petered 
out  to  my  parents'  surprise.  I  started 
wearing  glasses  when  I  was  eight.  I  do 
remember  being  asked  to  look  at  the 
optical  board,  which  was  a  distance 
away,  during  my  first  eye  test  and  not 
being  able  to  'catch'  where  it  was.  This 
was  the  first  indication  of  my  RP  problem 


"The  difficulties  I  went  through 
made  me  all  the  stronger  for  what 
was  to  come  after  leaving  school." 


and  was  coupled  with  night  blindness. 
Even  then,  being  young,  I  was  unaware  I 
was  supposed  to  have  full  vision  and  to 
be  able  to  see  in  the  dark  Sports  and 
games  showed  up  the  problem  clearly 
due  to  not  being  able  to  see  player  and 
ball  at  the  same  time.  When  it  became 
obvious  to  others,  I  was  eventually  ridi- 
culed every  time  there  was  a  mishap 
involving  my  eyes  as  there  was  no 
awareness  at  all  at  that  time  —  simply 
a  boy  with  bad  eyes. 

Fortunately  my  academic  ability  moved 
me  on  to  a  higher  deaf  school  where  I 
was  subjected  to  all  sorts  of  things  that 
were  not  always  pleasant  My  schoolmates, 
being  brighter,  were  much  more  com- 
petitive and  it  was  an  environment  where 
you  could  not  afford  to  lose  in  anything, 
especially  in  sport  where  I  found  ball 
games  very  difficult.  I  did  however 
manage  to  play  games  with  more  empha- 
sis on  my  central  vision,  like  table-tennis, 
football  and  cricket 

My  headmaster  suspected  something 
odd  about  my  vision  and  took  me  to  the 
local  optician  who  found  that  I  had 
tunnel  vision.  A  visit  to  Moorfields  con- 
firmed RP  and  it  was  indicated  to  my 
parents  that  my  vision  could  get  gradually 
worse.  I  don't  know  the  emotional 
reactions  my  parents  must  have  felt  as  I 
took  a  confident  outlook,  having  at  that 
time  good  central  vision  and  no  glare 
problems. 

Back  at  school,  I  earned  on  my  battle 
for  survrval  m  school  life  and  again  due 
to    lack    of    awareness,    a    sympathetic 


ROY  STAINES,  father  of  two 

children,  talks  about  the  way 

Usher's  Syndrome  has  affected 

his  life 


nature  was  not  drilled  into  my  school- 
mates and  I  was  expected  to  look  where 
I  was  going  all  the  time.  Also  I  missed 
out  on  group  conversations,  or  trying  to 
get  into  one,  as  my  eyes  cannot  take  in 
fast  normal  sign  language,  and  the  tunnel 
vision  also  restricted  what  my  eyes  can 
take  in.  Those  patient  enough  and  those 
who  knew  they  had  to  make  themselves 
understood,  signed  more  slowly  and 
used  more  oralism  so  that  I  could  under- 
stand what  was  being  said.  Those  whom 
I  made  friends  with  and  those  later  in  life 
were  usually  the  nicest  people  I  would 
ever  know. 

The  difficulties  I  went  through  obvi- 
ously made  me  all  the  stronger  for  what 
was  to  come  after  leaving  school.  Also  I 
got  used  to  or  tried  to  get  used  to.  the 
knowledge  that  I  was  bound  to  spend 
periods  of  social  isolation  and  it  did  not 
help  when  I  was  living  deep  in  the 
country  which  reduced  the  opportunities 
for  getting  into  any  social  environments. 

My  headmaster  eventually  admitted  to 
me  that  he  was  wrong  and  at  fault  in  not 
getting  my  schoolmates  to  be  more 
sympathetic  and  helpful,  but  he  cannot 
really  be  blamed  due  to  lack  of  aware- 
ness, and  people  were  easily  misled  as 
my  mobility  was  unaffected.  The  only 
problem  was  they  could  not  understand 
why  I  bumped  into  them  or  tripped  over 
things  or  simply  crashed  into  something. 

When  I  tried  to  enter  into  any  social 
environment  I  was  usually  'one  down' 
because  of  my  handicaps,  and  even 
rejected.  I  went  through  many  periods  of 
depression  but  always  bounced  back  to 
try  again,  usually  by  trying  to  find 
another  environment  and  sometimes  try 
again  where  I  last  tried  to  break  in. 

At  work  I  experienced  the  usual 
problems  relating  to  deafness  and  com- 
munication barriers  but  on  the  RP  side  I 
don't  generally  have  a  problem  as  I 
spend  one  third  of  my  life  with  my 
workmates  and  they,  in  turn,  get  to 
understand  my  vision  and  mobility 
problems,  and  adjust  themselves  uncon- 
sciously, such  as  moving  aside  whenever 
I  come  along  and  appear  not  to  see 
them.  The  worst  part  is  usually  when 
someone  doesn't  know  me  and  tries  to 
say  a  greeting  as  I  come  into  their 
presence.  I  walk  past,  not  realising 
someone  is  saying  something  in  my 
direction  and  then  get  labelled  as  a 
'snob. 

The  latter  is  only  one  example  of  the 
many  misunderstandings  I  get  into 
through  life  but  this  is  something  I  just 
have  to  live  with,  and  the  problem  is 
more  acute  when  you  don't  hear  the 
complaints  and  as  a  result  you  cannot 
put  the  record  straight.  I  have  experi- 
enced emotional  shock  when  I  eventually 
heard     the     so-called     complaints,     not 


having   had  any  inkling  that  they  were 
going  on. 

I  have  managed  to  make  a  gooc 
career  in  computer  programming  whicr 
does  not  revolve  round  mobility  anc 
makes  full  use  of  my  central  vision.  M\ 
deafness  was  more  of  a  problem  in  this 
respect  as  it  stops  me  going  as  far  as 
would  have  been  capable  of  if  I  was  e 
hearing  person.  When  I  try  to  get  a  job  o 
change  jobs  and  go  for  interviews, 
simply  state  the  precise  problem  I  have 
at  that  time  rather  than  discuss  the 
future,  otherwise  prospective  employer; 
would  easily  be  frightened  off,  thinking  o 
a  worse  situation  when  it  is  simply  i 
matter  of  understanding  the  problem  anc 
getting  used  to  it 

Back  to  the  social  situation.  I  founc 
that  whenever  I  came  across  understan 
ding  people  I  was  able  to  express  m> 
real  personality  and  enjoy  their  company 
This  usually  rebuilds  my  confidence  ir 
myself  and  my  determination  to  press  or 
and  survive  in  a  tough  world.  I  had  grea 
difficulty  in  making  friends  of  the  opposite 
sex  apart  from  those  at  work.  At  work 
they  can't  run  away  as  they  have  to  wort 
with  me  and  eventually  understand  anc 
thus  allow  me  to  be  my  self,  whereas 
with  outsiders  a  simple  hint  of  an  eye 
problem  was  enough  to  put  them  off 
This  was  another  source  of  despair. 

I  moved  to  London,  bought  my  owr 
flat  and  felt  optimistic  that  I  woulc 
succeed  as  my  central  vision  was  stil 
holding  and  I  felt  that  it  would  remain  so 
but  it  was  only  a  matter  of  time  before 
was  put  back  within  my  shell  after  going 
through  the  same  problems.  I  eventually 
found  myself  at  the  Deaf  Christiar 
Fellowship  where  I  was  not  rejected  anc 
it  was  there  that  I  met  my  future  wife 
Christine. 

Christine  recalls  that  before  she  went 
to  Leatherhead  Training  Centre  for  the 
Disabled  she  was  like  most  others,  feeling 
fear  and  embarrassment  when  coming 
into  contact  with  disabled  people.  A1 
Leatherhead,  where  she  was  for  three 
months,  she  lived  with  disabled  people 


"Whenever  I  come  across 

understanding  people  I  am  able  to 

express  my  real  personality  and 

enjoy  their  company. 


and  realised  how  lovely  their  personalities 
were  when  they  opened  up  to  each 
other.  This  changed  her  attitude  to  dis- 
abled people,  so  when  she  met  me  she 
took  me  on  as  a  normal  person  anc 
being  able  to  be  myself,  we  fell  in  love 
and  got  married.  Now  we  have  a  nice 
home  and  two  lovely  kids.  This  pleasant 
environment  has  reduced  a  lot  of  the 
tensions  and  depressions  but  I  still  have 
difficulty  making  friends  to  this  day. 

My  loving  mother,  with  whom  we  hac 
a  great  understanding,  died  of  cancer 
five  weeks  after  the  wedding  and  I  still 
miss  her  as  she  was  the  one  I  could  turn 
to  in  my  times  of  despair.  She  had  never 
let  her  emotions  get  the  better  of  her  in 
front  of  me  and  she  always  had  a  way  of 
enabling    me  to   bounce   back  At   least 
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she  was  completely  relieved  that  I  was 
not  left  in  limbo. 

My  RP  is  now  in  its  advanced  stages 
according  to  the  eye  specialist  and  I  now 
have  the  glare  problem,  dotty  vision  and 
early  cataracts  in  both  eyes,  which  are 
causing  me  more  problems.  I  now  wear 
hearing  aids,  at  least  at  work,  to  assist 
communication,  whereas  previously  I 
relied  entirely  on  lipreading,  and  I  bump 
into  people  and  objects  more  frequently, 
giving  my  body  more  cuts  and  bruises 
and  also  receiving  more  anger  from  the 
public.  I  have  to  accept  that  I  have 
Usher's  Syndrome  and  with  the  encourage- 


"I  have  to  accept  that  I  have 

Usher's  Syndrome  and  do  the  best 

I  can  with  my  life." 


ment  of  my  own  family  simply  press  on 
and  do  the  best  I  can  with  my  own  life. 

I  enjoy  family  life  immensely  and  my 
kids  have  been  marvellous  even  though 
they  are  only  four  and  two.  They  follow 
the  example  of  their  mother  and  are  very 
helpful  in  telling  me  where  things  are 
and  finding  things.  They  also  know  how 
to  stop  me  when  it  looks  as  if  I  am  about 
to  knock  them  over.  I  play  an  active  part 
in  telecommunication  with  a  group  of 
deaf  and  hearing  people  to  further 
improve  facilities  for  the  hearing  impaired 
and  deaf/blind.  I  enjoy  the  company  of 
the  friends  that  I  have  whom  I  know  are 
patient  and  understanding. 

At  work,  I  go  as  far  as  I  can  to  be 
successful  as  I  have  to  feed  my  own 
family  as  any  father  would  normally  try  to 
do.  Usher's  Syndrome  is  not  a  very 
pleasant  thing  to  have  and  I  do  hope  for 
a  cure  for  RP  which  would  be  a  great 
help  in  making  life  easier  for  sufferers 
like  myself. 


Informal  Carers 

The  DHSS  is  making  a  grant  to  the 
King's  Fund  to  undertake  a  project  to 
improve  the  availability  and  range  of 
information  to  informal  carers.  The 
intention  is  that  this  will  lead  to  a  further 
substantial  grant  over  two  or  three  years 
to  enable  publications,  training  materials, 
videos  etc  to  be  commissioned  from 
voluntary  organisations  and  others. 


Employment  of 
Disabled  People 

The  Manpower  Services  Commission 
(MSC)  launched  their  Code  of  Good 
Practice  on  Employment  of  Disabled 
People  on  1 4th  November  last  year.  The 
Code  has  two  parts:  the  first  is  for  senior 
management  and  outlines  important 
policy  considerations;  the  second  part 
gives  a  more  detailed  analysis  of  possible 
considerations  and  is  for  those  in  charge 
of  employing,  recruiting  and  training,  and 
the  daily  running  of  the  company. 

It  includes  a  section  on  the  basic 
ways  in  which  disabled  people  can  be 
included  in  a  policy  statement,  as  well  as 
a  brief  description  of  what  'disability' 
means. 

For  companies  reviewing  their 
policies,  this  document  will  prove  useful. 
For  companies  who  are  not  aware  that 
they  need  to  review  their  policies,  the 
Code  is  a  useful  and  tactful  way  of 
pointing  out  on  which  side  of  the 
employment  line  disabled  people  should 
really  lie. 

Every  employer  should  obtain  and  use 
this  important  document.  It  is  available 
free  from 
MSC 

Room  W1 030 
Moorfoot 
Sheffield  S1  4PQ. 


Rubella  Review 


SENSE  has  recently  commissioned  a 
major  review  of  the  medical  literature 
relating  to  the  handicaps  caused  by 
rubella.  The  paper,  formally  titled  'Rubella 
as  an  infection  in  pregnancy  —  its  conse- 
quences and  its  prevention'  is  known  as 
The  Rubella  Review" .  It  has  been  written 
by  Dr  Nick  Sidle,  and  presents  findings 
from  nearly  2000  published  articles 
spanning  the  period  from  1941,  when 
the  association  between  Rubella  and 
handicap  was  first  reported,  to  the 
present  day. 

Arrangements  are  also  being  made  for 
the  review  to  be  updated  regularly,  by 
issuing  supplements  as  more  information 
becomes  available.  In  addition,  for  those 
who  do  not  wish  to  read  the  entire 
original  work,  information  from  it  is 
already  being  incorporated  into  some 
new  leaflets  which  are  currently  being 
prepared. 

The  review  details  all  the  aspects  of 
Rubella  relevant  to  its  associated  handi- 
caps and  the  prevention  that  is  possible. 
It  opens  with  a  description  of  Rubella  as 
a  disease  together  with  its  history.  All  the 
handicaps  that  have  been  linked  to 
Rubella  in  pregnancy  are  then  described, 


together  with  some  information  on  the 
alterations  that  can  occur  in  the  manifes- 
tations of  some  effects  as  a  child  grows. 
Estimates  of  the  risks  of  handicap  for 
Rubella  at  different  stages  of  pregnancy 
are  attempted,  as  are  approximations  for 
the  risks  of  particular  problems;  however, 
such  estimates  cannot  be  absolute. 

The  review  then  covers  maternal 
immunity  to  Rubella,  considering  how 
this  may  be  tested  and  the  significance 
of  the  results  obtained.  The  various  tests 
for  suspected  Rubella  in  pregnancy  are 
also  described.  The  review  also  covers 
the  value  of  vaccination  against  Rubella, 
examining  the  development  of  the 
vaccine  in  use  today,  the  degree  of 
protection  vaccination  affords  and  the 
arguments  for  and  against  the  various 
strategies  for  their  use  that  have  been 
adopted  around  the  world. 

The  review  is  quite  technical,  and  is 
intended  to  be  a  reference  source  for 
doctors,  nurses,  school  health  services 
and  other  health  professionals.  For  those 
who  will  take  the  time  to  study  it,  it  will, 
however,  provide  information  on  all  the 
aspects  of  Rubella  it  covers.  It  will  be 
published  by  SENSE  in  the  Spring. 


Dentists 


The  British  Society  of  Dentistry  for  the 
Handicapped  has  written  to  us  asking  if 
we  are  aware  of  any  problems  relating  to 
the  dental  care  of  handicapped  people. 
They  are  also  seeking  the  views  of  the 
"consumer"  to  enable  them  to  plan  their 
services  for  the  future. 

The  Society  aims  to  bring  together  all 
those  dentists  who  care  for  handicapped 
people.  If  anyone  would  like  to  write  to 
them  with  their  comments  and  sugges- 
tions, the  address  is: 

British    Society   of    Dentistry   for  the 

Handicapped, 

Community  Health  Services 

Frimley  Children's  Centre 

Frimley 

Camberley,  Surrey  GU  5AD. 


International 
Newsletter 

One  of  the  recommendations  of 
the  Third  International  Conference 
on  Deaf-Blindness,  held  in  Bahrain 
in  November  1983,  was  that  an 
International  Newsletter  be  estab- 
lished, to  provide  information  on 
developments  and  activities  in  the 
field  of  deaf-blindness.  This  project 
was  enthusiastically  adopted,  and 
the  first  editor  was  Mrs  Beroz 
Vacha,  Principal  of  the  Helen  Keller 
Institute  for  the  Deaf  and  Deaf- 
Blind  in  Bombay,  India,  who  pro- 
duced the  Newsletter  for  its  all- 
important  first  year. 

This  year  the  editorship  has 
moved  to  our  old  friend  Patrick 
Murphy,  the  Consultant  on  Deaf- 
Blindness  to  the  National  Deaf- 
Blind  Helpers'  League.  Patrick  is 
deaf-blind  himself,  and  many  of  you 
will  have  seen  him  on  the  BBC 
documentary  film  The  Touch,  talking 
about  different  aspects  of  his  life. 

The  Newsletter,  printed  in 
Grade  One  Braille  and  inkprint, 
contains  a  wealth  of  interesting 
material,  contributed  by  deaf-blind 
people  and  organisations  from 
around  the  world.  Anyone  interested 
in  receiving  it,  or  contributing, 
should  contact  Patrick  Murphy  at 
the  National  Deaf-Blind  Helpers' 
League,  18  Rainbow  Court,  Paston 
Ridings,  Peterborough  PE4  6UP. 
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Members'  News 


Stephen  McCarthy 

Our  son,  Stephen,  was  born  on  New 
Year's  Day  1967.  He  was  two  weeks 
premature,  and  weighed  5lbs  12ozs,  the 
smallest  of  our  three  children. 

Stephen  was  eight  and  a  half  months 
old  when,  on  a  visiting  session  to  the 
hospital,  a  sister  asked  me  if  I  had 
noticed  anything  wrong  with  his  eyes.  I 
said  I  hadn't  and  asked  what  she  meant. 
She  said  it  wasn't  important  and  I  was 
given  no  explanation  for  her  question. 

A  couple  of  weeks  later,  I  did  notice 
what  appeared  to  be  two  white  crosses 
in  the  pupils  of  both  Stephen's  eyes.  I 
asked  the  sister  on  duty  what  they  were 
and  she  told  me  I  would  have  to  ask  a 
doctor.  No  doctor  was  available  that  day. 

When  Stephen  was  nine  months  old 
(a  week  or  so  later)  I  received  a  phone 
call  saying  Stephen  could  be  discharged, 
and  asking  if  I  wanted  him  home  or  put 
in  the  care  of  the  local  authority.  It 
sounds  silly  now,  but  I  thought  at  that 
time  they  meant  Stephen  to  go  con- 
valescing because  he  had  been  so  ill.  I 
told  them  he  would  be  OK  with  me,  so 
long  as  he  was  feeding  by  bottle  now.  I 
was  given  a  date  to  collect  Stephen  and 
an  appointment  to  see  the  Almoner.  I  still 
had  no  idea  what  was  wrong  with  my 
baby,  and  my  husband  didn't  have  a  day 
off  work  to  come  with  me,  as  we  just 
thought  our  son  was  better  and  was 
coming  home  to  us. 

The  Almoner  started  by  telling  me 
about  Stephen's  milk  food,  National 
Dried  Milk,  specially  mixed  with  Arachis 
oil,  supplies  of  which  I  would  have  to 
pick  up  monthly  from  the  hospital.  Then 
she  said,  "You  do  realise  fully,  don't  you, 
that  Stephen  won't  be  like  your  other 
children".  Something  just  hit  my  mind, 
and  I  don't  know  why  but  I  jumped  up 
and  screamed  "You  mean  he's  mental, 
don't  you?"  She  said,  "No,  he  is  blind". 

When  I  broke  down,  she  realised  that 
nobody  had  told  me  about  my  baby.  She 
went  mad  and  gave  me  an  appointment 
to  see  a  Dr.  Ironside,  the  Superintendent 
Physician.  Both  my  husband  Terry,  and 
myself  went  to  see  Dr.  Ironside.  He  told 
us  that  Stephen  was  blind  in  both  eyes 
with  cataracts,  and  nothing  could  be 
done  about  it  until  Stephen  was  six  years 
old,  when  he  would  understand  he  had 
to  lie  on  his  back  for  fourteen  days 
without  moving,  once  the  operations 
were  done. 

We  brought  Stephen  home,  thinking 
he  was  just  blind,  and  that  something 
could  be  done  about  it  when  he  was 
older.  I  thought  I  could  cope  with  that, 
and  I  told  the  doctor  this. 

Then  he  said  that  Stephen  was  Rubella 
handicapped,  and  that  both  Stephen  and 
I  must  not  go  near  anyone  who  was 
pregnant  for  twelve  months  as  Stephen 
was  still  carrying  the  virus.  So  Stephen 
and  I  were  virtually  prisoners  during  that 
long  twelve  months.  We  couldn't  go  to 
the  clinic,  a  health  visitor  came  to  us  to 
weigh  Stephen  and  give  him  his  inocu- 
lations etc.  We  went  privately  to  the 
doctor's  too,    and    by   special   transport 


backwards  and  forwards  to  the  hospital 
so  they  could  study  Stephen,  until  I 
stopped  these  visits  as  Stephen  seemed 
to  be  becoming  a  guinea  pig  there.  The 
main  concern  seemed  to  be  the  size  of 
his  head.  It  was  small  in  comparison  to 
the  size  of  his  body,  everyone  was 
saying.  We  still  didn't  know  the  extent  of 
Stephen's  handicap,  and  nothing  was 
ever  mentioned  about  possible  mental 
handicap. 

After  we  were  given  the  all  clear,   I 
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took  Stephen  to  my  local  clinic,  and 
asked  for  physiotherapy.  I  knew  Stephen 
needed  help  of  some  sort.  He  couldn't 
do  anything  for  himself,  he  couldn't  even 
hold  his  head  up  or  sit  up  unaided.  I  was 
told  a  doctor  had  to  recommend  physio- 
therapy so  I  asked  to  see  the  doctor  at 
the  clinic  that  day.  I  was  then  told  this 
wasn't  possible  as  Stephen  wasn't  his 
patient.  I  made  a  scene  and  demanded 
to  see  him,  and  he  agreed.  He  was 
shocked  and  recommended  physiotherapy 
and  also  gave  me  an  appointment  for 
Stephen  to  see  an  eye  doctor  who,  on 
seeing  Stephen,  put  us  in  touch  with  Mr 
Dalgliesh,  an  eye  specialist. 

Stephen  was  two  years  old  when  he 
had  the  first  of  many  eye  operations.  We 
still  take  Stephen  to  this  marvellous  eye 
specialist,  but  unfortunately  twelve 
months  ago  he  told  us  there  was  nothing 
more  that  could  be  done  for  Stephen  at 
present,  as  he  had  just  found  out  that 
the  nerves  at  the  back  of  Stephen's  eyes 
were  very  weak. 

When  Stephen  was  three  years  old  he 
started  to  crawl.  At  four  years  we  had 
operations  on  both  legs  to  extend  the 
tendons  on  both  ankles  and  he  was  in 


plaster  for  six  weeks.  Stephen  walked 
when  he  was  six,  two  weeks  after  his 
birthday.  We  all  cried  with  joy,  it  was  so 
unexpected. 

He  started  school,  for  mentally  handi- 
capped children,  when  he  was  three. 
Just  before  he  started  he  had  his  one 
and  only  assessment.  This  was  when  we 
found  out  he  wasn't  only  blind.  We  were 
told  from  his  assessment  that  he  was 
developmentally  about  two  years  behind. 

Stephen  has  spoken  three  words 
(years  ago),  "Mamma",  "Debbie"  (his 
sister)  and  "Bugger".  Funnily  enough,  we 
didn't  really  notice  when  he  stopped 
saying  these  words.  We  were  too  busy 
trying  to  get  him  to  walk,  feed  himself, 
etc.  I  think  maybe,  somewhere  along  the 
line,  someone  had  stopped  him  saying 
"Bugger",  so  therefore  he  has  no  method 
of  communication  at  all.  He  is  very 
hyperactive,  and  has  stubborn  bowels, 
he  doesn't  chew  any  food  etc.  He  has 
had  hearing  tests,  and  has  been 
declared  deaf.  He  does  have  a  hearing 
aid  but  will  not  tolerate  it.  He  is  also 
spastic,  and  severely  mentally  handi- 
capped. 

Stephen  now  goes  to  Charles  House, 
an  adult  training  centre  for  the  mentally 
handicapped,  and  is  in  their  special  care 
unit.  As  far  as  we  know,  he  is  the  only 
Rubella  handicapped  person  in  Salford 
but  everyone  is  marvellous  with  him  at 
the  Centre.  There  seems  to  be  nowhere, 
or  nobody  in  Salford,  that  seems  to  know 
how  to  help  and  advise  us,  and  Stephen, 
with  his  multiple  handicap. 

We  have  had  a  home  visit  from 
Doreen  Norris  from  SENSE  and  she  also 
visited  Charles  House.  She  gave  us  all  a 
little  advice,  but  there  is  nobody  we 
know  of,  who  is  able  to  give  Stephen,  or 
all  concerned  with  him,  constant  help 
and  advice. 

God  knows  what  the  future  holds  for 
our  son.  I  get  upset  just  thinking  of  it,  as  I 
can't  see  much  future  for  him.  Our  only 
hope  now  is  to  try  and  get  him  into  one 
of  the  Assessment  Centres  outside 
Salford,  where  they  know  about  people 
like  Stephen,  and  their  special  needs. 
Failing  that,  we  need  a  miracle.  We  had 
not  heard  of  SENSE  until  1984,  but  in 
that  short  time  the  help,  interest  and 
encouragement  has  been  wonderful. 

In  the  eighteen  years  of  Stephen's 
life,  our  experience  has  been  that  nobody 
lets  you  know  what  help  is  available. 
Nobody  tells  you  what  benefits  Stephen 
is  entitled  to,  or  where  to  go  for  advice. 

Now  we  have  a  terrific  social  worker, 
Mrs  Vera  Cooper,  who  it  seems  finds 
nothing  too  much  trouble.  There  are  also 
caring  staff  at  Charles  House,  and  at  St 
Anne's  Hostel  where  Stephen  goes  for 
short  term  care.  However,  despite  all 
these  wonderful  people,  there  still  aren't 
enough  people  locally  who  know  enough 
about  Rubella  handicapped  people  to 
help  Stephen  to  achieve  the  highest 
potential  he  can  manage. 

Vera  McCarthy 
230  Weaste  Lane 
Salford,  Lanes  M5  2HF 
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Helen  Brennan 

Helen  is  aged  16,  and  is  profoundly  deaf 
and  partially  sighted. 

For  the  last  five  years  Helen  has 
attended  the  Multi  Handicapped  Unit  of 
the  Royal  Victoria  School,  Newcastle- 
upon-Tyne,  where  she  has  made  slow 
but  steady  progress,  mainly  due  to  the 
love,  care,  attention  and  dedication  of 
the  wonderful  staff  there.  Although  she  is 
very  happy  at  school,  like  all  children  she 
prefers  to  be  at  home  where  the  pressure 
to  work  is  not  as  great  as  it  is  at  school. 
She  cries  each  time  we  return  her  to 
school  but  a  quarter  of  an  hour  after  we 
get  there  she  settles  down  and  accepts 
her  school  environment  very  well.  As  a 
family  we  find  it  extremely  difficult  to 
encourage  the  same  level  of  learning 
beyond  the  school  day  or  indeed 
exercise  a  positive  and  informed  level  of 
discipline.  It  is  for  that  reason  that  we 
hope  when  Helen  leaves  Newcastle  later 
this  year  we  will  be  able  to  find  a 
residential  setting  where  formal  and 
social  education  are  continuous. 


Over  the  years  we  have  had  many 
arguments  and  disagreements  with  our 
local  education  authority.  Indeed,  if  we 
had  taken  their  advice  and  accepted 
placements  offered  to  us,  Helen  would 
never  have  gone  to  Newcastle,  nor 
would  she  have  reached  the  level  of 
achievement  that  she  has.  However,  as  a 
result  of  an  assessment  of  Helen's  edu- 
cational needs  under  Section  5  of  the 
1981  Act,  I  am  very  pleased  to  say  that 
the  local  education  authority,  in  con- 
junction with  the  social  services  depart- 
ment, have  agreed  to  fund  Helen  in  an 
out-of-county  placement.  We  are  now 
desperately  looking  for  a  placement 
where  there  would  be  an  understanding 
of  her  dual  sensory  handicaps  and  in 
which  there  would  be  a  highly  supportive 
environment  to  enable  her  educational 
development  to  be  continued.  We  have 
made  application  to  Poolemead  but  to 
date  have  heard  nothing  concrete  from 
them.  Extensive  discussions  are  going 
on  between  all  relevant  parties  with  the 
view  to  finding  the  best  future  home  for 
Helen. 

Her  Spina  Bifida  Occulta  causes  Helen 
to  walk  with  a  knock-kneed  gait,  typical 
of  her  spastic  condition.  However,  she 
walks  reasonably  well  and  one  hundred 
per  cent  better  than  her  consultant  ortho- 
paedic surgeon  ever  thought  she  would. 

Communication  is  Helen's  main  prob- 
lem. She  does  not  see  many  signs  at 
home  but  has  developed  ways  of  mani- 
pulating her  environment.  For  example, 
she  makes  a  great  deal  of  fuss  if  a  light 
somewhere  else  has  been  left  on  after 
she  has  been  put  to  bed.  She  will  not  be 
ignored  and  leaves  you  in  no  doubt  as  to 
what  she  wants. 

Over  the  years  there  has  been  a  lot  of 
heartbreak  and  tears,  but  there  have  also 
been  a  lot  of  good  times  and  we  believe 
these  outweigh  the  bad.  Let's  put  it  this 
way  —  if  we  were  asked  if  we  would  do  it 
all  again,  the  answer  would  be  a  categoric 
'Yes'. 

Linda  and  Pat  Brennan 
48  Maureen  Close 
Tanyard  Farm  Estate 
Tile  Hill 
Coventry  CV4  9TY 


Tracey  Lummis 


Tracey  is  eleven  years  old  and  is 
partially  sighted  and  deaf.  She  is  growing 
into  quite  an  independent  child,  and  can 
be  a  little  madam  sometimes,  but  can't  they 
all?  She  has  been  at  Rayners  boarding 
school  for  nearly  three  years.  She  likes 
helping  in  the  kitchen,  and  washing  and 
drying  up,  even  cleaning  the  cooker!  She 
also  likes  cooking  and  quite  enjoys 
woodwork. 

She  is  an  outgoing  child  and  likes 
looking  after  young  children,  particularly 
giving  the  neighbour's  baby  her  bottle.  It 
has  been  hard  bringing  her  up  on  my 
own,  also  being  on  social  security,  but  I 
feel  I  have  done  a  good  job.  I  do  worry 
about  what  will  happen  to  her  when  she 
leaves  school,  but  I  realise  we  all  have 
the  same  thoughts.  Let's  hope  that  more 
will  be  done  by  local  authorities,  for 
example  sheltered  housing,  to  provide 
for  our  teenagers. 

Sue  Lummis 

40a  Delorme  Street 

London  W6 


Mark  Warren 

Mark  is  aged  14  and  has  lived  in  residential 
care  since  1972.  He  was  born  with 
Rubella  Syndrome.  He  is  now  blind,  has 
a  severe  hearing  loss  and  underwent 
major  heart  surgery  some  years  ago  to 
correct  faulty  valves  in  his  heart. 

He  has  lived  in  Coventry,  at  his 
present  home  for  the  past  five  years. 
Mark  recently  had  his  right  eye  removed 
due  to  glaucoma. 

He  appears  to  be  a  happy  young  man 
and  copes  with  his  disabilities  well.  He 
goes  home  every  week  and  spends  time 
with  his  family;  this  he  both  enjoys  and 
looks  forward  to. 

Over  the  past  few  months,  Mark  has 
been  spending  periods  of  time,  including 
overnight  stays,  with  a  respite  foster 
family.  This  experience  has  added  a  new 
dimension  to  Mark's  life  and  he  has 
made  vast  progress  in  many  areas.  Mark 
has  formed  a  special  relationship  with 
this  family  and  they  take  him  swimming 
most  weeks.  Mark  can  now  nearly  swim. 
He  has  become  more  relaxed  in  the 
home  and  this  is  felt  to  be  due  to  his 
visits   to   both    his   own   family  and    his 


respite  family.  Mark  now  makes  excellent 
use  of  his  radio  aid  to  help  him  with  his 
hearing  problem.  He  takes  the  aid  with 
him  when  he  visits  his  parents  and  his 
respite  family. 

It  is  due  to  this  progress  that  it  is  now 
felt  that  Mark  may  be  able  to  be  considered 
being  placed  into  a  family  environment 
rather  than  remain  in  residential  care. 
This  would  enable  him  to  enjoy  family  life 
with  both  his  own,  and  a  foster  family. 

Roy  Goddard 
Deputy  Head  of  Home 
193  Prinethorpe  Way 
Ernsford  Grange 
Coventry 
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Ailill  Finlayson 

The  tale  of  Ailill's  first  two  years  is  like 
that  of  many  congenially  disabled  chil- 
dren, a  tally  of  medical  incompetence, 
parental  ignorance  and  lucky  breaks.  He 
was  born  on  6th  November  1981,  a 
Rubella  child  with  bilateral  cataracts,  a 
patent  duct  and  suspected  hearing  loss 
diagnosed  at  birth.  Drop  by  drop  we 
were  fed  the  news  and  the  battle  for 
more  information  began. 

The  battle  was  initially  conducted 
over  the  phone  from  the  hamlet  in 
Eastern  France  where  we  lived.  After  six 
weeks  in  the  very  modern  premature 
baby  unit  in  Dijon,  Ailill's  at-term  birth 
weight  increased  from  1.800  kg  to  2.700 
kg.  He  was  released  to  a  panicking 
home,  where  we  rushed  from  woodstove 
to  woodstove  kindling  fires  in  the  hope 
that  he  might  one  day  make  the  tran- 
sition from  bedroom  to  kitchen  without 
dying  of  hypothermia  French  opthalmic 
surgeons  were  unanimous  in  their  refusal 
to  operate  on  Ailill's  cataracts  until  he 
was  nine  months  old,  while  paediatricians 
muttered  nervously  about  the  importance 
of  'clearing'  his  sight  as  soon  as  possible. 
At  four  months  a  phone  call  from  a  friend 
in  London,  the  first  of  many  helpful  jolts, 
resulted  in  David  Taylor  operating  two 
weeks  later  at  Great  Ormond  Street 
Hospital  to  remove  the  clouded  lenses 
from  Ailill's  eyes.  He  was  immediately 
fitted  with  contact  lenses  which  provided 
a  usable  focal  point,  his  own  lenses  now 
clear  but  unable  to  focus.  Lindy  Wyman 
at  the  Family  Centre  then  began  to  show 
us  how  to  help  him  want  to  see. 

The  psychologist  responsible  for  test- 
ing Ailill's  hearing  at  the  Audiology 
Department  of  GOS  withheld  amplification 
on  the  grounds  that  wearing  a  hearing 
aid  might  traumatise  him  unnecessarily 
and  that  he  couldn't  confirm  a  loss  until 
Ailill  was  a  year  old  and  gave  a  clearer 
lack  of  response  to  auditory  stimuli... 
Though  we  were  pretty  sure  he  had  a 
hearing  loss,  we  foolishly  clung  to  the 
hope  he  might  not,  and  only  later  under- 
stood the  full  implications  of  this 
nonsense.  Finally,  at  14  months,  a  loss 
was  confirmed  and  he  was  issued  a 
chestworn  aid  on  which  I  was  told  to 
"turn  up  the  volume  until  he  winces,  then 
turn  it  down  again". 

Back  in  France  after  this  latest  visit  to 
England  and  on  Rodney  Clark's  sugges- 
tion, we  contacted  the  French  Deaf-Blind 
Association.  The  staff  at  their  centre  near 
Paris  were  very  impressed  by  Ailill's 
eyesight  and  general  development,  but 
astounded  by  the  poor  audiology  treat- 
ment and  antiquated  hearing  aid  he  had 
received.  They  arranged  for  more  serious 
testing  and  fitted  a  post  aural  aid  when 
Ailill  was  22  months.  This  took  longer 
than  we  had  hoped,  partly  due  to  an  ear 
infection  and  the  French  summer  holiday 
syndrome  which  postpones  everything  to 
the  end  of  August.  Both  GOS  and  the 
French  audiologist  had  labelled  the 
hearing  in  Ailill's  left  ear  as  too  impaired 
for  useful  amplification  until,  on  Lindy's 
suggestion,  we  pressed  for  a  second  aid 
which  was  fitted  when  he  was  almost 
three.  The  hearing  in  his  left  ear  has 
since  manifested  itself.  So  far  Ailill  has 
been  very  cooperative  with  the  aids  and 
contact     lenses,     though     initially     the 


nightly  removal  of  the  latter  was  a 
trauma  for  us  all. 

Every  six  months  we  to'd  and  fro'd 
across  the  Channel  to  Moorfields,  the 
Wolfson  Centre  and  the  Family  Centre  in 
Ealing,  via  the  audiologist  and  the  Centre 
near  Paris.  Apart  from  the  speech 
therapist  and  physiotherapist  at  the 
Wolfson  Centre  who  were  very  helpful, 
we  very  quickly  found  the  advice,  under- 
standing and  professionalism  offered  by 
the  two  establishments  concerned  with 
the  deaf-blind,  far  superior  to  anything 
encountered  elsewhere.  At  that  time  the 
staff  at  the  French  centre  were  more 
familiar  with  and  interested  in  the 
workings  of  the  Family  Centre  in  Ealing 
than  were  many  of  the  specialists  we 
saw  in  London.  This  helped  us  to  feel 
more  part  of  the  large  extended  'group', 
and  meant  that  our  dealings  with  the 
French  medical  scene  could  be  limited  to 
routine  check-ups  with  the  paediatrician 
in  Dijon  who  was  happy  to  let  us  get  on 
with  it.  Home  finances  are  assisted  in 
France  by  a  large  'special  education 
allowance'  which  is  automatically  accor- 
ded to  any  disabled  child,  unlike  the 
arbitrary  Attendance  Allowance. 

The  lack  of  motorised  danger  near  the 
house  offered  Ailill  the  freedom  to  explore 
his  immediate  outside  world  indepen- 
dently. Maybe  he  was  just  lucky,  but  he 
avoided  the  myriad  dangers  which  inhabit 
old  farm  buildings  full  of  forgotten  stuff. 
He  has  covered  the  long  road  from  the 
tiny  person  with  contact  lenses  coaxed 
at  nine  months  to  crawl  across  a  cold 
stone    floor    by    the    sight    of    a    white 


saucer,  to  a  small  exploring  three  yes 
old  capable  of  exerting  self-restrain 
Children  can  be  given  the  freedom  to  b 
responsible.  This  is  difficult  for  hand 
capped  children  whose  freedom  an 
independence  in  this  irresponsible  sociel 
is.  even  more  at  stake,  trying  to  achiev 
one's  full  potential  while  integratin 
socially. 

It  has  been  difficult  for  us  too,  give 
our  inability  to  establish  a  useful  systei 
of  communication  with  Ailill,  which  he 
led  us  to  unconsciously  manhandle  hii 
in  situations  for  which  he  is  now  old  ( 
mature  enough  to  understand  explai 
ations.  He  anticipates  situations  connecte 
to  the  spoken  words  he  understands,  bi 
has  outgrown  these  and  is  becomin 
very  cross.  In  France  we  spoke  Englis 
to  him,  French  to  everyone  else,  Aili 
spoke  nothing  and  our  signing  was  nor 
existent,  despite  good  intentions  and  th 
knowledge  that  signing  was  necessary, 
think  that  the  jolt  David  Brown  dealt  m 
at  the  Family  Centre  recently  concerr 
ing  signing  was  a  crucial  one,  and  we  ar 
beginning  to  crack  it.  Ailill  has  contr 
buted  impetus  by  spontaneously  pre 
ducing  the  drink  sign  he  has  bee 
sporadically  shown,  and  his  own  sign  fc 
hat,  hats  being  very  important  to  hi 
composure.  These  two  signs  appeare 
about  three  weeks  ago  and  could  be  th 
result  of  all  the  new  people  he  has  sper 
time  with  not  being  telepathically  tune' 
to  the  need  for  hats  and  drinks! 

Ailill's  needs  were  rapidly  outgrowim, 
the  facilities  available  to  us  where  wi 
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lived,  and  were  turning  the  country  free- 
dom into  an  isolated  nightmare,  so  after 
much  indecision  Aiiill  and  I  moved  to 
Bristol  at  the  end  of  October  last  year, 
leaving  Keith  to  join  us  later.  Friends 
living  at  the  University  Settlement  put  up 
with  us  in  their  tiny  caretaker's  flat  while 
we  investigated.  Aiiill  was  welcomed  to 
the  creche  downstairs  in  the  playcentre 
into  which  he  slotted  very  quickly  thanks 
to  the  people  working  there  and  the 
other  children.  He  began  painting  and 
glueing  and  playdoughing,  activities 
which  hadn't  interested  him  at  home,  and 
after  a  few  weeks  sat  through  the  story 
time  at  the  end  of  the  two  hour  sessions 
without  creating  a  confused  uproar.  At 
present  we  are  staying  with  friends 
whose  2V2  year-old  very  vocal  son  has 
been  a  great  help  to  Aiiill.  He  has  also 
been  an  education  to  us  in  showing  us 
how  you  can  relate  to  a  2V2  year-old, 
when  we  were  running  the  risk  of  accept- 
ing AililPs  peculiarities  as  'normal'.  He  is 
also  in  the  very  capable  hands  of  the 
Avon  Services  for  the  Hearing  Impaired 
at  Elmfield  House  whose  Toy  Library 
group  we  attend  on  Wednesdays.  Within 
days  of  our  arrival  in  Bristol  the  weekly 
visits  by  his  peripatetic  teacher  for  the 
deaf  began,  providing  a  mine  of  new 
ideas.  We  attended  the  three  day  course 
run  by  SENSE  at  Elmfield  in  November 
which  was  very  worthwhile  and  enabled 
us  to  meet  other  families.  Thanks  to 
friends  in  London  and  their  ten  year-old 
daughter  whom  Aiiill  loves,  I  was  able  to 
attend  the  conference  given  by  Mike 
Nolan  and  Ivan  Tucker  of  the  Manchester 
University  Audiology  Unit.  It  was  very 
encouraging  to  hear  two  dynamic  and 
caring  professionals  who  seemed  to 
have  understood  so  many  of  the  problems 
faced  by  parents,  making  the  effort  to 
present  much  useful  information  in  very 
understandable  terms.  I  had  to  quell 
bitter  thoughts  as  to  why  we  hadn't  heard 
of  the  Manchester  Unit  when  Aiiill  was 
four  months  old. 

AililPs  general  health  hasn't  posed 
many  problems,  apart  from  his  apparent 
lack  of  appetite  which,  depending  on 
how  neurotic  I'm  being,  is  attributed  to 
bloodymindedness,  deep-rooted  trauma, 
some  hitherto  undetected  digestive  prob- 
'lem,  and  shortly  before  leaving  France  to 
hypothetical  worms  which  resulted  in  the 
household  being  dosed  with  bottles  of 
foul  tasting  pink  stuff  which  made  us  all 
feel  terrible.  When  I'm  not  destroying 
Ailill's  intestines  with  wormicide,  I  try  to 
keep  his  medication  within  the  sphere  of 
homeopathy.  Unfortunately  he  seems  to 
have  applied  the  homeopathic  principle 
of  infinitesimal  doses  to  his  eating  and 
will  taste  everything,  in  minute  quantities. 

I  realise  that,  compared  to  many 
families,  we  have  so  far  had  an  easy  time 
with  Aiiill,  but  there  have  been  and  still 
are  awful  times,  the  description  of  which 
I  leave  to  Norman  Brown's  brave  and 
truthful  account  in  the  Winter  News- 
letter. Although  the  relief  and  excitement 
generated  in  us  by  so  much  new  input 
hasn't  worn  off,  a  great  questionmark 
looms  over  the  next  step.  In  my  opinion 
Ailill's  condition,  like  that  of  all  the 
others,  highlights  the  unsuitability  of  the 
state  education  system  to  any  child,  let 
alone  the  handicapped. 

Carolyn  Finlayson  &  Keith  Maloney 
34  Sherbourne  Street 
St  George 
Bristol  5 


Richard  Lovegrove 

Richard  is  deaf,  partially  sighted  and 
brain  damaged,  and  is  in  residential 
accommodation,  coming  home  at  week- 
ends and  holidays.  We  have  been  travel- 
ling 35  miles  to  collect  Richard  for  eight 
years,  and  are  constantly  trying  to  get 
him  a  place  nearer  home.  His  present 
ward  is  over-crowded  and  under-staffed. 
Often  we  find  about  20  teenage  patients 
with  one  trained  and  one  untrained 
nurse  on  duty.  Richard  is  given  six  tran- 
quilliser tablets  daily  to  quieten  him 
down.  I  do  not  use  these  at  home  but  am 
powerless  to  stop  the  hospital  giving  him 
the  tablets. 

Richard  has  never  learned  to  chew 
properly,  but  nevertheless  he  eats  an 
enormous  amount  of  food.  He  is  very  big 
and  strong  and  loves  trampolining.  He 
cannot  speak  but  will  take  an  egg  from 
the  fridge,  and  hand  me  the  frying  pan  — 
the  meaning  of  this  is  plain  enough  in 
anyone's  language! 

Richard  decided  he  would  do  some- 
thing different  in  1984.  Either  that  or  he 
may  have  understood  when  I  said  "I've 
taken  Richard  to  the  loo  thousands  of 
times,  and  if  he's  not  toilet  trained  at  16 
years  old,  then  he  never  will  be!"  Because 
soon  after  this  remark  Richard  became 
clean  and  dry  (providing  he  is  wearing 
ski  pants  and  has  access  to  the  toilet). 

The  saga  of  Richard's  benefits  since 
his  sixteenth  birthday  has  been  suitable 
for  a  television  comedy  series.  At  one 
stage  Richard  was  not  receiving  any 
money  at  all  at  home.  Even  the  Atten- 
dance Allowance  for  home  visits  had 
been  sent  to  the  hospital,  including  all 
the  arrears!  One  year  later,  we  seem  to 
have  reached  an  understanding  provid- 
ing I  double-check  everything.  The 
problem  stems  from  everything  being 
shared  between  the  hospital  and  home 
visits. 

There  is  hope  that  Richard  will  be 
offered  a  place  in  Basingstoke  this  year, 


as  an  old  house  is  being  renovated  ready 
to  take  18  patients.  Unfortunately  there 
are  still  more  patients  than  places  in 
Basingstoke.  To  date  Richard  has  always 
been  too  young  for  a  place/too  old/too 
active/not  active  enough/not  toilet  trained 
etc,  etc.  On  one  occasion  Richard  was 
1 1  years  old  when  a  place  was  suggested. 
However,  due  to  local  opposition,  reno- 
vations, etc,  it  took  four  years  for  the 
place  to  open  and  by  then  Richard  was 
told  he  was  too  old.  He  had  grown  old 
with  the  waiting! 

Daphne  Lovegrove 
15  Highlands  Road 
Old  Kempshott  Lane 
Basingstoke,  Hants. 


Caroline  Guymer 

Caroline  is  very  well  and  still  at  the  same 
school   although   she   has   moved   to   a 


different  class.  We  expected  some 
bother,  as  changing  classes  had  been 
tried  before,  without  much  success,  but 
this  time  there  was  no  trouble  at  all. 

She  has  been  horse  riding  and 
swimming  for  some  time  now,  and  loves 
it.  The  exercise  and  movement  is  good 
for  her. 

We  all  had  a  quiet  but  nice  Christmas, 
and  this  year  Caroline  sensed  that  some- 
thing different  was  going  on.  For  the  first 
time  she  opened  her  presents  herself, 
instead  of  us  doing  it  for  her.  I  think  our 
son  of  31/2  has  helped  her  a  great  deal. 
She  watches  and  plays  with  him  a  lot  of 
the  time,  especially  since  Christmas 
when  we  were  snowed  in  for  a  while. 

We  were  lucky  to  be  awarded  Mobility 
Allowance  after  the  appeal.  We  had  to 
take  Caroline  to  Norwich  and  the  doctors 
on  the  board  were  very  kind  and  under- 
standing. 

Caroline  is  going  to  miss  her  big 
sister,  Sarah,  later  this  year,  as  Sarah  is 
going  to  London  where  she  has  a  nursing 
post  in  one  of  the  London  hospitals. 

Mr  and  Mrs  Guymer 
Moat  Farm  Cottage 
London  Road 
Kessingland 
Suffolk 
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Amanda  Glautier 

Amanda  is  now  28  and  is  a  constant 
source  of  wonder  and  pride  to  me.  She 
has  been  attending  the  Bromley  Spastics 
Workshop  (an  unfortunate  choice  of 
name)  since  June  1982,  along  with  a 
small  group,  usually  about  12  to  15  in 
number,  of  other  folk  with  physical  dis- 
abilities. She  has  been  very  contented 
there  and  regards  it  as  her  compensation 
for  not  staying  in  New  Zealand! 

Her  general  health  has  been  very 
good  but  we've  had  some  nasty  frights 
with  sudden  drops  in  blood  sugar 
causing  her  to  become  unconscious  in 
the  early  hours  of  the  morning,  and  at 
different  times  of  the  day.  Having  sorted 
that  out  she  more  recently  developed 
epilepsy  so  is  now  receiving  phenytain  to 
control  and  prevent  further  fits.  I  always 
wonder  "What  next?"  However,  Amanda's 
amazing  ability  to  accept  these  depress- 


ing happenings  helps  me  to  accept  them 
too.  Her  two  greatest  fears  and  dreads 
were  always  injections,  and  seeing 
someone  have  a  fit.  Had  we  known  years 
ago  what  has  to  come  I'm  sure  our  fear 
and  dread  would  have  been  greater,  but 
Amanda  copes  cheerfully  and  is  always 
happy. 

She  has  worked  out  her  weekly 
routine  —  three  days  at  the  workshop 
and  two  days  at  home  —  with  a  variety  of 
tasks,  visits  to  the  shops,  attendance  at 
the  handicraft  class  for  the  blind,  and 
this  works  very  well  for  her.  We  make 
frequent  visits  to  St  Thomas's  Hospital 
where  we  receive  excellent  care  and 
advice,  and  have  seven  appointments 
between  now  and  Easter. 

My  own  anxiety  is  for  Amanda's  future. 
She  needs  care  but  responds  badly  to 
folk  with  less  mental  ability  than  herself. 
She  also  refuses  to  receive  further 
education  in  self-care  skills.  She  makes 


gradual  progress  in  this  area  at  home  bu 
not  sufficient  to  be  self  reliant  in  the 
future.  Residential  homes,  communities 
villages  etc  seem  to  cater  mostly  for  foil 
so  much  more  disabled  and  mentally 
handicapped  than  Amanda  (quite  rightly 
so  that  I  just  don't  know  where  she  wil 
be  able  to  go,  and  that  is  not  something 
can  ignore  or  leave  to  chance.  In  the 
meantime  my  hopes  are  for  eternal  youth! 
The  great  thing  is  that  as  a  family  we 
are  all  comfortable  and  happy  in  eacr 
other's  company  apart  from  the  usua 
ups  and  downs  of  family  life.  So,  as  i 
mum,  I  am  fortunate  indeed  and  have 
many  blessings  and  comforts  in  m\ 
daughters. 

Lynn  Glautier 
68  Ripton  Road 
Orpington,  Kent 


Dawn  Kemsley 


It  is  almost  a  year  since  Dawn  went  to 
the  Manor  House  and  the  report  I 
received  at  Christmas  from  John  and  Jill 
Blanchard  proved  very  encouraging. 
Dawn  has  developed  a  number  of  new 
skills  both  in  the  workshop  and  in  the 


kitchen,  one  of  which  is  that  she  can  now 
peel  potatoes.  At  Christmas  when  she 
was  home,  she  was  so  pleased  to  show 
me  this  latest  skill  that  I  had  saucepans 
full  of  peeled  potatoes  —  it  was  lovely 
because  I  hate  doing  them!  Another 
good  thing  is  that  at  long  last  Dawn  is 
now  interested  in  skirts,  frilly  blouses 
and  pretty  dresses  and  seems  to  have 
gone  shopping  with  the  staff  from  the 
Manor  House.  For  years  I  could  not  get 
her  interested  in  anything  else  but  jeans, 
trousers  and  sweaters. 

Last  August  we  went  for  a  holiday  to 
:-,ambe  with  Sylvia  and  John  Hutch- 
inson.  Everyone  at  the   hotel  was  very 
kind  to  us  and  the  food  was  gorgeous. 


John  and  Dawn  used  to  make  a  dash  to 
the  dining  room  at  meal  times.  Then  in 
the  evening  Dawn  loved  to  sit  in  the  bar 
with  a  glass  of  beer  holding  John's  hand. 
She  even  got  the  staff  to  make  her 
coffee  and  sandwiches  before  going  to 
bed! 

Everywhere  we  went  in  Morecambe 
people  recognised  us  from  Thafs  Life, 
and  they  were  all  so  pleased  that  we  had 
won  our  case,  and  wished  Dawn  well. 

I  feel  Dawn  has  done  quite  well  this 
last  year.  There  are  still  a  lot  of  difficulties 
to  ovecome  but  I  am  sure  everyone  at 
the  Manor  House  will  help  Dawn  in  every 
way  possible  to  become  more  indepen- 
dent. 


For  myself  I  have  had  a  lot  of  adjusting 
to  do.  I  never  realised  how  much  I  wouk 
miss  her.  I  felt  as  if  a  part  of  me  had  diec 
and  I  spent  the  weeks  she  was  awai 
longing  for  the  time  when  she  would  be 
coming  home.  I  am  sure  you  othe 
mothers  will  understand.  We  struggle 
and  strive  for  years  to  make  condition; 
for  our  children  better,  then  when  we 
succeed,  we  have  lost.  I  have  promisee 
myself  I  will  start  living  in  1985  —  and  te 
start  with  I  have  joined  a  Keep  Fit  class! 

Doreen  Kemsley 

46  Crossflats  Place 

Beeston 

Leeds  1 1 ,  Yorkshire 


FOR  SALE 

BIRDTABLES 
BY  POST 


COMPLETE  WITH  EASY  TO  ASSEMBLE 
INSTRUCTIONS 

APPROXIMATE  COST  £1 7 
(including  packing  and  post) 


Please  contact  Tony  Knight  at:— 


The  Manor  House, 
72  Church  Street, 
Market  Oeeping, 
Peterborough. 

Tel:  (0778)  344921 
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Mobility  Allowance  Campaign 


The  campaign  to  make  mobility  allowance 
accessible  to  deaf-blind  people  con- 
tinues. Many  of  our  members  are  being 
successful  in  their  applications,  but  we 
are  still  involved  with  several  cases 
where  people  have  been  turned  down 
even  after  appealing.  In  particular,  there 
are  many  cases  where  a  child  is  turned 
down,  even  when  his  less-handicapped 
classmates  have  been  successful. 

SENSE  recognises  that  the  Govern- 
ment will  not  change  the  law  to  make 
deaf-blind  people  —  or  any  other  groups 
—  automatically  entitled  to  mobility 
allowance,  and  we  support  the  general 
principle  of  determining  a  person's  right 
to  benefits  by  looking  at  what  they  can 
do,  not  just  by  labelling  their  handicap. 
However,  we  argue  that  the  present 
system  of  medical  testing  is  quite 
inappropriate  for  deaf-blind  people,  and 
should  be  changed  in  line  with  the 
recommendations  of  a  Government 
Report  in  1984,  the  Oglesby  Report. 

SENSE  has  joined  with  the  National 
Deaf-Blind  Helpers'  League  and  the 
Deaf-Blind  Committee  of  the  South 
Regional  Association  for  the  Blind,  in 
sending  the  following  report  to  Mr  Tony 
Newton,  Minister  for  the  Disabled: 

Mobility  Allowance  for 
Deaf-Blind  People 

The  Deaf-Blind  Population 

There  are  estimated  to  be  700  children 
under  the  age  of  16  with  a  dual  sensory 
handicap.  Many  of  these  have  an 
additional  physical  handicap. 

There  are  another  estimated  1000 
young  adults.  Many  of  these  —  especially 
the  Rubella-handicapped  group  —  are 
accommodated  in  long-stay  mental  handi- 
cap hospitals:  others  are  living  semi- 
independent  lives  in  the  community. 
Most  were  born  deaf-blind,  and  show  the 
effects  of  impaired  development  in  their 
early  years. 

There  is  a  further  number  —  perhaps 
1000  —  of  adult  deaf-blind,  under  the 
age  of  65,  whose  dual  disability  has 
developed  during  adulthood.  This  group 
have  had  the  use  of  sight  and/or  hearing 
during  their  early  years. 

Background 

Regulations  state  you  are  entitled  to 
Mobility  Allowance  if  you  are  "unable  or 
virtually  unable  to  walk",  and  are  likely  to 
remain  so  for  at  least  a  year,  as  a  result 
of  a  physical  condition. 

When  considering  whether  someone 
is  "virtually  unable  to  walk"  the  Examining 
Medical  Officer  is  required  to  consider 

"The  distance  over  which  s/he  can 
walk  and/or  the  speed  at  which  s/he  can 
walk  and/or  the  time  for  which  s/he  can 
walk  and/or  the  manner  in  which  s/he 
can  walk  on  foot  outdoors." 

Bearing  these  factors  in  mind,  it  has 
been  argued  for  some  time  that  some- 
one who  is  deaf  and  blind  is  normally 
"virtually  unable  to  walk",  since  they  are 
usually  unable  to  travel  outdoors  unaided. 
In  the  Commissioner  Decision  R(M)2/81, 
Douglas  Reith  commented: 

". . .  the  ability  to  walk  involves  pro- 
ceeding from  A  to  B." 


January  1 983  saw  three  test  cases  — 
including  one  deaf-blind  child  —  referred 
to  a  Tribunal  of  Commissioners.  Their 
decision  —  R(M)1/83  —  expanded  on 
this  point,  and  has  been  instrumental  in 
many  deaf-blind  people  being  awarded 
mobility  allowance.  Near  the  end  of  the 
judgement,  the  Commissioners  stated: 

". . .  the  making  of  progress  on  foot 
means  that  it  is  proper  to  take  account  of 
the  fact  that  a  major  purpose  of  walking 
is  to  get  to  a  designated  place.  It  follows 
that  if  a  person  can  be  caused  to  move 
himself  to  a  designated  place  only  with 
the  benefit  of  guidance  and  supervision, 
and  possibly  after  much  cajoling,  the 
point  may  be  reached  at  which  he  may 
be  found  to  be  virtually  unable  to  walk. 
There  may  be  other  factors  such  as 
blindness  and  deafness...  to  be  taken 
into  account." 

It  appeared  as  if  deaf-blind  people 
should  therefore  have  a  clear  claim  to 
mobility  allowance.  All  that  should  be 
required  is  to  demonstrate  that  their  dual 
handicap  renders  them  dependent  upon 
constant  guidance  and  supervision  to 
travel  outdoors.  And  indeed  many  deaf- 
blind  people  have  been  successful  in 
claiming  mobility  allowance  by  making 
this  point.  However,  many  others  who 
manifest  similar  degrees  of  handicap  are 
still  being  refused.  This  is  happening 
because  the  procedures  of  medical 
examinations  have  not  taken  into  account 
the  legal  interpretations. 

The  Problem 

To  be  granted  mobility  allowance,  a  deaf- 
blind  person  must  demonstrate  his  need 
for  constant  guidance  and  support  when 
travelling  outdoors.  Yet  the  initial 
medical  test  by  the  Examining  Medical 
Officer  consists  of  asking  the  claimant  to 
walk  indoors,  along  a  corridor.  Many 
deaf-blind  people  are  perfectly  capable 
of  doing  this,  whilst  still  incapable  of 
walking  outside.  On  the  basis  of  this  test, 
with  no  guidance  from  the  Department 
as  how  to  examine  the  problems  of  travel 
outside,  the  EMO  states  that  the  claimant 
is  not  "virtually  unable  to  walk".  The 
application  is  accordingly  refused. 

The  onus  is  then  upon  the  deaf-blind 
person  —  or  his  family  —  to  appeal.  On 
appeal,  the  Medical  Board  is  required  to 
follow  the  same  inadequate  test,  and  so 
the  appeal  is  often  refused. 

The  applicant  is  then  required  to 
appeal  again,  this  time  to  the  Medical 
Appeal  Tribunal.  At  this  stage  some 
tribunals  operate  a  fair  test,  involving  a 
typical  journey  outdoors.  This  test  illus- 
trates the  problems  and  the  deaf-blind 
person  is  usually  granted  mobility  allow- 
ance. In  other  areas,  the  test  is  still 
inadequate,  and  'safe'  conditions  are 
found  for  the  test  in  surroundings  which 
do  not  duplicate  the  hazards  of  normal 
outdoor  travel  for  a  deaf-blind  person,  so 
the  application  is  liable  to  fail  yet  again. 
At  this  stage  there  is  no  further  appeal, 
except  on  points  of  law. 

The  corridor  test  is  totally  inadequate, 
because  a  corridor  is  the  easiest  possible 
environment  for  a  deaf-blind  person  to 
walk,  and  fails  to  replicate  the  mobility 
problems  a  deaf-blind  person  faces: 


Sight 

Some  deaf-blind  people  have  a  small 
amount  of  residual  vision.  Corridors  have 
even  lighting  at  a  high  level,  and  provide 
clear  visual  clues  as  to  the  direction  of 
travel.  There  are  no  distractions  to  catch 
the  attention  of  a  child  and  make  him 
step  into  the  street  or  become  confused, 
no  bright  lights  to  dazzle,  no  changes  in 
lighting  level,  no  hazards  to  negotiate. 

Hearing 

Some  deaf-blind  people  have  a  little 
hearing.  Again,  the  corridor  provides  the 
easiest  possible  acoustic  environment. 
Verbal  instructions  may  be  heard;  there 
are  no  distracting  sounds  such  as  traffic, 
applicants  can  guess  at  a  command 
given  with  a  higher  likelihood  of  success, 
given  the  limited  choices  available,  thus 
appearing  to  have  more  hearing  than 
they  actually  possess. 

Touch 

In  a  corridor  there  is  a  wall  to  follow  with 
the  hand,  which  provides  a  perfect 
directional  aid.  Also,  there  is  an  even 
texture  underfoot,  with  no  confusing 
changes.  There  are  no  unexpected  steps 
up  or  down  to  present  dangers.  There 
are  no  obstacles  in  the  path.  The  stairs 
invariably  have  a  banister. 


Proposal 

When  the  recommendation  of  the 
Oglesby  report  to  consider  the  Medical 
Examination  is  implemented,  the  changes 
should  include  the  following: 
(i)  Changing  the  test  of  mobility  to 
include  an  outdoor  journey  which  incor- 
porates the  mobility  problems  of  the 
sensorily-impaired. 

(ii)  Issuing  guidelines  to  EMOs  to  explain 
the  significance  of  recent  Tribunal 
Decisions  in  relation  to  deaf-blind  appli- 
cants. 

Consultation  should  take  place  with 
organisations  concerned  with  deaf-blind 
people  as  to  how  to  standardise  the 
testing  procedure  between  areas. 

Summary 

Although  many  deaf-blind  people  are  now 
being  awarded  mobility  allowance,  other 
deaf-blind  people  with  more  severe 
handicaps  are  being  turned  down.  This 
results  in  many  rightful  claimants  being 
denied  support. 

Claimants  usually  have  to  go  through 
two  appeals  before  they  are  successful, 
because  the  examination  procedure  has 
not  been  adjusted  following  recent 
decisions  and  is  inappropriate  to  the 
needs  of  the  sensorily  impaired. 

There  is  a  considerable  variation 
between  regions  on  testing  procedure, 
which  discredits  the  existing  system,  and 
causes  considerable  distress  to  the 
disabled  applicants. 

We  propose  a  simple  amendment  to 
the  testing  procedure  to  standardise  the 
test  and  provide  a  fair  examination  of 
deaf-blind  applicants. 

The  proposal  will  involve  no  legislation, 
and  does  not  involve  the  introduction  of 
categories.  It  will  not  open  Mobility 
Allowance  to  any  new  group  of  claimants. 
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Sense  Conferences 


CONFERENCES 


The  Scottish  Conference  — 
June  17th-29th  1985  in  Glasgow 


Difficult  Behaviour  — 
July  12th-14th  1985 
in  Gloucestershire 

The  Annual  Conference  — 

September  27th-29th  1985 

in    Leicester 

Difficult  Behaviour  in 
Deaf- Blind  Children 

Parents  and  care  staff  often  ask  for  ideas 
on  how  to  deal  with  difficult  behaviour. 
Following  last  year's  Annual  Conference, 
where  we  were  offered  an  enticing  first 
taste  of  the  subject,  we  have  been 
seeking  a  chance  to  study  the  problem 
deeper. 

Through  the  generosity  of  Mr  A.E. 
Reed,  we  have  been  given  the  oppor- 
tunity of  using  Reed  College  —  a  delight- 
ful Jacobean  Manor  House  in  Little 
Compton,  near  Moreton-in-Marsh, 
Gloucestershire,  for  the  weekend  of  July 
12th-14th  1985.  There  we  shall  be 
able  to  accommodate  45  people,  to  offer 


COURSES 


■Children  with  Special  Needs 

29th  March- 1  st  April  1 985 

For  houseparents  or  welfare  assistants 
working  with  children  who  have  mental  or 
physical  disabilities. 

Contact:  Castle  Priory  College,  Thames  Street, 
Wallingford,  Oxon  OX10  OHE  Tel:  0491  37551 

■Updates  in  Audiology 

A  New  Series  of  One  Day  British  Society  of 

Audiology  Courses. 

Course  1  —  Speech  Audiometry 

18th  April  1985 

At  the  RNID,  105  Gower  Street,  London  WC1. 
Designed  to  appeal  to  experienced  technicians 
and  scientists. 

Confacf;  BSA,  Harvest  House,  62  London  Road, 
Reading,  Berks.  Tel:  0734  861345 

■  Rehabilitation  of  Hearing 
Impaired  Adults 

13th-17th  May  1985 

This  course  will  take  place  on  a  large  ferry 
travelling  from  Harwich  to  Ebsjerg  in  Denmark, 
and  back  and  will  include  a  visit  to  the  clinic  of 
the  University  Audiology  Department  in 
Odense.  Inclusive  prices  will  be  £1 60. 
Contact:  The  Dean's  Secretary,  The  Institute  of 
Laryngology  and  Otology,  330/332  Gray's  Inn 
Road,  London  WC1X  BEE.  Tel:  01-837  8855 

■Caring  for  Families  with 
Special  Needs 

29th  April  1985 


parents  and  care  staff  a  chance  to 
explore  and  learn  from  a  number  of 
different  approaches  to  the  understanding 
and  management  of  difficult  behaviour. 

For  full  programme  and  details, 
contact  Norman  Brown  at  the  office. 
Unfortunately,  we  will  be  unable  to 
accommodate  and  care  for  children  this 
time. 


The  Scottish  Conference 

This  conference,  to  be  held  at  the  Kelvin 
Centre,  Glasgow  University,  provides  the 
first  major  event  organised  by  SENSE  in 
Scotland.  Details  on  page  00,  in  the 
Scottish  Report  contained  with  this 
Newsletter. 


The  Annual  Conference 

Looking  way  ahead,  I  hope  a  number  of 
you  are  definitely  planning  to  join  us  at  the 
Annual  SENSE  Conference  which  will 
be  held  at  Digby  Hall  in  Leicester  as  it 
was  last  year,  this  time  from  27th-29th 
September.  The  format  will  be  very 
much  as  last  year's,  giving  the  maximum 
number  of  people  the  most  chance  to 
discuss  the  most  issues.  Full  details  will 
be  circulated  nearer  the  time. 


■The  role  of  the  Social  Work 
Department  in  promoting  care  in 
the  community 

27th  May  1 985 

Both  courses  will  be  held  at  the  Dudhope  Arts 

Centre,  St  Mary  Place,  Dundee. 

Contact:  Malcolm  May,  DASS,  1  High  Street 

Dundee. 

■The  Education  of  People  with 
Profound  Multiple  Handicaps  — 
for  staff  working  in  special  care 
units 

20th-24th  May  and  18th-22nd  November 
1985 

To  be  held  at  Pendrell  Hall  College,  Codsall 

Wood,  Nr  Wolverhampton,  Staffs. 

7th-1 1th  October  1985 

To  be  held  at  Whirlow  Grange  Conference 

Centre,  Whirlow,  Sheffield. 

■  Educational  Rhythmics—  a  one 
day  workshop 

4th  October  1985  at  Lea  Castle  Hospital, 
Wolverley,  Nr  Kidderminster. 
Contact:  British  Institute  of  Mental  Handicap, 
Wolverhampton  Road,  Kidderminster,  Worcs 
DY10  3PP.  Tel:  0562  850251. 

■  Hearing  Aids  for  Children 

5th  June  1985,  London  evening  meeting 
Contact:  BSA,  Harvest  House,  62  London  Road, 
Reading,  Berkshire  RG1  5AS.  Tel:  0734  861345. 

■  Exhibition  —  Discovering 
Mammals 

A  special  exhibition  exclusively  for  blind  and 

partially  sighted  people. 

1st-31st  March  1985 

At  the  Natural  History  Museum,  South 

Kensington.  Admission  free. 


■  Family  Relationships  in  the 
Caring  Situation 

1 3th  March  1 985 

Organised  by  Family  Forum's  working  group 
concerned  with  'The  Families  of  Handicapped 
and  Elderly  People'. 

Contact:  Family  Forum,  Cambridge  House, 
131  Cambridge  Road,  London  SE5  OHF 
Tel:  01-703  8706/6413 

■See—  Hear 

3rd-6th  May  1985 

A  Christian  Conference  for  deaf  people  and 

their  friends. 

Contact:  The  Atholl  Centre,  Atholl  Road, 

Pitlochry,  Perthshire  PH16  5BX.  Tel:  0796  3044 

■What's  New  in  Mental  Handicap 

7th  June  1985 

To  be  held  at  the  Queen  Elizabeth  Post 
Graduate  Medical  Centre,  Birmingham. 
Contact:  The  British  Institute  of  Mental 
Handicap,  Wolverhampton  Road,  Kidderminster, 
Worcs  DY10  3PP.  Tel:  0562  85021. 

■  ISEC  '85  —  International 
Special  Education  Congress 
'Progress  and  Practice' 

16th-19th  July  1985 

At  Nottingham  University 
Contact:  The  Congress  Secretary,  N.  Notts 
College  of  Further  Education,  Carlton  Road, 
Worksop  S81  7 HP. 

■  International  Congress  on  the 
Education  of  the  Deaf 

4th-9th  August  1985 

Contact:  The  Congress  Secretariat,  Dept.  of 
Audiology  and  Education  of  the  Deaf,  University 
of  Manchester,  Manchester  M13  9PL 


Manor  House  Raffle 

Do  you  want  a  holiday  in  the  States? 
Flying  there  on  Concorde,  and 
returning  with  Cunard?  That  is  the 
first  prize  in  a  raffle  organised  by  the 
Deeping  Round  Table  Appeal,  which 
is  seeking  to  raise  £25,000  to  buy  a 
house  for  some  of  our  Manor  House 
students  to  move  into  at  the  end  of 
their  stay.  The  draw  takes  place  on 
June  30th,  tickets  are  just  20p,  and 
are  available  from 
The  Manor  House 
72  Church  Street 
Market  Deeping 
Peterborough 
Tel:  0778  344921 
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RUBELLA 

(GERMAN  MEASLES) 


Go  For  If.  the  nine  minute  video  made  by 
SENSE  for  the  National  Rubella  Council, 
is  now  available.  The  video  features  Kim 
Wilde  (shown  left)  and  Ann  Coles  (right), 
who  with  her  Rubella  handicapped 
daughter  Jacqueline  are  members  of  our 
Welsh  Region.  (See  page  22.) 


A  DANGER  TO  YOUR 
FUTURE  FAMILY! 


avow  we  xm  or 

XUBHLA  (CtXMAH 
MtASUSjWXWO 

p*t$#4#cy.  nam 
mmmmf ****  yoo* 

M#X  OH£IHJ£CTtOH 

ASK YOVX  DOCTOX 
OX  AT  TH£  FAMILY 
XLAMHMG  CUMC. 

Ale  and  Arty 


•ime  you  are  m  the  pub.  have  a  look 
at  your  beer  maf  If  you  are  in  a  Greene 
King  Brewery  pub.  you  may  see  this 
warning  against  Rubella  printed  on  it. 
Any  other  suggestions  of  clever  ways  of 
spreading  the  word9 
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New  Look  SENSE:  At  last  we  have  our 
name  over  the  shop'  at  31 1  Grays  Inn 
Road. 
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Sense  will  be  featured  twice  on  BBC1 
television  during  the  coming  weeks. 

Sunday,  16th  June,  is  the  date  when 
Esther  Rantzen  will  make  a  general 
appeal  for  funds  on  behalf  of  the 
Association.  The  appeal  will  go  out 
during  the  early  evening. 

On  Wednesday,  1 0th  July,  at  9.25  pm, 
a  programme  in  The  Visit  series  by 
Desmond  Wilcox  will  feature  the  help 
Sense  provides  to  families  with  very 
young  deaf-blind  children. 

The  programme  visits  Jamie  Rogers 
at  his  home  in  Lanzarote,  and  also 
shows  him  with  his  parents  working  with 
staff  at  the  Family  Centre. 


Everyone  talks  about  the  need  for 
parents  and  teachers  to  work  as  partners. 
Why  does  it  happen  so  rarely?  Read 
Norman  Brown's  thoughts  on  page  1  9. 


Planning  for  the 
Future 

How  can  we  provide  better  services  for 
deaf-blind  residents  from  mental  handi- 
cap hospitals?  David  Ellis  puts  forward 
some  ideas  on  page  14. 
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Chairman's  Letter 


You  will  have  read  in  recent  issues  of 
Talking  Sense  about  the  closing  of  the 
Royal  School  for  Deaf  Children,  Edgbaston, 
Birmingham,  last  Christmas.  We  have  been 
negotiating  since  last  summer  for  a  major 
share  of  the  site  to  enable  us  to  set  up  a 
Midlands  Family  Centre  and  Peripatetic 
Advisory  Service,  a  second  Sense  training 
centre,  services  for  people  with  Usher's 
Syndrome  and  other  services.  At  a  recent 
meeting  of  the  School's  Trustees  they 
agreed  to  offer  the  assumption  of  full 
responsibility  for  the  Trust  and  the  site  to 
Sense.  Our  Council  agreed  in  principle  to 
take  on  the  whole  site  and  is  in  the  process 
of  negotiating. 

This  is  a  wonderful  opportunity  for  our 
Association  and  will  enable  us  to  set  up 
services  at  present  not  available  in  the 
Midlands.  We  have  hoped  from  the 
beginning  of  the  negotiations  to  cooperate 
with  all  the  other  statutory  and  voluntary 
bodies  interested  in  using  the  site.  With 
them  we  can  provide  a  variety  of  services 
for  multiply  handicapped  sensorily  impaired 
children  and  adults.  We  do  hope  very  much 


that  all  those  who  were  considering  using 
the  site  before  the  control  of  the  Trust  was 
offered  to  Sense  will  continue  to  plan  and 
raise  money  for  use  of  the  site  with  us.  The 
more  resources  that  combine  on  the  site, 
the  more  expertise  will  be  available  for 
those  on  the  site  and  for  the  Midlands 
users  coming  to  the  site.  We  are  now 
setting  up  a  planning  comittee,  for  much 
has  to  be  done  to  make  the  site  work.  We 
shall  need  support  from  anyone  who  is 
prepared  to  fund  raise,  visit  supporters  and 
help  in  the  management  of  all  aspects  of 
the  development.  We  hope  enthusiastic 
people  in  the  Birmingham  area  who  would 
be  prepared  to  give  time  and  energy  will 
come  forward  and  offer  their  services. 
Don't  be  shy!  We  need  you  if  this  great 
opportunity  to  serve  the  needs  of  deaf  and 
deaf-blind  people  in  the  Midlands  is  to  go 
forward  successfully. 


^ 


^ 


Jessica  Hills 


Sense  Conferences 


Glasgow,  28th  -  30th  June 

Everyone  should  have  received  a  copy  of 
the  full  programme  of  our  first  Scottish 
Conference.  It  offers  something  for  every- 
one, and  heralds  a  new  step  forward  in 
encouraging  widespread  interest  in  deaf- 
blindness  within  Scotland.  The  weekend 
should  also  be  a  marvellous  opportunity  for 
parents  to  gather,  to  share  thoughts  and 
ideas.  Late  applicants  should  waste  no 
time  in  contacting  Gill  Morbey  at  the 
Sense-in-Scotland  office,  GlasgowCentre 
for  the  Deaf,  51  Tobago  Street,  Glasgow 
G40  2RH.  Tel.  041-556-4808. 


Reed  College,  Gloucester- 
shire, 12th  -  14th  July 

Following  our  National  Conference  last 
year,  many  parents  said  they  would 
welcome  the  chance  to  delve  deeper  into 
some  issues.  Here  is  our  first  small  and 
specialised  Workshop,  on  'Difficult 
Behaviour  in  Deaf-Blind  Children'.  In  the 


lovely  setting  of  a  Jacobean  Manor  House, 
we  offer  an  opportunity  for  40  parents  to 
meet,  to  discuss  and  to  learn  about  some 
ideas  to  help  them  with  their  children.  We 
will  also  welcome  staff  who  are  working 
daily  in  caring  for  our  children.  Any 
interested  parents  should  contact  Paul 
Ennals  at  Sense. 


Leicester  Conference,  20th  - 
22nd  September 

Our  Annual  Conference  this  year  will  be  at 
Leicester  again,  over  the  weekend  of 
Friday,  20th  September  to  Sunday,  22nd 
September  (not  as  reported  in  the  last 
Newsletter).  A  full  programme  is  enclosed 
with  this  Newsletter.  It  offers  once  more  a 
chance  to  learn  about  a  range  of  subjects, 
as  well  as  to  contribute  to  discussions,  in  a 
friendly  atmosphere.  Those  200  people 
who  attended  last  year  will  testify  to  the 
enjoyment  and  interest  that  is  offered  by 
meeting  other  people  in  such  a  setting.  As 
last  year,  children  will  be  welcome. 
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NOTICE 


The  1985  Annual  General  Meeting  will  take  place  on  the  afternoon  of  Saturday 
21  September  1985  at  Digby  Hall,  Leicester  University,  as  part  of  Sense's 
Annual  Weekend  Away  and  Conference. 

Formal  notice,  together  with  an  Agenda  and  the  Annual  Report  and  Accounts 
will  be  sent  out  with  the  September  Newsletter.   The  minutes  of  the  1984 
AGM  will  be  available  on  request  from  311  Grays  Inn  Road  as  from 
1  September  1985  and  at  Digby  Hall  from  the  evening  of  20  September  1985. 

Nominations  are  sought  for  election  to  the  Council  of  Management  at  this 
meeting.  According  to  the  Constitution,  the  Council  shall  have  no  less 
than  eight  and  no  more  than  sixteen  members.   The  Council  have  decided 
that  there  should  be  no  more  than  twelve  elected  members ,  although  the 
AGM  may  increase  or  decrease  this  figure  within  the  given  limit.   One 
third  of  the  membership  of  the  Council  plus  all  co-opted  members  retire 
each  year.   On  the  basis  of  twelve  elected  members  there  will  be  five 
vacancies  to  be  filled  at  the  1985  AGM.   Nominations  must  be  received 
by  me  by  Friday,  20  September  1985  at  the  latest,  and  must  be  accompanied 
by  a  letter  from  the  nominated  member  notifying  me  of  their  willingness 
to  serve.   Members  of  the  Council  of  Management  must  be  approved  members 
of  the  Association. 

By  order  of  the  Council  of  Management 


RODNEY  CLARK 
Secretary 
3rd  June  1985 
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Family  Service  Noticeboard 


Justin  is  one  of  the  children  featuring  i 
the  new  teaching  videos  made  at  the 
.Family  Centre.  i 


Feeding:  A  Problem  Solved 


from  'Young  Sense',  the  m 
parents  of  young 

Last  November  we  were  getting  desperate. 
Jamie,  now  aged  three,  would  only  drink 
from  a  bottle  and  would  only  swallow 
pureed  foods  if  we  gave  him  a  spoonful  of 
food  followed  by  his  dummy.  At  a  visit  to  the 
Family  Centre,  Lindy  had  suggested  that 
instead  of  putting  in  his  dummy  we  should 
keep  spooning  food  into  his  mouth 
therefore  replacing  the  dummy  with  extra 
food.  Well,  two  months  and  a  lot  of  mess 
laterwe  had  succeeded! Then,  within  afew 
weeks,  he  refused  to  drink  out  of  his  bottle, 
so  remembering  that  this  was  how  my 
eldest  daughter  had  given  up  her  bottle, 
we  quickly  offered  him  a  training  cup  - 


agazine  produced  by  and  for 
deaf-blind  children. 

great,  a  lot  went  down  his  front  at  first,  bi 
in  a  couple  of  weeks  he  was  fine.  Nowafev 
weeks  later,  he  has  begun  to  chew  hi 
food,  we  have  found  a  good  start  is  to  ad 
rice  crispies  to  his  pureed  food -they  don 
take  a  lot  of  chewing.  We  first  got  him  t 
chew  by  giving  him  small  pieces  c 
meringue,  and  because  they  dissolve  quit 
quickly,  there  is  no  danger  of  choking. 

So  don't  despair  -  sometimes  thing 
that  you  feel  you  are  never  going  t 
achieve,  come  all  of  a  sudden,  and  what  a 
achievement  that  is. 

Jane  Rogers 


June  1  and  2  Parents'  communication 
weekend.  This  weekend  is  for  parents  who 
wish  to  practice  theircommunication  skills 
using  British  Sign  Language. 

June  20  Information  exchange  day  for 
teachers  working  with  multi-handicapped 
blind  children. 

June  24  Communication  day  for  teachers 
and  therapists.  Cost  £15.00. 

June  25  Open  day  for  teachers  and 
therapists  (video  tapes  of  young  deaf-blind 
children,  specialised  equipment,  resource 
and  book  library  and  talks  by  teachers  and 
therapists  working  at  the  Family  Centre). 
People  wishing  to  attend  both  events  who 
wish  to  stay  overnight  on  June  24  are  wel- 
come to  do  so  at  a  cost  of  £3.00  for  bed  and 
breakfast. 

July  21  -  August  3  Children's  Summer 
holiday  scheme  in  Ealing.  All  places  are 
fully  booked  for  this  holiday:  please  book 
early  for  1986! 

August  1 7-23  Children's  Summer  holiday 
scheme  in  Birmingham. 


Dates  for 
your  Diary 


September  26  The  Child  with  a  Visual 
Impairment.  Topics  covered  will  include 
visual  training  and   mobility  skills.  Cost 

September  27  The  Child  with  a  Hearing 
Loss.  Topics  covered  will  include  com- 
munication skills  and  auditory  trainina 
Cost  £15.00. 

People  wishing  to  attend  both  courses  and 
who  would  like  to  attend  both  courses  are 
welcome  to  do  so  at  a  cost  of  £3.00  for  bed 
and  breakfast. 

October  5  and  6  GRAND  FUND  RAISING 
WEEKEND 

October  5  Jumble  Sale 
October  6  Autumn  Crafts  Fair 
Watch  this  space  for  further  details. 
November  1 1  -1 5  We  are  starting  to  take 
bookings  for  a  five-day  course  which  is  to 
be  entitled  'Working  with  young  deaf-blind 
children'. 

For  details  of  this  course  and  of  all  other 
events  at  the  Family  Centre,  please  write  to 
Lindy  Wyman  at  the  Family  Centre,  86 
Cleveland  Road,  Ealing,  London  W13  0HE 
or  telephone  01-991-0513.  ^ 


Hannah  came  to  stay  for  a  couple  of 
.days  last  term.  . 


'Parent  Pack' 


The  Family  Service  team  have  compiled  a 
"parent  pack"  for  families  with  young  deaf- 
blind  children  who  are  unable  to  travel  to 
London  to  see  our  resource  and  book 
library  for  themselves.  This  parent  pack 
consists  of  the  following  books: 

•  M.  Brock,  Christopher,  A  Silent  Lite.  Bedford 
Square  Press  1984.  A  parent's  view.  Good  light 
reading.  Available  from  Sense.  £3.95 

•  P.  Freeman,  Understanding  the  Deaf-Blind 
Child,  London;  Heinemann  1975.  Full  of  useful 
ideas.  Available  from  Sense.  £2.50 


Lucy  will  be  seen  on  the  BBC  Sund 
appeal  on  16th  June. 


•  Sign  and  Say  Books  1  and  2, RN\D,  105Gower 
Street,  London  WC1 E  6AH.  E1 .50 each.  Illustrated 
booklets  of  British  signs. 

•  Line  Drawing  Illustrations  for  the  Revised 
Makaton  Vocabulary,  1980  Makaton  Vocabulary 
Development  Project,  3 1  Firwood  Drive,  Camberley, 
Surrey.  £1.20  plus  postage  and  packing 

•  RNIB  Guidelines  for  Teachers  and  Parents  or 
Visually  Handicapped  Children  with  Additional 
Handicaps,  Available  free  from  RNIB.  224  Great 
Portland  Street,  London  W1. 

•  P.  Freeman,  The  Deal-Blind  Babv.  London: 
Heinemann  1985.  Available  from  Sense.  £7.95. 
See  page  4. 


The  Deaf-Blind  Baby 


This.  Peggy  Freeman's  latest  book,  will  be 
used  by  parents  (and  professionals)  as  an 
extremely  valuable  reference  book.  The 
Deaf-Blind  Baby  is  very  clearly  written 
and  contains  a  great  deal  of  information 
which  is  relevant  to  and  of  practical  use  in 
planning  a  programme  for  a  young  child 
with  a  dual  sensory  impairment. 

The  Deaf-Blind  Baby  is  sub-titled  "a 
programme  of  care".  People  who  have  met 
Peggy  Freeman  will  know  of  the  care  with 
which  she  has  approached  her  subject. 
The  book  has  been  very  well  planned  and 
has  useful  outline  headings  which  helpthe 
reader  to  pinpoint  the  exact  details  of  the 
text.  Parents  who  are  busy  need  to  be  able 
to  recall  immediately  the  advice  or  ideas  in 
relevant  literature,  and  any  parent  reading 
this  book  will  agree  that  the  clarity  of  the 
text  must  be  one  of  its  strongest  advantages. 

As  an  example  in  programme  3  the 
stages  of  visual  tracking  are  clearly  set  out 
and  are  very  easy  to  follow: 

ACTION  Spend  a  few  minutes  every  day 
doing  the  following  little  exercises -make  a 
game  of  it  for  him,  knowing  yourself  that 
however  little  vision  he  has,  if  he  is  to  be 
able  to  use  it  most  efficiently,  he  needs  the 
skills  these  exercises  promote. 

1.  You  need  two  people,  one  holding 
baby  on  her  lap  with  his  back  to  her  and  the 
other  holding  a  bright  toy  or  toy  with  a  torch 
beam  lighting  it  up.  (To  prevent  the  child 
looking  at  the  torch  rather  than  the  toy,  put 
a  long  black  sleeve  on  the  torch.)  Hold  the 
toy  in  the  position  and  at  the  distance  you 
know  the  baby  is  most  likely  to  spot  it.  When 
he  has  seen  it,  move  it  from  the  midline: 

(a)  to  one  side, 

(b)  to  the  other  side, 

(c)  upwards, 

(d)  downwards. 

Observe  how  far  it  has  to  go  in  either  of  the 
directions  before  he  loses  it. 

You  can  also  do  this  exercise  using  a 
bright  torch  moving  behind  a  sheet  of 
coloured  plastic  material,  preferably  trans- 
parent. 

When  using  a  toy,  after  tracking  it 
without  being  allowed  to  reach  for  it,  if  he 
reaches  out  for  it,  let  him  have  it. 

2  Play  give-and-take  games  -  Mummy 
holding  baby  shows  him  how  to  grasp  the 
toy  Daddy  is  offering  him,  then  how  to  offer 
it  back  to  Daddy -have  lots  of  fun  over  this 
game. 

3.  Play  a  hiding  game  -  Daddy  puts 
• ■■.-.  j':  o/er  his  face  Mummy  shows  the 
baby  it  is  there  and  helps  him  pull  it  off; 

0':':ptj'j    ■.■!/■.  Ij-i'i'i/  (/ifi'j-J;  l:>'.<:  needs  I'j 

be  quite  near  the  bhb/  •.,  The  tissue  can 
then  be  put  o/er  the  baby':  lace  and  over 
Mummy'',  with  the  same  pantomime.  You 
car>  ij'.e  lot:  of  nice  phrase:  in  tin:  (and  the 
above;  game:)  such  a:  'Give  it  to  Daddy', 
'Look,  look'-the  sort  of  action  words  which 
Hill  be  amongst  the  signs  your  baby  will  be 
needing  to  learn  soon. 


WHY  Games  like  this,  as  well  as  providing 
visual  stimulation  for  the  baby,  also  stress 
turn  taking  which  is  so  basic  to  both 
communicating  and  socialising. 

ACTION  Either  with  a  torch  beam  on  a 
dark  wall  or  using  a  torch  beam  on  a  toy, 
light  up  a  spot  (or  toy)  and  when  the  child 
has  spotted  it,  turn  off  the  light  for  a  few 
seconds,  then  light  up  again  in  a  different 
place,  but  not  very  faraway  from  the  original 
place,  and  see  if  baby  can  relocate  it.  (If 
using  a  toy,  have  the  room  darkened  and  do 
not  let  him  see  you  move  it.) 

WHY  This  helps  the  child  to  learn  to  move 
quickly  from  one  fixation  to  another. 


The  problemsand 
needsof  the  deaf-blind 
child 

The  recommendations  contained  within 
The  Deaf-Blind  Baby  are  based  on  normal 
child  development  and  are  designed  to 
develop  the  full  potential  of  the  baby.  This 
important  book  is  a  useful  work  for  parents 
and  professionals  who  are  responsible  for 
the  care  of  a  young  deaf-blind  child. 

The  clarity  of  Peggy  Freeman's  book 
and  her  perception  of  the  global  needs  of 
the  young  child  with  a  dual  sensory 
impairment  are  illustrated  in  the  following 
extract. 


All  the  knowledge  any  one  of  us  possesses 
has  been  received  through  our  five  senses. 
It  is  stored  in  our  memory,  first  as  images  and 
later  as  words  because  this  allows  for  more 
efficient  storing.  Touching,  smelling  and 
tasting  are  called  'near  senses'  because 
the  information  they  convey  is  the  result  of 
actual  contact  with  the  body.  By  far  the 
greatest  information  is  received  through 
our  vision  and  hearing  because,  in  addition 
to  information  close  by,  these  two  senses 


Copies  of  Peggy  Freeman's 
book,  published  by 
Heinemann,  are  available 
from  the  Sense  office, 
price  £7.95. 

Parents  can  buy  copies  at 
the  reduced  price  of  £5. 


can  tell  us  about  things  that  are  outside 
and  at  a  distance  from  us.  For  instance,  we 
can  see  things  in  the  environment  without 
the  need  to  touch  them,  be  near  them  or 
even  be  involved  with  them  -  they  can  be 
soundless  and  odourless  yet  we  see  them 
(e.g.  the  climber  on  the  mountain).  We  can 
see  what  other  people  do  and,  by  their 
behaviour,  determine  what  we  can  and 
should  do.  We  can  hear  things  without  the 
source  being  visible  (the  radio  in  the  next 
room);  we  can  hear  the  spoken  thoughts  of 
others  and  learn  how  they  feel  -  and  what 
we  hear  influences  the  way  we  think  and 
the  way  we  behave.  It  is  through  hearing 
that  we  learn  to  recognise  the  sounds  of 
speech  and  to  express  our  own  thoughts 
and  to  communicate  with  others  through 
this  medium.  To  respond  to  the  information 
we  receive  we  must  move  -  speech  is 
movement,  walking,  writing,  everything  we 
do  is  the  result  of  moving  some  part  of  our 
body.  Although  we  discover  for  ourselves 
what  to  do  with  our  body  in  order  to  perform 
an  action,  we  also  receive  information 
about  how  to  move  by  seeing  others 
perform  or  by  hearing  what  we  are  told  to 
do. 

No  other  sensory  channel  can  take  in  so 
much  information  all  at  once  as  can  vision - 
you  cannot  always  feel  the  whole  of  an 
object  at  one  and  the  same  time,  but  you 
can  see  it  all  at  once.  Some  visual 
information  cannot  be  received  by  the 
other  senses:  things  that  are  too  large,  like 
clouds,  or  too  dangerous,  like  fire.  Hearing 
too  has  unique  qualities  for  it  is  the  only 
sense  that  can  literally  bend  round  corners 
and  attend  to  several  inputs  at  the  same 
time,  e.g.  we  can  be  listening  to  someone 
talking  to  us  while  being  aware  that  the 
radio  is  on  in  the  next  room  and  the  baby  is 
crying  upstairs. 

It  is  the  information  from  our  senses 
together  with  our  ability  to  move  that  allow 
us  to  build  up  a  stable  picture  of  our  world 
within  which  we  can  function  and  participate 
confidently. 

Lindy  Wyman 
Principal,  Family  Advisory  Service 


«L. 


Living  It  Up  at  Whitefield 


For  the  first  time  in  Whitef  ield  deaf/visually 
handicapped  department  we  have  young 
adults  approaching  school  leaving  age. 
Throughout  their  education  with  us  we 
have  been  aiming  to  achieve  the  maximum 
independence  for  each  child  -  as  the 
children  get  older  the  need  to  provide 
opportunities  to  develop  self-help  skills  in 
a  realistic  situation  has  become  more 
urgent.  In  this  context  the  acquisition  of  a 
4-bedroomed  house  on  a  bus  route  from 
school  has  been  a  great  boon. 

The  establishment  of  Project  Inde- 
pendence House,  as  it  is  called,  resulted 
from  the  setting  up  of  an  Independent 
Trust,  jointly  by  Whitefield  and  Grosvenor 
House  Associations,  to  buy,  convert  and 
maintain  a  house  in  the  community.  It  is 
available  to  three  special  schools  in  the 
area. 

I  teach  some  of  the  older  children  in  the 
department  and  for  the  last  year  we  have 
been  able  to  use  the  house  during  the  day 
to  develop  skills  already  practised,  in  an 


Michael  and  Malachyat  Project 
Independence  House. 

integrated  form.  (Other  groups  of  children 
from  the  department  also  use  the  house 
and  have  stayed  overnight.  Further  infor- 
mation on  these  activities  will  be  in  a  later 
edition.)  A  day  at  Project  Independence 
house  goes  something  like  this. 

First  there  is  the  packing  of  everything 
we  need  to  take,  then  a  short  walk  to  the 
bus  stop.  An  irregular  service  means 
patience  is  the  next  main  requirement.  We 
catch  the  bus  to  Leyton  and  then  we  go 
shopping  for  the  main  meal  we  will  be 
making. 

Another  short  walk  to  the  house  and 
then  the  work  really  starts.  The  preparation 
of  a  meal  involves,  of  course,  a  multitude 
of  skills  and  everyone  there  has  to  play  an 
active  part.  This  naturally  takes  quite  a 
time!  After  eating  there  is  still  plenty  to  do. 
Clearing  the  table,  washing  and  drying  up, 


putting  away  follows  next  and  then,  with  a 
bit  of  luck,  there  is  time  for  a  short  period  of 
relaxation.  A  record  player  and  television 
are  available  but  before  long  it  is  time  to 
clean  the  house-wiping  surfaces,  emptying 
bins,  vacuuming  and  invariably  we  have  to 
get  to  the  bus  stop  straight  away. 

The  extent  to  which  the  children  can 
help  has  surprised  us.  Michael  wants  to  do 
everything  himself.  He  has  a  clear  grasp  of 
the  purpose  of  each  activity  and  needs  no 
prompting.  Malachy,  who  some  of  you  will 
know  of  already,  is  a  model  of  good 
behaviour  on  the  bus,  chief  can  opener  and 
improves  at  washing-up  every  time  we  go. 
Paul,  who  spent  a  week  at  Green  Park  last 
year  with  the  Mobility  International/Sense 
course  has  shown  himself  to  be  particularly 
tidy,  putting  all  rubbish  in  the  bin,  and 
clearing  the  table  properly.  He  has  also 
coped  with  the  crowded  bus  very  well. 

In  addition,  Jessica,  who  has  been  with 
us  for  a  shorter  time  and  Akram,  a 
newcomer,  have  played  their  parts  in  a  day 
which  gives  them  a  whole  variety  of  new 
experiences  in  a  structured,  meaningful 
pattern  of  activities. 

Our  day  at  P.I.  house  does  not  involve 
any  new  skills  for  the  children.  What  it  does 
involve  is  setting  the  skills  in  a  context 
where  all  the  activities  relate  together  in  a 
purposeful  manner.  To  achieve  indepen- 
dence this  has  to  be  a  stage  reached  by  the 
children. 

For  all  of  us  the  day  'out'  is  something  of 
a  treat,  but  it's  a  treat  that  provides  the 
ingredients  to  help  achieve  our  foremost 
aim,  maximum  independence  for  each 
child.  Tomorrow  we  will  be  savouring  the 
delights  of  'mince  a  la  Malachy'.  I  can't  wait. 
Keith  Richardson 
Teacher 

Whitefield  School  and  Centre 
Macdonald  Road 
Walthamstow 
London  E17  4AZ 


Carnbooth  House 


The  first  two  months  at  Carnbooth  are  now 
behind  us  and  we  are  all  beginning  to  feel 
we  have  been  here  forever.  We  have 
survived  all  the  initial  settling  in  problems 
ranging  from  a  heating  system  which  turns 
off  when  the  weather  is  cold  and  works  full 
blast  during  the  warm  days,  and  an 
epidemic  of  'flu  among  the  staff  which 
necessitated  closing  the  school  for  two 
days.  All  in  all  things  have  been  smoother 
than  we  imagined  they  would  be  and  we 
now  eagerly  await  the  appointment  of  four 
new  members  of  staff;  a  senior  houseparent, 
two  teachers  and  one  part-time  teacher. 

Visitors  coming  to  the  school  have  been 
a  little  taken  aback  when  told  that  at  the 
moment  we  have  only  six  children.  To  their 
eyes  we  have  an  excessive  amount  of 
adults  on  the  premises  due  to  the  fact  that 
we  are  gradually  being  staffed  for  ten 
children  and  all  these  new  people  have  to 
be  trained.  Our  ratio  is  one  adult  to  two 
children  during  all  their  waking  hours 
which,  as  any  experienced  person  knows, 
is  far  from  an  ideal  situation  although 
possible. 

Up  to  the  present  our  home  visiting 
programme  has  been  rather  haphazard. 
Beginning  next  week  with  Gillian  Wylie 
from  Blantyre  we  will  begin  to  organise  the 
pre-school  programmes.  Along  with  weekly 
training  sessions  we  will   be  assessing 
Gillian  and   hope  that  by  the  time  she 
reaches  school  age  we  should  have  some 
idea    of    her    ability    and    therefore    the 
placement  appropriate  to  her.  We  have 
been  notified  of  the  existence  of  other 
young    deaf-blind    children    around    the 
country  and  hope  slowly  to  build  up  this 
most  important  area  of  service. 
Sister  Ailish  Massey 
Head  Teacher 
Carnbooth  House 
80  Busby  Road 
Carmurnock 
Glasgow 


The  Carnbooth  Gym. 
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The  Royal  School  for  Deaf  Children,  Edgbaston 


In  the  autumn  of  1812,  a  number  of 
influential  gentlemen  gathered  at  the 
Birmingham  Philosophical  Institution  to 
meet  eight-year-old  Jane  Williams.  Deaf 
from  birth.  Jane  had  been  taught  by  Dr  De 
Lys.  a  physician  at  the  Birmingham 
Hospital,  who  had  sought  out  a  deaf  child 
who  would  eventually  demonstrate  the 
effectiveness  of  education.  So  impressed 
were  her  audience  by  Jane's  actions  and 
attitudes -"in  the  highest  degree  animated 
and  expressive' -and  by  her  ability  to  reac 
and  write,  that  they  determined  to 'complete 
what  had  been  so  ably  begun,  and  extend 
those  advantages  to  other  children  in  the 
same  unfortunate  situation'.  To  that  meeting 
can  be  assigned  the  foundation  of  the 
Institute  for  the  Education  of  Deaf  and 
Dumb  children  at  Edgbaston.  described  at 
that  time  as  situated  in  the  country  near 
Birmingham. 

The  Committee  formed  to  implement 
the  good  intentions  of  the  founders 
acquired,  after  some  delay,  a  suitable 
building  at  a  very  low  rent  from  Lord 
Calthorpe.  a  local  landowner.  Providing  a 
master  was  no  easy  matter;  the  Committee 
discovered  that  the  work  was  difficult,  that 
there  were  few  examples  in  any  country, 
and  that  those  that  existed  were  not  very 
accessible  for  imitation  -  a  delicately 
phrased  reference  to  the  jealous  guarding 
of  expertise  that  they  encountered.  A  long 
and  dispiriting  search  terminated  in  the 
appointment  of  Thomas  Braidwood,  who 
quitted  the  private  school  for  the  deaf 
which  he  had  been  running  with  his  mother 
at  Hackney,  to  be  employed  at  greater 
expense  than  anticipated  at  Edgbaston. 

It  was  not  until  January  1814  that 
fifteen  children  arrived  at  the  house  in 
Church  Road,  to  be  boarded  and  educated 
at  a  cost  of  four  shillings  a  week,  all  in. 
Typical  of  the  earliest  students  were 
George-deserted  by  hisfather,  his  mother 
dead:  Mary  -  her  father  transported,  her 
motherdead:  Thomas-an  orphan  from  the 
workhouse,  and  Anne,  whose  widowed 
mother  worked  as  a  mangier.  We  know 
little  of  the  degree  or  causes  of  these 
children's  deafness,  but  some  time  later 
those  not  born  deaf  had  their  hearing 
impairment  attributed  variously  to  fevers, 
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teething,  sores  on  the  head,  worm  infesta- 
tion, and  fright.  As  the  Committee  awaited 
the  'unfolding  of  the  truths  and  hopes  of 
religion  . . .  and  the  illumination  of  the 
grossest  darkness',  Braidwood  tackled 
reading,  writing  and  arithmetic,  plus  articu- 
lation and  communication  'for  the  purposes 
of  receiving  information  and  deriving 
amusement'. 

Within  a  few  years,  aims  were  having  to 
be  redefined;  children  were  found  on 
arrival  to  have  scarcely  the  simplest  ideas 


of  distinction  between  good  and  evil,  and 
to  know  'only  those  impulses  of  appetite 
and  passion  man  feels  in  common  with 
inferior  animals'.  It  was  becoming  apparent 
that  although  simple  ideas  could  be 
acquired  rapidly,  the  lack  of  facility  in 
language  hindered  the  development  of 
reasoning.  Braidwood  sought  to  encourage 
fluency  through  letter  writing,  but  examples 
quoted  are  sadly  lacking  in  spontaneity; 
stilted  expressions  of  gratitude  to  Mr 
Braidwood  and  religious  axioms  abound, 
but  one  letter  springs  to  live  with  an 
account  of  a  thief  apprehended  on  the 
premises:  'The  man  will  give  him  some 
water  and  a  little  bread  in  prison,  and  no 
meat ...  I  think  he  is  to  sleep  on  the 
straw  ...  he  will  not  go  home  very  soon.' 

The  death  of  Thomas  Braidwood  in 
1825  led  to  what  was  probably  the  most 
dramatic  episode  in  the  school's  history. 
The  Committee  appears  to  have  come 
under  the   influence  of  a   Reverend   Mr 


The  original  school  house  in  Church  Road,  demolished  in  1 950. 


Inside  the  School  House. 


Woodbridge  of  Hartford,  Connecticut, 
resulting  in  an  educaticnal  volte  face  that 
was  to  have  startling  consequences. 
Braidwood's  system,  hitherto  accepted  as 
entirely  satisfactory,  was  now  regarded  as 
being  in  many  respects  materially  defective. 
Mr  Woodbridge  advocated  the  use  of  signs 
-  'since  Nature  had  taught  the  Deaf  and 
Dumb  a  language  of  their  own,  gesture  and 
expression  should  be  made  the  basis  of 
instruction'.  The  Committee  appointed  as 
Headmaster  Louis  Du  Puget,  from  the 
Pestalozzi  School  and  the  Dublin  Institution, 
a  confirmed  advocate  of  the  manual  method. 
The  trepidation  felt  by  some  members  at 
this  change  of  policy  was  soon  justified.  The 
pupils  refused  to  receive  the  instructions  of 
the  new  teaching,  alleging  that  they  could  not 
understand.  Disaffection  towards  Du  Puget 
was  said  to  be  strengthened  by  a  predilection 
on  the  part  of  some  members  towards  Mr 
Bingham,  a  Braidwood-trained  assistant 
teacher  who  had  held  the  fort  after  Braidwood's 
death,  but  who  now  resigned.  His  departure 
only  exacerbated  the  situation,  for  the 
children  reacted  by  breaking  bounds,  going 


absent,  breaking  furniture,  and  finally  assaulting 
the  new  Headmaster. 

At  the  outbreak  of  hostilities,  the  Committee 
hesitated  to  take  drastic  measures.  An 
impressive  feature  of  the  early  Reports  is  the 
concern  consistently  expressed  for  the 
happiness  of  the  children,  and  for  the 
importance  of  gentleness  in  their  handling 
(Thomas  Braidwood  and  the  Matron  were 
commended  for  their  'uniform  tenderness'); 
eventually,  as  the  'refractory  and  turbulent 
spirit'  continued,  means  of  repression  more  in 
keeping  with  the  times  were  used.  Eight  boys 
were  flogged,  three  of  them  and  one  girl 
expelled.  Letters  appearing  in  the  Press 
prompted  a  denial  that  children  had  been 
confined  in  a  dark  cellar,  although  it  was 
agreed  that  for  two  days  a  bread-and-water 
diet  had  been  imposed. 

Louis  Du  Puget  emerged  from  this 
upheaval  in  a  surprisingly  strong  position. 
During  Braidwood's  lifetime,  it  had  been 
stipulated  that  his  successor  should  live  in 
the  schoolhouse,  and  not  be  allowed  to  take 
private  pupils.  We  find  Du  Puget,  two  years 
after  his  appointment,  awaiting  the  building  of 
a  separate  house  for  himself,  and  advertising 
openly  for  private  pupils.  Not  even  the  tender- 
hearted Matron  remained  to  remind  the 
pupils  of  the  former  regime  -  found  guilty  of 
culpable  negligence  and  profuseness  in  the 
domestic  department,  she  had  been  dis- 
missed. The  Committee  breathed  a  sigh  of 
relief  at  the  'degree  of  method  and  order. . . 
never  before  attained  in  this  Institution',  and 
entered  the  eighteen-thirties  confident  that 
'the  instruction  of  the  Deaf  and  Dumb  may  be 
regarded  as  a  problem  which  is  now 
completely  solved.' 

Nothing  remains  of  Thomas  Braidwood's 
school  on  the  site  today,  but  the  handsome 
house  built  for  Louis  Du  Puget  in  1830  has 
survived.  Generations  of  deaf  children  have 
come  to  its  door,  including  one  recent  pupil 
whose  father,  grandparents  and  great- 
grandmother  had  preceded  him.  The  school 
closed  in  December  1984,  having  striven  for 
a  hundred  and  seventy  years  to  carry  out  that 
most  difficult  task  imposed  by  its  founders,  to 
enable  deaf  children  'to  take  their  part  in  all 
the  ordinary  duties  of  life'. 


Sense  in 
Birmingham 


Sense's  plans  to  provide  a  range  of 
services  in  Birmingham  -  notably  a  second 
residential  centre  for  deaf-blind  adults  at  a 
Midlands  Family  Centre  -  came  a  step 
nearer  in  April.  The  Trustees  of  the  Royal 
School  for  Deaf  Children  in  Edgbaston, 
now  called  The  Midlands  Resource  Centre 
for  Hearing  Impaired  People,  agreed  to 
accept,  in  principle,  Sense's  request  to 
manage  the  Trust  and  the  school  buildings. 
If  negotiations  continue  smoothly,  the 
establishment  of  services  could  be  a 
reality  by  this  summer.  A  campaign  to  raise 
the  money  to  start  services  will  be 
launched  during  the  year  and,  as  a  curtain 
raiser,  Sense  took  a  stand  at  this  year's 
LIFESTYLE  exhibition  at  Birmingham's 
National  Exhibition  Centre  last  month. 


Staff  at  the  old  school. 


Pathways  News 


We  have  just  finished  ourannual  Eisteddfod. 
Curious,  I  looked  up  the  definition  of  the 
word  -  Eisteddfod. 

The  Concise  Oxford  Dictionary  defines 
it  as  a  'Congress  of  Welsh  bards'  (this  may 
well  apply  to  Mr  Lewis,  Mr  Price,  Mr  Reed 
and  Mr  Evans!),  or  a  local  gathering  for 
musical  competitions,  etc'.  What  we  have 
completed  at  Pathways  must  come  under 
the  "etc"  part  of  the  definition.  We  may 
have  given  the  word  a  new  meaning. 

Three  of  my  colleagues  gave  a  lot  of 
thoughttothe  kind  of  competitions  that  we 
could  usefully  use  with  our  children.  We 
wanted  the  children  to  have  the  experience 
of  being  in  a  competition  but  not  necessarily 
competing  against  each  other.  So  we  were 
looking  for  competitions  that  would  test 
individual  skills  of  different  kinds  and 
which  would  give  the  children  some 
enjoyment.  We  wanted  to  get  away  from 
the  usual  activities  of  tree  felling,  caber 
tossing  and  making  beds! 

Points  were  awarded  for  effort,  degree 
of  difficulty  and  so  on.  Children  who  could 
understand  money  were  paid  so  much  per 
point.  There  were  some  weighty  pay 
packets,  as  a  result.  Those  who  did  not 
understand  money,  but  who  appreciated 
chocolate,  had  their  winnings  calculated 
by  the  bar.  What  MARS  did  for  the  London 
Marathon,  miniature  MILKY  WAYS  can  do 
for  our  competitions.  We  have  not  told  our 
nurse  yet  about  all  this  chocolate  for  fear  of 
those  strictly  imposed  diets. 

There  were  various  competitions  of  an 
academic  nature,  involving  spelling,  signing 
and  writing,  both  print  and  Braille.  Some 
children  tried  their  hand  at  typing,  too. 

The  younger  children  had  the  opportunity 
of  making  toast,  mixing  cold  drinks  and 
also  making  hot  ones.  The  picture  shows 
Alex  Cartmell  pouring  out  his  brew.  Little 
motivation  was  required  by  the  children  in 
this  section  and  they  sat  long  after  the 
competition  had  ended  to  sample  their 
efforts. 

One  interesting  innovation  was  the  new 
section  on  hair  washing  and  drying.  Staff 
volunteered  to  have  their  hair  washed  and 
dried  by  the  children.  Weekend  hair  sets 
(and  that  was  just  the  men)  were  ruined, 
but  we  had  a  good  opportunity  to  observe 
how  methodical  the  children  were.  This 
section  was  difficult  to  judge,  but  Louise 
Camilleri  did  well  and  won  special  praise. 

The  activities  finished  with  a  Treasure 
Hunt  which  involved  all  the  children  and 
staff.  The  clues  were  designed  to  be  read 
and   acted    upon   by   the   children.   This 


included  completing  jigsaws,  cycling,  swim- 
ming, walking,  running,  eating  (very  popular 
this  part)  and  some  climbing.  But  who  was 
the  person  who  returned  the  last  clue  to 
the  tree  -  eight  feet  up!  Mr  Price  is  still 
trying  to  retrieve  it. 

Amanda  Armitage  should  have  won  a 
prize  for  initiative.  With  a  little  smile  on  her 
face  she  took  herself  off  to  the  corner  of 
the  hall,  where  all  the  competitions  were 
taking  place,  and  while  children  and  staff 
were  totally  involved  elsewhere,  she  made 
herself  a  cup  of  tea  which  she  drank  with 
obvious  delight.  What  a  shame  she  hadn't 
entered  herself  in  the  competition. 

The  only  items  which  could  be  justifiably 
a  part  of  an  Eisteddfod  were  'London's 
Burning'  and  'Ten  Green  Bottles'  played  on 
the  piano  by  Benjy  Dale.  The  applause  for 
his  contribution  was  generous  and  I 
understand  he  will  not  be  caught  out  next 
time.  He  will  have  an  encore  ready. 


So  we  had  three  afternoons  of  really 
worthwhile  activities,  usefully  using  skills 
the  children  had  acquired  but  using  them 
in  a  different  place  and  a  different  setting 
completely.  This  kind  of  change  in  routine 
may  well  have  thrown  the  children  a  few 
years  ago,  so  it  was  gratifying  to  us  all  that 
the  children  responded  so  well. 

At  our  final  assembly  at  the  end  of  term, 
the  prizes  were  distributed  and  the  Cup 
was  presented  to  the  Red  Family  for  their 
all-round  effort. 

John  Peter  Jones 
Teacher  in  Charge 
'Pathways' 

Condover  Hall  (RNIB) 
Condover,  Shrewsbury 


Making  Sense  of  the  First  Steps 


This  article  explains  the  methods  of 
teaching  preliminary  mobility  and  orienta- 
tion to  blind  children  with  special  needs. 
I  have  confined  myself  to  methods  of 
teaching  and  the  philosophy  behind  them, 
without  becoming  bogged  down  in  the 
broader  aspects  of  a  blind  child's  develop- 
ment. As  a  result  it  may  appear  to  be  an 
oversimplification  of  the  processes  involved, 
but  I  hope  that  both  parents  and  profes- 
sionals alike  may  be  able  to  glean  some 
useful  ideas. 


Mobility  instruction 

Teaching  mobility  to  junior  school  children 
with  additional  handicaps  confronts  a 
mobility  officer  with  several  problems.  At 
the  RNIB's  Rushton  Hall  School,  there  are 
presently  38  children,  all  of  whom  have 
complex  handicaps  in  addition  to  their 
blindness,  ranging  from  mild  to  severe 
learning  and  emotional  problems,  from 
mild  spasticity  to  severely  restrictive  physi- 
cal handicaps,  epilepsy  and  degenerative 
conditions. 


Movement  Games  build  up  trust,  and 
develop  Body  Image. 

It  was  clear  at  the  outset  of  establishing 
a  mobility  programme  there  that  even  the 
most  basic 'formal' mobility  procedures  fell 
a  long  way  short  of  catering  for  the  needs 
of  the  children.  What  was  needed  was  a 
fresh,  probably  innovative,  approach  to  the 
tuition  of  preliminary  mobility  and  orienta- 
tion, taking  as  its  basis  the  whole  child  -  not 
just  the  problems  caused  by  their  poor 
orientation  and  mobility. 

Many  of  the  ideas  that  have  been 
implemented  are  of  relevance  to  those 
living  and  working  with  deaf-blind  children, 
others  may  not  be  directly  relevant  and 
may  require  adaptation. 

Trust 

The  initial  stages  of  training  begin  with  a 

the  child  and  myself.  It  is  crucial  to  my 
approach  that  I  have  the  trust  of  the  child,  a 
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mental  handicap.  The  formation  of  trust  is 
developed  through  a  series  of  play 
situations  before  any  'formal'  mobility 
tuition  is  embarked  upon. 

Body  Image 

A  degree  of  body  image  and  awareness  is 
central  to  the  child  understanding  what  is 
asked  of  it.  It  is  for  this  reason  that  the 
initial  play  sessions  have  a  strong  emphasis 
on  body  rhymes  and  songs,  and  basic 
concepts  such  as  'up  and  down',  'in  and 
out',  'in  front  and  behind',  and  'right  and 
left',  etc. 

Locating  Objects 

The  next  stage  is  based  upon  localising  a 
desired  object.  The  problem  most 
commonly  found  is  that  many  of  the 
children  have  a  limited  awareness  of  their 
environment  outside  their  arms  reach,  and 
as  a  result  many  are  prepared  to  sit,  lie  or 
stand  in  their  own  enclosed  world,  taking 
only  what  is  within  their  own  grasp.  In  the 
absence  of  any  stimulation  children  prefer 
to  resort  to  mannerisms  rather  than  reach 
beyond  their  own  body  space. 

There  are  several  approaches  to 
overcoming  this  problem.  It  is  sometimes 
not  sufficient  for  the  child  to  be  taken  to  an 
object  beyond  it's  grasp  as  the  guiding 
adult  is  then  an  extension  to  the  child's 
body  space  and  the  child  hasn't  initiated 
the  movement  towards  the  desired  object. 

The  use  of  a  'resonance  board'  is  an 
ideal  starting  point  for  a  child  to  explore  an 
area  bothwithinand  beyond  their  own  body 
space.  The  'resonance  board'  provides  a 
resonator/  platform  upon  which  articles 
dropped  or  lost  can  be  more  easily 
retrieved  by  the  child  through  the 
resonatory  qualities  of  the  board. 


It  is  advisable  to  place  a  box  of 
contrasting  items  by  the  child,  and  with  the 
supervision  and  encouragement  of  an 
adult,  the  child  can  both  explore  and  empty 
the  contents  of  the  box  and  then  be 
encouraged  to  retrieve  the  objects. 

Another  ideal  starting  point  along 
similar  lines  is  placing  the  child  in  a  large 
cardboard  box  along  with  a  selection  of 
items.  This  provides  the  child  with  an 
environment  all  of  their  own  within  which 
lost  articles  can  be  found  as  well  as 
providing  an  area  with  easily  located  limits. 
The  box  could  be  fitted  with  contrasting 
textures  and  hanging  objects  to  enhance 
the  child's  exploration  and  enjoyment. 

It  is  quite  common  for  some  children  to 
be  both  highly  distractable  and  have  a  poor 
ability  to  stretch,  without  fear  of  falling,  in 
order  to  locate  a  desired  object.  For  this 
reason  I  often  take  a  child  into  a  quiet  room, 
seat  the  child  on  the  floor  and  place  by 
them  a  favoured  object  of  the  child's,  be  it  a 
musical  toy,  a  light,  vibrator,  fan  or  a  highly 
aromatic  item.  Now  the  child  is  within  an 
environment  with  little  or  no  distractions 
and  their  concentration  can  be  channelled 
into  the  sole  task  of  localizing  the  object. 
For  the  first  few,  or  many,  lessons  the  child 
may  have  to  be  shown  how  to  stretch  to  the 
right  or  the  left,  in  front;  or  behind  without 
overbalancing.  For  example,  if  the  object  is 
on  the  left  of  the  child,  six  or  so  inches  from 
its  grasp,  the  child  will  have  to  be  shown 
how  to  lean  and  stretch  or  how  to  support 
himself  with  his  left  hand  whilst  bringing 
his  right  hand  across  the  body  to  take  the 
object. 

Once  the  child  has  mastered  this  skill 
the  process  is  repeated  with  an  increasing 
amount  of  distractions,  until  the  child  can 
locate  the  object  accurately  and  safely 
within  a  noisy  and  busy  class  or  playroomm 
environment.  Now  the  child  can  be  more 
readily  encouraged  to  seek  out  activities 
they  desire. 

It  may  be  a  while  before  the  child  is 
prepared  to  stand  up  and  walk  to  a  desired 
object  and  so  the  whole  process  can  be 
repeated  with  the  child  standing  and  then 
walking  to  a  desired  object. 
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The  Resonance  Board  helps  to  develop  exploration  and  retrieval. 
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The  Walking  Machine. 

Movement 

When  the  child  is  at  home  within  a  class  or 
playroom  then  the  child  is  to  be 
encouraged  to  move  independently 
beyond  their  classroom  or  playroom.  This 
can  be  done  by  encouraging  the  child  to 
push  a  pram  or  a  trolley  around.  This  not 
only  provides  safety  from  potential 
hazards,  but  also  teaches  the  child  the 
limitations  of  their  environment.  It  is  often 
surprising  to  see  how  quickly  the  child 
dispenses  with  the  trolley  or  pram  when 
they  begin  to  recognise  certain  areas  that 
they  are  familiar  with. 

Naturally  the  area  they  explore  outside 
the  class  or  playroom  becomes  more  and 
more  familiar  to  them  each  time  they 
explore  and  as  a  consequence  the  child 
chooses  of  their  own  free  will,  or  is 
encouraged  to  depend  less  and  less  on  the 
support  of  the  trolley  or  pram.  In  some 
cases  a  timorous  child  will  reject  contact 
with  a  non-human  guide  and  so  the  adult 
must  then  encourage  the  child  sys- 
tematically to  depend  less  and  less  on  their 
guidance.  This  can  be  done  by  simply 
letting  the  child  follow  your  voice,  a  fan,  or 
olfactory  stimulus.  One  successful  method 
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of  prompting  independent  walking  from 
such  achild  in  unfamiliar  surroundings  is  to 
gently  touch  the  child  each  step  that  they 
take,  reducing  the  amount  of  contact  the 
more  confident  the  child  becomes.  This 
method  affords  the  child  the  comfort  of 
knowing  that  security,  in  the  shape  of  the 
adult,  is  nearby  and  within  reach.  These 
lessons  needn't  be  too  long.  Regular  daily 
lessons  of  five  to  ten  minutes  often  provide 
sufficient  input  for  the  child  steadily  to  grow 
in  confidence  and  trust  of  the  outside 
world. 

Concurrent  with  these  lessons  is  the 
use  of  a  walking  machine.  This  is  an 
invaluable  (but  unfortunately  overpriced!) 
piece  of  equipment  upon  which  gait 
correction,  confidence  and  stamina  can  all 
be  improved.  The  machine  is  an  executive 
jogging  machine  of  the  type  usually  found 
in  physiotherapy  departments,  gym- 
nasiums and  health  clubs.  I  have  had  the 
speed  adjusted  in  order  to  be  able  to  take 
the  child  through  from  one  slow,  single  step 
to  a  fairly  brisk  running  pace,  thus  providing 
a  safe  but  comprehensive  spectrum  of 
walking  speeds  for  the  child  to  become 
familiar  with. 


Trailing 


Barefoot  mobility  exploring  the  textures 
on  floor  and  wall. 


So  now,  in  theory,  the  child  is  at  the  stage  of 
being  willing  to  walk  independently.  The 
child  is  now  shown  how  to  trail  a  guiding 
surface.  The  formal  method  requires  the 
hand  in  contact  with  the  wall  to  be  trailing  in 
front  of  the  blind  person,  using  two  or  three 
knuckles  or  fingers  to  gain  tactile 
information  from  the  wall.  I  have  found  that 
this  method  gives  only  the  barest  of 
information  necessaryforthechildrenand  I 
therefore  initially  encourage  the  child  to 
have  as  much  of  their  body  in  contact  with 
the  guiding  surface  as  possible,  thus 
maximising  the  tactile  information  they  are 
receiving  as  they  trail. 

A  child  that  shows  little  interest  in 
trailing  a  wall  can  be  encouraged  to  do  so 
by  the  use  of  different  textures  placed  on  a 
wall.  'Bubble-packing'  is  a  areat  favourite. 
The  children  locate  the  bubble-packing  and 
naturally  enjoy  popping  the  bubbles  and 
are  then  encouraged  to  move  on  and  locate 
another  contrasting  texture,  i.e.  silver 
paper,  felt  paper,  polyestrene,  egg  cartons, 
etc.  If  we  can  make  a  wall  interesting  (but 
not  too  cluttered),  the  child  may  well  begin 
to  take  more  interest  in  features  of  the 
environment  around  him  and  thus  begin  to 
make  some  connection  between  their 
destination  and  the  landmarks  they  have 


discovered.    Here    the    basis    of    logical 
orientation  skills  are  formulated. 


Barefoot  walking 

Whilst  working  on  the  formulation  of  trailing 
technique  I  generally  like  the  child  to  be 
walking  barefoot.  The  use  of  barefoot 
mobility  has  several  benefits.  Firstly  it  allows 
the  child  to  make  a  connection  between  a 
certain  type  of  flooring  and  the  relevance  to 
the  area  they  are  passing  through.  In  many 
cases  a  child  that  moves  quickly  and 
haphazardly  through  their  environment 
without  really  concentrating  or  absorbing 
helpful  floor  level  clues  has  little  option  but 
to  take  some  notice  of  information  he  is 
receiving  through  his  bare  feet.  It  is  a 


A  non-ambulant  child  exploring  by  foot 

helpful  aid  in  slowing  down  hyperactive 
children  and  increasing  the  concentration 
of  others. 

Children  who  are  non-ambulant  and  are 
in  wheelchairs  or  buggies  also  respond 
well  to  being  taken  to  explore  with  their  bare 
feet  landmarks  that  were  familiar  to  them 
previously  only  by  name  as  the  child  is 
wheeled  over  them  in  their  chair.  For  them, 
barefoot  mobility  attaches  a  tangible 
relevance  to  valuable  orientation  land- 
marks such  as  inset  mats,  bumps  along 
corridors  and  changes  of  flooring  material. 

At  this  stage  it  is  hoped  that  the  child  is 
able  and  willing  to  make  more  sense  of  their 
environment.  The  vital  skills  they  have 
developed  enhance  not  only  their  ability  to 
reach  a  given  destination  but  reduce  their 
dependence  on  others,  increase  their  self 
esteem  and  ultimately  increase  the  amount 
of  pleasure  to  be  had  from  discovering  new 
and  exciting  aspects  of  their  environment. 

This  simplified  and  sequential  account 
lays  out  the  'bare  bones'  of  the  preliminary 
training  scheme.  From  this  platform  the 
children  may  proceed  to  more  complex 
mobility  tasks  and  techniques.  It  should  be 
stressed  that  not  all  children  require  such 
an  ordered  approach  but  they  all  receive 
some  of  what  has  been  recounted  and  all 
seem  to  enjoy  the  activities,  no  matter  what 
their  ability  or  age. 

A  video  is  available  in  Betamax  or  VHS 
for  people  wishing  to  observe  the  above 
procedures  in  operation. 


Total  Communication  with. 
Handicapped  Children 


What  is  Total 
Communication? 

Total  communication  is  a  term  often  heard 
and  interpreted  by  different  people  in 
many  different  ways.  O'Rourke  (1972)1 
wrote  that  Total  Communication  had  come 
to  refer  only  to  what  teachers  did,  rather 
than  their  pupils'  activities.  The  definition 
that  is  used  as  a  basis  for  the  approach  at 
Mary  Sheridan  Unit  and  consequently  for 
this  article  is  from  Kopchick  and  Lloyd 
(1977).  'Within  a  residential  setting,  the 
operational  definition  of  total  communi- 
cation has  two  aspects.  The  first  is  the 
traditional,  which  suggests  utilization  of  all 
available  language  modes  for  the  purpose 
of  achieving  communication,  such  as 
gestures,  postures,  facial  expressions, 
tones  of  voice,  formal  speech  and  non- 
speech  systems,  and  simultaneous  com- 
munication. The  second  aspect  is  a 
broader  one,  which  suggests  a  com- 
munication programme  that  is  available 
throughout  the  client's  total  environment- 
in  short,  a  programme  that  does  not  cease 
at  the  end  of  the  school  day.'2 

This  second  aspect  is  one  that  can 
easily  be  neglected  and  left  out  of 
programmes  and  yet  it  is  fundamental  to 
communication  skills  that  they  are  used 
and  practised  at  all  times  and  in  all 
settings.  At  the  Mary  Sheridan  Unit  we  try 
to  use  the  communication  modes  that  are 
best  for  each  individual  child.  These 
include  manualfinger spelling,  British  Sign 
Language,  gesture,  voice,  body  language. 
We  use  tactile  signing  methods  with  all  our 
children,  even  those  with  some  sight,  as  it 
is  felt  that  the  physical  placement  of  signs 
helps  the  child  to  perceive  them  more 
clearly  and  facilitates  imitation. 


Communication  Boards 

The  children  at  the  Mary  Sheridan  Unit 
vary  widely  in  ageand  levelsof  functioning. 
Several  of  our  children  are  physically 
handicapped  and  have  limited  Fine  Motor 
Skills  so  that  signing  is  impractical  for 
them.  For  these  children  we  have  developed 
individual  communication  boards,  or  talk- 
ing books/boards  as  the  children  and  staff 
call  them.  One  has  been  made  from  heavy 
card,  in  concertina  fashion,  using  photo- 
graphs, as  the  child  concerned  has  enough 
sight  to  use  them,  and  this  has  given  him 
expressive  language  of  thirty  words;  it  has 
also  given  him  the  ability  to  speak  in 
sentences.  The  vocabulary  is  made  up  of 
people,  emotions,  verbs  and  objects  as 
well  as  'yes'  and  'no'  and  has  enabled  the 
child  to  start  controlling  his  environment  in 
a  constructive  and  formal  way,  rather  than 
through  tantrums. 

A  second  board  is  being  adapted  from 
the  Etran  principle,  using  a  large  piece  of 
perspex.  This  is  being  fixed  to  a  frame  and 
p  >.r.t-A  m  front  of  and  slightly  to  the  side  of 
Sarah  s  wheelchair.  As  Sarah  has  very  little 
peripheral  vision,  sight  cannot  really  be 
used  as  the  only  pointer  for  her  board  and 
so  hand  movement,  which  she  has  on  one 
side,  is  also  being  used.  Pictures  are  of  no 
use  and  Sarah  does  not  yet  have  the  fine 
hand  movements  to  cope  with  different 
-es    representing   objects,    and   so 
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objects  themselves,  or  miniatures,  are 
being  used.  They  are  bolted  onto  the 
perspex  and  Sarah  indicates  her  wishes 
and  needs  by  direct  selection.  In  the  initial 
stages  this  is  done  by  gross  arm  move- 
ments and  eye  point.  It  is  hoped  to  fine 
these  movements  down  and  increase  the 
scope  of  the  board. 

This  very  small  vocabulary  was  selected 
after  Sarah  showed  that  she  wanted  to 
choose  where  she  spent  her  self- 
occupation  time  and  what  she  did  there. 


sign  for  book)  and  tell  an  adult  how  he 
feels.  If  he  is  cross  he  will  say  'Liam  feels 
cross',  and  several  times  has  followed  this 
by  'Liam  wants  happy'.  This  has  led  to 
talking  about  why  he  is  cross. 

Making  Choices 

Another  facet  to  the  natural  language 
approach  is  that  the  children  are  continually 
required  to  make  choices.  This  is  an  easily 
ignored  idea  and  often  in  institutionalized 
settings  children  are  not  required  to 
indicate  a  preference  at  any  time. 

The  first  stage  in  encouraging  choice  is 
to  try  to  give  the  child  something  enjoyable, 
that  they  will  want  to  do  and  that  they  need 
an  adult  for.  To  this  end  a  massage 
programme  was  introduced  aimed  at 
giving  children  who  seemed  totally  isolated 
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Sarah's  Etran  Board 

Before  the  board  was  introduced  it  was  a 
matter  of  going  through  the  list  of  possibi- 
lities with  Sarah  and  waiting  until  she  gave 
a  'yes'  response  to  the  one  she  required. 
Now  it  is  possible  for  her  to  point  to  what 
she  wants.  'Yes'  and  'No'  have  been  left  off 
the  board  as  she  has  a  distinct  nod  and  's' 
sound  for  'yes',  and  head  shake  for  'no'. 

Encouraging  Natural 
Language 

As  has  been  stated,  all  and  any  methods  are 
used  to  communicate  with  children  and  to 
encourage  the  child  to  communicate  with 
adults  and  peers;  of  equal  importance  is 
creating  a  situation  where  the  child  wants 
and  needs  to  communicate.  This  we  try  to 
achieve  by  using  a  natural  language 
approach,  creating  an  atmosphere  where 
a  child  will  learn  language  and  communi- 
cation skills  naturally,  rather  than  in  con- 
tinued, specifically  time-tabled  sessions. 
All  adults  try  to  pick  up  the  children's  cues 
and  respond  to  them  appropriately.  These 
can  vary  widely  in  the  cue's  presentation 
and  the  necessary  response. 

Karen,  who  has  no  functional  sight  or 
hearing,  will  find  an  adult  and  either  place 
both  her  hands  in  theirs  for  a  'twister'  or 
turn  her  back  to  them  and  move  side  to  side 
for  'an  aeroplane  swing'.  Arfat  will  get  all 
the  things  necessary  to  make  a  glass  of 
squash  and  then  find  an  adult  to  help  him. 
Liam  will  ask  for  his  talking  book  (using  the 


and  without  any  desire  to  interact  a  reason 
to  be  with  someone  and  to  start  developing 
an  emotional  bond  with  an  adult.  The 
massage  takes  place  in  a  warm,  quiet  area, 
and  in  the  first  stage  just  the  hands  are 
massaged  and  then  the  arms,  followed  by 
back,  tummy,  feet  and  legs.  Different 
smelling  hand  creams  are  used,  as  well  as 
baby  oil,  a  velvet  glove,  a  Boots  massage 
glove,  which  is  towelling  one  side  and 
rough  the  other  and  pieces  of  material  with 
different  textures. 

The  results  of  these  programmes  have 
been  wide  reaching.  The  children  have 
become  more  relaxed  and  this  has 
generalised  to  situations  away  from  the 
massage  itself.  The  massage  sessions 
have  developed  into  turn-taking  games 
and  one  girl,  Karen,  was  seen  on  one 
occasion  briefly  massaging  the  giant  teddy 
bear. 

Karen  is  also  becoming  more  aware  of 
her  own  body.  She  will  ask  for  swinging 
games  and  she  is  exploring  her  environ- 
ment. She  will  now  sit  on  an  adult's  lap  and 
be  cuddled.  Thus  she  is  beginning  to  be 
able  to  exercise  choice  and  control  her 
environment. 

Control  is  the  aim  with  all  our  children, 
and  they  are  given  as  many  opportunities 
as  possible  to  indicate  choice.  During  the 
day  they  are  asked  if  they  want  a  drink  and 
if  so,  which?  To  start  with  they  were  given  a 
choice  of  two  flavours  of  squash  but  this 
has  now  been  increased,  forthose  children 
that  can  cope  well,  to  include  milk,  tea, 
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coffee  and  hot  chocolate.  Whenever 
possible  a  choice  of  food  is  offered  at  meal 
times  (although  this  depends  on  having 
two  different  dishes  from  the  kitchens!) 
and  choices  of  activities  and  areas  are  also 
encouraged. 

Vocabulary 

We  do  not  use  a  specific,  restricted  voca- 
bulary, and  simple  sentences  are  used 
with  allthechildren.  British  Sign  Language 
was  chosen  so  that  we  could  develop 
vocabulary  independently  as  the  children's 
individual  needs  grew  and  use  the  words 
that  they  needed,  rather  than  those  on  a 
specific  vocabulary  list.  All  the  children  and 
staff  have  been  given  name  signs,  each 
person  is  called  either  by  their  initial  letter 
or  by  the  first  two  letters  of  their  name. 

This  method,  using  total  communication 
and  the  natural  language  approach,  was 
introduced  to  the  Mary  Sheridan  Unit  six 
months  ago  and  we  are  just  beginning  to 
see  the  first  spontaneous  signs  from  the 
children.  The  previous  system  had  used  a 
limited  Makaton  Vocabulary  and  only  one 
child  used  a  few  spontaneous  signs.  The 
vocabulary  used  was  concentrated  on  food, 
drink  and  toilet,  and  they  were  taught  in 
specific  sessions  rather  than  throughout 
the  day. 

Whilst  this  approach  of  using  'food' 
vocabulary  may  suit  some  children,  many 
others  are  more  motivated  by  other  rewards. 
One  deaf-blind  boy  started  to  be  interested 
in  the  world  and  the  people  around  him 
when  he  became  aware  of  the  Unit's  full 
size  electric  organ.  His  first  ever  approach 
to  an  adult  was  to  take  them  to  the  organ  to 
switch  it  on  and  play  for  him.  He  had  no 
interest  in  'food'  vocabulary  but  quickly 
reacted  to  music  and  musical  activity 
words.  Although  he  does  not  produce  any 
spontaneous  signs  himself  he  has  a  large 
receptive  sign  vocabulary  and,  for  example, 
he  can  understand  three  unrelated 
commands  when  factually  signed  to  him. 

This  also  highlights  the  difficulty  of  only 
increasing  the  number  of  signs  used  with  a 
child  when  he  has  started  to  use  the 
original  sign  list  expressively.  As  receptive 
language  is  usually  greater  than  express- 
ive language  it  can  be  very  limiting  if  a  child 
is  only  given  access  to  the  words  they 
themselves  are  producing.  The  deaf-blind 


Rory  and  Sarah  with  teachers  Caroline  and  Jane. 


child  cannot  go  through  the  same  stages 
as  the  sighted-hearing  child,  picking  up 
environmental  clues  about  language  and 
communication  before  experimenting  with 
them  himself.  A  baby  hears  sounds  like 
'mama'  many  times  and  in  many  situations 
before  he  starts  to  make  any  approximation 
of  the  sounds,  and  these  are  shaped  over  a 
long  period  and  by  many  people  before 
they  become  recognisable,  formal  words. 
This  experience  needs  to  be  given  to  the 
sensory  impaired  child,  for  as  long  a  period 
as  possible.  It  is  too  easy  to  stop  signing 
with  a  child  because  there  seems  to  be  no 
quick  response.  It  is  vital  to  keep  'talking' 
as  one  would  to  a  baby  to  give  the  child 
something  eventually  to  model  their  lan- 
guage skills  on  and  to  give  them  a  reason 
to  communicate. 

Supporting  Staff 

As  was  stated  earlier  this  approach  has 
only  been  used  for  six  months  at  the  MSU 
and  the  children  are  showing  increased 


Arfat  at  work. 


Manor  House  Raffle 

Do  you  want  a  holiday  in  the  States? 
Flying  there  on  Concorde,  and 
returning  with  Cunard?  That  is  the 
first  prize  in  a  raffle  organised  by  the 
Deeping  Round  Table  Appeal,  which 
is  seeking  to  raise  £25,000  to  buy  a 
house  for  some  of  our  Manor  House 
students  to  move  into  at  the  end  of 
their  stay.  The  draw  takes  place  on 
June  30th,  tickets  are  just  20p,  and 
are  available  from 
The  Manor  House 
72  Church  Street 
Market  Deeping 
Peterborough 
Tel:  0778  344921 


interest  and  awareness.  However,  one  large 
problem  that  we  have  had  has  been  train- 
ing staff  to  use  BSL  and  the  manual  alpha- 
bet, and  also  to  pick  up  the  children's  cues 
and  make  communication  the  main  focus 
of  the  unit.  These  are  long-term  and  on- 
going problems.  At  present  a  course  is 
being  run  for  the  multidisciplinary  staff  by  a 
member  of  the  school  staff,  who  in  turn  is 
attending  a  signing  course  in  the  evening. 
This  is  done  at  the  end  of  the  school  day.  It 
is  hardly  an  ideal  solution  but  it  does  enable 
as  many  members  of  staff  as  possible  to 
develop  signing  skills.  The  second  problem, 
that  of  attending  and  responding  to  child- 
ren's cues,  is  something  that  takes  con- 
stant thinking  about,  but  in  time  it  becomes 
second  nature.  However,  as  staff  change 
so  these  points  need  constant  updating 
and  reinforcement. 

Through  the  use  of  total  communication, 
the  children  are  developing  the  need  and 
the  desire  to  be  part  of  the  world. 
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Disability  Survey 

A  nationwide  survey  is  to  be  carried  out 
into  the  numbers  of  disabled  people  in  the 
population,  their  circumstances  and  their 
needs.  The  DHSS  is  asking  for  the  co- 
operation of  all  disabled  people  in  this 
study. 

Questionnaires  will  be  sent  to  1 00,000 
homes  by  the  Office  of  Population  Cen- 
suses and  Surveys.  These  will  be  followed 
up  with  detailed  interviews  to  discover 
more  about  10,000  adults  and  2,000 
children  with  disabilities.  Next  year  the 
survey  will  be  extended  to  disabled  people 
in  residential  centres  and  hospitals. 

Some  of  Sense's  members  co-operated 
in  the  pilot  studies  for  this  survey,  which 
should  give  the  most  detailed  and  complete 
picture  of  disability  ever  carried  out  in  this 
country.  The  results  will  not  be  available  for 
some  time,  but  we  hope  to  use  the  survey 
to  learn  more  about  the  incidence  of  deaf- 
blindness  in  the  community. 

All  the  information  gathered  will  be 
strictly  confidential.  We  hope  that  any 
members  involved  in  this  survey  will  give  as 
much  co-operation  as  possible. 
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From  the  Manor  House 


Manor  House 
Craft  Workshop 

We  moved  into  our  new  workshop  at 
Werrington  at  the  end  of  November  1984, 
just  in  time  to  get  some  of  the  Christmas 
trade.  Werrington  is  an  expanding  village 
on  the  outskirts  of  Peterborough,  five  miles 
south  of  Market  Deeping.  It  wasn't  totally 
new  ground  for  any  of  us,  as  Scott  Hall,  who 
has  recently  joined  the  team  and  myself, 
live  in  the  village.  The  young  people  also  go 
through  the  village  on  the  bus  to 
Peterborough.  Paul  and  Janet  are  involved 
in  the  activities  at  Werrington  Church  and 
some  of  the  young  people  come  overto  the 
Disabled  Athletic  Club,  so  there  are  lots  of 
familiar  faces  around. 

The  crafts  which  we  moved  from  The 
Manor  House  to  Werrington  are  the 
stools,  jigsaws,  plant  trainers,  blockboard 
pictures,  macrame,  all  the  enamelling  and 
the  weaving.  Jean  Woodward  has  moved 
with  half  the  pottery,  the  kiln  at  present 
being  still  at  The  Manor  House,  faithfully 
looked  after  by  Jill  and  June.  The  Printing 
Unit,  under  the  guidance  of  Jenny  Knight, 
has  also  moved  to  Werrington.  This  caused 
a  few  problems  on  moving  day  when  one 
very  large  tray  of  very  small  print  got 
dropped  on  a  dark  carpet! 

A  total  of  1 2  young  people  come  out  to 
the  workshop  on  various  days,  some 
spending  as  much  as  four  full  days  here, 
others  only  one  day.  The  mini  bus  brings 
them  out  two  days  a  week  but  on  the  other 
three  days  the  young  people  come  on 
public    transport    -    Kanhai    apparently 


Jane  Asher  meets  Kanhai  in  the  workshop. 

looking  for  the  prettiest  girl  to  sit  next  to! 

It  has  been  a  joy  to  see  how  quickly  the 
young  people  have  fitted  into  the  normal 
work  routine  of  travelling,  packed  lunches, 
and  a  longer  working  day. 

We  are  selling  most  of  the  young 
people's  work  through  a  party  plan  system 


On  February  6th  I  took  five  of  our  lads,  Kanhai,  Paul,  David,  Maurice  and  Tim,  to  RAF  Wittering. 
Unfortunately  that  Wednesday  was  the  only  day  of  the  week  that  wasn't  bright  and  sunny  so 
part  of  our  tour  had  to  be  cancelled.  Nevertheless,  weset  off  through  the  rain  and  most  deter- 
mined to  have  a  good  time.  Our  official  guide,  Fit  Lt  Williams,  met  us  at  the  Guardroom  and 
started  the  day  off  right  with  a  smashing  action  packed  film  about  the  Harriers.  After  this  we 
met  several  Airmen  and  Officers,  all  eager  to  show  us  their  part  in  the  day  today  running  of  an 
RAF  Camp.  Kanhai  asked  the  most  interesting  questions  and  below  is  his  account  of  the  trip. 

Lin  Noon 


^■•■pt- 


and  craft  fayres  but  we  also  now  have  four 
shop  outlets.  This  is  an  area  in  which  we 
hope  to  expand  shortly  as  we  are  now  just 
about  to  begin  screen  printing  our  own 
boxes  for  the  pottery  houses. 

Together  with  Tony  Kirk,  our  community 
officer,  we  have  made  up  a  permanent 
display  which,  starting  from  the  beginning 
of  May,  will  go  into  different  Building 
Societies  and  Banks,  showing  examples  of 
the  young  people's  work  with  information 
about  Sense. 

March  22nd  was  our  official  opening 
date  when  Jane  Asher  came  to  cut  the  red 
ribbon!  Kanhai  declared  he  wasn't  going  to 
wash  his  face  again  as  Jane  Asher  kissed 
him  when  he  presented  the  flowers! 

So  now  we  are  officially  opened,  settling 
down  and  looking  forward  to  a  busy 
summer. 

Jan  Leader 
(Workshop  Supervisor) 


X 
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toa^LnLh>  went 


t°  see  some  aerS  RAF-  Witter,™ 
F»-  U  mii„!rZZ7  A  man  name? 
rockets.  In  a  Harriet       b°mbs  an^ 

about  the  rfiSSJmKjy?  !°'d  us  a" 
the  p./ots  have  to  K  l?d,  ',ghts  that 
Equipment  Section ?  J1  '"  tne  Safety 
s,'tt'ng  on  anS,    dumrnv  m^  was 
he/met  ?wrth  SS22K?  Seat '  saw 
Big  Parachutes SffiK?  and  radio- 
box.  The  pilot  wears  a?ed-Up  in  a  «tt'e 
Orange  boat  n  a SA°n  n,s  b^k. 
onit'fhepu,^ah^nb^T-hePi,otSJts 
comes  out  of  the  bovtn       a  b,t  f  he  °°at 
,n  the  sea.  OX  ,n  case  he  crashes 

kanhai  Powell 


Back  row.  left  to  right  Kanhai  Powell,  Paul  Bentley,  David  Small,  Tim  Mitchell  and 
Maurice  Lee.  Front  row:  Lin  Noon,  Fit.  Lt.  Wharmby. 
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Thoughts  on  Behavioural  Management 


In  preparing  this  brief  paper,  I  do  not 
presume  to  be  anything  more  than  slightly 
knowledgeable,  "have  experience,  will  try," 
in  approaching  the  management  of 
problems  often  common  to  students  past 
and  present  at  The  Manor  House. 

I'm  not  even  sure  whether  the 
comments  below  have  general  application. 
Nevertheless,  here  goes. 

When  thinking  about  attempting  to  deal 
with  unwanted  pernicious  behaviours,  five 
pieces  of  a  much  larger  jig-saw  seem  to  fit 
together.  Other  pieces  of  the  jig-saw  may 
be  tried  -  sometimes  fitting,  sometimes  not. 
Some  of  the  pieces  may  well  be  lost. 

•  The  first  piece  of  the  jig-saw  is  placing 
the  problem  in  context.  It  could  have  been 
around  for  some  time. 

•  The  next  piece  concerns  the 
environment.  Can  it  safely  contain  or  resist 
the  problem? 

•  Can  staff  as  a  body  of  people  stand  up  to 
the  traumas  of  student  management? 

•  Are  our  expectations  realistic  and  in 
tune  with  student  needs? 

•  Are  the  rest  of  the  students  going  to 
cope? 

Therefore  the  limitations  of  en- 
vironment, staff,  and  students  form  the 
parameters  of  the  problem  and  dictate  to 
some  extent  the  capacity  to  manage  and 
reduce  the  problem. 

Context 

It  seems  important  to  place  the  behaviour 
problem  in  historical  context.  It  could  have 
been  going  on  for  years.  Its  removal  will  not 
be  easy  and,  in  removing  it,  something  else 
must  be  put  in  its  place. 

The  problem  will  be  well  rehearsed, 
effective  and  rewarding,  so  ways  and 
means  of  diminishing  it  will  need  to  be 
thought  out  with  care  and  optimism,  and 
responsibility  shared  for  its  imple- 
mentation. 

Environment 

What  about  the  environment,  both  site  and 
setting?  Is  the  building  tough  enough  and 
safe  enough  for  the  acting  out  that  will 
inevitably  take  place?  Can  the  safety  of  the 
students  be  assured?  Can  very  expensive 


JOHN  BLANCHARD,  Principal  of  the 

Manor  House,  reflects  on  the 

management  of  behaviour  problems,  in 

the  light  of  experience  at  The  Manor 

House. 

delicate  or  dangerous  equipment  be 
locked  away?  If  the  programme  dictates, 
is  there  a  secure  place  of  exclusion? 

If  the  provision  is  community-based,  is 
the  setting  able  to  absorb  and  accept 
erratic  behaviour?  Such  questions  need  to 
be  posed  and  answered,  for  environmental 
factors  by  choice  or  design  will  probably 
play  a  very  important  part  in  outcomes. 

Staff 

Whilst  the  diminishing  of  problems  can  to 
some  extent  be  seen  as  a  mechanistic 
process,  the  success  or  failure  of  ways  and 
means  of  controlling  problems  will  depend 
to  some  extent  on  the  relationship 
established  between  student  and  mem- 
bers of  staff.  Student  and  staff  will  need  to 
get  to  know  each  other  really  well.  There 
needs  to  be  trust,  for  eventually  the  aim  is 
to  lessen  extrinsic  controls  and  encourage 
intrinsic  controls,  which  can  emotionally 
involve  staff  and  caregivers  very  deeply. 

Planning 

In  order  to  reach  this  point  where  the 
student  can  opt  either  in  or  out  of 
reasonable  self-control,  a  great  deal  of 
common  sense,  counselling  and  patience 
will  need  to  be  applied  to  a  well  considered 
strategy  or  plan  conceived  only  after  close 
observation. 

The  problem  will  need  to  be  considered 
in  context.  One  is  often  led  to  focus  on 
consequences  -  broken  glasses,  broken 
windows,  broken  bones  -  which  is  natural 
but  misleading.  It  is  necessary  to  try  and 
observe;  exactly  what  takes  place;  where, 
when  and  with  whom;  what  appears  to 
trigger  off  the  problems;  the  consequences 
(including  the  reaction  of  staff,  care-givers, 
parents). 

Only  after  careful  observation  of  the 
whole  problem  can  a  plan  be  satisfactorily 
evolved.  For  the  plan  to  work  it  will  need 
staff  to  believe  that  it  might  work  and  to 


commit  themselves  to  it  over  a  period  of 
time  to  put  the  plan  into  operation. 

It  will  also  require  flexible  attitudes  on 
the  part  of  all  involved,  for  the  first  plan  may 
not  be  successful. 

Optimism  in  trying  to  find  solutions  is 
probably  the  most  important  ingredient. 

The  measures  taken  to  diminish  or 
extinguish  problems  will  be  almost  as 
mixed  as  the  problems,  yet  the  common 
approach  will  often  be  similar  to  problem- 
solving:  Careful  observation  of  ante- 
cendents,  consequences,  time,  place, 
people  involved  when  things  happen. 

Besides  being  strongly  reinforcing  to 
the  student,  does  the  behaviour  serve 
another  purpose?  Problem  and  student 
should  be  considered  together,  not  as 
separate  parts  as  is  sometimes  the  case. 

A  continuum  of  sanctions  which  pre- 
supposes that  something  of  consequence 
can  be  with-held  along  with  additional  and 
supportive  procedures  such  as  over- 
correction, developing  useful  companion 
behaviour  to  fill  the  void  of  problem- 
removal,  will  probably  form  the  backbone  of 
plans  made  to  extinguish  problems. 

Punishment  may  also  play  its  part  but 
only  in  the  supportive  context  of  the 
relationships  between  key  staff,  care- 
givers, parents  and  student. 

No  strategy  has  much  chance  of 
success  or  of  sticking  if  it  is  not  based  upon 
realistic  expectations. 

Peer  Group 

In  planning  and  implementing  procedures 
to  extinguish  or  diminish  a  problem  the  peer 
group  must  be  thought  of.  How  will  the 
turmoil  which  is  probably  affecting  their 
lives  quite  considerably  be  coped  with  if 
certain  procedures  relating  to  the  problem 
create,  in  the  short  term,  more  unrest? 
Does  there  come  a  point  when  enough  is 
enough,  or  does  everyone  have  to  go 
through  the  pain  barrier? 

The  thoughts  set  out  above  arise  from 
past  and  present  experience  with  students 
resident  at  The  Manor  House.  They  are  not 
necessarily  transferable  to  other  settings 
or  other  students  but  may  give  some 
direction  of  thought  leading  to  successful 
practice. 


Helping  the  Carers? 


The  Invalid  Care  Allowance  (ICA)  was 
introduced  to  provide  limited  compen- 
sation for  those  people  who  stay  at  home 
to  look  after  a  severely  disabled  person, 
and  therefore  miss  out  on  the  possibility  of 
getting  employment.  In  the  past  only  a 
small  proportion  of  carers  have  been  able 
to  claim  this  Allowance,  because  married 
women,  or  women  'living  with  a  man  as  his 
wife',  have  been  excluded. 

Disability  organisations  have  long 
agreed  that  this  exclusion  was  discrim- 
inating against  women.  Jacqueline  Drake, 
a  married  woman,  decided  to  test  the 
legality  of  the  British  law,  and  took  her  own 
case  to  the  European  Court  of  Justice. 

The  European  Court's  decision  will  not 
be  known  until  the  autumn.  If  Jacqueline 
Drake  wins  her  case,  then  the  doors  will  be 
open  for  other  women  to  apply  for  ICA, 
currently  worth  £21 .50  per  week. 


Meanwhile,  we  need  not  wait  until  the 
autumn  before  taking  action.  If  Jacqueline 
Drake  wins,  then  any  other  claims  which 
have  been  registered  by  then  will  be  back- 
dated to  the  date  of  the  claim.  This  means, 
if  your  application  is  accepted  in  the 
beginning  of  June,  the  case  is  decided  in 
Jacqueline  Drake's  favour  in  September, 
andyourclaim  is  then  accepted,  you  could 
get  over  £300  in  back  payments. 


What  Should  You  Do? 

1  Check  you  would  be  eligible 

If  Mrs  Drake  wins,  you  still  have  to  fulfil 
certain  conditions. 

—  Spending  at  least  35  hours  a  week 
looking  after  a  disabled  person 

—  Your  child  must  be  receiving  Atten- 
dance Allowance 


—  You  must  be  aged  between  16  and 
60 

—  You  must  not  be  doing  work  which 
pays  you  more  than  £1 2  per  week 

—  You  must  not  be  a  full-time  student. 

2  Get  a  Claim  Form  N21 2  from  your  local 
DHSS  office.  They  may  tell  you  that  you  are 
not  eligible.  Insist  on  being  given  the  form. 

3  Fill  intheapplicationform.  Question  6 
says  that  'a  woman  living  with  a  man  as 
his  wife  cannot  get  Invalid  Care  Allow- 
ance'. Write,  'This  does  not  apply  -  see 
Case  of  Jacqueline  Drake'. 

4  When  you  have  sent  in  the  form,  CHASE 
IT  UP  to  make  sure  you  get  an  acknow- 
ledgment. You  want,  in  writing,  a  Claim 
Number  and  the  date  of  your  application. 
They  should  then  tell  you  that  your  claim 
will  not  be  decided  until  later  in  the  year. 
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Sensory  and  Mental  Handicap: 
Ways  to  Better  Provision 


In  the  last  issue  of  Talking  Sense  David 
Bond  examined  some  aspects  of  the 
needs  of  school  leavers  with  multiple 
sensory  impairments.  I  would  like  to 
continue  the  discussion  by  examining  the 
services  for  mentally  handicapped  people, 
among  whom  are  found  a  particularly  large 
proportion  of  people  with  one  or  more 
sensory  impairments.  Visual  or  hearing 
difficulties  can  easily  lead  to  behaviour 
which  is  interpreted  as  evidence  of  a 
limited  mental  ability  and  this  risk  of  mis- 
classification  is  probably  greatly  increased 
for  a  person  who  has  both  a  visual  and 
hearing  impairment.  It  must  be  added, 
however,  that  many  children  born  now  with 
a  genuine  mental  handicap  will  also  have 
one  or  more  sensory  impairments,  because 
obstetric  and  paediatric  techniques  are  so 
much  more  successful  at  keeping  multiply 
impaired  babies  alive. 


The  Size  of  the  Task 

In  recent  years  several  surveys  have  given 
a  fairly  good  idea  of  how  many  mentally 
handicapped  people  have  severe  sensory 
impairments  (i.e.  blindness  or  partial  sight; 
deafness  or  partial  hearing).  What  is  more 
important,  recently  collected  data  has 
given  evidence  of  how  many  mentally 
handicapped  people  with  hearing  prob- 
lems also  have  visual  problems.  Thus 
Barbara  Kropka's  (1984)  survey  of  mental 
handicap  hospitals  found  an  overlap  of 
about  40%,  while  my  own  enquiry  to 
community  mental  handicap  registers 
suggested  a  figure  of  25-30%  (Ellis  in 
press).  My  national  survey  of  mental 
handicap  institutions  (Ellis  1982)  has 
shown  that  about  3.6%  of  inmates  were 
blind  and  4.4%  were  partially  sighted; 
meanwhile  Barbara  Kropka's  survey  found 
that  3.4%  of  inmates  were  deaf  and  7.3% 
had  partial  hearing.  When  these  percen- 
tages are  applied  to  the  official  figures  for 
mental  handicap  (i.e.  about  1 70.000  over- 
all of  whom  about  46,000  are  in  institutions) 
it  is  possible  to  make  a  general  estimate  of 
the  numbers  of  mentally  handicapped 
people  with  either,  or  both,  sensory 
impairments  (see  Table).  With  such  large 
numbers  of  sensorily  handicapped  people 
we  are  bound  to  wonder  how  many  have 
been  wrongly  classified  as  mentally  handi- 
capped and.  even  more  seriously  in  some 
respects,  why  no  more  appropriate  pro- 
vision has  been  made  for  them. 


Changes  in  Mental 
Handicap  Services 

After  school  age,  it  is  the  health  and  social 
services  which  are  primarily  responsible 
for  mental  handicap  provision.  In  the  last 
-^.'.■-.-.h  -.  •  -:.>-  /.  - -.  '„'  '.-5"j<;  -as 

been  airing  the  corridors  of  health  service 
provision,  and  we  look  forward  now  to  the 
eventual  closing  down  of  most  mental 
handicap  hospitals.  While  the  health  ser- 
vices will  continue  to  provide  for  many 
mentalfy  handicapped  people,  much  of  the 
responsibility  is  being  passed  on  to  social 
service  departments.  We  can  no  longer 
justify  seeing  these  two  arms  of  govern- 
ment   as    providing    different    kinds    of 


David  Ellis  is  Principal  Psychologist  at 

Turner  Village  Hospital  in  Colchester, 

Essex. 


services.  Future  services  will  be  provided 
(almost)  all  in  the  'community. 

This  physical  transfer  out  of  hospitals 
should  provide  a  golden  opportunity  to 
encourage  more  appropriate  facilities  to 
be  set  up  in  the  community  for  people  with 
sensory  handicaps.  Yet  the  notion  of  more 
specialist  provision  in  the  community 
seems  to  strike  fear  in  the  hearts  of  some 
staff  who  are  in  favour  of  the  transfer  to  the 
community,  on  the  grounds  that  it  may 
result  in  some  degree  of  segregation.  I 
have  discussed  elsewhere  (Ellis  1 983)  the 
probability  that,  for  visually  handicapped 
inmates  at  least,  the  greatest  risk  of 
segregation  lies  in  having  no  specialist 
provision  made  that  will  take  the  limitations 
of  visual  handicap  into  account. 


Specialist  Provision 

What  facilities  could  we  seek  to  provide  in 
health  and  social  service  settings  which 
meet  both  the  special  needs  of  sensorily 
handicapped  people  and  preserve  their 
access  to  a  full  range  of  normal  facilities 
and  experiences?  I  believe  more  adequate 
assessment  of  mental  and  sensory  func- 
tions is  one  good  starting  place.  We  seem 
to  be  short  of  ophthalmologists,  otologists, 
opticians,  audiologists  and  psychologists 
with  skills  in  assessing  multiply  impaired 
clients.  An  accurate  needs-based  assess- 
ment should  define  the  types  of  living  and 
training  opportunities  required  by  each 
client. 

Given  that  such  needs  can  be  defined. 
however,  the  major  requirement  concerns 
more  appropriate  training  for  staff.  Staff 
should  be  expected  to  develop  skills  in  two 
main  areas.  Firstly,  a  more  precise  and 
practical  set  of  teaching  skills  is  vital  when 
working  with  mentally  handicapped 
people.  Even  today  such  skills  are  not  the 
major  part  of  training  given  to  most  student 
nurses.  The  techniques  exist  and  are  very 
effective,  but  many  health  service  and 
most  social  service  staffs  do  not  learn  to 
use  them.  Secondly,  the  importance  of 
skills  relevant  to  the  sensory  handicaps 


needs  no  further  explanation  here,  but 
again  such  skills  are  even  more  rare  in 
statutory  services  at  present. 

The  remaining  task  is  to  foster  the  use 
of  such  skills  among  staff.  Apart  from  low 
wages  in  the  National  Hearth  Service,  the 
development  of  specialist  staff  skills  is 
often  impeded  by  frequent  moves  of 
mental  handicap  nurses  between  wards  or 
hostels.  My  own  preference  is  for  the 
establishment  of  living  and  training  units 
for  sensorily  handicapped  people  in  insti- 
tutions. These  units  could  provide  the 
launching  pads  for  a  more  comprehensive 
service  to  all  blind,  deaf  or  deaf-blind 
people.  Our  estimates  show  that  each  of 
the  13  Regional  Health  Authorities  could 
expect  to  contain  about  100  mentally 
retarded  people  with  a  combination  of 
visual  and  hearing  handicaps,  while  each 
District  Health  Authority  within  each  region 
could  expect  to  contain  about  100  with 
severe  hearing  impairments  and  a  further 
100  with  severe  visual  impairments. 
Obviously  these  figures  are  general  esti- 
mates, but  they  give  the  approximate  size 
of  the  human  problem  to  be  recognised. 

It  would  be  easy  to  justify  establishing 
one  specialist  living  and  training  unit 
(inside  or  outside  the  institution)  for  each 
group  of  100  clients.  Such  a  unit  which 
could  accommodate,  say.  ten  clients  for 
assessment  or  further  training  would  also 
create  a  focus  for  the  development  of  staff 
skills,  a  base  for  inputs  from  ophthal- 
mologists or  otologists  and  a  point  of 
contact,  help  and  advice  for  other  staff 
looking  after  the  remaining  90  clients  in 
more  general  purpose  accommodation. 
More  important,  the  specialist  unit  should 
be  able  to  feed'  clients  into  more  ordinary 
forms  of  local  accommodation  once  they 
and  perhaps  the  staff  who  care  for  them 
regularly  have  been  taught  appropriate 
daily  living  skills.  Used  in  these  ways  a 
specialist  unit  could  help  to  provide  the 
continuity  and  support  which  will  be  crucial 
if  the  special  needs  of  multiply  handicapped 
clients  are  to  be  met. 


Social  Services 

You  may  ask  why  I  emphasise  health 
services  in  these  discussions.  Basically,  it  is 
health  service  staff  who  mustface  the  main 


Estimated  numbers  of  sensorily  handicapped  people  in  the  Mentally 
Handicapped  Population  in  England  and  Wales,  based  on  the  findings  of 
Ellis  (1  982)  and  Kropka  et  al  (1 984) 


All  Mental  Hand 

icap 

Mental  Handicap 

(Eng 

and  &  Wa 

es) 

in 

institutions 

Total 

170,000 

46,000 

Blind 

(3.6%) 

6,120 

1,656 

Partially  Sighted 

(4.4%) 

7,480 

2,024 

Deaf 

(3.4%) 

5,780 

1,564 

Partially  Hearing 

(7.3%) 

12,410 

3,358 

Estimates  of  combined  hearing  and  visual  impairment  expressed  as  a 
proportion  of  hearing  impaired  people  with  visual  impairments  (all  ages) 

All  Hearing  Impaired  18,190  4,922 

Hearing  and  Vision: 

Ellis  1985  (25%)  4,548  1,231 

Kropka  et  al  1984    (40%)  7.276  1,969 
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challenge  of  moving  institutional  clients 
into  the  community.  There  is  no  reason, 
however,  why  social  service  departments 
should  not  collaborate  in  such  ventures. 
One  word  of  caution,  however,  should  be 
expressed  at  this  point.  There  are  still  only 
a  handful  of  units  in  Britain  who  even 
approximate  the  approach  outlined  here. 
In  most  cases  their  staff  are  still  learning 
how  to  do  the  job.  Branches  of  government 
and  private  organisations  also  tend  to  have 
their  own  organisational  preferences  which 
are  not  always  mutually  compatible.  New 
developments  of  this  kind  should  be 
allowed  to  grow  under  the  guidance  of 
small  groups  of  committed  and  skilled 
workers.  It  would  be  unfortunate,  to  say  the 
least,  if  the  rules  of  several  bureaucracies 
were  imposed  on  the  running  of  each  unit, 
stifling  any  hope  of  innovation. 

We  know  how  many  mentally  handi- 
capped people  have  sensory  problems. 
With  the  move  to  the  community  we  have 
the  opportunity  now  to  help  meet  their 
particular  learning  and  living  needs.  It 
remains  to  be  seen  whether  health  and 
social  service  managers  will  recognise  the 
opportunity  to  act  in  an  innovative  way. 
There  are  already  signs  of  growing  aware- 
ness that  'something'  must  be  done  for 
sensorily  handicapped  inmates.  Several 
voluntary  and  charitable  bodies  are  assess- 
ing ways  in  which  they  can  foster  the 
change.  If  you  know  of  people  (civil 
servants,  doctors,  social  workers,  hospital 
administrators  etc.)  who  are  unaware  of 
these  possibilities,  please  tell  them.  They 
may  only  need  reminding. 

References 

Ellis,  D.  (1982),  Visually  and  mentally 
handicapped  people  in  institutions,  Part  I: 
Their  numbers  and  needs,  Mental  Handi- 
cap, 10(4)  pp.1 35-1 37. 

Ellis,  D.  (1983),  Visually  and  mentally 
handicapped  people  in  institutions,  Part  II: 
Segregation  or  specialisation?  Mental 
Handicap,  1 1  (I)  pp.  8,  9  &  29. 

Ellis,  D.,  The  Epidemiology  of  Visual 
Impairment  in  People  with  a  mental 
handicap,  in  Ellis,  D.  (ed.)  (1985,  in  press), 
Sensory  Handicaps  in  Mentally  Handi- 
capped People,  Beckenham;  Croom  Helm. 

Kropka,  B.,  Williams,  C.  &  Clements,  M. 
(1984),  The  Deaf  and  Partially  Hearing  in 
Mental  Handicap  Hospitals  in  England  and 
Wales:  A  National  Questionnaire  Survey  by 
the  British  Institute  of  Mental  Handicap 
(South  Western  Division). 


Holiday  Ideas 


During  the  long  summer  holidays,  parents 
often  find  themselves  stuck  for  activities  to 
do  with  their  child. 

Six  weeks  can  seem  endless,  and  even 
if  your  child  is  spending  some  of  the 
summer  on  a  Sense  holiday,  there  is  still 
the  rest  of  the  holiday  to  plan,  and  not 
many  families  can  go  away  on  exciting  trips 
the  whole  summer. 

So  how  do  you  go  about  finding  what 
activities  are  available  in  your  area?  First 
call  must  be  to  the  Social  Services 
Department,  who  should  have  any  infor- 
mation about  playgroups  or  clubs  for 
handicapped  children.  After  that  the  Parks 
and  Recreation  Departments  often  produce 
a  list  or  a  brochure  of  any  special  events. 
Your  local  library  will  also  know  of 
children's  events,  shows  or  fairs. 

Every  area  is  different,  with  different 
activities  available.  Here  are  a  few  ideas  of 
some  other  people  you  might  find  it 
worthwhile  to  contact. 

Play  Grounds 

When  we  think  of  adventure  playgrounds, 
we  normally  think  of  those  dangerous 
looking  sites  with  rickety  structures  made 
from  old  wood.  Many  people  are  unaware 
of  the  growth  of  The  Handicapped  Adven- 
ture Playground  Association  (HAPA),  which 
provides  activities  which  are  both  adven- 
turous and  safe.  Skilled  playstaff  make 
sure  that  children  have  the  chance  to  join 
in  as  much  as  possible. 

Adventure  playgrounds  for  handicapped 
children  are  springing  up  in  a  lot  of  places 
now,  and  can  be  found  in  Liverpool, 
Glasgow,  Gwent,  Surrey,  Gloucester  and 
many  other  places.  Details  of  your  nearest 
playground  are  available  from  HAPA,  who 
themselves  run  five  playgrounds  in 
London. 

The  Handicapped  Adventure  Play- 
ground Association  Ltd., 

Fulham  Palace,  Bishop's  Avenue,  London 
SW6  6EA.  Tel.  01-736  4443. 


Sports 


Sometimes  we  can  be  over  cautious  in 
assuming  that  our  children  cannot  do  a 
particular  sporting  activity  because  of  their 
handicap.  The  'Sport  For  All'  Campaign, 
encouraged  by  the  Sports  Council,  seeks 
to  show  that  anyone  can  become  involved, 
at  whatever  level  is  suitable  for  them,  and 
still  gain  from  the  sense  of  involvement  and 
achievement.  Every  area  has  its  own 
activities  for  disabled  people;  here  are  a 
few  organisations  to  contact:- 

British  Sports  Association  for  the 
Disabled, 

Ludwig  Guttman  Sports  Centre,  Haywood 
House,  Harvey  Road,  Aylesbury,  Bucks. 
Tel.  0296  27887. 

Can  give  information  on  national  and  local 
sports  facilities  for  disabled  people. 

National  Association  of  Swimming 
Clubs  for  the  Handicapped, 

219  Preston  Drive,  Brighton,  Sussex  BN1 

9FL. 

Produces  a  Register  of  Swimming  Clubs 

and    organised    swimming    sessions    for 

handicapped  people.  (A  copy  of  this  is  held 

at  Sense.) 


Scottish  Sports  Association  for  the 
Disabled, 

1 4  Gordon  Court,  Dalcaverhouse,  Dundee. 
Tel.  0382  40263. 

National  voluntary  co-ordinating  body  for 
all  matters  to  do  with  sport  and  physical 
recreation  for  disabled  and  handicapped 
people. 

British  Association  for  Sporting  and 
Recreation  Activities  for  the  Blind, 

1 1  Ovolo  Road,  Stoneycroft,  Liverpool  1 5. 
Tel.  051  220  2516. 

Co-ordinating  body  for  sport  for  all  visually 
handicapped  people. 

The  Tandem  Club, 

15  Boundary  House,  St.  Margaret's  Road, 
Twickenham,  Middx.  Tel.  01-892  0791. 
Helps  people  who  can  ride  a  bike  but  are 
unable  to  manage  a  solo  cycle  due  to  visual 
and  other  handicaps. 

Riding  for  the  Disabled  Association, 

Avenue  R,  National  Agricultural  Centre, 
Kenilworth,  CV8  2LY.  Tel.  0203  56107. 

United  Kingdom  Sports  Association  for 
People  with  Mental  Handicap, 

Hayward  House,  Barnard  Crescent,  Ayles- 
bury, Bucks  HP21  8PP.  Tel.  0296  27889. 

Play  Groups 

Many  areas  have  play  groups  during 
the  holidays,  where  handicapped  children 
have  activities  arranged.  As  well  as  the 
Social  Services,  there  are  some  other 
groups  which  may  be  involved. 

Contact-a-Family, 

16  Strutton  Ground,  London  SW1  P  2HP. 
Tel.  01-222  3969/2695 

Charity  which  links  up  families  with  handi- 
capped children  into  neighbourhood 
support  groups.  Aims  to  promote  the 
formation  of  self-help  groups.  Family 
events  such  as  holiday  play  schemes, 
babysitting,  swimming  clubs  are  also 
arranged.  Has  200  independent  groups 
nationwide. 
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Mencap 

1 23  Golden  Lane,  London  EC  1 Y  0RT.  Tel. 
01-253  9433. 

Local  societies  often  organise  their  own 
play  groups  in  holiday  time.  Details  from 
your  local  society,  or  from  head  office. 
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Regional  Roundup 


/  wrote  last  time  "It  seems  certain  that  the 
next  issue  of  'Talking  Sense'  will 
announce  further  Branches . . ." 

Sense— London  West 

At  its  AGM  the  old  and  too  widespread 
London  Region  decided  to  shrink  the  area 
of  its  activities  to  West  London.  Through 
the  circumstance  of  meeting  at  the  Family 
Centre  in  Ealing,  the  Region  had  become  a 
group  containing  only  those  active 
members  who  could  get  to  the  Family 
Centre.  The  rest  of  the  Region  it  served 
only  in  name.  In  choosing  to  become 
Sense  -  London  West,  the  Committee 
hoped  to  be  able  to  concentrate  on  the  real 
area  of  its  operation  and  also  to  allow  other 
Branches  to  grow  in  the  space  left.  It  was 
felt  that  some  people  were  reduced  to 
inactivity  because  they  were  supposed  to 
be  members  of  a  Region  yet  were  quite 
unable  to  take  part  in  any  of  the  activities 
because  of  distance. 

Almost  immediately  two  things 
happened.  Firstly,  Sense  -  London  West 
began  to  think  more  positively  about  their 
role  because  it  was  clearer  and  more 
possible.  Secondly,  the  Taylors,  with  the 
enthusiastic  support  of  the  staff  at  the 
Whitefield  School  Unit,  arranged  a 
meeting  to  test  the  viability  of  starting  a 
Sense  -  London  North  East  Branch.  The 
results  of  that  initiative  you  will  read  in 
Christine  Taylor's  report. 

Sense  -  London  West,  having  com- 
pleted reorganisation  and  run  a  very 
successful  Easter  Party  with  chocolate 
eggs  turning  up  in  the  most  unlikely 
places,  have  tried  to  fulfil  a  promise  to 
come  up  with  ideas  concentrating  more  on 


the  needs  of  parents  as  ordinary  people 
apart  from  being  members  of  a 
handicapped  family. 

Believing  that  the  way  parents  see  life 
usually  depends  upon  how  they  see 
themselves,  the  Committee  has  arranged 
an  afternoon  when,  under  the  guidance  of 
an  experienced  counsellor,  ideas  like  self- 
awareness,  assertiveness,  goal-setting 
and  other  life-skills  can  be  explored.  If 
successful,  the  meeting  could  be  the  first 
of  others  or  even  of  a  course. 

The  Scottish  Branch 

From  way  up  North  Tim  Collins  reports  that 
the  Scottish  Branch  is  progressing  well. 
Parents  there  have  been  delighted  at  the 
way  the  new  school  at  Carnbooth  House 
has  started  its  life.  The  children  have 
settled  well  and  taken  to  the  new  staff,  so 
signs  are  very  good. 

The  Branch  is  now  looking  forward  to 
the  Scottish  Conference  and  hoping  to 
meet  there  a  fair  number  of  friends  from 
south  of  the  border. 

Sense— Colchester 

Our  new  Branch  in  the  East  has  very 
quickly  established  itself.  Meeting 
regularly  at  Braiswick  Lodge,  the 
Committee  has  seen  membership  steadily 
grow  and  draw  in  people  from  an  ever- 
widening  circle.  Talk  has  been  of  lights  in 
trees,  of  fences,  goats  and  holidays,  of 
photographs  and  motor  cars  and 
bungalows  and  cards.  Of  the  above,  two 
have  already  happened,  four  are  planned 
and  two  projected.  I  will  leave  you  to  guess 
into  which  category  the  goat  falls. 


The  last  meeting  of  Sense 
Colchester  was  a  Coffee  Evening  where 
the  guests  were  the  local  W.R.V.S.  who 
presented  video,  computer  and  camping 
equipment  to  Braiswick  Lodge;  a 
marvellously  generous  gift  which  may 
make  the  next  news  from  Braiswick  a 
digitally  recorded  T.V.  programme  from  the 
Continent!! 

For  our  Northern  Region  and  for 
Sense  -  South  West  we  have  the  reports 
which  follow.  From  Cheshire  we  have 
heard  that  Margery  Harrison's  choir  held  a 
successful  fund-raising  concert  but  that 
Brenda  Carter  is  planning  a  barbecue;  we 
are  not  yet  sure  whether  an  off-key 
contralto  is  to  be  the  main  course  or 
whether  there  is  no  connection. 

Newsleaf 

Going  monthly  to  all  Branch  Committees, 
to  Sense  staff  and  to  those  who  are 
actively  involved  in  regional  affairs  or 
would  like  to  be,  is  a  newsletter  specifically 
designed  for  them.  It  briefly  updates  news 
but  is  mainly  intended  to  keep  Branch 
Committees  in  touch  with  one  another, 
swapping  ideas,  discussing  programmes 
and  airing  views.  It  is  another  step  on  the 
road  towards  effective  Branch  operation, 
we  hope.  Two  issues  have  gone  out  so  far 
and  the  circulation  list  has  been  kept 
deliberately  small.  If,  however,  you  are 
seriously  thinking  of  forming  a  Branch  of 
Sense,  or  if  you  are  active  but  in  an  area 
where  a  Branch  is  not  really  viable,  write  to 
me  for  inclusion  in  that  list. 

Norman  Brown 
Liaison  Officer 


Northern  Region 

When  I  sat  down  to  write  this  report,  I  had 
imagined  that  there  was  very  little  to  talk 
about  and  I  wondered  what  I  was  going  to 
say.  As  usual  though,  I  have  eventually 
thought  of  quite  a  lot  of  news! 

For  many  years  there  has  been  talk  of 
'something'  being  done  in  the  North  but 
nothing  has  ever  seemed  to  get  off  the 
ground.  Now  I  think  I  can  safely  say  thatthe 
region  is  beginning  to  buzz  a  little.  Some  of 
the  developments  are  due  entirely  to 
Sense  but,  more  importantly  perhaps, 
Sense  has  had  an  involvement  in  other 
projects  which  will  benefit  the  region.  Ours 
is  still  a  relatively  small  organisation  and 
thus  there  are  limits  to  the  extent  to  which 
we  can  initiate  projects  ourselves.  What 
we  can  do,  however,  is  offer 
encouragement  and  practical  help  and 
advice  to  other  establishments  and  to 
promote  an  improvement  in  the  care  of  the 
deaf-blind. 

This  range  of  activity  is  well  illustrated 
by  developments  in  our  region  in  the  past 
few  weeks. 

The  Family  Centre  Service  has  been 
extended  to  the  Northern  Region.  Sheila 
Houston,  who  is  a  well  qualified  and 
experienced  teacher  of  the  deaf-blind,  has 
started  work  within  the  last  month.  She  is 
based  in  Newcastle  but  will  be  covering 
the  whole  of  the  Northern  Region  and  will 
be  dealing  directly  with  parents  and  young 
deaf-blind  children.  She  will  also  be 
advising  and  giving  practical  help  to 
agencies  who  have  contact  with  our  young 


children  -  promoting  understanding  of 
their  problems  and  suggesting  ways  to 
help,  them  and  their  parents. 

The  Unit  for  the  Multi-Handicapped  at 
the  Royal  Victoria  School  for  the  Blind  in 
Newcastle  is  closing  in  July  but  a  new  Unit 
will  open  in  September  at  the  Northern 
Counties  School  for  the  Deaf.  The  new  Unit 
will  have  a  nucleus  of  experienced  staff 
and  also  children  from  the  present  Unit  at 
the  Royal  Victoria  School.  The  age  range 
has  been  extended  so  that  children  may 
stay  until  they  are  19.  While  the  Northern 
Counties  development  is  not  a  Sense 
development,  it  is  certainly  true  that  the 
Association  has  been  very  involved  in  this 
development.  Without  the  initial  impetus 
provided  by  Rodney  Clark,  there  is  some 
doubt  as  to  whether  the  new  centre  would 
have  emerged  to  fill  the  gap  left  by  the 
closure  of  the  Royal  Victoria  School. 

The  new  16+  centre  at  Harrogate 
opens  in  September.  Again  this  is  not  a 
Sense  centre  but  there  are  strong  links 
betwen  Henshaw's  and  our  organisation 
and  it  is  help  and  advice  from  our  HQ  which 
has  helped  the  foundation  of  the  centre 
and  continues  to  help  its  initial  develop- 
ment. 

Finally,  an  example  of  how  the 
expertise  which  Sense  possesses  can 
help  other  agencies.  There  is  a  hospital 
complex  in  the  North  which  reportedly  has 
well  over  200  blind  and  partially 
sighted/mentally  handicapped  residents. 
Most  of  these  residents  are  badly  placed 
and  poorly  catered  for.  Staff  in  the  hospital 
are  seeking  to  improve  the  level  of  care 


which  they  can  offer  for  this  group  and 
Sense  has  been  helping  to  compile  a 
report  which,  if  accepted,  will  radically 
improve  the  lives  of  this  enormous  group  of 
sensorily  handicapped  adults. 

In  the  last  few  months  then  Sense  has 
been  actively  involved  in  promoting 
services  in  the  North  which  cover  the 
whole  age-range  of  deaf-blind  people.  It 
seems  that  some  of  the  words  of  the  past 
have  at  last  beenturned  into  action. 

I  have  had  interesting  news  recently  of 
two  fund-raising  individuals  within  our 
region.  Mrs  Clisby's  daughter  is  taking  part 
in  a  sponsored  walk  soon  which  will  raise 
money  for  the  Northern  Region  caravan. 
Also,  Robert  Stones,  a  member  from 
Chester,  wrote  telling  me  about  a  friend  of 
his  who  is  taking  part  in  an  event  in  America 
which  involves  a  frightening  level  of 
activity.  A  bit  like  doing  six  marathons  one 
after  the  other  while  carrying  a  car  on  your 
back.  Anyway,  this  brave  soul  is  being 
sponsored  and  the  money  will  go  to  Sense. 
Good  Luck  to  both  of  these  athletes. 

Going  back  to  the  caravan  for  a 
moment.  Mrs  Clisby  informs  me  that  while 
bookings  are  full  for  the  traditional  peak 
periods  over  the  summer,  there  are  many 
weeks  still  available  at  other  times.  So  if 
you  fancy  a  break,  give  her  a  ring  on  0924 
441826. 

Finally,  our  own  news  sheet  should  be 
out  towards  the  end  of  May  so  if  you  think  it 
is  worthwhile  and  want  another,  write  back 
to  me  and  we  can  have  a  second  edition. 

Bob  Snow 
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Sense— South  West 

Since  our  first  report  in  the  last  issue  of 
'Talking  Sense'  a  great  deal  of  planning 
has  gone  on.  When  the  project  was  being 
considered,  much  thought  went  into  what 
were  considered  to  be  the  important 
issues  when  establishing  a  region  rather 
than  a  local  branch.  A  plan  was  devised 
which  was  divided  into  three  sections; 
research,  development  and  evaluation. 

The  first  stage  of  research  is  now  well 
under  way.  It  has  involved  a  series  of 
articles  in  the  local  press  written  by  a 
highly  enlightened  journalist,  and  a 
television  appearance  concentrating  on 
the  work  of  the  Royal  School  for  the  Deaf  in 
Exeter  and  how  Sense  -  South  West  fits 
into  the  picture.  This  has  encouraged 
some  heartwarming  letters  from  complete 
strangers  and  this  encourages  us  to 
continue  with  our  'public  awareness' 
programme.  We  have  since  uncovered 
another  family  with  a  Rubella  child  as 
well  as  attracting  donations  from  young 
people  in  schools  and  clubs,  and  many 
individuals  who  simply  wish  to  help. 

The  'official  launch'  will  have  taken 
place  by  the  time  this  report  is  printed.  This 
event  has  been  designed  to  draw  together 
over  one  hundred  people  from  all  walks  of 
life;  politicians,  social  workers,  health 
workers,  parents,  teachers  and  interested 
people,  in  one  place  and  allow  them  to 
hear  briefly  what  we  have  to  say.  The 
important  issue  is  to  be  able  to  explain  our 
needs  and  to  allow  them  to  mingle  and  set 
off  new  understanding  among  each  other, 
thus  improving  the  communication 
channels  between  their  various  depart- 
ments. 

There  is  still  much  to  do.  Visits  have 
been  made  to  other  establishments 
involving  the  visually  handicapped,  and 
others  are  to  be  arranged.  Again  this 
improves  the  relationships  between  those 
involved  and  establishes  the  work  of  the 
Association  on  the  map  in  the  South  West 
as  well  as  nationally. 

We  must  record  our  thanks  to  the 
Royal  School  for  the  Deaf  which  educates 
our  children.  We  are  grateful  to  the 
Headmaster,  Mr.  Roy  Olding,  and  his  staff 
for  their  support  in  allowing  us  to  launch 
from  the  school  as  well  as  putting  up  with 
all  the  television  crews  who  visit.  We  can 
assure  them  of  our  continued  help  in  the 
future. 

We  extend  our  welcome  to  any 
members  of  the  Association  should  they 
venture  this  way  during  the  year. 

Peter  Holman 


Liquid  Indicator 

The  RNIB  now  supply  a  Vibrating  Liquid 
Level  Indicator,  to  help  deaf-blind  people 
judge  how  much  liquid  they  have  poured 
into  a  cup.  Powered  by  two  small  batteries, 

The  device  (catalogue  number  R059024) 
costs  £1 .24  for  registered  blind  people,  or 
£4.33  for  anyone  else.  It  is  available  from 
into  contact  with  the  wires.  A  choice  of 
short  or  long  wires  enables  you  to  pour 
liquids  to  different  levels. 

The  device  (catalogue  number  R09024) 
costs  £1 .24  for  registered  blind  people,  or 
£4.33  for  anyne  else.  It  is  available  from 
the  RNIB,  224  Great  Portland  Street, 
London  W1N  6AA. 


Sense— North  East  London 

Gary  and  I  had  long  thought  that 
Whitefieldi  School,  Walthamstow,  was  an 
excellent  place  to  build  a  branch  of  Sense 
around,  especially  as  Peter  Turner  and  his 
staff  have  such  a  good  working  relationship 
with  Sense. 

We  wanted  to  bring  together  not  only 
the  parents  of  children  attending  the  Deaf- 
Visually  Handicapped  Unit  there,  with  the 
teaching  staff  and  care  staff  but  also 
interested  professionals,  families  and 
people  working  with  deaf-blind  children 
and  adults  in  the  whole  area  of  North  and 
East  London.  Gary  approached  Peter 
Turner  who  was  very  interested  and 
agreed  to  be  our  first  Vice  Chairman,  so  a 
date  was  fixed  to  hold  a  buffet  lunch  at 
Whitefields  so  that  everyone  with  an 
interest  could  meet.  The  invitation  went 
out  to  families  and  friends  in  the  whole 
surrounding  area. 

Tuesday,  23rd  April,  was  to  be  launch 
day  of  Sense  -  North  East  London.  We 
were  rather  apprehensive  as  to  who  would 
really  come,  but  shortly  after  12.30  p.m. 
about  38  people  were  talking  lots  and 
eating  little,  all  with  a  common  interest. 

There  was  a  wonderful  mix  of  people; 
David  Brown  came  over  from  the  Family 
Centre  and  made  some  good  contacts; 
Karen  Coutts,  Social  Worker  for  the 
Hearing  Impaired  in  Redbridge,  brought 
and  interpreted  for  a  deaf  parent  who  has  a 
son  in  the  Unit  (who  incidentally  had  made 
her  first  contact  with  a  group  through  this 
meeting  and  was  very  excited  at  the 
prospect);  George  Williams  had  a  talk  with 
Peter;  parents  spoke  to  teachers  and 
professionals  alike;  in  fact  everyone  was 
talking  to  someone. 

Norman  spoke  at  1.30  p.m.  thanking 
everyone  for  coming.  If  he  had  not  I  think 
people  would  still  have  been  there  talking 
well  into  the  afternoon.  We  had  dispensed 


with  a  formal  speech  by  Gary,  our  acting 
Chairman,  in  favour  of  a  questionnaire 
listing  all  the  things  we  thought  could  be 
considered  and  asking  for  a  response  of 
further  ideas  and  offers  of  involvement  in 
the  Branch. 

We  are  now  waiting  for  the  return  of  the 
questionnaires  so  that  we  can  find  a  time 
and  day  that  suits  most  people.  Then  we 
can  have  our  first  meeting  and  get  down  to 
the  real  work  of  an  active  and  viable  branch 
of  parents  and  professionals  working 
together,  helping  the  children  and  each 
other. 

Christine  Taylor 
Acting  Secretary 


Diagnosing 
Congenital 
Rubella 

A  study  of  deaf  young  people  in  Australia 
suggests  that  Rubella  may  be  responsible 
for  deafness  more  often  than  previously 
believed. 

Dr  luorio  and  his  colleagues  at  the  Royal 
Children's  Hospital  in  Melbourne  studied 
105  children  and  adolescents  with 
impaired  hearing.  Although  only  10%  had 
previously  been  recorded  as  caused  by 
Rubella,  the  study  suggested  that  29%  of 
the  patients  showed  results  consistent  with 
intrauterine  Rubella. 

These  figures,  which  are  supported  by 
some  studies  in  Britain,  add  still  greater 
weight  to  the  importance  of  the  current 
Rubella  campaign. 

luorio,  Hosking  &  Pyman,  Retrospective 
Diagnosis  of  Congenital  Rubella,  British  Medical 
Journal  1984,  289,  1566-8. 


Sense— In  -  Scotland 


Since  my  last  report  a  number  of  things 
have  been  happening.  Firstly,  to  date  we 
have  been  unable  to  set  up  any  new 
branches  in  Scotland.  This  side  of  things  in 
Scotland  does  tend  to  be  very  difficult.  The 
wide  spread  of  our  parents,  as  always, 
does  cause  problems  for  attending 
meetings  and  setting  up  groups.  However, 
on  a  more  positive  note  we  do  have  some 
new  members.  We  are  delighted  about 
this,  and  it  does  offer  encouragement  for 
new  branches  in  the  future. 

We  have  organised  a  Scottish  Advisory 
Panel,  and  the  first  meeting  was  held  in 
May.  There  are  a  number  of  parents  on  this 
but  we  also  have  representatives  from 
other  groups.  We  welcome  their  interest 
and  feel  that  their  expertise  will  be  more 
than  helpful.  It  is  hoped  that  by  involving 
interested  groups  we  can  form  proper 
policies  for  the  future. 

Our  concerns  for  post-school  provision 
are  still  one  of  our  priorities.  There  has 
been  good  and  bad  news  here.  Our  first 
application  for  funding  for  the  actual  unit 
has  been  turned  down.  However  we 
certainly  do  not  intend  to  give  up  and  we 
will  continue  to  look  to  all  possible  ways  of 
establishing  provision  for  our  young 
adults.  On  the  good  news  side  we  have 
received   a  grant   that   will   allow   us  to 


continue  the  work  of  finding  these 
youngsters  and  establishing  what  their 
needs  are. 

The  conference  arrangements  are  still 
taking  up  a  great  deal  of  our  time.  The 
response  to  thef  irst  Scottish  conference  is 
very  encouraging,  and  we  feel  that  the 
interest  does  demonstrate  a  clear  need.  I 
know  that  it  is  not  always  easy  but  the 
Scottish  parents  would  be  delighted  to  see 
their  friends  from  England,  so  if  you  can 
manage  do  come. 

In  general  the  work  in  Scotland  is 
progressing.  Sometimes  it  seems  very 
slow  but  then  things  never  move  quickly 
enough  for  parents.  Our  office  is  fairly 
established  now,  and  it  has  been  a  great 
boost  in  terms  of  just  having  somewhere  to 
work  from.  We  are  having  more  and  more 
enquiries  about  our  work  and  indeed  we 
are  being  asked  to  give  more  talks  and  are 
generally  asked  to  contribute  and  be 
included  in  more  events. 

The  Scottish  Home  &  Health 
Department  are  in  the  process  of 
producing  a  Rubella  vaccination  unit  and 
they  have  asked  for  our  comments.  We  are 
pleased  to  be  included  in  such  things  and 
will  certainly  offer  our  contributions. 

Gillian  Morbey 
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Beroz  Vacha:  A  woman  of  vision, 
integrity  and  resolve 


Beroz  Vacha  is  a  short,  reserved  and  mild- 
mannered  woman  in  her  mid-50s.  Against 
enormous  odds  she  started  a  school  for 
deaf  and  deaf-blind  children  in  Bombay 
which  she  has  resolutely  developed  to  the 
point  where  it  is  now  recognised  as  being  in 
the  forefront  of  international  provision  for 
deaf-blind  children,  and  where  Beroz 
herself  is  hailed  as  one  of  the  luminaries 
amongst  our  deaf-blind  world's  profes- 
sional figures. 

Beroz  is  the  wife  of  a  retired  Naval 
officer.  I  n  the  mid-1 960s  she  used  to  help  a 
friend  who  had  a  deaf  daughter,  and  her 
interest  was  thus  aroused.  Until  then  she 
describes  herself  as  having  been  a  humble 
housewife  who  filled  her  time  as  an 
amateur  pilot  and  working  with  the  Naval 
Officers'  Wives'  Association. 

Her  interest  in  deafness  led  her  to 
approach  the  EAR  Centre  (the  Education, 
Audiology  and  Research  Centre)  in 
Bombay,  a  school  opened  by  Margaret 
Moore  and  the  Commonwealth  Society  for 
the  Deaf  (CSD).  Margaret  is  now  well  known 
to  us,  firstly  as  Chairman  of  the  BDA 
Education  Committee  and  now  as 
Headmistress  of  Hamilton  Lodge  School 
for  Deaf  Children  in  Brighton.  The  EAR 
Centre  has  a  teacher  training  course  and 
Beroz  undertook  her  initial  training  there. 

She  then  obtained  a  scholarship 
through  Lady  Templar  of  the  CSD,  to  study 
at  Manchester  University  from  which  she 
emerged  in  1970.  as  a  committed  oralist. 
Attendance  at  an  International  Conference 
on  Deaf-Blindness  in  Stockholm  shortly 
afterwards  brought  Beroz  into  contact  with 
many  deaf  adults  who  were  signing  and  she 
began  to  realise  the  importance  of  manual 
communication  in  complementing  oral 
teaching  methods. 

On  her  return  from  Manchester,  Beroz 
was  appointed  Principal  of  the  EAR  Centre 
in  succession  to  Margaret  Moore,  and  from 
that  loftier  height  began  to  appreciate 
some  of  the  problems  being  encountered 
by  some  pupils  who  were  mistakenly  being 
labelled  as  'retarded' -  visual  impairments 
plus  other  learning  problems.  At  about  this 
time,  recognition  was  growing  of  the  needs 
of  multiply-handicapped  deaf  children  and 
the  philosophy  of  'Total  Communication' 
was  emerging  internationally.  In  1974 
Beroz  went  to  America,  visiting  Gallaudet 
College  and  many  schools  using  both  pure 
oral  and  total  communication  methods. 
She  became  converted  to  total  communica- 


RODNEY  CLARK,  Director  of  Sense, 

talks  of  the  Principal  of  the  Helen  Keller 

Institute  for  the  Deaf  and  Deaf-Blind  in 

Bombay. 


tion  for  educating  both  able  and  multiply- 
handicapped  deaf  children.  On  returning  to 
India,  she  became  acutely  aware  of  the  prob- 
lems facing  deaf  children  who  need  to  be 
surrounded  by  the  same  language  if  the  diffi- 
cult hurdles  of  language  acquisition  are  not 
to  be  made  even  harder.  While  the  children 
were  working  in  an  English  language  environ- 
ment at  school,  they  would  return  home  and 
have  to  respond  to  Gujerati,  Hindi  or  Marathi. 

The  EAR  Centre  was  firmly  oral  in  its 
practices,  so  Beroz  resigned  her  post  as 
Principal,  and  became  a  lecturer  on  the 
Teacher  of  the  Deaf  training  course 
provided  at  that  time  by  Bombay  University. 
Already  firmly  decided  upon  was  her 
intention  to  set  up  herown  school  using  her 
preferred  methods.  She  began  to  seek  the 
teachers  whom  she  thought  willing  to 
undertake  the  exacting  task  of  acquiring 
and  practising  total  communication 
methods.  An  enormous  battle  to  establish 
the  school  ensued.  Beroz  had  no  money, 
no  buildings  nor  any  organisation  on  which 
to  build. 

So  she  opened  her  school  with  three 
children  -  one  deaf,  one  deaf  and  partially- 
sighted  and  the  third  multiply-handicapped 
deaf  with  hydrocephalus  -  in  the  home  of  a 
teacher  friend.  With  the  help  of  friends  and 
colleagues  in  Bombay,  she  formed  a 
committee  and  inaugurated  the  Helen 
Keller  Institute  for  the  Deaf  and  Deaf-Blind. 
A  powerful  help  in  the  early  stages  was  a 
substantial  grant  from  the  wealthy  father  of 
a  deaf-blind  girl,  Shyana,  who  is  now  a 
married  woman  in  her  30s,  and  a  teacher  at 
the  school.  Numbers  grew  and  the  school 
acquired  accommodation  in  a  municipal 
secondary  school.  When  the  pupils 
numbered  30,  the  Government  began  to 
make  a  grant  which  partially  covers  the 
costs,  but  they  do  not  recognise  the  need 
for  the  1:1  pupil-teacher  ratio  which  is 
provided  in  the  deaf-blind  unit  and  so  the 
additional  staff  have  to  be  financed  out  of 
private  fund-raising  activities  organised  by 
Beroz  and  her  committee.  Beroz  has 
become  a  consumate  international  fund- 
raiser, financing  equipment  and  new 
developments  from  monies  supplied  by  the 


In  the  deaf-blind  unit:  Shyama,  deaf  and  blind  herself,  teaches  Mary  what  money  is. 
Shyama  was  trained  at  the  Helen  Keller  Centre,  Long  Island,  New  York. 


Indian  Government,  the  U.K.  Royal 
Commonwealth  Society  for  the  Blind,  and 
the  West  German  Christoffelblindenmis- 
sion  amongst  others. 

Within  moments  of  entering  the  school, 
one  leaves  behind  the  powerful 
impressions  of  Indian  street-life,  and  could 
easily  feel  transported  to  one  of  our  own 
deaf-blind  units,  so  striking  are  the 
similarities:  the  children,  the  teaching 
methods,  the  equipment  and  materials  that 
line  the  walls.  A  very  strong  immediate 
impression  is  the  sense  of  togetherness,  of 
family,  that  I  have  noticed  so  often  in 
entering  the  units  in  Britain. 

There  are  50  children  in  the  school  at 
present,  and  Beroz  Vacha  has  had  to  call  a 
halt  on  admissions  until  further  resources 
are  available.  The  children  are  of  primary 
school  age:  it  is  of  great  regret  to  Beroz  that 
at  secondary  school  age  there  is  still  no 
provision  for  the  children  and  that  they 
have  to  be  integrated  into  ordinary  schools 
where  they  do  not  receive  the  level  of 
teaching  she  knows  they  need.  The  deaf- 
blind  section  has  ten  pupils,  three  of  whom 
are  partially-sighted  while  the  remaining 
seven  blind  children  all  enjoy  1:1  teaching 
throughout  the  day.  The  school  admits 
children  at  any  time  of  the  year  so  that 
education  follows  immediately  after 
diagnosis. 

The  school  has  an  enviably  wide  range 
of  skills  amongst  its  staff  -  audiology, 
speech  therapy,  psychology,  family 
counselling.  Some  staff  have  been  trained 
abroad  -  at  Perkins,  St.  Michielsgestel, 
Helen  Keller  New  York  -  and  some  are 
trained  within  the  school's  in-service 
course.  The  teachers  use  mixed  American 
and  Indian  signs  for  the  deaf  sighted 
children,  and  as  with  every  unit  one  visits  no 
matter  where  in  the  world,  they  have 
devised  their  own  tactile  signing  system 
with  the  deaf-blind  children. 

Beroz  and  the  school  are  not  standing 
still.  As  a  day  school,  the  Helen  Keller 
Institute  is  encountering  the  problems 
met  by  similar  establishments  in  this 
country  -  very  tiring  journeys  for  the 
children,  the  lack  of  follow-through  in 
training  programmes  between  home  and 
school  etc.  She  is  therefore  actively 
engaged  in  raising  funds  for  a  Residential 
Unit  which  will  enhance  communication 
programmes,  develop  as  a  Family  Centre 
where  parents  will  be  welcome  to  stay  and 
learn  themselves,  and  become  an 
extended  classroom  orientated  towards 
promoting  self-help  skills  on  a  more 
systematic  basis. 

Bombay  is  alone  in  India  in  having  such 
provision,  and  Beroz  is  impatient  to  see 
services  develop  nationwide,  at  a  time  in 
her  life  when  many  people  might  justifiably 
be  saying  "Enough". 

Her  motivating  force  which  has  brought 
her,  her  children  and  staff  so  far  is  well 
reflected  in  the  poem  that  introduces  the 
school's  prospectus: 

wind  blew 

falling  leaves  brushed  past  me. 

in  a  million  years  I  would  never  have 
guessed 

that  they  had  sound 

that  they  had  colour 

if  you  hadn't  told  me. 
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Achieving  Partnership  - 
Things  That  Get  In  The  Way 


I'm  sticking  my  neck  out  again.  Having 
written  as  a  parent  about  parents,  I  now 
dare  to  write  about  professionals  as  well.  I 
am  not  complaining  or  advising,  merely 
looking  at  the  much  desired  partnership  of 
which  we  speak  so  much,  and  giving  my 
thoughts  on  the  reality  of  the  partnership, 
for  in  many  cases  it  already  exists.  There 
are,  however,  characteristics  which  are 
peculiar  to  this  partnership  and  which 
should  be  recognised. 

As  parents  we  owe  much  to  involved 
professionals,  and  this  Association, 
although  we  think  of  it  as  basically  a 
parents'  Association,  has  never  functioned 
without  the  co-operation  and  participation 
of  others  than  parents.  I  am  writing  with 
that  kind  of  involved  professional  in  mind, 
meaning  in  this  instance  those  who  have  at 
least  for  a  time  found  themselves  personally 
drawn  by  the  needs  of  our  children  and 
giving  more  than  their  talents  to  their  ser- 
vice. There  are  more  than  we  realize  and  I 
am  conscious  that  in  concentrating  on 
parents'  probems  we  may  neglect  to 
acknowledge  those  of  others  who  are  also 
complete  and  vulnerable  individuals  and 
whom  we  need  so  much.  It  is  not  only 
parents  who  may  feel  in  permanent  second 
place  and  who  face  the  frustrations  of 
working  within  limitations  over  which  they 
have  no  control. 

I  would  like  to  look  mainly  at  the  situation 
of  those  who,  like  parents,  are  involved 
directly  with  problems  at  ground  level,  and 
to  show  how  much,  or  how  little,  a  parent 
appreciates  and  understands  their  position 
and  what  is  involved  in  the  achievement  of 
partnership. 

In  the  child's  early  years  the  need  for 
partnership  and  co-operation  is  most  evident 
and   most   hard  to  achieve.   Peripatetic 


"It  is  not  only  parents  who  may 
feel  in  permanent  second  place.' 


teachers,  parents,  Social  Workers'  support, 
Family  Service  visits,  clinics,  consultants, 
playgroups  -  then  on  to  day  school,  the 
home-book,  holidays-so  much  to  marry  up 
and  keep  moving.  Usually  one  professional 
emerges  almost  at  random  as  the  main 
confidant  of  the  family,  while  mother  gravi- 
tates to  the  position  of  main  co-ordinator 
and  stimulater  of  all  services.  Luckily 
assessments  are  being  made  and  pro- 
grammes formed,  for  who  could  reach  and 
keep  an  agreed  pattern  among  so  many 
variables? 

Reasons  for  frustration  abound.  I  am 
sure  you  could  pick  any  of  the  persons 
referred  to  above  and  recite  examples  with 
ease.  Are  we  in  fact  talking  about  many 
partners  or  too  many  cooks?  A  parent  will 
try  to  struggle  through  to  one  comprehen- 
sible overview  and  then  look  to  others  for 
support  of  that  view  and  its  realization.  Any 
professional  may  be  doing  the  same  -  and 
reaching  different  conclusions. 

At  this  stage  in  particular,  many  of  those 
involved  are  'loners',  if  I  may  use  that  term 
loosely.  They  are  meeting  such  a  child  for 
the  first  time,  have  no  ready  reference- 
bank  of  experience  and  also  have  no  ready 
access  to  all  the  other  'loners'  who  are 
involved  in  the  child's  needs.  In  some  cases 
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indeed,  passage  of  information  from  one 
party  to  another  is  forbidden.  The  very 
specialization  which  is  intended  to  encour- 
age expertise  militates  against  overall 
knowledge.  Thus  education  experts  work 
in  ignorance  of  medical  facts  and  medical 
experts  institute  physical  programmes  in 
ignorance  of  educational  priorities.  Some- 
times social  workers  and  parents  are  in 
ignorance  of  both.  Is  it  a  necessary  safe- 
guarding of  confidentiality  or  an  inability  to 
pool  resources?  It  may  appear  to  replace 
partnership  with  conspiracy. 

A  day  school  placement  brings  its  own 
set  of  difficulties.  In  the  limited  time  avail- 
able and  with  class  responsibilities,  a 
teacher  must  attempt  a  developmental 
programme  which  not  only  suits  the  child 
and  fits  in  with  class  and  school  structure 
but  which  can  also  be  transferred  to,  be 
supported  by,  or  at  least  be  in  harmony 
with,  the  home  environment.  Partnership 
here  is  essential  between  teacher  and 
parent.  How  in  practice  does  it  operate? 

Set  up  in  case-conference,  modified  in 
snatched  conversation  and  telephone  call, 
the  partnership  functions  through  the  Home 
Book:  a  communication  device  designed 
to  help  but  with  definite  limitations.  The 
idea  is  that  every  piece  of  vital  news  can  be 
carried  daily,  barring  weekends.  What  is 
not  allowed  for  is  time  for  the  teacher  to 
consider  and  respond.  When  is  the  Home 
Book  written  up?  Most  teachers  must  either 
scribble  a  few  lines  while  coats  go  on  and 
taxis  wait  or  must  write  in  free  time  well 
before  the  day  has  ended.  The  parent  must 
write  during  breakfast  or  the  evening  before. 
If  anything  recorded  in  the  Home  Book 
requires  a  lengthy  response,  it  is  tempting 
to  defer  dealing  with  it  until  justice  can  be 
done,  otherwise  a  few  obvious  or  reassuring 
comments  are  all  that  is  possible.  Thus  a 
parent  who  has  spent  an  evening  detailing 
a  serious  problem  can  feel  that  the  school 
is  no  help  at  all,  while  the  teacher  feels 
frustrated  and  despondent  because  the 
only  time  she  or  he  has  to  write  is  when  the 
book  is  not  there.  And  this  is  assuming 
answers  are  known. 

For  some  problems  the  day  school  has 
very  limited  powers  of  solution,  simply 


"The  only  time  she  has  to  write 

in  the  Home  Book  is  when  it  is 

not  there." 


because  it  is  a  day  school.  Try  as  they 
might  to  fabricate  situations  for  social  and 
personal  training,  teachers  know  that  most 
of  those  situations  occur  most  naturally  at 
home.  Dining  and  toiletting  may  be  accom- 
plished but  what  about  getting  ready  for 
bed,  shopping,  dealing  with  crowds  or 
public  places.  Simple  educational 
situations  can  be  confusing  to  the  child 
who  cannot  distinguish  between  what  is 
meant  to  be  pretend  and  what  is  real.  And 
what  can  a  day  school  do  about  bed- 
wetting? 


One  can  easily  see  how  vital  it  is  for 
school  and  parent  and  social  services 
support  to  achieve  as  close  a  partnership 
as  is  possible,  and  one  can  also  see  how  all 
parties  can  become  easily  disillusioned 
with  each  other  if  definite  steps  are  not 
taken  to  allow  real  communication  and  to 
foster  understanding  of  one  another's 
roles  and  limitations. 

For  some  of  our  children  the  need  for  in- 
tensive and  skilful  care  takes  the  situation 
beyond  any  that  an  ordinary  homecan  handle, 
so  that,  when  the  child  is  readyf  or  it,  residen- 
tial schooling  may  become  a  necessity. 

Residential  schooling  at  least  gives  a 
chance  of  consistent  management.  Prob- 
lems may  be  solved  or  resolved  before  the 
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next  holiday  and  not  brought  home.  A 
programme  may  be  devised  and  also 
established  without  the  fracturing  of  con- 
stant changes  of  environment  and  approach. 
Here  the  Home  Book  can  become  more  of 
a  progress  report  and  discussion  document 
than  a  daily  news  flash.  Teachers  and  care 
staff  do  not  like  failing  and  do  not  like 
passing  problems  home.  It  is  very  different 
to  be  able  to  write  of  a  bed-wetting  and 
smearing  episode  that  has  now  passed 
than  to  be  the  recipient  of  news  that  it 
happened  last  night  and  a  reason  is 
required.  The  Home  Book  will  not  be  as  full 
a  record  of  daily  happenings  but  it  will  still 
be  an  invaluable  record  of  general  pro- 
gress. 

Lest  you  think  I  am  painting  too  rosy  a 
picture  of  residential  schooling,  let  us 
considersome  partnership  problems  there. 

Assuming  the  best,  that  adjustment  has 
been  made  and  an  effective  programme 
devised,  how  often  are  hard-won  advances 
baulked  by  regression  during  the  holidays? 
Our  school  holiday  pattern  militates  as 
much  against  progress  as  almost  anything 
else,  as  any  teacher  can  testify.  What  can 
be  a  burden  for  parent  and  social  worker  is 
also  a  loss  for  the  teacher  and  can  be  a 
further  handicap  for  the  child.  The  essential 
element  of  a  holiday  and  a  relaxing 
slackening  of  pressure  and  stimulation  can 
become  deprivation  and  regression  if  it 
continues  too  long.  I  know  that  I  am 
generalizing  and  I  have  not  forgotten  those 
children  who  go  back  to  school  knowing 
more  than  when  they  came  home,  but  I 
think  that  I  am  more  right  than  wrong  and 
that  our  holiday  pattern  makes  educational 
progress  harder.  The  answer  would  not  be 
longer  terms  but  a  more  even  spread  of 
what  are  now  half-terms  and  I  know  I  am 
crying  for  the  moon.  I  am  merely  citing  an 
example  of  a  circumstance  beyond  the 
control  of  both  teacher  and  parent  but 
which  can  be  a  source  of  frustration  to  the 
one  and  guilt  to  the  other  and  therefore 
harmful  to  the  partnership. 

The  success  of  the  Further  Education 
programmes  at  the  Manor  House  and 
Poolemead  maybe  shows  not  only  how  the 
major  period  of  learning  comes  late  with 
our  children  but  also  the  good  results  of 
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the  removal  of  vast,  set  absences  from 
consistent  training.  Much  has  to  be  built 
slowly  and  a  large  break  mars  all.  Thus 
some  of  the  resentment  a  teacher  feels 
when  a  child  returns  to  school  with  all 
forgotten,  is  a  result  of  time  more  than  the 
home's  inability  to  keep  programmes  fully 
operational. 

In  practical  terms,  transfer  of  successful 
programmes  from  school  to  home  has  its 
problems.  One  may  hear  that  he  can  now 
get  his  own  breakfast,  bath  unaided  or  tie 
his  shoelaces  but  how  exactly  does  he  do 
it?  What  are  the  myriad  little  steps  so 
painstakingly  taught  from  a  carefully- 
thought-out  programme  and  what  did  he 
actually  use?  Have  I  even  got  those  things 
in  my  home?  There  is  much  to  pass 
between  the  partners  to  relieve  anxiety  and 
ensure  success.  We  must  remember  to 
convey  the  information  a  communicating 
child  would  convey  naturally. 

Practical  problems  allow  for  practical 
answers,  and  effective  communication 
helps  greatly.  Let  us  consider  those 
subtler  hazards  that  lie  in  the  way  of 
communication  and  partnership. 

Peter  Jones,  writing  in  'Talking  Sense' 
(Summer  1 984)  reminded  us  of  the  impor- 
tance of  taking  time  to  observe  and  learn 
from  the  child.  He  was  right  to  do  so.  I 
remember  countless  examples  where  a 
parent's  slowly  accumulated  observations 
have  revealed  truths  and  led  to  advances 
that  no  expert  saw  or  would  even  acknow- 
ledge. Unfortunately,  I  also  remember 
countless  personal  examples  where  I 
rushed  through  the  day  with  no  time  to 
observe  anything  or  even  to  allow  Stephen 


"There  is  always  the 

consciousness  that  the  child  is 

not  theirs." 


to  reveal  anything,  so  my  immediate 
reaction  to  Peter's  article  was  a  stab  of 
guilt.  Typical  parent,  but  would  I  admit  that, 
especially  to  Peter  if  he  was  teaching  my 
child? 

On  the  all  too  rare  occasions  when 
parents  and  professionals  meet  with  time 
to  talk,  I  wonder  how  honest  we  dare  be. 
The  parent  does  not  want  to  rock  the  boat, 
fears  to  damage  the  child's  chances,  is 
ashamed  to  admit  apparent  shortcomings. 
There  is  the  overriding  temptation  always 
to  put  on  a  bold  face,  keep  things  pleasant 
and  grieve  afterwards  in  secret  at  one's 
own  and  the  situation's  failure.  The  pro- 
fessional feels  under  scrutiny,  does  not 
want  to  cause  distress,  is  also  ashamed  to 
admit  apparent  failures -even  to  colleagues 
and  certainly  to  superiors.  But  let  me  go 
even  deeper. 

A  strange  tension,  an  awkwardness 
almost  like  embarrassment,  can  exist 
between  parent  and  professional,  even 
when  both  are  wholeheartedly  seeking  the 
good  of  the  child.  It  arises  from  the 
unspoken. 

However  much  professionals  are  con- 
cerned, however  much  the  time,  love  and 
effort  given,  there  is  always  the  conscious- 
ness that  the  child  is  not  theirs,  that  much 
heartache  stands  in  the  background,  that 
they  are  in  the  situation  by  choice  -  with 
career  and  fulfilment  engaged  -  and  may 
walk  away  from  it  and  certainly  will  in  time, 
that  parental  experience  and  rights  stand 
before  them  along  with  vulnerability,  and 
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that  their  desire  to  help  may  exceed  their 
powers. 

However  much  parents  love  and  try  to 
bring  up  their  child,  there  is  always  the 
consciousness  that  although  the  respon- 
sibility is  ultimately  theirs  the  power  and 
capability  are  not,  that  they  always  seem  to 
be  asking  so  much  that  they  feel  beholden 
and  ashamed  to  ask  for  more,  that  advice 
given  is  ineffectively  followed,  that  the 
situation  which  was  not  of  their  choosing 
has  found  them  wanting  and  inadequate 
next  to  someone  who  finds  fulfilment  in 
such  situations. 

As  time  goes  by  there  can  arise  almost  a 
conflict  of  love  between  involved  pro- 
fessional and  parent.  It  is  not  just  that  by 
working  with  a  child  a  professional  may 
absorb  the  trust  into  individual  responsi- 
bility but  that  the  wish  to  do  one's  best,  to 
help  and  secure  the  co-operation  of  the 
parent,  may  make  differences  of  opinion 
very  hard  to  discuss.  For  both  there  is  also 
increased  awareness  that  part  of  the  life  of 
the  dependent  child  to  whom  each  feels  so 
close  has  been  shared  with  another  and 
that  the  missed  experiences  are  signifi- 


cant. For  the  parent  there  is  the  readjust- 
ment to  the  realization  that  things  have 
been  gained  from  someone  else.  Handing 
over  is  difficult;  sharing  can  be  harder, 
mutual  concern  can  almost  become  mutual 
rivalry  and  the  silliness  of  it  all  causes  the 
embarrassment. 

I  tread  dangerous  ground  and  do  not 
know  how  close  I  come  to  you  in  setting 
down  this  compendium  of  gathered  feel- 
ings, for  feelings  they  are  and  they  can 
form  that  last  little  barrier  that  can  be  a  long 
time  decaying.  Such  barriers  do  vanish.  I 
have  been  in  gatherings  where  I  have  had 
to  stop  and  think  who  was  the  professional 
and  who  the  parent,  because  there  seemed 
to  be  no  difference. 

Enough  for  now,  although  there  is  more 
to  say.  In  the  follow-up  article,  which  is 
really  half  of  the  whole,  I  shall  consider  the 
part  played  by  personality,  honest  differ- 
ence of  view,  a  divergence  in  long-term 
aims  and  the  problems  of  the  back-up 
team.  I  shall  also  look  more  closely  at 
status  and  at  the  decision-takers.  Having 
got  that  load  off  my  chest  perhaps  I  shall 
leave  you,  and  myself,  in  peace  for  a  while. 


No  Care  in  the  Community? 


The  Government's  plans  to  close  mental 
handicap  hospitals  and  move  the  care  of 
mentally  handicapped  people  into  the 
community  could  have  disastrous  results, 
according  to  an  all-party  House  of 
Commons  Committee. 

The  Committee  Report  argued  that 
hospital  residents  are  being  moved  out 
into  situations  that  cannot  provide  for 
them,  and  that  not  enough  money  is  being 
made  available  to  allow  for  a  successful 
transfer.  They  made  101  recommendations 
to  improve  the  policy,  including  the  pro- 
vision of  individual  care  plans  for  each 
resident,  increased  training  for  staff  receiv- 
ing mentally  handicapped  clients,  new 
funding  to  supplement  already  stretched 
community  services,  and  increased  atten- 
tion to  educating  the  public  about  the 
needs  of  mentally  handicapped  people. 

The  underlying  principle  of  providing  for 
as  many  people  as  possible  within  the 


community  was  supported.  But,  the  Report 
said,  this  policy  costs  money,  and  if  'Care  in 
the  Community'  is  thought  of  as  a  cost- 
cutting  measure,  the  results  could  be 
tragic  for  many  people. 

In  many  areas  'Care  in  the  Community' 
seems  to  have  been  interpreted  as  placing 
ex-residents  in  low-staffed  homes  in  the 
community,  or  in  bed  and  breakfast  homes. 
Only  in  a  few  areas  has  the  policy  been 
extended  to  try  to  make  community 
provision  for  the  more  profoundly  handi- 
capped, including  the  deaf-blind  residents. 
Sense  is  seeking  to  work  with  health 
authorities  on  planning  for  these  people 
too,  in  the  hope  that  we  can  transform  the 
much-maligned  Care  in  the  Community 
initiative  into  a  valuable  and  innovative  re- 
thinking of  what  services  should  be 
provided  forthe  most  severely  handicapped 
people  in  our  society. 
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European's  Usher  Syndrome  Study  Group 


Usher  Syndrome,  particularly  in  children 
and  young  people,  was  the  subject  of 
concern  for  fourteen  workers  representing 
ten  European  countries  at  a  recent  meeting 
at  St.  Michielsgestel  in  Holland. 

The  idea  that  we  should  meet  arose  last 
August  at  the  International  Association  of 
the  Education  of  the  Deaf-Blind  in  New 
York.  It  appeared  from  conversation  that 
many  European  workers  were  concerned 
about  the  provision,  or  lack  of  it,  for  young 
people  with  Usher  Syndrome  in  school,  at 
home,  at  work  and  in  society  generally; 
many  also  felt  isolated  in  their  work  with 
this  group  of  deaf  people  and  needed  more 
information  and  back-up. 

Lieke  de  Leuw,  for  many  years  teacher 
in  charge  of  the  deaf-blind  unit  at  St. 
Michielsgestel,  kindly  offered  to  host  the 
first  meeting  in  Holland. 

European  Overview 

Lieke  de  Leuw  introduced  the  sessions 
with  a  brief  outline  of  the  incidence  of 
Usher  Syndrome  and  provision  for  these 
students  at  St.  Michielsgestel.  In  1972 
special  arrangements  were  made  at  the 
Institute  to  equip  a  room  for  funduscopic 
examination  and  testing  of  the  visual  fields. 
In  1975  when  all  475  children  had  been 
examined,  24  were  diagnosed  with  Usher 
Syndrome  and  26  with  secondary  retinal 
dystrophy.  Today  Usher  Syndrome  forms 
3.5%  of  deaf  students  at  the  school. 

Both  St.  Michielsgestel  and  the  Institute 
for  the  Deaf,  Spermalie  in  Bruges  had 
formed  committees  of  professional 
workers  and  families  to  help  advise  in 
special  programmes  for  students  with 
Usher  Syndrome.  In  Spermalie  the 
incidence  of  Usher  was  slightly  higherwith 
8%  of  deaf  students  over  12  years  old 
having  RP. 

Jes  Kryger  then  described  the  Nordic 
Staff  Training  Centre  for  Deaf-Blind 
Services.  This  Centre  at  Dronningland  in 
Denmark  serves  personnel  working  with 
deaf-blind  people  in  all  five  Nordic 
countries,  and  this  arrangement  has 
allowed  for  a  closely  integrated  service  to 
be  offered  in  training,  in  improving 
techniques  and  in  raising  the  status  of  staff 
working  in  this  field. 

In  describing  the  Norwegian  model 
Birgit  Friele  reported  that  out  of  231  deaf- 
blind  people  of  all  ages,  50  have  Usher 
Syndrome. 

Christer  Degsell,  a  teacher  of  the  deaf  in 
Sweden,  reported  5%  of  students  in 
schools  for  the  deaf  had  retinitis 
pigmentosa  and  a  further  5%  had  other 
visual  problems.  He  was  very  aware  of  the 
need  for  teachers  to  be  given  clearer 
definitions  and  more  guidance  on  handling 
the  deaf  students  with  RP. 

This  need  was  echoed  by  Dietrich  Bunk 
from  the  deaf-blind  unit  in  Hanover.  He 
reported  that  out  of  85  children  in  his 
programme,  five  had  Usher  Syndrome. 
Where  possible  children  were  grouped  so 
that  at  least  two  affected  with  RP  were 
educated  together. 

The  situation  in  Switzerland  as  reported 
by  Ursula  Mattes  seemed  not  unlike  that  in 
Britain  in  that  there  was  no  overall  policy  for 
educating  deaf  students  with  RP  and  that 
each  school  tried  to  solve  the  problems 
which  arose  within  the  school  setting. 

French  workers  at  Poitier  and  in  Paris 


Mary  Guest,  Co-ordinator  of  the  Usher 
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reported  groups  of  deaf  children  under  14 
years  where  early  retinal  degeneration  had 
set  in,  and  this  posed  problems  forteachers 
in  planning  teaching  schemes. 

Paddy  Rowland,  a  paediatrician  from 
Dublin,  reported  that  most  children  in 
Ireland  were  diagnosed  between  1 1  and  1 6 
and  that  amongst  300  deaf  children,  ten 
had  been  recognised  with  RP  so  far.  All 
these  children  were  being  educated  in 
schools  for  the  deaf. 

No  overall  plan  for  educating  Usher 
Syndrome  students  existed  in  Italy 
according  to  Salvatore  Lagati  from  Trento. 
However,  he  hoped  that  studies  in  other 
European  countries  would  stimulate  more 
interest  amongst  Italian  educators. 


Counselling 

Birgit  Friele  introduced  this  important 
subject  by  describing  the  history  of  contact 
with  one  family  over  five  years.  This  was  a 
useful  exercise  in  that  she  was  able  to 
pinpoint  mistakes  and  suggest  other  ways 
of  handling  important  stages,  such  as 
breaking  the  news  of  diagnosis. 

As  a  result  of  these  discussions  we  set 
about  putting  together  some  guidelines  on 
counselling  the  individual  and  the  family  in 
connection  with  Usher  Syndrome.  It  is 
hoped  to  publish  these  guidelines  in  the 
proposed  European  Usher  Syndrome 
Study  Group  News-sheet. 

Curriculum  Planning  and 
Development 

Paul  Bulckaert  from  Belgium  stressed  the 
need  for  a  team  approach  when  Usher 
Syndrome  was  diagnosed,  in  order  to  agree 
on  a  plan  of  action,  with  each  worker 
understanding  their  role  in  relation  to  each 
other  as  well  as  with  the  affected  family.  He 
felt  that  parents  needed  time  to  absorb  the 
news  of  a  second  handicap  and  that  they 
required  support  and  follow-up  to  check  on 
any  misunderstandings  which  could  so 
easily  arise. 

He  suggested  that  a  critical  incident 
such  as  an  accident  could  stimulate 
learning  and  acceptance  of  certain  stages, 
e.g.  falling  into  a  hole  in  the  road,  might 
stimulate  the  student  to  accept  more  help 
with  mobility. 

Lieke  de  Leuw,  in  describing  the 
planned  approach  developed  at  St. 
Michielsgestel,  stressed  the  need  for 
training  in  orientation.  Pupils  with  RP  are 
trained  early  in  spatial  relations  and  in  how  to 
memorise  where  key  objects  such  as  door 
handles,  light  switches,  stairs,  are  located. 
Attention  is  given  as  to  how  to  read  maps, 
make  tea,  how  to  find  dropped  objects,  at  a 
point  when  the  students  still  retains  much 
useful  vision. 

As  night  blindness  is  the  most  common 
symptom  experienced  by  young  deaf 
people    with    RP,    emphasis    is    laid    on 


orientation  in  the  dark  such  as  the 
squaring-off  technique  using  a  wall  at  right 
angles  to  help  the  individual  walk  in  the 
correct  direction.  They  are  encouraged  to 
use  the  'bumper  arm'  at  night  to  avoid  injury 
to  the  head  and  face.  These  techniques, 
together  with  emphasis  on  sense  of  smell 
and  how  to  be  guided,  help  prepare  the 
student  not  only  for  future  restrictions  in 
vision  but  give  him  greater  confidence  in 
moving  around  safely  at  present. 

Plans  for  the  Future 

The  weekend  at  St.  Michielsgestel  proved 
so  helpful  to  all  of  us  that  it  was  decided  to 
make  this  meeting  a  regular  annual  event. 
It  was  also  decided  to  circulate  a  twice 
yearly  news-sheet  between  the  partici- 
pating countries  which  would  be  edited  by 
the  host  country  for  that  year  and  then 
circulated  by  Jes  Kryge  from  the  Nordic 
Staff  Training  Centre. 

Before  leaving  Holland  we  drafted  our 
objectives  for  the  European  Usher 
Syndrome  Study  Group  which,  we  hope, 
will  mark  the  beginning  of  a  much  better 
understanding  of  the  needs  of  this  long 
neglected  group  of  deaf  people.  Perhaps 
one  of  the  most  important  of  these 
objectives  is  the  need  to  stimulate 
research,  in  educational,  psycholigical  and 
medical  fields.  We  hope  that  when  we  meet 
again  in  Bruges  in  Belgium  in  July  1 986  we 
will  be  able  to  report  on  some  new 
advances  in  these  fields. 


Usher  Syndrome 
Parents 

Parents  of  a  deaf  person  with  retinitis 
pigmentosa  (Usher  Syndrome)  are 
invited  to  a  One  Day  meeting  on 
Saturday  19th  October,  1985  at 
Church  House,  Westminster,  London 
SW1. 

The  meeting,  organised  jointly  by 
the  National  Deaf  Children's  Society 
and  Sense  is  open  to  all  parents 
deaf  children  of  any  age  (including 
grown  up  children)  who  also  have 
retinitis  pigmentosa  Adult  brothers 
or  sisters  who  are  fulfilling  the  role  of 
parents,  i.e.  who  are  responsible  for  a 
deaf  brother  or  sister,  are  also 
welcome. 

The  outline  programme  includes: 

•  Understanding  the  effects  of  RP 
on  vision  -  Professor  John  Marshall 

•  Practical  steps  in  reducing  the 
effects  of  RP;  moving  safely,  making 
things  easier  to  see  -  Paul  Ennals, 
Mobility  Officer. 

•  Facing  up  to  a  progressive  con- 
dition -  a  psychotherapist. 

•  Discussion  groups 

-  coping  with  grief  as  a  couple 
-emotional   needs  of  the  affected 

child 

-  reactions  of  unaffected  siblings 

A  light  buffet  lunch  will  be  provided 
as  well  as  coffee  and  tea.  For  details 
please  write  to  Mary  Guest  311 
Grays  Inn  Road,  London  WC1  X  8PT. 
Tel:  01-278  1005. 
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Marjorie  Henliam-Barrow,  OBE 


As  much  as  any  one  person  can  influence 
the  climate  of  public  opinion  towards  a 
group  of  handicapped  people.  Marjorie 
Henham-Barrow  OBE.  or  'HB'  as  she  is 
known  to  hundreds  of  deaf-blind  adults, 
has  represented  and  worked  for  the  needs 
of  the  deaf-blind  ever  since  her  early  days 
with  the  Southern  Regional  Association  for 
the  Blind,  whose  Secretary  she  was  from 
1954  to  1975. 

The  opportunities  and  services  which 
many  of  our  deaf-blind  chidren  will  find 
available  to  them  when  they  grow  up,  have 
been  initiated  by  her  indefatigable  work  on 
endless  committees  and  seminars:  wher- 
ever HB  is,  you  can  be  certain  that  the  deaf- 
blind  have  a  spokesman  who  will  put 
forward  their  needs  and  their  point  of  view. 
This  is  always  presented  from  her  first- 
hand knowledge  of  the  four  orfive  hundred 
adults  whom  she  has  met  and  talked  to  and 
in  many  cases  "found",  living  in  darksilence 
and  isolation  in  back  kitchens  and  upstairs 
rooms  and  whom  she  has  brought  out  into 
some  sort  of  life  through  the  Social 
Rehabilitation  Courses  which  she  started 
in  1957.  These  courses,  held  in  various 
hotels  at  seaside  resorts  round  the  country, 
served  the  double  purpose  of  giving  the 
trainee  home  teachers  of  the  blind  who 
acted  as  escorts,  some  experience  of  the 
frustration  of  deaf-blindness,  and  bringing 
enormous  pleasure  to  the  participants. 
They  also  paved  the  way  to  much  greater 
co-operation  between  the  professional 
workers  in  the  deaf  and  blind  worlds.  An 
early  paper  which  HB  wrote  on  the  findings 
of  these  courses,  which  were  often  the 
only  week  of  the  year  in  the  'outside  world' 
for  some  of  the  elderly  deaf-blind,  was 
picked  up  by  Doctor  Mary  Sheridan 
lanother  good  friend  of  the  Rubella 
Association),  and  by  Miss  Winifred  Adams, 
whose  Ministerial  approval  made  certain  of 
the  continuance  of  these  courses  which 
are  still  an  annual  affair,  greatly  looked 
forward  to  and  usually  oversubscribed. 

We  first  met  HB  when  she  offered  usthe 
use  of  her  office  in  Howick  Place  for 
meetings:  this  was  in  1 957.  and  by  the  time 
we  met  again  at  the  first  Condover 
conference  in  1961  we  were  sure  of  her 
support  in  all  our  plans.  She  came  to  many 
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Marjorie  Henham-Barrow  presenting  the 
Wells- Bladen  Silver  rosebowl  forthe  best 
exhibit  in  the  deaf-blind  section  of  the 
SRAB  'Hands  of  the  Blind'  Exhibition. 

of  our  house  meetings,  all  future  con- 
ferences and  to  most  of  our  AGM's,  which 
for  some  years  took  place  at  our  home  in 
Salisbury. 

As  a  member  of  the  Deaf-Blind  Helpers 
League,  of  which  she  is  now  Chairman,  she 
was  partly  instrumental  in  persuading 
them  to  lease,  and  later  to  sell  us,  the 
Manor  House  in  Market  Deeping.  Againsta 
certain  amount  of  doubt  as  to  our  reliability 
as  an  organisation,  HB  was  able  to  vouch 
for  us  as  a  thoroughly  worthwhile  and 
trustworthy  lot  of  dedicated  people  who 
desperately  wanted  a  centre  for  our  older 
children. 

Marjorie  says  of  us  -  meaning  the 
Freemans  and  ourselves  and  the  small 
group  of  parents  we  had  recruited  -  "I 
watched,  amazed,  as  you  recognised  the 
task  ahead  of  you.  gathering  together  like- 


minded  people  and,  despite  the  burden  of 
your  own  handicapped  child,  were  able  to 
help  so  many  others,  without  apparently 
counting  the  cost  to  yourselves."  She  was 
then  in  a  position  of  an  observer,  con- 
cerned only  with  those  over  sixteen,  but 
realising  that  all  too  soon  our  children 
would  be  her  young  adults.  She  did  all  she 
could  to  establish  more  understanding, 
more  opportunities  and  more  tolerance  for 
our  anti-social,  lonely  charges  so  that  they 
might  never  have  to  meet  the  ostracism 
and  misunderstanding  that  we  parents  had 
to  face  with  courage  and  forgiveness  on 
their  behalf. 

Anyone  who  has  seen  a  roomful  of  deaf- 
blind  people  signing  to  each  other,  "Where 
HB?'  and  watched  their  faces  lighting  up 
with  pleasure  when  she  comes  to  talk  to 
them,  teasing  and  treating  them  as  people 
again  (because  she  has  always  seen 
straight  through  the  barrier  of  their  handi- 
cap to  the  individual),  will  realise  how  much 
she  means  to  them.  The  so-called  self- 
expression'  evening,  when  they  are  per- 
suaded to  sing  -  with  disastrous  but 
hilarious  results-to  dance  the  Conga  and. 
as  one  delighted  performer  wrote  after- 
wards, 'play  silly  games  in  gay  abandon', 
are  entirely  her  own  invention,  realising 
that  fun  is  an  element  easily  lost  in  earnest 
attempts  to  improve  the  quality  of  life  for 
deaf-blind  people. 

Every  year  HB  gives  a  garden  party  at 
her  home  in  Wanstead  for  the  deaf-blind. 
This  started  in  quite  a  small  way,  but  news 
of  good  things  travels  fast  in  deaf-blind 
circles,  and  last  year  over  sixty  people 
turned  up  and  the  garden  party  overflowed 
all  over  the  house.  Now  that  more  rallies  for 
the  deaf-blind  are  being  organised  in 
different  parts  of  the  country,  the  appetite 
for  exchange  of  views  and  gossip,  which 
always  occurs  when  old  friends  meet,  will 
be  better  met  than  by  an  annual  get- 
together.  But  these  garden  parties  have 
been  an  astonishing  manifestation  of 
Marjorie  Henham-Barrow's  continuing 
interest,  understanding  and  love  for  the 
deaf-blind  which  has  left  us  all  a  rich  legacy 
of  ideas  in  providing  for  their  needs  in  a 
more  imaginative  way  than  we  could 
possibly  have  foreseen  thirty  years  ago. 


Research  Institute  for  Consumer  Affairs 


The  RICA  is  a  charitable  trust  supported  by 
the  Consumers'  Association.  It  has  recently 
completed  18  months  of  research  about 
aids  for  disabled  people,  and  as  a  result 
has  published  five  books  on  this  subject. 
They  are  - 

Communication  Aids -a  guide  for  people 
who  have  difficulty  speaking  Covers  com- 
munication dharts,  electronic  and  mechan- 
ical aids,  artificial  languages  and  gives  a 
txief  introduction  to  sign  languages  and 
symbol  systems 
48  (M0M  £1.50  mo  postage 

Powered  Wheelchairs  -  a  guide  to  help 
fou  ehooM 

Grves  summary  descriptive  details  (not 
test  results)  of  all  the  powered  wheelchairs 
on  the  marVet  with  an  outline  of  things  to 


consider  when  choosing. 

24  pages  £1 .50  inc.  postage 

Evaluating  Aids  for  Disabled  People 

A  handbook  for  researchers  in  hospitals, 
academic  and  other  institutes  who  are 
concerned  with  testing  or  evaluating  aids 
for  people  with  disabilities. 
130  pages  £15  inc.  postage 

Aids  for  People  with  Disabilities 

Reviews  the  way  information  about  aids 

and  equipment  is  collected  and  disseminated 

to  people  with  disabilities  and  professional 

staff. 

202  pages  £15  inc.  postge 

Aids  for  People  with  Disabilities  -  a 
bibliography  with  summaries  of  perfor- 
mance studies 


Contains  over  1900  references  (including 
cross-references)  to  published  and  unpub- 
lished work  relating  to  the  performance  of 
aids  and  equipment  for  people  with  handi- 
caps and  disabilities,  including  the  infirmities 
of  age.  The  scope  is  from  simple  to  high 
technology  aids. 

Aimed  primarily  at  those  involved  with  aids 
professionally  but  may  also  be  helpful  to 
users  and  potential  users  of  aids. 
936  pages  £20  inc.  postage 

These  publications  are  all  available  from: 

The  Research  Institute  for  Consumer 

Affairs 

14  Buckingham  Street 

London  WC2N  6DS 

Tel.  01-930  3360/0688 
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Letters 


Dear  Sir, 

loyal  Victoria  School  for  the  Blind 

Tie  Royal  Victoria  School  for  the  Blind  has 
)een  established  in  Newcastle  for  about 
1 50  years.  It  has  a  fine  reputation  and  a 
ong-standing  tradition. 

The  school  is  due  to  close  in  July  of  this 
'ear.  When  this  happens,  it  will  also  mark 
he  end  of  the  Multiply  Handicapped  Unit 
vithin  the  school. 

There  have  always  been  strong  ties 
>etween  the  Royal  Victoria  School  Unit  and 
>ense,  and  I  would  like  to  take  this 
>pportunity  to  briefly  outline  some  of  these 
inks. 

The  Unit  was  started  in  the  late  1960's 
>y  Tony  Best,  who  has  been,  and  still  is,  a 
ireless  worker  for  the  Association.  One  of 
he  early  teachers  in  the  deaf-blind  Unit,  as 
t  was  then  called,  was  Tony's  wife,  Chris, 
vho  has  been,  until  recently,  Sense 
Education  Officer. 

Chris  Best,  and  very  recently  myself, 
lave  been  responsible  for  running  a 
loliday  for  children  in  Southport  for  several 
'ears.  There  has  always  been  a  wealth  of 
billing  helpers  from  Newcastle  and  their 
jxperienced  and  caring  approach  has 
>een  most  appreciated  and  often  a 
lecessity. 


We  also  lay  claim  to  having  at  least  a 
small  part  of  Norman  Brown,  Sense  Liaison 
Officer,  whose  son,  Stephen,  was  a  pupil  of 
ours  for  many  years. 

Most  recently  we  have  been  pleased  to 
see  one  of  our  ex-teachers,  Sheila 
Houston,  join  the  Family  Service  as  a 
peripatetic  teacher  in  the  Northern  Region. 

Over  the  years  many  of  the  parents  of 
our  pupils  have  joined  Sense  because  of 
our  strong  links  and  this  has  given  the 
parents  a  vital  extra  area  of  support,  and 
also  increased  the  strength  of  the 
organisation. 

The  ties  which  have  been  forged 
between  Sense  and  the  Unit  were 
strengthened  by  our  en  masse  visit  to  the 
Leicester  conference.  These  ties  have 
benefitted  the  children  in  the  school.  I  hope 
that  we  have  also  been  able  to  contribute  to 
the  strength  of  the  Association  over  the 
years. 


Bob  Snow, 

Head, 

Multiply  Handicapped  Unit, 

Royal  Victoria  School. 


Our  Liaison  Officer  writes:  The  Royal 
Victoria  School  and  its  Unit  for  the  Multiply 
Handicapped  can  lay  claim  to  more  than  "a 
small  part"  of  Norman  Brown  and  to  a  very 
large  part  of  Stephen. 

He  and  I  have  a  hundred  memories  of  the 
love  and  skilful  teaching  there.  He  cannot 
tell  you  himself  but  I  have  seen  the  smiles, 
have  helped  him  home  with  his  treasures, 
have  watched  the  fearful  little  boy  become 
the  confident  young  man.  I  have  seen  the 
Unit  which  should  have  shed  its  youngsters 
when  they  were  twelve,  keep  them  until 
sixteen  because  there  was  nowhere  for 
them  to  go.  I  have  seen  caring  well  beyond 
the  call  of  duty  from  house-parents  and 
teachers,  helping  Stephen  and  myself  over 
many  rocky  patches  as  it  has  helped  so 
many  others. 

If  the  closure  of  the  School  had  meant 
the  loss  of  the  Unit,  I  would  not  be  alone  in 
being  very  distressed.  But  in  bidding 
farewell  in  July  to  the  Royal  Victoria  School 
we  can  also  wish  every  success  to  the  Unit 
in  its  home  from  September  at  the  Northern 
Counties  School  for  the  Deaf.  Thank  you 
R.V.S.  -  for  everything. 


We  have  often  had  articles  in  the  Newsletter  about  the  relationship  between 

parents  and  professionals,  and  the  way  in  which  this  can  go  wrong.  Who  wrote 

this  poem-  a  professional  or  a  parent? 


Professional  Opinion 


"Ah,  you're  the  mother,  Come  in  please,  my  dear. 

We've  examined  the  child  while  she's  been  here. 

Please,  be  seated,  if  you  would. 

Professionally  speaking,  the  prognosis  isn't  good. 

A  sensory-neural  hearing  loss,  means  that  she  is  deaf. 

With  congenital  cataract,  of  normal  sight  bereft. 

Her  muscle  tone  is  such  that  she  may  never  walk. 

Oh,  I  forget,  her  deafness  means  that  she  may  never  talk. 

Her  stomach  is  malformed  and  occupies  a  space 

Usually  reserved  for  lungs.  And  you  will  have  to  face 

The  fact,  we  feel  there  may  be  damage  to  the  brain, 

So  from  education  may  not  obtain  . . ." 

"STOP!  STOP!  STOP! 

I  may  only  be  my  daughter's  mother, 
But  no  matter  what  you  discover 
To  me  she  is  a  person. 
Don't  write  her  off  with  all  your  jargon. 

I  will  nurture  her  and  care, 

And  see  she  gets  her  valid  share 

Of  love  and  life  and  family. 

Don't  wave  prognosis  over  me 

Like  some  rod  of  doom. 

For  I  will  strive  to  prove  you  wrong. 

Give  me  help.  Give  me  hope. 
Give  me  aids  that  I  may  cope. 
Above  all  give  me  faith  to  believe 
That  one  day  my  daughter  will  leave 
My  arms  a  miracle  of  life. 

Let  the  best  surgeon  with  his  knife 

Replace  the  malformed  parts. 

Fit  the  best  hearing-aids,  so  sound  imparts 


Some  meaning  to  the  spoken  word. 

Then  her  own  voice  may  be  heard. 

With  glasses  let  her  see  the  world, 

In  which  she  walks,  unfold  before  her  eyes. 

Don't  look  at  me  with  that  surprise  upon  your  face. 

For,  given  time,  I  know  she'll  take  her  place 

Along-side  you  and  me  and  all  humanity, 

A  worthy  part  of  our  society. 

I'm  sorry.  I  got  carried  away . . . 
What  was  it  you  were  trying  to  say?" 
"No.  Please  do  not  apologise 
For  opening  professionals'  eyes." 

Kenneth  Terry 
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Letters  (conk) 


Robert  Beattie 

Dear  Sir, 

We  read  with  great  interest  the  "Life 
History"  on  Robert  Beattie  in  the  last 
edition  of  Talking  Sense'  and  felt  his 
parents  made  some  very  pertinent 
observations  about  their  early  experiences 
with  Robbie  which  would,  we  feel,  strike  a 
familiar  note  with  many  parents  of 
handicapped  children.  The  article  prom- 
pted much  discussion  within  our  group  and 
we  would  therefore  like  to  make  the 
following  observations. 

As  I  am  sure  you  will  appreciate, 
accurate  diagnosis,  and  more  especially 
prognosis,  can  be  difficult  to  determine  in 
very  young  babies  unless  the  handicap  is 
clear  at  birth;  perhaps  this  is  why  Doctors 
tend  to  be  vague  when  challenged.  We  feel 
though  there  is  justification  for  actively 
involving  parents  in,  both  the  diagnostic 
process  and  the  early  treatment  plans, 
since  it  is  they  who  hold  a  wealth  of 
information  about  their  child's  de- 
velopment. However,  it  seems  an  all  too 
common  experience  for  Doctors  not  only  to 
ignore  parents'  views  but  somehow  deal 
insensitively  with  the  painful  realities  of 
having  a  handicapped  child.  Mr  and  Mrs 
Beattie's  experiences  in  this  area  are  not 
unique  which  suggests  implications  on  the 
quality  and  content  of  training  received  in 
couselling  skills  by  the  medical  profession. 
Perhaps  we  could  suggest  that  Sense 
undertakes  some  comprehensive  research 
into  this  and  then  makes  some  comparison 
against  parent's  own  experiences  before 
publishing  their  findings. 

We  acknowledge  the  necessity  in 
parents  to  have  an  identifiable  label 
attached  totheirchild's  handicap  but  would 
be  somewhat  cautious  of  this  since  it  can 
predispose  everyone's  responses.  Of 
course,  current  legislation  in  the  form  of 
the  Education  Act  1981  does  allow  for  a 
more  broadly  based  examination  of  the 
child's  needs  and  how  these  can  most 
appropriately  be  met.  As  a  result,  for  many 
children  labels  are  not  quite  so  important. 

Having  a  handicapped  child,  especially 
one  who  requires  a  lot  of  medical  attention, 
places  a  great  deal  of  additional  stress,  not 
only  on  the  primary  carer  i.e.  the  mother, 
but  also  on  other  members  of  the  family 
unit.  Early  referral  to  a  Social  Services 
Department  can  facilitate  access  to  both 
counselling  and  practical  support.  The 
Social  Worker,  for  example,  can  help  the 
family  interpret  medical  jargon  or  indeed 
understand  the  implications  of  the 
diagnosis  by  building  positive  bridges  of 
communication  between  all  parties 
involved  in  the  child's  overall  care.  He/she 
can  support  and  assist  the  family  through 
the  maze  of  available  information  and 
benefits  to  prevent  inappropriate  satu- 
ration and  confusion  whilst  facilitating  step 
by  step  comprehension  of  immediate,  short 
and  long  term  requirements  of  both  the 
child  and  their  family. 

David  Mumford 

on  behalf  of  the  Social  Workers 

Group  to  Under  Fives  with 

Disabilities 

City  of  Coventry  Social  Services 

Department. 

New  Council  Offices, 

Coventry  CV1  5RS. 


Fanny  Turner 


Last  Summer  Rodney  Clark  wrote  about  his 
friendship  with  Fanny  Turner,  the  first  deaf- 
blind  person  he  ever  met.  We  subsequently 
received  a  letter  from  Miss  Turner's  niece, 
Mrs  M.  Rayburn,  describing  her  own 
impressions  of  Fanny,  and  here  are  some 
extracts  from  that  letter. 

People  surface  to  my  mind  in  order  of 
their  significance  in  these  formative  years, 
they  move  forward  to  claim  their  place  from 
the  depths  of  my  subconscious.  Now  it  is 
my  blind  and  deaf  aunt,  my  father's  sister, 
who  has  returned.  She  was  called  Fanny, 
and  she  lived  with  us  when  we  were  small 
children,  acting  as  nurse  maid  and  general 
comforter.  The  disease  that  affected  her 
sight  and  hearing  developed  after 
her  vaccination  at  the  age  of  seven.  Within 
a  short  space  of  time  this  beautiful  child 
was  locked  in  a  world  of  darkness  and 
silence. 

Her  hands  became  her  means  of 
expression  and  her  long  and  slender 
fingers  the  messengers  of  sight  and  sound. 
They  vibrated  as  they  circled  around  in 
expectation,  they  traced  the  outline  of  the 
faces  she  loved,  they  rested  folded  and  still 
in  her  lap.  Around  her  mouth  her  state  of 
mind  was  always  clearly  in  evidence;  when 
happy,  a  delicate  smile  hovered  around  her 
lips,  the  creases  like  two  brackets  at  the 
side  of  her  mouth  would  be  raised,  but 
when  unhappiness  became  too  much  to 
bear,  all  was  reversed  and  downward,  while 
the  lips  protruded  a  good  two  inches  in  a 
fearsome  pout. 

When  I  was  born,  Fanny  was  a  young 
women  and  lived  in  our  home  busying 
herself  helping  with  the  young  family.  I 
remember  still  her  toneless  voice  as  she  tried 
to  sing  me  to  sleep,  and  the  strength  of  her 
arms  as  she  carried  me  into  the  orchard  to 
sit  in  the  hammock.  The  trees  in  the  orchard 
were  large  and  grew  untidily  but  Fanny  had 
an  efficient  radar  system,  we  always 
reached  our  destination  without  coming  to 
any  harm.  Fanny  was  strong  and  intelligent, 
giving  much  needed  support  to  my  mother, 
we  accepted  her  as  for  us  there  was  no 
strangeness  to  overcome.  As  we  grew  older 
our  toleration  had  to  stand  up  to  more 
stress  but  we  learned  to  communicate  on 
her  hands  and  so  built  up  a  relationship. 
This  communication  was  rather  a  one  sided 
business,  she  would  patiently  wait  as  I 


Fanny   Turner   (seated)    with    Dorothy 
Hunter  and  Miss  Timbury. 


slowly  used  the  alphabet  in  this  unfamiliar 
way.  Once  understanding  was  reached  she 
would  grab  my  wrist  and  at  great  speed 
spell  out  her  reply.  I  never  managed  to 
catch  upwith  herandwouldsignalforherto 
go  slowly.  To  express  her  thanks  at  the  end 
of  the  'conversation'  she  would  gracefully 
place  her  fingers  against  her  lips  and  then 
extend  her  hand  in  my  direction.  At  other 
times  she  felt  the  need  to  communicate  in 
writing.  This  she  would  do  in  large  capitals 
that  she  had  learned  at  school  before  her 
blindness,  and  the  words  would  run  into 
one  another  despite  her  ploy  of  placing  one 
finger  on  the  page  after  each  word,  but  the 
sentences  could  be  picked  out. 

We  were  never  aware  that  her 
appearance  was  strange,  or  that  people 
meeting  her  for  the  first  time  became 
nervous.  It  may  have  been  the  strange 
sound  that  she  made  when  attempting  to 
speak  that  was  off  putting  to  strangers.  It 
was  sad  when  children  drew  away  from  her 
in  fear  but  it  was  understandable.  We  loved 
her  as  children,  we  would  take  herfor  walks 
around  the  small  farm  and  occasionally 
along  the  road.  One  episode  that  deserves 
writing  about  was  a  visit  to  the  sea  side.  We 
all  went  to  High  Cliff  for  the  day  and 
gleefully  we  took  Fanny  into  the  water  for  a 
paddle.  With  a  small  child  holding  each  of 
her  hands  she  walked  into  the  sea  and  she 
kept  walking  until  we  were  nearly 
submerged.  Someone  spotted  us  from  the 
beach  and  we  were  rescued  in  time. 

Fanny  lived  with  usfora  number  of  years 
when  my  grandmother  also  lived  on  the 
small  holding.  Eventually  they  moved  to 
Winchester  and  we  only  saw  her  in  the 
school  holidays.  All  this  came  to  an  end 
when  Granny  died  and  Fanny  went  into  a 
home  for  the  blind  near  Andover.  Life  now 
gave  her  a  second  chance,  she  must  have 
been  well  into  her  sixties  when  at  last  she 
received  the  specialised  help  that  she 
needed.  A  great  interest  was  taken  in  her 
development,  her  sense  of  humour 
delighted  those  who  cared  for  her,  while 
her  common  sense  had  more  scope  in  this 
larger  environment.  Dorothy  Hunter,  the 
matron  of  the  home,  grew  very  fond  of 
Fanny,  so  much  so  that  when  she  retired 
she  took  Fanny  to  live  with  her.  A  rapport 
grew  between  them  that  seemed  to  mould 
them  into  one  person.  The  home  that  Fanny 
found  herself  in  was  a  pretty  bungalow  with 
a  large  garden,  and  there  she  received 
devoted  care  from  two  ladies,  one  as 
mentioned,  the  matron,  and  the  other  her 
friend,  Miss  Timbury,  a  welfare  worker  for 
the  blind.  In  this  conducive  atmosphere 
the  intelligence  that  had  remained  dormant 
for  so  long  developed.  Every  day  the  news 
in  the  paper  was  relayed  to  her  on  her 
hands  by  these  expert  people,  her  talents 
were  encouraged  so  that  her  hand  work 
became  quite  famous. 

Fanny  did  not  have  many  more  years  left 
to  share  with  her  devoted  friends.  She  died 
in  her  early  seventies  and  lies  buried  in  the 
pretty  village  churchyerd.  Her  memory  lives 
on,  she  had  become  such  a  loved 
personality.  I  like  to  think  that  knowing  her 
helped  me  with  my  work  with  handicapped 
children,  it  helps  me  to  make  sense  of  her 
suffering. 

Mrs  M.  Rayburn, 
91  Waterdell  Lane, 
St.  Ippolitts. 
Hitchin,  Herts. 
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Greg  Dea 


Dear  Sir, 

I  enjoy  reading  your  magazine  and 
seeing  the  various  pictures  submitted  by 
parents  of  their  multi-handicapped  child. 

I  have  yet  to  see  a  picture  of  an  Asian 
child;  therefore,  it  gave  me  the  incentive  to 
write  and  send  you  a  photo  of  Greg. 

Greg  will  be  21  years  old  on  November 
14th.  He  is  the  product  of  the  German 
Measles  epidemic  back  in  1 964  here  in  the 
United  States. 

Presently,  Greg  lives  in  Sonoma  State 
Developmental  Center.  He  is  loved,  the 
environs  are  comfortable  . . .  like  attending 
a  college  campus.  Greg  is  very  content 
living  at  Sonoma.  He  is  totally  blind  and 
deaf  but  that  does  not  hinder  his  love  of 
exploring.  He  is  a  very  calm,  but  stubborn 


individual.  His  personality  is  such  a  delight. 
It's  too  bad  I  cannot  have  him  live  with  us  at 
home.  In  addition  to  Greg,  I  have  a  1 7  year 
old  son  and  I  work  full  time. 

I  want  to  congratulate  your  staff  on  the 
continuous  good  work  and  dedication  you 
provide  for  parents  and  teachers  of  these 
very  special  people.  Keep  up  the  good  work! 

Alyce  Dea 
1690  Capistrano 
Berkeley,  Calif.  94707 
U.S.A. 


National  Rubella 
Council 
Conference  News 

The  next  conference  will  be  held  in 
Manchester  on  Wednesday  3rd  July  in 
association  with  the  North  Western 
Regional  Health  Authorities. 

We  told  you  about  action  committees  in  the 
Autumn  Issue  of  Talking  Sense  and  you 
may  like  to  know  that  ALL  the  conferences 
held  so  far  have  resulted  in  the  formation  of 
local  action  committees.  Some  have 
already  had  several  meetings  but  others, 
though  set  up,  have  still  to  swing  into 
action.  We  will  keep  you  informed  of  contact 
names  as  soon  as  the  committees  are 
activated.  For  those  of  you  in  North  Wales 
the  contact  is: 

Dr  E.  G.  Roberts 

North  Wales  Regional  Rubella  Action 

Committee 

Clwyd  Health  Authority, 

Preswylfa,  Hendy  Road,  Mold, 

Clwyd  CH7  1  PZ. 


Healthline 

Healthline  is  a  new  telephone  information 
service  run  by  the  College  of  Health.  The 
College  has  recorded  over  100  tapes 
providing  information  on  a  wide  range  of 
health  subjects.  Each  tape  is  2-6  minutes 
long  and  has  been  approved  by  a  panel  of 
medical  experts.  Topics  covered  include:- 

Nutritiori 

Stopping  Smoking 

Incontinence 

Alternative  Medicine 

Looking  After  the  Elderly 

Bedwetting 

Immunisation 

Heart  Disease 
Self-Care 

A  Directory  listing  all  the  tapes  is  available 
by  sending  £1.00  and  your  name  and 
address  to  Healthline,  PO  Box  499, 
London  E2  9PU. 

The  service,  available  seven  days  a 
week,  is  anonymous,  confidential  and  free 
except  for  the  cost  of  the  phone  call.  To 
contct  Healthline  dial:— 

London        01980  4848    6  pm -10  pm 
Exeter  0392  59191      24  hours  a  day 

Gloucester  0452  503655  8  am  -  8  pm 


HASICOM 


The  Department  of  Trade  and  Industry's 
HASICOM  project  (see  report  in  the 
Autumn  1984  Newsletter)  to  provide  tele- 
phone communication  for  deaf-blind  people 
is  now  at  an  end. 

It  has  proved  so  successful  that  the 
organisations  who  took  part  in  the  project 
felt  tnat  it  must  be  established  on  a 
permanent  basis,  and  a  separate  organi- 
sation is  now  being  set  up.  The  new  service 
will  be  run  by  a  Council  of  Management 
composed  of  the  following  organisations:- 

Breakthrough  Trust 
Electronic  Aids  for  the  Blind 
National  Deaf-Blind  Helpers'  League 
Royal  National  Institute  for  the  Blind 
Royal  National  Institute  for  the  Deaf 
Sense 

Brian  Payne  (EAB  and  British  Telecom)  is 
Chairman,  Ann  Bamett(NDBHL)  is  Treasurer 
and  Rodney  Clark  of  Sense  is  Secretary. 
Mike  Martin,  Head  of  the  RNID's  Scientific 
and  Technical  Department,  is  to  form  a 
Technical  Committee  to  undertake  the 
development  of  equipment. 

The  Braille  telephone  system  is  now 
well  established  using  Telecom  Gold,  BT's 
computerised  communication  system.  The 
new  service  will  promote  other  forms  of 
telephone  communication  for  deaf-blind 
people-  large  script  on  a  screen  for  people 
with  some  useful  vision,  and  Moon  which  is 
another  paper  mode  similar  to  Braille.  It  is 
hoped  to  provide  a  direct  telephone-to- 
telephone  system  soon  which  does  not 
require  users  to  be  connected  through 
Telecom  Gold. 


Diary  of ...  an  Education  Officer 

Who  knows  what  our  staff  actually  do?  In 

the  first  of  a  series,  MARION  TOBIN 

opens  up  her  diary  to  give  us  a  taste  of 

life  as  Sense's  Education  Officer. 


To  Coventry,  to  Ian  and  Margaret  Beattie's 
house  at  Walsgrave,  to  pool  ideas  with 
Margaret  for  the  weekend  conference  to 
be  held  again  at  Leicester  in  September. 
The  response  to  the  questionnaire  sent 
out  after  last  year's  Conference  has  proved 
a  useful  foundation,  and  after  a  morning's 
work  we  have  a  fairly  detailed  plan,  which 
will  no  doubt  undergo  many  an  alteration 
before  it  goes  into  print  as  the  Conference 
Programme . . . 

To  the  Royal  School  for  Deaf  Children, 
Margate,  where  David  Bond,  Psychologist 
to  the  school  and  a  member  of  Sense's 
Education  Committee,  showed  me  round 
the  Pursqlove  Unit  Jn  which  I  encountered 
faces  familiar  from  past  issues  of  Talking 
Sense,  their  owners  engaged  in  various 
activities  including  P.E.,  dressing  them- 
selves, working  in  the  classroom,  and 
socialising  at  lunch-time  . . . 

To  London,  to  have  an  informal  meeting 
with  fellow  education  officers,  Suzanne 
Turfus  of  the  BDA,  Gordon  Mitchell  from 
the  RNID,  and  Jane  Speedy  of  the  NDCS. 
Over  lunch  we  discussed  our  work,  finding 
as  expected  that  whereas  no  two  have 
exactly  similar  responsibilities,  all  have 


areas  of  interest  in  common.  We  plan  to 
meet  regularly,  to  exchange  information 
and  avoid  duplication  . . . 

To  Exeter,  to  meet  the  staff  and  children 
of  the  deaf-blind  unit  at  the  Royal  West  of 
England  School  for  the  Deaf,  and  to  meet 
two  older  children  integrated  into  senior 
classes  of  deaf  children.  With  Miss  Twigg 
and  Mrs  McGinn  I  watched  Richard,  Brian, 
Matthew  and  Alexandra  at  work.  As  at  all 
the  units,  I  was  made  welcome  by  the  staff, 
whose  work  is  not  made  easier  by  the 
presence  of  visitors  .  .  . 

To  Whitefield  School,  joining  Malachy 
and  his  classmates  in  the  playground 
where  they  were  enjoying  the  warm 
sunshine  of  one  of  our  better  March  days. 
Later,  I  met  the  children  who  integrate 
regularly  with  a  group  from  the  department 
for  children  with  moderate  learning  diffi- 
culties. Also  encountered  were  Paul, 
engaged  in  decorating  a  paper  plate,  and  a 
lively  Dipak  returning  from  the  Toy  Library. 
I  left  after  extracting  a  promise  from  the 
Headmaster  and  Staff  to  contribute  to  the 
Leicester  conference  -  a  poor  return  for 
their  splendid  hospitality  . . 
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Members'  News 


Richard  Holman 

Hospitalisation  -  A  Personal  Experience 

After  a  series  of  tests  at  the  Children"s 
Hospital  in  Bristol,  it  has  been  confirmed 
that  our  Richard  requires  surgery.  We 
cannot  pretend  that  we  are  looking  forward 
to  yet  another  stay  in  hospital,  for  it  always 
seems  such  an  ordeal.  How  can  you  prepare 
our  children  to  a  sudden  change  in 
environment,  routine,  food  and  new  faces? 
Publications  sent  to  us  on  the  preparation 
for  admission  are  all  but  useless. 

I  am  sure  that  many  of  you,  like  us,  have 
had  to  cope  with  this  experience  for  one 
reason  or  another.  It  is  probable  that  some  of 
you  have  had  many  more  stays  than  we  have 
and  wonder  how  much  more  does  one  child 
have  to  endure  to  reach  a  state  of  health  as 
near  normal  as  possible. 

Richard  is  now  six.  During  those  six  years 
he  has  had  to  undergo  a  range  of  treatments 
which  have  involved  a  wide  variety  of 
medical  staff.  This  has  required  a  plan  of 
campaign  so  as  to  avoid  disrupting  the 
routine  of  'normal'  life  as  little  as  possible. 
We  have  had  to  undergo  a  process  of 
conditioning  to  cope  with  the  experience 
ourselves;  labelling  the  various  specialists 
as  the  'foot  man'  or  the  'ear  man'  or  the 
heart  man',  and  so  on. 

At  six  months,  and  again  at  eight 
months,  Richard  had  cataracts  removed 
from  each  eye.  This  required  the  numerous 
pre-visits  and  post  visits  to  the  Eye 
Infirmary  in  Exeter.  Next  were  the  grommets 
which  involved  a  day  admission,  followed  by 
a  stay  at  the  Nuffield  Centre  in  Grays  Inn 
Road  to  determine  the  amount  of  hearing 
loss.  Three  out  of  four  of  these  appointments 
required  overnight  stays  within  the  locality 
of  the  hospital. 

The  next  visit  was  to  have  Richard's  foot 
straightened  and  put  in  plaster,  followed  by 
another  visit  two  weeks  later  to  have  the 
plaster  changed.  All  of  these  visits  had 
required  the  use  of  an  anaesthetic  and  the 
problem  arose  of  Richard  not  liking  the  after 
effects.  The  stay  in  hospital  was  reasonably 
short  in  itself  -  but  lengthened  by  the  fact 
that  he  reacted  violently  to  anaesthetics, 
being  sick,  and  refusing  food  and  drink. 
When  eventually  home,  he  was  very  upset 
and  needed  a  great  deal  of  persuasion  to  eat 
and  drink. 

Stays  in  hospital  are  also  an  education  for 
the  nursing  staff,  all  of  whom  were  credits  to 
their  profession.  They  ask  countless  ques- 
tions on  how  you  cope,  methods  of 
communication  and  teaching. 

Richard  was  in  plaster  for  four  weeks, 
perfecting  a  splendid  bunny  hop  to  keep 
himself  mobile,  wearing  a  hole  in  the  knee  of 
his  plaster  in  the  process.  Then  it  was  back 
again  to  have  the  plaster  removed,  again 
under  anaesthetic.  At  this  point  we  rebelled! 
Make  it  an  out-patient'f '  we  cried,  and  got  it 
(rt  does  pay  to  ask)  but  had  to  endure  a  two 
hour  wait  in  the  clinic  which  was  running  way 
behind  time.  The  'foot  man'  apologised  to  us 
for  having  to  wait  so  long  but  we  prefer  that 
to  another  traumatic  experience  of  post 
ar  <:<:->thetic  symptoms. 

E/es  done,  leg  done,  ears  done.  What 
ne/t  we  thought?  Our  annual  appointment 
to  see  the  heart  man  confirmed  our  visit  to 
'■■/  :■.  for  tests.  The  very  splendid  South 
West  Heart  Circle  arranged  accommodation 
'v    .-.   .':-/  -':>.■  the  hospital    which  was 


fortunate  because  the  visit  was  again 
extended  due  to  post  anaesthetic  problems. 
A  two  hour  admission  procedure  (two  hours!) 
eventually  resulted  in  a  bed  on  the  ward. 

The  actual  admission  procedure  was  an 
experience  for  all  in  itself.  First  came  the 
weigh  in  -  not  too  bad.  Next  came 
temperature  taking  and  pulse  rate  measured. 
One  does  develop  a  good  arm  lock  over  the 
years  to  deal  with  such  matters.  The  blood 
test  came  next  and  at  this  point  Richard  had 
had  enough.  Howls  of  protest  resulted  at  the 
pin  prick,  followed  by  further  refusals  to  have 
a  plaster  to  stop  the  bleeding.  The  next  hurdle 
in  this  flat  race  was  the  x-ray.  Fortunately  this 
was  a  children's  hospital  who  were 
experienced  in  coping  with  the  trauma  of 
wrigglers.  Three  pairs  of  hands  held  the 
protesting  Richard  gently  but  firmly  in  place 
and  the  photo  finish  was  done  in  one  take - 
a  new  record. 

Then  came  the  interview.  'I  know  how 
many  times  you  have  been  through  all  this 
before  but  I  need  his  case  history'.  Why  do 
they  not  provide  parents  with  a  case  history  of 
their  own  which  we  can  carry  with  us?  Half  an 
hour  later  -  case  history  recorded  -  the 
examination  began.  Richard,  of  course,  had 
had  enough  exams  already  that  day,  so  co- 
operation was  lacking.  'Why  don't  you  wait 
until  he  is  sedated?'  we  asked.  'What  a  good 
idea',  was  the  answer.  Out  came  the  wooden 
spatula  for  his  throat  exam'.  A  bemused  look 
crosses  mother's  face  -  a  few  minutes  pass  - 
'Perhaps  that  test  isn't  very  important'  came 
the  defeated  comment.  Then  on  to  the  ward. 

After  a  later  ECG  contested  rigidly  by 
Richard  the  anaesthetist  arrived.  Could  he 
have  his  pre-med  as  an  injection  we  asked? 
We  explained  the  high  suspicion  of  anything 
unknown  on  a  spoon.  The  anaesthetist 
agreed  but  we  later  found  that  they  had  tried 
the  oral  method.  Why  do  they  not  listen  to  us? 

As  expected,  Richard  had  his  usual 
reaction  to  the  anaesthetic  and  our  stay  was 
extended  to  ensure  that  he  drank  plenty.  We 
finally  persuaded  them  that  once  home  he 


would  pick  up  in  his  own  surroundings,  so 
finally,  and  a  little  reluctantly,  they  let  us  leave. 

Hospitalisation,  as  you  can  see,  has  its 
high  points  and  its  low  points.  For  our- 
selves, we  have  developed  a  system  of 
trying  to  cope  with  the  demands  it  makes 
upon  us  as  individuals.  Even  so,  we  can 
become  frustrated,  annoyed  and  let  down 
at  times.  We  also  develop  defences 
against  unenlightened  remarks  which 
demonstrate  a  lack  of  knowledge  of 
Rubella  Syndrome  and  all  it  entails.  The 
important  issue  is  being  with  your  child  at  a 
time  which  you  know  will  cause  bewilder- 
ment confusion,  pain  and  sadness.  You  go 
armed  with  the  most  important  items  in  his 
life;  be  they  toys,  cup,  dish  or  any  other 
item  which  they  are  attached  to.  In 
Richard's  case  it  is  a  nylon  string  bag, 
which  he  clutched  to  himself  throughout 
his  experience  in  Bristol  and  still  does. 

You  also  prepare  yourself  for  the 
repetitive  series  of  questions  which  you 
now  know  as  if  recorded  and  burnt  into  the 
mind.  You  must  demonstrate  patience  with 
the  staff  who  ask,  offering  support  where 
needed. 

One  also  needs  to  consider  other 
members  of  the  family;  other  children  and 
relations,  who  will  be  concerned  about 
your  child.  Your  absence  from  the  family 
means  that  alternative  arrangements  have 
to  be  made  and  it  is  important  that  these 
alternatives  are  right  and  acceptable. 

In  the  end,  we  are  going  to  look  back  on 
this  experience  of  hospitalisation  and 
consider  if  we  approached  it  in  the  right 
manner.  It  is  one  of  these  futuristic 
situations  where  one  never  knows  if  the 
right  attitude  was  employed,  until  it  is  too 
late.  Practising  love,  patience  and  under- 
standing, we  hope  we  have  got  it  right. 


Mary  and  Peter  Holman 
15a  Powderham  Road 
Newton  Abbot 
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David  and  Jonathan 
Rudman 

I  didn't  know  I  was  expecting  twins  until  the 
day  before  they  were  born.  My  blood 
pressure  had  been  a  bit  high  all  the  way 
through  my  pregnancy,  and  at  32  weeks  it 
rose  alarmingly,  and  I  was  taken  into 
hospital. 

A  young  trainee  doctor  asked  if  he  could 
take  an  x-ray  of  the  'baby'.  When  it  was 
discovered  I  was  carrying  twins,  my  very 
alarmed  gynaecologist  said  I  was  to  have  a 
Caesarian  the  next  day.  So,  on  February 
27th  1980  David,  weighing  3  lbs,  and 
Jonathan,  weighing  3  lbs  9  oz,  were  born. 

Jonathan  had  collapsed  lungs  and  had 
to  have  a  quick  op.  They  were  both  in 
incubators  for  six  weeks.  My  husband, 
Dennis,  and  I  visited  them  every  day.  I  tried 
to  supply  enough  milk  for  two,  but  it  didn't 
last  very  long. 

At  the  boys'  first  checkup,  we  guessed, 
and  were  first  told,  that  something  was 
wrong  with  their  eyesight.  We  were  told  they 
had  'gaps  in  the  retina',  I  forget  the  exact 
term,  and  also  they  were  short-sighted.  It 
was  a  shock,  but  you  know  how  it  is,  you  get 
over  it,  and  at  six  months  they  were  fitted 
with  glasses. 

They  progressed  very  slowly,  didn't  sit  up 
unless  I  propped  them  up  with  pillows,  were 
very  good  and  quiet  and  slept  a  lot.  They  did 
not  crawl  at  first,  they  just  went  along  on 


their  backs  and  moved  like  caterpillars. 

The  next  few  months  passed  in  a  whirl  of 
activities.  Feeding  and  teaching  them  to 
crawl  took  ages.  They  stood  up  on  their  own 
just  after  their  first  birthday,  and  their  teeth 
started  to  come  through  about  this  time.  It 
took  ages,  and  lots  of  patience,  for  Dennis 
and  I  to  encourage  greater  mobility,  but  we 
finally  got  them  walking  unsupported  at 
about  two  and  a  half  years  old.  Between  one 
and  two  years  of  age,  David's  speech 
started  but  not  Jonathan's.  I  mentioned  it 
several  times  to  the  paediatrician,  he  said 
'Don't  worry,  he's  probably  mentally  handi- 
capped'. I  was  furious,  as  soon  after,  an 
electro-cochlegraph  was  done,  at  the 
Children's  Hospital,  and  showed  no  hearing 
at  all  in  Jonathan,  and  only  partial  hearing  in 
David.  This  was  the  hardest  blow  to  take.  I 
remember  crying  at  the  thought  of  Jon 
never  hearing  beautiful  music.  I  still  have 
not  totally  come  to  terms  with  the  hearing 
loss. 

David,  once  he  was  fitted  with  hearing 
aids,  leapt  forward  in  speech  and  in  every 
way.  He  now  goes  to  South  Bristol  School 
for  Physically  Handicapped  and  Sight 
Problems,  because  he  has  poorer  vision 
than  his  brother.  David  is  very  happy  there, 
mixes  very  well  with  everyone,  and  is  a  very 
chatty  little  boy. 

Jonathan  attends  Elmfield  School  forthe 
Deaf  because  his  worst  handicap  is  his 


hearing.  He  started  full  time  after  Christmas. 
Elmfield  is  under  discussion  and  we  don't 
know  yet  if  it  will  close  or  not,  there  are  only  46 
pupils,  so  I  am  keeping  my  fingers  crossed. 
I  am  a  bit  sad  that  the  boys  have  been 
split  up,  but  they  seem  fine  without  one 
another.  Jonathan  is  progressing  now,  his 
signing  is  beginning,  and  he  is  very  quick  to 
communicate  his  needs  one  way  or 
another.  He  seems  a  happy  mischievous 
little  boy  and  I  feel  once  the  communication 
problem  is  worked  out,  he  will  progress 
much  better. 

Mavis  Rudman  24  Hillyfield  Road 
Headley  Park     Bristol  BS13  7QF 


Andrea  McMillan 

When  Andrea,  our  first  child,  was  born  on 
Christmas  day  1 979,  it  was  a  beautiful  day 
in  every  sense  of  the  word.  She  was  in  the 
ward  beside  me  and  she  was  a  fine  healthy 
baby. 

One  morning  Andrea  didn't  come  into 
the  ward  with  the  other  babies.  The  nurse 


Andrea  and  Suzanne  at  Morecambe. 

said  she  wasn't  very  well  so  she  had  been 
kept  in  the  nursery  but  I  could  still  go  and 
feed  her. 

Andrea  was  in  the  nursery  for  a  few 
days.  Then  one  morning  a  nurse  woke  me 
up  at  5.30  am  and  said  'Your  baby  is  very  ill, 
she  turned  blue  during  the  night  and  is  now 
in  the  special  care  unit'.  My  immediate 
reaction  was  that  I  didn't  want  to  see  her, 
and  I  wanted  to  be  in  a  room  by  myself. 
Once  I  had  pulled  myself  together  and  had 
spoken  to  a  doctor  who  said  that  Andrea 
had  a  chest  infection  and  would  be  in 
hospital  for  ten  days,  I  felt  better  and  was 
told  I  could  go  home.  At  that  time  all  I 
wanted  to  do  was  to  be  with  my  family, 
probably  because  I  needed  reassurance 
and  support.  So  I  went  home. 

We  were  having  dinner  when  my  mother 


came  and  said  the  local  GP  wanted  to  see 
us.  He  told  us  that  Andrea  was  very  ill  and 
the  doctor  at  the  hospital  wanted  to 
transfer  her  to  another  hospital,  for  which 
they  needed  our  permission. 

When  we  arrived  at  the  hospital  Andrea 
was  in  an  incubator,  attached  to  a  heart 
monitor.  I  put  my  hand  into  the  incubator 
and  she  held  on  to  my  finger  so  tightly,  I 
knew  she  would  fight,  and  she  did.  The  next 
few  weeks  were  lived  in  a  dreamworld  of 
hospital  visits  and  crying.  Andrea  had  an 
operation  to  close  a  duct  in  her  heart.  By 
then  she  was  under  four  pounds  in  weight. 
However,  she  came  home  putting  on 
weight  and  she  looked  very  well. 

Then  when  we  took  her  for  her  first 
checkup,  the  bombshell  came.  The  doctor 
kept  looking  at  her  eyes.  They  took  a  blood 
test  and  told  us  I  had  been  in  contact  with 
Rubella.  Andrea  had  a  cataract  in  one  eye 
and  her  sight  wasn't  good  in  the  other. 

Life  became  a  series  of  upsets  with 
people  giving  well  meaning  advice  while  I 
was  watching  other  children  of  the  same 
age  progressing,  eg  sitting  up,  feeding 
themselves  and  talking.  We  didn't  know 
what  to  do  with  Andrea,  how  to  stimulate 
her  and  help  her. 

We  had  no  help  and  support  for  two  and 
a  half  years.  I  began  to  roll  her  on  the  floor 
from  side  to  side  until  she  became  an 
expert,  then  we  progressed  to  sitting,  and 
she  walked  on  her  own  for  the  first  time  just 
before  her  fourth  birthday. 

Andrea  is  a  happy  little  girl,  very  loving, 
and  she  giggles  a  lot  and  makes  us  laugh 
with  her.  Children  like  Andrea  have  so 
much  to  offer.  As  I  have  always  said,  There 
is  more  to  Andrea  than  meets  the  eye'. 

Last  year  we  discovered  Andrea  was 
also  profoundly  deaf.  Our  family  and 
friends  raised  money  to  buy  a  Phonic  Ear. 
Andrea  is  at  school  now  but  we  are  waiting 
for  her  to  start  a  new  school  more  suitable 
to  her  special  needs. 

Linda  McMillan 
24  Seton  Street 
Ardrossan,  Ayrshire 


David  Kilby 


I  have  not  written  a  report  on  David  forthe  last 
few  years  and  it  is  difficult  to  know  where  to 
start.  When  I  last  wrote  David  was  settled  on 
Honeybourne  ward  at  Lea  Hospital  and 
attended  school  at  the  deaf-blind  unit  there. 
When  he  was  1 4  he  had  a  cataract  needling 
of  his  right  eye.  This  was  unsuccessful  and 
the  eye  gradually  developed  a  condition 
known  as  Keratitis  Bulosa  and  is  now  blind. 
At  the  same  time  he  began  to  suffer  from 
behavioural  problems.  He  had  attacks  of 
extreme  violence  towards  himself  and 
others.  It  was  decided  that  he  was  living  in 
the  wrong  environment.  He  was  moved  to 
another  ward  at  Lea  Hospital  which  was 
much  quieter.  Shortly  afterwards  the  deaf- 
blind  school  unit  was  closed.  He  became 
apathetic  and  withdrawn  and  very  unhappy. 
He  was  given  drugs  to  help  his  behaviour 
problems  which  made  him  very  'dopey'. 
According  to  the  doctors  his  behavioural 
problems  were  due  to  adolescent  frustration 
but  I  think  it  was  due  to  losing  the  sight  in 
one  eye. 

I  tried  for  three  years  to  find  him  a  better 
placement.  Eventually  Dr.  Simons  informed 
us  of  a  new  deaf-blind  unit  at  Lea  Castle 
hospital.  David  went  there  in  September 
1984.  Within  a  few  weeks  he  had  become 
happy  and  responsive.  By  Christmas  he  had 
gained  over  a  stone  in  weight.  He  no  longer 
wears  nappies  at  night  and  does  not  wet  the 
bed.  He  has  settled  in  well  at  school  and 
appears  to  enjoy  the  many  different  things 
which  he  is  doing  for  the  first  time.  Outbursts 
of  violent  behaviour  have  become  very 
infrequent. 

The  new  placement  at  Lea  Castle  is 
working  out  very  well  for  David.  It  is  a  shame 
that  it  is  a  school  placement.  I  do  not  know 
what  will  happen  when  he  is  19.  There  are 
very  few  suitable  places  and  a  large  number 
of  applicants. 

Gill  Kilby 

6  Meadow  Close 

Stratford  on  Avon 

Warwickshire 
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Paul  Taylor 


Paul  started  school  at  Whitefields  Deaf- 
Visually  Handicapped  Unit  last  April.  A 
whole  year  has  passed  and  Paul,  now  six,  is 
fast  changing  from  a  mixed-up  toddler  with 
communication,  sight,  social  (he  didn't 
really  like  people)  and  mobility  problems, 
to  a  little  boy  who  is/usf  starting  to  sign  and 
is  becoming  socially  aware  of  everything. 
He  now  knows  people  have  a  use  -  they 
give  you  a  drink  if  you  sign  'please,  drink',  or 
a  biscuit  if  you  sign  'please,  biscuit';  they 
help  you  play  if  you  sign  to  them;  they  turn 
on  computers  if  you  sign  'please';  they  help 
you  get  undressedquicklyforswimmingso 
you  can  get  in  the  water  as  soon  as 
possible.  But  they  make  you  get  out  at  the 
end  of  the  lesson  and  no  matter  how  you 
turn  on  the  tears,  sign,  stamp  your  feet,  try 


abscess  came  back  again  on  his  left  eye 
and  now  he  cannot  wear  his  soft  contact 
lenses  any  more;  but  he  is  beginning  to 
wear  his  glasses  longer  and  longer.  Paul 
saw  Dr.  Taylor  earlier  in  the  year  and  he 
thought  that  Paul's  left  eye  (he  had  a 
cataract  on  it)  ,may  improve  with  'patching' 
(covering  one  eye  to  encourage  him  to  use 
the  other).  The  first  time  we  tried  it  I  was 
quite  upset  as  I  didn't  know  Paul  was 
virtually  blind  in  this  eye.  When  Ursula,  in 
an  individual  lesson,  patched  the  glasses 
with  a  patch  that  Gary  had  put  on  them,  she 
found  that  Paul  put  the  torch  she  gave  him 
as  a  reward  up  to  the  patch.  On  close 
inspection  Ursula  discovered  that  a  thin 
line  of  light  could  be  seen  through  the  lens 
of  the  glasses.  Paul's  patch  was  changed  - 
Paul  thought  it  was  very  cruel,  but  if  some 
sight  comes,  it  has  got  to  be  done.  Back  to 
Dr.  Taylor,  a  wonderful  man  to  both  his 
patients  and  their  parents.  After  examining 
Paul's  eyes  Dr.  Taylor  gave  us  some 
wonderful  news.  The  right  eye,  although 
pigmented  with  a  lot  of  Rubella  damage  at 


Paul  on  the  clapperboard 

to  open  the  door  to  go  back  in,  they  still 
sign  'no  -  finish'  to  you. 

Paul  has  made  a  friend  of  Andrew 
Thornley,  a  boy  in  his  class.  Paul  has  a 
thing  about  hair  and  cuddles.  Ursula 
Walker  (his  teacher)  and  Valda  Casey  (his 
other  teacher)  say  that  Paul  loves  to 
cuddle  Andrew  and  inspect  his  hair.  He 
also  does  this  to  Valda,  she  gets  the  hair 
inspection  quite  often  during  the  course  of 
a  day.  Valda  and  I  both  wear  glasses  and 
have  shortish  brown  hair.  Maybe  he 
connects  us,  although  last  week  he 
inspected  Lindy's  hair. 

The  six  monthly  review  the  school  has  is 
great.  Paul  has  nearly  always  reached  his 
targets.  Ursula  has  been  very  good  and 
Paul  responds  to  her.  Recently,  after  a  few 
hiccups,  Paul  started  matching  things  like 
cups,  saucers  and  colours.  He  chews  his 
food  nicely  and  will  use  a  fork  when 
prompted.  After  Christmas  Valda  started 
taking  Paul  to  the  dining  hall  to  eat  his 
lunch  with  the  rest  of  the  school.  Everyone 
in  Paul's  class  thinks  that  Paul  has  a 
delightful  sense  of  humour  and  is  a  very 
inquisitive  and  mischeivous  little  boy, 
.-;  ways  or  tr  <-.  go  and  -vhen  In  the  mood  he 
will  co-operate  with  any  adult. 

Paul's  health  has  been  good  this  year. 
He  has  had  a  few  colds  but  thankfully 
nothing  bad.  He  did  have  to  go  into 
Moorfields    last    summer    because    an 


the  back,  has  a  good  iris  and  Paul  should 
always  have  sight  in  it.  At  the  moment  he 
can  see  about  six  to  eight  feet,  and  quite 
small  things. 

Paul  had  an  annual  check  at  the 
Nuffield  Centre  in  early  March  and  we  had 
some  more  good  news  when  Paul  respon- 
ded at  75-80  db.  When  he  was  first 
assessed  at  14  months  his  loss  was 
recorded  at  90-100  db.  I  know  it  is  not  an 
actual  improvement  to  his  inner  ear,  but 
more  Paul  being  aware  of  everything  that  is 
going  on  around  him.  Paul's  music  therapist, 
Jan,  thinks  that  since  he  started  his  weekly 
one-to-one  sessions  with  her  at  school  just 
before  Christmas,  his  awareness  of  sounds 
has  improved.  Paul  really  enjoys  his  music 
lesson  and  heads  straight  for  the  cymbal 
or  drum. 

Paul  had  a  wonderful  holiday  at  the 
Family  Centre  last  August,  when  he  went  on 
a  hovercraft  to  the  Isle  of  Wight.  He  came 
home  exhausted  but  he  really  enjoyed  his 
holiday.  It  gave  us  time  to  take  Mark  away  for 
a  few  days.  Mark  has  been  very  pleased  with 
all  Paul's  awareness,  especially  as  Mark  is 
football  mad  at  the  moment.  He  was  thrilled 
when  Paul  started  to  kick  a  football  back  to 
him.  They  have  lots  of  play  fights  together 
and  Mark  will  take  Paul  for  a  walk  to  the  end 
of  the  road  and  back  on  his  own.  Mark  gets 
the  hair  inspection  from  Paul  as  well.  Andrew 
(Paul's  school  friend)  has  the  same  colour 


hair  as  Mark  and  they  are  about  the  same 
size.  Gary  doesn't  get  a  hair  inspection  often 
although  it  is  not  surprising  as  his  hair  line  is 
rather  far  back  on  his  head! 

We  were  sorry  to  miss  the  Leicester 
weekend  but  the  following  day  we  were 
filming  again  for  a  TV  programme  on  the 
Rubella  vaccine  at  Whitefields  with  Joan 
Shenton.  Paul  had  to  leave  home  at  7.30  a.m. 
that  day.  I  thought  this  was  quite  enough 
without  a  lot  of  travelling  to  Leicester  as  well, 
but  we  will  be  there  this  year.  I  must  finish  by 
saying  how  pleased  and  proud  we  three  are 
about  the  poster  of  Paul.  It  is  quite  daunting 
coming  face  to  face  with  your  child  six  feet 
high  on  a  wall  or  at  a  bus  stop,  but  good  to 
know  how  much  it  is  helping  other  children, 
and  helping  Sense  to  spread  the  word.  One 
more  funny  thing.  Quite  recently,  I  set  the 
table  for  Sunday  lunch  as  usual.  Gary  had 
brought  a  bottle  of  wine  to  go  with  lunch  so 
he  poured  out  two  glasses  of  wine  and  left 
them  on  the  table.  Paul  came  in  from  the 
garden  and  looked  around.  He  could  see 
and  smell  food  so  he  walked  to  the  table,  he 
must  have  been  thirsty  as  before  I  could  stop 
him  he  downed  a  full  glass  of  wine.  The  next 
two  hours  he  was  very  giggly,  wet  three  pairs 
of  trousers  and  then  slept  for  an  hour,  but 
was  fine  on  waking! 

Christine  and  Gary  Taylor 
1 59  St.  Luke's  Road 
Southend-on-Sea 
Essex 


Cheryl  Cox 


How  time  flies!  Cheryl  had  her  sixth  birthday 
on  1 5th  March  and  is  progressing  very  well. 
This  picture  was  taken  one  day  after  Cheryl 
came  home  from  school.  She  loves  to  relax 
on  her  bean  bag,  and  as  you  can  see  from 
the  photograph,  it  seems  that  she  is  just 
unwinding. 

One  holiday  weekend  to  Wales  she 
walked  a  good  one  and  a  half  miles  which  is 
very  good  for  an  afternoon.  In  the  morning 
she  spent  half  an  hour  jumping  up  and  down 
on  a  trampoline  at  Llandudno  Pier.  The  next 
adventure  was  another  15  minutes  on  a 
bouncy  castle.  This  time  her  brother,  Glen, 


was  jumping  on  it  and  Cheryl  just  laid  back 
and  enjoyed  it  all. 

The  change  in  surroundings  doesn't 
seem  to  bother  Cheryl  too  much  either. 

Cheryl  has  some  short  periods  when  she 
is  unwell,  when  she  sounds  as  if  she  is 
choking  and  she  breaks  out  in  a  sweat.  But  it 
only  lasts  a  day,  then  she  is  back  to  normal. 

Elizabeth  and  Roy  Cox 
28  Blantyre  Crescent 
Carleith  Estate 
Clydebank  G81  6JW 
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Stephen  Musker 

Our  son  Stephen  is  not  a  Rubella  child,  and 
was  born  at  Mill  Road  Hospital,  Liverpool,  by 
an  emergency  Caesarean  section  after  an 
induced  labour.  Days  later  the  sister  of  the 
ward  told  me  that  the  cord  had  been 
wrapped  around  his  neck  during  the  birth, 
and  not  to  worry  that  his  arms  and  legs  were 
peeling  as  he  had  been  overdue. 

I  came  out  of  hospital  three  weeks  later 
feeling  so  happy  that  my  son  was  a  perfect 


baby  who  weighed  7  lb  1 4  ozs  at  birth.  By  the 
time  he  was  ten  months  old,  I  knew 
something  was  wrong.  Stephen  is  hyper- 
active and  registered  blind  and  deaf.  The 
doctors  from  Alder  Hey  said  that  he  has  optic 
atrophy  and  brain  damage  due  to  lack  of 
oxygen  to  the  brain  at  birth. 

Stephen  attended  the  school  for  the  blind 
at  Wavertree,  Liverpool,  when  he  was  five 
and  a  half  but  made  little  progress  because 
of  his  deafness. 

When  he  was  eleven,  he  went  to 
Condover  Hall  School,  Shrewsbury,  where 
he  is  now.  He  comes  home  during  school 
holidays,  and  every  three  weeks  for  the 
weekend.  He  continues  to  make  good 
progress,  thanks  to  the  marvellous  staff  and 
teachers  at  Pathways. 

Hilda  Musker 

53  Ramsons  Avenue 

Conniburrow 

Milton  Keynes,  Bucks. 


Mobility  Allowance  Saga 


Tony  Newton,  Ministerforthe  Disabled,  saw 
deaf-blind  people  and  their  representatives 
on  1 6  May  to  discuss  the  system  for 
assessing  applicants  for  Mobility  Allowance. 
This  meeting  followed  the  long-awaited 
result  of  the  Lees  case  in  the  House  of 
Lords. 

The  case  of  Christine  Lees'  application 
for  Mobility  Allowance  has  been  on  the  go 
for  some  time  now.  Christine,  who  is  blind 
and  disoriented,  applied  for  Mobility  Allow- 
ance on  the  basis  that,  although  she  could 
walk,  her  inability  to  know  where  she  was 
going  and  her  inability  to  get  from  A  to  B 
meant  that  she  was  "virtually  unable  to 
walk". 

She  was  turned  down  for  Mobility 
Allowance,  and,  with  help  of  the  Royal 
National  Institute forthe  Blind,  sheappealed 
to  the  Social  Security  Commissioners. 
They,  in  a  judgement  known  as  R(M)1/84, 
decided  against  herappeal,  and  stated  that 
the  inability  to  find  your  way  from  one  place 
to  another  has  nothing  to  do  with  the  act  of 
walking.  This  judgement  threw  us  into 
confusion  since  many  of  our  members  have 
been  successfully  receiving  Mobility  Allow- 
ance on  that  basis. 

Since  it  appeared  that  this  judgement 
ran  counter  to  a  previous  Commissioners' 
Decision,  Christine  Lees  was  given  per- 
mission to  appeal  to  the  House  of  Lords,  the 
highest  court  in  the  land.  Here  it  was  hoped 
that  the  Lords'  judgement  would  clarify  the 
issue,  not  only  for  Christine  Lees,  but  for 
many  other  applicants,  whose  appeals  had 
been  held  back  pending  this  decision. 

The  decision,  when  it  came  out,  was  not 
very  helpful.  Lord  Scarman  appeared  to 
support  the  judgement  of  the  Commis- 
sioners in  R(M)1/84  by  turning  down 
Christine  Lees'  appeal,  and  by  underlining 
the  judgement  that  ability  to  walk  does  not 
include  the  ability  to  find  your  way  from  A  to 
B.  However,  the  judgement  has  failed  to 
makethe  situation  clearforotherapplicants, 
since  it  appears  to  concentrate  specifically 


Pamela  Taylor,  former  Manor  House  Student,  and  Paskie  D'Amore,  who  got  married 
last  September.  They  now  have  a  flat  at  a  centre  for  handicapped  people  in  Peter- 
borough, and  are  hoping  to  get  a  bungalow  soon. 


on  the  case  of  this  lady  who  was  blind  and 
had  orientation  problems,  and  it  does  not 
seem  to  counteract  the  previous  grounds 
forclaiming  made  by  many  of  our  members 
that  the  manner  of  walking  in  a  deaf-blind 
person  is  such  that  they  can  be  considered 
virtually  unable  to  walk,  because  of  the 
many  behavioural  factors  which  must  be 
taken  into  account. 

The  situation  now  seems  to  be  that  we 
have  no  clearer  idea  as  to  how  future  cases 
will  gothan  before  the  Lords  judgement.  We 
can  expect  each  new  case  to  be  fought 
afresh,  as  each  Tribunal  tries  to  makesense 
of  the  judgement  of  Lord  Scarman  and  his 
colleagues. 

Meanwhile,  we  have  been  continuing  to 
campaign  for  a  change  in  the  system  of 
assessing  Mobility  Allowance.  We  have 
argued  that  the  Allowance  is  intended  for 
people  who  have  trouble  with  mobility 
outside.  Yet  the  way  of  testing  for  this 
allowance  has  been  to  ask  people  to  walk 
along  a  corridor  inside.  We  have  argued 
that,  if  the  first  medical  test  for  Mobility 
Allowance  was  conducted  outside,  in  an 
environment  which  is  typical  of  the  prob- 
lems which  face  a  deaf-blind  person,  then 
more  of  our  members  would  receive  the 
allowance  of  right,  without  having  to  go 
through  numerous  appeals. 

After  meetings  with  Sir  David  Price,  a 
meeting  was  arranged  with  the  Ministerfor 
the  Disabled,  Mr  Tony  Newton,  to  discuss 
the  matter.  Our  party  consisted  of  two  deaf- 
blind  people,  two  interpreters,  and  three 
representatives.  Stephen  Hazelhurst,  a 
deaf-blind  student  at  Imperial  College, 
spoke  to  the  Minister  about  his  problems 
when  walking  outside  in  the  street;  the 
problems  of  uneven  pavements,  of  knowing 
where  he  is  going,  of  meeting  hazards,  and 
of  trying  to  communicate  to  members  of  the 
public  who  try  to  help  him.  He  described, 
also,  the  occasion  on  which  he  almost  fell 
off  a  train  platform,  when  being  "helped"  by 
a  member  of  the  public. 

Anne  Gorman,  a  deaf  lady  with  a  very 
small  amount  of  central  vision,  talked  about 
how  different  it  is  to  travel  outdoors  from 
indoors.  Anne  is  quite  confident  inside;  she 
knows  her  way  around  the  house,  and  she 
knows  what  kind  of  dangers  there  are.  Yet 
she  will  nevertravel  outside  alone,  because 
the  lighting  makes  it  difficult,  dangers  come 
up  unexpectedly,  and  she  is  totally  depend- 
ent on  having  somebody  with  her  who  can 
use  fluent  sign  language  in  the  correct 
lighting  conditions. 

Kay  Perret,  from  The  National  Deaf-Blind 
Helpers  League,  spoke  about  the  broader 
mobility  problems  of  deaf-blind  people.  And 
Paul  Ennals,  from  Sense,  outlined  our  joint 
proposal  for  changing  the  assessment 
system  to  make  sure  that  deaf-blind  appli- 
cants have  a  fair  chance. 

Tony  Newton  showed  interest  in  the 
case  we  put  forward,  and  promised  to 
consult  with  the  Senior  Medical  Officers  in 
his  Department  as  to  whetherthe  necessary 
changes  could  be  made  to  the  Mobility 
Allowance  Procedure.  We  hope  to  hear 
from  him  soon  as  to  his  progress  on  this 
matter. 

Meanwhile,  it  looks  as  if  there  are  many 
more  battles  ahead,  in  our  struggle  to  get 
the  Mobility  Allowance  fairly  available  for 
deaf-blind  people  who  have  such  great 
problems  in  travelling  outside. 
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Appealing  for  Sense 


Meet  Barney,  a  wise  bird 

From  now  on  this  eminently  Sense-ible  owl 
will  be  representing  the  Appeals  Depart- 
ment   on    every    conceivable    occasion! 


In  the  Pipeline 


Our  First  Sensible  Book 

Alan  Titchmarsh,  the  television  gardener  has 
promised  to  write  'Sensible  Gardening',  one 
of  a  series  that  we  hope  will  be  in  the  shops 
for  Christmas  1986. 

Cricket  Match  at  Blenheim  Palace 

September  15th 

Negotiations  are  underway  for  this  pres- 
tigious event  (in  conjunction  with  National 
Association  of  Boys'  Clubs),  and  we  are 
hoping  for  a  major  cash  sponsor  -  any 
offers?  Cornhill  Insurance  have  donated 
two  cricket  bats  autographed  by  the 
England  and  West  Indian  teams  for  auction, 
which  is 'better  than  a  poke  in  the  face  with  a 
blunt  stump  . . .'  (quote  from  David  Saint!). 

Christmas  Cards 

For  the  first  time  we  are  taking  on  the 
packing  and  despatch  of  our  own  Christmas 
Cards  and  Gifts.  This  will  involve  a  three 
month  commitment  from  some  dedicated 
volunteer  to  control  stock,  keep  records, 


Barney  will  be  emblazoned  on  badges,  ties 
and  scarves,  appearing  as  our  emissary  at 
public  functions,  and  generally  leading 
Sense  on  to  better  things. 

The  fruit  of  David  Small's  imagination, 
Barney  was  chosen  as  the  most  appropriate 
of  all  the  owls  submitted  by  Manor  House 
students.  Thank  you  David  -  Barney  will 
bring  Sense  into  the  public  eye  and  help  us 
immensely  with  our  fundraising  efforts. 


Past  Triumphs  (and 
Failures!) 

Greyhound  Night  -  was  a  great  success. 
£4,000  was  raised  including  £870  from  the 
raffle  of  a  Sinclair  Electric  Car. 

Flag  Day  -  a  fun  day  for  all  concerned 
though  the  turnout  was  disappointing. 
Those  who  did  collect  did  jolly  well  and  we 
raised  over  £700. 

London  Marathon  -  18  members  entered 
'o' Sense  and  the  money  is  now  pouring  in. 
Final  figure  in  the  next  issue. 

Thorpe  Park  -  As  we  go  to  print  the  take- 
up  is  very  disappointing  due  to  teachers' 
.•-  ke  h'.uon  and  closeness  of  the  Easter 
holidays -a  lesson  to  be  learnt  somewhere? 


re-order  -  the  lot.  It  will  also  necessitate 
storge  space  (spare  room  or  garage?)  and  a 
car.  If  you,  or  someone  you  know,  feel  able 
to  take  this  on  please  give  us  a  ring  and  we 
can  fill  you  in  on  the  requirements.  This  is 
going  to  be  a  very  worthwhile  project  and 
will  increase  our  income  from  Christmas 
card  sales  considerably! 

Lifestyle  at  the  National  Exhibition 
Centre,  Birmingham  May  16th  -  27th 
Much  gnawing  and  gnashing  of  teeth  is 
going  on  in  the  fund  raising  department. 
Our  first  participation  in  a  major  exhibition 
is  about  to  get  under  way.  Sense  is  hitting 
Birmingham  in  style  and  Chris  Dyer  has 
invited  companies  to  visit  us  on  the  stand 
to  tell  them  about  us  and  our  proposals  for 
the  Royal  School  for  the  Deaf.  By  the  time 
you  receive  your  newsletter  it  will  all  be 
over!  More  news  next  issue. 

Shops 

Ourtwo  London  shops  are  now  bringing  in 
steady  income.  Please  keep  your  eyes  and 
ears  peeled  for  staff  volunteers  and  new 
sites. 

Diminishing  Coffee  Mornings  (DCM) 

The  latest  brainchild  of  the  Saintly  David.  A 
volunteer  host  is  needed  to  start  the  ball 
rolling.  It  is  hoped  that  each  guest  will  host 
a  DCM  of  their  own,  inviting  one  person 
fewer  than  those  invited  to  the  original 
event,  and  so  on.  Fancy  the  idea?  Give  us  a 
ring  and  we'll  send  you  'official'  invitation 
tickets. 


Gordon  Jones  runs  from  Wales  to  Kings 

Cross! 

17th  -  23rd  August 

A  supporter  and  friend  of  the  Association 
for  many  years,  Gordon  plans  to  run  from 
Denbigh  to  London  to  raise  money  for 
Sense. 

Offers  of  Bed  and  Bath  along  the  way 
would  be  truly  appreciated. 

This  is  his  proposed  route: 
August  17 
Denbigh 
Ruthin 
Wrexham 
Marchwiel 
Ellesmere 

August  18 

Shrewsbury 
Ironbridge 

August  19 

Bridgenorth 

Bewdley 

Kidderminster 

August  20 

Stourport  on  Severn 
Holt  Heath 
Ombersley 
Evesham 
Broadway 

August  21 

Stow-on-Wold 
Charlebury 
Woodstock 
Oxford 
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August  22 

Stedhampton 
Watlington 
Henley  on  Thames 

August  23 

Twyford 
Windsor 
Hounslow 

August  24 

Grays  Inn  Road 

If  you  can  offer  Gordon  and  his  one  man 
support  team  comfort  and  succour  on  or 
near  his  route,  please  ring  me.  He,  and  we, 
will  be  very  grateful. 


CONFERENCES 


■  Integration  in  Education  - 
the  way  forward 

6th  July  1985  at  Regent's  College,  London, 
NW1 

A  national  day  meeting  aimed  at  all  parents 
and  professionals  as  well  as  others  interested 
in  working  towards  increasing  integration  in 
education  at  all  levels. 
Cost:  £5.00.  Places  are  limited  to  150. 

Contact:  The  Centre  for  Studies  on  Integration 
in  Education,  The  Spastics  Society,  16  Fitzroy 
Square,  London  W1P  5HQ.  Tel.  01  387  9571. 

■Technology  and 
Communication 
Communication  Impairment 

6th-18th  July  1985  at  the  Institute  of 
Education,  London  WC1. 

Organised  by  RADAR  and  the  Royal  National 
Institute  for  the  Deaf  to  look  at  the  practical 
applications  of  technology  to  help  the  speech 
and  hearing  impaired  in  the  UK  and  in  Europe. 

Contact:  Amanda  Osborne,  Conference  Officer, 
The  Royal  Association  for  Disability  and 
Rehabilitation,  25  Mortimer  Street,  London 
W1N  SAB. 

■The  Deaf  Youth  -  the  Annual 
Study  Week-End  of  the  National 
Council  of  Social  Workers  with 
the  Deaf 

27th-29th  September  1985  at  Dyffryn 
Gardens  Conference  Centre,  near  Cardiff. 

Contact:  Anthony  Troy,  c/o  Social  Services 
Dept.,  County  Hall,  Swansea  SA1  3SN.  Tel. 
Swansea  (0792)  471111  ext.  3251  or  Swansea 
471251  direct. 


■Music  For  Everyone  -finding, 
communicating  and  sharing  with 
disabled  people 

1 9th  October  1 985 

Organised  by  the  British  Society  of  Music 
Therapy,  the  Disabled  Living  Foundation  and 
the  Nordoff-Robbins  Music  Therapy  Centre, 
this  Conference  will  present  an  overall  view  of 
what  can  be  done  for  and  by  people  with 
special  needs. 
Cost:  £12.50. 


Contact:  Mrs.  Denise  Christophers, 
Administrator,  The  British  Society  of  Music 
Therapy,  69  Avondale  Avenue,  East  Barnet, 
Herts  EN4  8NB.  Tel.  01  368  8879. 

■  MATH  '85  -  International 
Exhibition  and  Symposium  on 
Microelectronic  Aids  for 
Handicapped  People 

28th-30th  October  1985  at  the  Derngate 
Centre,  Northampton 

Of  interest  to  disabled  people  and  all  who  work 
with  or  care  for  them,  whether  professional  or 
not. 

Contact:  Malcolm  Clough,  Conference 
Organiser,  MATH  '85,  Northamptonshire 
Council  for  the  Disabled,  Northampton  NN1 
1LG.  Tel.  0604  24088. 

■  Nobody  Told  Me  . . .  Again  -  A 
Study  Day 

9th  November  1985  at  the  University  of  Hull 

To  study  delivery  and  co-ordination  of  services 
for  families  with  handicapped  children.  Of 
interest  to  medical,  nursing,  social  and 
voluntary  workers. 
Cost:  £10.00 

Contact:  Miss  J.A.  Dunning,  Health  Visitor,  9 
Kirkthorpe  Lane,  Kirkthorpe,  Wakefield  WF1 
5TH. 


COURSES 


■  Residential  Course  in 
Rehabilitation  for  Deaf-Blind 
People 

1 4th-21  st  September  1 985  at  the 

Marlborough  Hotel,  Llandudno 

For  people  who  are  both  deaf  and  blind, 
providing  the  opportunity  for  practical 
rehabilitation  and  recreational  activities. 
Cost:  £138  inc.  return  travel  from  London,  and 
VAT. 

Confacf:  The  South  Regional  Association  for 
the  Blind,  55  Eton  Avenue,  London  NW3  3ET. 
Tel.  01  722  9703. 

■  Personal  Relationships  and 
Sexuality  for  Staff  Working  with 
Physically  Handicapped  People 

17th-19th  June  1985  at  the  Family  Planning 
Association,  London 


Offers  participants  an  opportunity  to  consider 
their  attitudes  to  sexuality  and  their  response 
to  the  needs  and  concerns  of  those  with  whom 
they  work. 

Contact:  FPA,  27-35  Mortimer  Street,  London 
W1N  7RJ.  Tel.  01  636  7866. 


■  British  Institute  of  Mental 
Handicap 

Using  Video  Equipment  in  the 
Field  of  Mental  Handicap 

7th  June  and  27th  September  1985  at  the 

Royal  Western  Counties  Hospital,  near  Exeter, 
Devon 

Aims  to  introduce  the  novice  to  the  use  of 
portable  equipment;  to  advise  on  the  purchase 
of  video  equipment;  to  demonstrate  simple 
editing  techniques;  etc. 


■The  Birth  of  a  Mentally 
Handicapped  Child 

14th  June  1985  at  Cell  Barnes  Hospital,  St. 
Albans,  Herts. 

■Visiting  Workshops 

BIMH  tutorial  staff  will  visit  establishments  in 

the  UK  on  request  to  conduct  workshops  on 

the  following  subjects:- 

An  introduction  to  behavioural  principles  in 

mental  handicap  (two  day) 

The  needs  of  people  with  visual  and  mental 

handicap  (one  or  two  day) 

Communication  workshop  (one  day) 

Introductory  workshop  in  curriculum 

planning  (one  day) 

Contact:  BIMH,  Wolverhampton  Road, 
Kidderminster,  Worcs.,  DY10  3PP.  Tel. 
Kidderminster  (0562)  850251. 


MEETINGS 


■  1985  Youth  Convention 

21st-28th  September  at  Butlin's  Centre,  Ayr 

For  young  people,  disabled  and  able-bodied,  to 
share  in  a  range  of  activities  and  events. 

Contact:  Scottish  Council  on  Disability,  Princes 
House,  5  Shardwick  Place,  Edinburgh. 


Mrs  Rayner  Lewis  of  Brighton,  winner  of  the  Sinclair  C5  at  the  Greyhound  Night 
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Access  to 
Museums 


We  have  received  a  letter  from  a  visually 
handicapped  archaeologist  who  is  preparing 
a  report  on  the  reactions  of  disabled  people 
to  the  facilities,  or  lack  of  facilities,  offered  to 
them  in  museums  or  art  galleries. 

The  report  aims  to  offer  guidelines  to 
museum  professionals  who  seek  to  cater  for 
the  needs  of  disabled  people  and,  if  possible, 
to  put  pressure  on  the  Museums  Association 
to  pass  recommendations  for  the  legal 
minimum  standard  to  be  maintained  by  all 
museums  receiving  government  funding. 

The  author  would  like  to  hear  about  your 
experiences  in  visiting  museums  and  art 
galleries,  and  any  views  you  may  have  about 
possible  changes  and  improvements  to 
existing  facilities.  Anonymity  will  be  pre- 
served if  you  do  not  wish  your  name  to  be 
used. 

You  should  write  to:- 
Ms  M.A.  de  Neergaard 
49  Davids  Road 
Forest  Hill 
London  SE23 
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Judi  Dench  was  a  mongst  the  celebrities 
who  attended  our  successful  Greyhound 
Night  at  Brighton,  helping  us  raise  over 
£4,000. 


Schoolchildren  design 
Rubella  warning  posters 

School  nurses  in  Peterborough  recently 
sponsored  a  competition  among  11  to  13 
year  olds  to  design  a  poster  to  be  used  to 
encourage  Rubella  immunisation.  The  com- 
petition was  designed  to  help  increase 
children's  awareness  of  the  effects  of  Rubella 
on  unborn  babies. 

Here  is  one  example  of  the  many  entries. 
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The  Old  School 

Sense  is  planning  new  services  at  the 
Royal  School  for  the  Deaf  in  Edgbaston. 
Marion  Tobin  writes  a  bout  the  early  days 
of  the  school,  on  page  6. 


The  new  workshop  at  the  Manor  House 
is  a  constant  hive  of  activity.  On  page  1  2 
we  report  its  opening. 
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National  Plan 

Jessica  Hills  sets  sets  out  the  arguments 
for  a  National  Plan  for  Deaf  Blind 
Education,  as  a  prelude  to  a  renewed 
Sense  campaign  for  action,  on  p  24. 


Weekend 
Away 

September  saw  250  people 
arrive  in  Leicester  for  Sense's 
Annual  Weekend  Away.  Find  out 
some  of  what  happened  by 
turning  to  pages  17-20. 


Touching  Talk 

These  hands  are  made  for  talking.  Read  Graham 
Hicks  on  his  experiences  of  communication  by 
hand,  on  p  16. 
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Chairman's  Letter 


The  Council  of  Management  has  decided  to 
set  up  a  new  and  rather  special  Committee  to 
be  called  the  Advisory  Council.  I  have  had 
the  great  pleasure  and  privilege  of  inviting 
the  first  people  to  be  Members  of  this 
Council,  first  of  all  those  who  founded  and 
built  up  this  Association  and  those  who,  with 
the  original  members,  have  given  long  years 
of  service  to  it  in  a  variety  of  ways.  Without 
those  special  people  Sense  could  not  have 
been  what  it  is  today. 

The  function  of  the  Advisory  Council  will  be 
to  bring  together  the  collective  wisdom  and 
experience  of  its  members,  about  twice  a 
year,  to  put  forward  ideas  and  thoughts  to  the 
Council  of  Management  on  the  policy  and 
progress  of  Sense.  The  members  of  the  new 
committee  carry  with  them  the  fundamental 
issues  which  have  always  been  at  the  heart 
of  the  Association,  and  the  spirit  upon  which 
it  was  built.  However,  they  are  not,  on  the 
whole,  actively  involved  now  with  Sense's 


many  other  committees  and  they  will  be  able 
to  bring  new  and  fresh  thinking  to  develop- 
ments and  proposals.  Those  of  us  who  are 
fully  involved  in  the  day-to-day  running  of  the 
Association  and  have  to  respond  to  immedi- 
ate demands  will  rely  greatly  upon  this 
detached  wisdom. 

We  hope  to  have  the  first  Meeting  of  the 
Advisory  Council  in  the  Spring,  probably  at 
the  Royal  School  site  in  Edgbaston,  Birming- 
ham, a  chance  to  show  the  Advisory  Council 
our  wonderful  new  development  there. 

As  you  see,  Sense  continues  to  go  from 
strength  to  strength  but  through  the  Advisory 
Council  we  can  be  sure  of  preserving  our 
roots  as  well  as  spreading  our  branches. 

A  very  happy  Christmas  to  you  all  and  may 
1986  bring  us  all  we  hope  for. 

With  best  wishes, 


Jessica  Hills 


Sense's  New  Midlands  Centre 


As  this  edition  of  Talking  Sense  goes  to  the 
printers,  our  Association  is  on  the  verge  of 
taking  over  the  site  of  the  former  Royal 
School  for  Deaf  Children  in  Edgbaston, 
Birmingham,  by  being  appointed  Corporate 
Trustees  of  the  Trust  which  owns  the  school. 
Indeed,  by  the  time  of  publication  all  the  legal 
formalities  may  have  been  concluded  and 
Sense  establishing  its  new  services. 

The  chief  activity  will  be  the  founding  of 
the  fourth  adult  deaf-blind  rehabilitation  cen- 
tre in  the  country  -  after  The  Manor  House, 
Poolemead  and  Henshaw's,  Harrogate.  A 
strategy  for  short-term  rehabilitation  and 
long-term  residential  and  occupational  ser- 
vices in  Birmingham  are  being  formulated  by 
Sense's  Adult  Services  Committee  and  the 
newly  formed  Edgbaston  Steering  Commit- 
tee. The  Steering  Committee  is  under  the 
Chairmanship  of  Jessica  Hills  and  the  mem- 
bers are:- 

Margaret  White-  Sense  Vice-Chairman 

Gini  Cloke-  Chairman  Adult  Services 

Committee 

Tony  Best-  Member  Council  of  Management 

and  University  of  Birmingham 

Bernard  Dunleavy-  Treasurer 

Mike  Hudson  -Management  Consultant 

Emrys  Lloyd-  Head  of  Finance 

Rodney  Clark-  Director 

John  Penton  -  Architect 

The  newest  recruit  to  the  Committee  will  be 
John  Hatton,  who  has  recently  been 
appointed  Principal  of  the  new  Centre.  John 
is  currently  headmaster  of  Longwill  School 
for  Deaf  Children  in  Birmingham.  An  inter- 
view with  John  is  to  be  found  on  page  00. 
Already  working  from  the  Centre  is  Bob 
Snow  who  will  help  develop  the  new  adult 
provision.  Until  last  July  Bob  was  in  charge  of 
the  multi-handicapped  unit  of  The  Royal 
Victoria  School  for  Blind  Children  in  Newcas- 


tle which  with  the  closure  of  that  school  has 
now  been  transferred  to  the  Northern  Coun- 
ties School  for  the  Deaf.  Marion  Tobin, 
Sense's  Education  Officer,  is  based  there 
too,  plus  Doreen  Norris  who  will  establish  the 
second  major  service,  The  Midland  Family 
Centre  for  Young  Deaf-Blind  Children  and 
their  families. 

Other  Sense  activities  will  include 
teaching  courses  for  teachers  and  other 
professionals,  holiday  programmes,  and 
perhaps  later  even  a  school  for  deaf-blind 
children  should  there  be  a  big  enough  de- 
mand. Now  is  a  crucial  time  in  planning  terms 
since  the  Steering  Committee  and  John 
Penton,  the  Association's  Architect,  are  ab- 
out to  "fix"  in  areas  for  particular  activities. 
Any  member  with  strong  feelings  about  the 
services  based  at  the  Centre  is  asked  to 
send  in  details  forthwith  so  that  suggestions 
can  be  discussed  and  if  appropriate  built  into 
the  planning  strategy.  Other  organisations 
are  interested  in  coming  on  the  site,  but  we 
are  refraining  from  saying  more  for  the 
present  as  some  negotiations  are  at  a  deli- 
cate stage.  However,  Sense  promised  the 
outgoing  Trustees  that  it  would  try  to  include 
other  services  for  the  deaf  population  of  the 
Midlands  wherever  possible. 

A  major  Appeal  is  to  be  launched  next 
year  to  raise  the  funds  to  begin  services  on 
the  site.  Money  will  be  needed  :- 

•  for  repairs  and  maintenance 

•  for  building  modifications 

•  for  "pump-priming"  ie  to  pay  for  ser- 
vices to  get  them  off  the  ground 

•  to  buy  further  dwellings  to  provide 
suitable  long-term  accommodation 

This  is  the  largest  and  most  exciting  project 
Sense  has  ever  undertaken,  and  we  will 
keep  members  fully  in  touch  as  plans  de- 
velop. 


m. 


The  Role  of  Early  Intervention 

in  tire  Development  of  Dual 
Sensory  Impaired  Children 


The  deaf-blind  child  is  not  a  deaf  child  who 
cannot  see  or  a  blind  child  who  cannot  hear. 
The  problem  is  not  an  additative  one  of 
deafness  plus  blindness.  Nor  is  it  solely  a 
problem  of  communication  or  perception.  It 
encompasses  all  these  things  -  and  more. 

Children  who  are  referred  to  the  Sense 
Family  Advisory  Service  will  have  a  variety  of 
handicapping  conditions  and  may  therefore 
be  difficult  to  categorise  in  educational  terms; 
this  is  perhaps  one  reason  why  they  may  be 
termed  multiply  handicapped.  Often  these 
children  have  been  further  labelled  as  being 
mentally  handicapped  or  even  profoundly 
handicapped.  Usually,  but  not  always,  the 
child's  dual  sensory  impairment  has  been 
viewed  as  secondary  to  his  other  disabilities. 
If  we  must  deal  with  the  'major  handicap' 
concept  I  cannot  state  strongly  enough  that 
the  major  handicap  is  multi-sensory  depriva- 
tion. 

These  days  most  children,  whatever  their 
handicapping  condition,  are  seen  as  whole 
people  by  the  providers  of  services,  but  it  has 
to  be  said  that  sometimes  when  meeting 
angry,  disillusioned  and  frustrated  parents 
who  feel  that  they  or  their  children  have  been 
labelled  or  compartmentalised,  we  have  to 
wonder  how  long  it  will  be  before  all  our 
children  are  seen  to  be  worthwhile  and  their 
parents  to  be  valuable. 

Attitudes  of  parents  to  their  children,  of 
professionals  to  parents,  of  professionals  to 
other  professionals  and  of  society  to  hand- 
icap, greatly  influence  what  will  happen  to  the 


Jessica  Hills,  Sense  Chairman,  received  the 
MB  E  from  Her  Majesty  the  Queen  on 
November  20th,  in  recognition  of  her  long 
years  of  work  with  the  Association. 


Christine  Dunn  worked  at  the  Family 
Centre  as  an  Advisory  Teacher  until 
last  August.  She  delivered  this  paper 
to  the  International  Congress  on  the 
Education  of  the  Deaf  in  August  1985. 


child  in  his  early  years,  what  type  of  educa- 
tion will  be  provided  for  him  and  the  sort  of 
adult  he  will  become. 

The  Family  Advisory  Service  exists  to 
bring  help  to  the  families  of,  and  profession- 
als working  with,  young  children  who  have  a 
dual  sensory  impairment.  There  are  five 
advisory  teachers,  each  of  whom  is  responsi- 
ble for  his  or  her  own  area.  The  service  is 
provided  for  families  living  anywhere  in  Eng- 
land, and  a  limited  service  is  given  to  those 
families  living  in  Wales,  Northern  Ireland  and 
Scotland.  The  team  of  advisory  teachers  are 
supported  by  an  honorary  paediatrician, 
speech  therapist,  physiotherapist  as  well  as 
an  occupational  therapist. 

Very  often  the  children  with  whom  we 
work  are  aged  between  two  to  five  years  but 
we  have  an  increasing  number  who  are 
referred  to  us  at  only  a  few  months  old. 
These  are  the  lucky  children  because  they 
have  been  recognised  as  having  a  dual 
sensory  impairment  so  that  the  right  services 
and  treatment  can  be  offered  to  them  as 
early  as  possible.  When  we  meet  older 
children  who  have  not  been  diagnosed  or 
recognised  as  having  serious  sensory  im- 
pairment we  usually  find  that  the  child  is 
under-functioning.  It  is  easy  to  set  up  a 
self-fulfilling  situation  for  the  sensorily  dep- 
rived child.  If  you  place  him  in  a  school  for  the 
mentally  handicapped,  emotionally  dis- 
turbed, deaf  or  blind  and  treat  him  as  you 
would  any  other  child  who  has  been  approp- 
riately placed  you  will  end  up  with  a  very  low 
functioning,  frustrated,  problem  child. 

This  may  completely  affect  the  way  the 
child  continues  to  learn  throughout  his  life, 
because  the  earlier  the  diagnosis  is  made  the 
earlier  a  structured  programme  of  interven- 
tion can  be  offered  by  all  of  the  services 
available.  The  child  and  the  family  will  need 
all  the  help  they  can  get.  The  parents  will 
need  to  know  not  only  about  his  handicap- 
ping conditions  but  how  to  improve  them. 
They  will  probably  get  advice  from  teachers 
for  the  hearing  impaired  and  visually  im- 
paired, help  from  physiotherapists,  occupa- 
tional therapists,  and  speech  therapists,  their 
health  visitor,  their  general  practitioner,  con- 
sultants in  genetics,  paediatrics,  audiology, 
ophthalmology  and  cardiology  as  well  as 
social  workers,  psychologists  and  other  in- 
volved professionals.  Very  often  none  of  the 
people  within  this  formidable  list  has  met  a 
deaf-blind  child  before. 

Certainly  it  is  very  unlikely  that  the  pa- 
rents will  have  ever  imagined  that  their  child 
or  even  any  child  could  be  affected  by  two 
serious  sensory  handicaps.  Young  children 


who  have  a  dual  sensory  impairment  cannot 
automatically  benefit  from  teaching  or  ther- 
apy designed  solely  for  children  with  only  one 
of  these  impairments.  Such  children  have  to 
be  considered  as  probably  having  com- 
munication problems  which  may  compound 
further  their  understanding  and  learning  un- 
less tackled  early. 

Realising  the  importance  of  early  in- 
tervention, the  Family  Advisory  Service  team 
appreciates  the  earliest  possible  contact  with 
the  child  and  his  family  so  that  it  can  offer 
teaching  advice,  guidance  and  support  dur- 
ing the  child's  vital  early  learning  years.  In 
particular  the  aim  is  to  ensure  that  the 
parents  of  young  deaf-blind  children  should 
be  knowledgeable,  confident  and  secure  in 
their  understanding  of  the  child's  condition 
and  of  the  best  ways  to  help  him  achieve  his 
full  potential. 

The  service  operates  by  providing  a 
variety  of  activities  both  in  the  child's  home  or 
at  the  headquarters  of  the  Family  Service  in 
Ealing.  By  visiting  the  home  the  advisory 
teachers  can  help  parents  to  choose  the 
most  appropriate  play  and  work  activities. 
Parents  are  helped  to  monitor  their  child's 
progress  and  to  increase  their  skills  in  the 
observation  of  their  child's  behaviour  and 
development  so  that  they  are  able  to  initiate 
further  activities  for  themselves.  Often  the 
home  is  an  ideal  place  to  meet  the  child's 
other  visiting  teachers  and  therapists,  thus 
establishing  co-operative  effort  and  avoiding 
duplication  of  services.  Essentially  the  home 
visiting  service  provides  a  home  teaching 
programme  which  has  been  structured  speci- 
fically  for   the    individual    child    within    the 
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natural  learning  environment  of  his  own 
home. 

Formal  tests  are  usually  inappropriate  for 
the  needs  of  very  young  handicapped  chil- 
dren and  instead  we  ask  parents  and  other 
professionals  involved  to  use  detailed  and 
systematic  observation  methods  of  recording 
the  behaviour  which  the  child  shows  in  his 
most  familiar  setting.  Careful  records  of  the 
child's  physical  skills,  fine  motor  and  man- 
ipulative abilities,  social  and  self-help  levels, 
the  child's  ability  to  play,  imitate,  follow 
instructions,  manipulate  the  environment, 
can  all  be  obtained  at  home.  Once  we  have 
helped  the  parents  to  make  these  objective 
records  we  are  able  to  design  appropriate 
teaching  tasks  so  that  the  skills  and  activities 
are  geared  towards  the  child's  needs  and  his 
progress  monitored  carefully. 

This  service  is  seen  as  extremely  impor- 
tant from  the  parents'  point  of  view  as  many 
of  the  skills  which  are  expected  of  young 
children  are  -  or  should  be  -  controlled  by 
the  parents  themselves.  Feeding,  toileting, 
dressing,  washing  and  most  social  skills  are 
the  province  of  all  parents  until  such  time  as 
the  child  goes  to  school.  Through  the  early 
intervention  work  we  can  often  provide  pa- 
rents with  useful  ideas  in  helping  the  child 


attain  mobility  and  can  certainly  assist  them 
in  trying  to  ensure  that  as  far  as  is  possible 
he  will  be  given  appropriate  age/stage  re- 
lated activities  in  co-operation  with  the  child's 
other  involved  professional  worker. 

We  are  fortunate  to  be  able  to  arrange  for 
parents  to  bring  their  children,  both  hand- 
icapped and  non-handicapped,  to  the  Family 
Centre  to  stay  for  a  few  days.  Parents  are 
able  to  visit  the  centre  within  the  working 
week  or  at  the  weekend  and  are  always 
invited  to  bring  along  any  involved  teachers 
or  twapists  We  structure  the  time  spent  so 
that  the  parents  and  children  can  feel  that 


they  are  in  a  family  atmosphere,  and  time  is 
allowed  for  everyone  to  discuss  and  plan 
their  requirements.  We  include  the  non- 
handicapped  brothers  or  sisters  within  the 
plan  as  far  as  possible  so  that  they  feel  that 
they  have  an  importance  and  a  worth  within 
the  family.  We  often  find  that  the  non- 
handicapped  child  has  become  emotionally 
scarred  because  of  the  time  and  attention 
which  is  being  spent  on  the  handicapped 
child.  If  this  is  the  case,  then  we  try  to  help 
parents  to  appreciate  that  all  of  their  children 
have  a  permanent  need  for  their  time  and 
attention  and  that  the  abilities  of  all  their 
children  are  of  value.  Sometimes  parents  can 
be  so  absorbed  in  the  programme  planning 
of  their  handicapped  child's  lives  that  they 
have  forgotten  to  praise  their  other  children 
for  their  progress  and  achievement. 

Staff  of  the  Family  Service  invariably 
send  follow-up  reports  to  parents  and  in- 
volved professionals  and  are  usually  able  to 
visit  the  child's  home,  nursery,  school  or 
other  placement  at  the  invitation  of  the 
professionals  and  parents  concerned  to  give 
further  advice  if  needed  or  required. 

All  of  the  parents  whom  we  meet  see  the 
necessity  of  establishing  early  communica- 
tion with  their  children.  They  understand 
probably  more  than  any  other  people  that  the 
primary  need  for  any  multiply  handicapped 
child  is  to  make  relationships  and  communi- 
cate with  people.  Until  the  child  learns  to 
respond  actively  to  the  pleasures  of  inter- 
communicating with  other  people,  the  pa- 
rents can  often  be  as  frustrated  as  the  child 
for  they  are  unable  to  make  sense  or  mean- 
ing of  the  world  for  their  child.  The  child's  first 
teachers  are  his  parents,  but  if  his  parents 
are  unable  to  feel  that  their  child  is  interacting 
with  them,  then  they  may  lose  the  incentive 
to  play,  thus  starting  the  vicious  circle  where 
neither  parent  nor  child  has  the  incentive  to 
interact  with  each  other.  It  is  for  this  reason 
that  throughout  the  year  we  organise  "com- 
munication weekends"  so  that  groups  of 
parents  of  young  children  can  learn  together 
of  the  various  ways  in  which  they  can  help 
their  children  to  communicate  effectively. 
The  importance  of  the  need  for  communica- 
tion cannot  be  emphasised  enough.  We 
recommend  the  use  of  total  communication, 
with  the  signs  being  signed  co-actively  on  the 
child  with  the  parent  or  teacher  working  from 
behind  the  child,  so  that  the  child  is  able  to 
feel  the  whole  body  movements  involved. 

The  physical  needs  of  the  children  are 
usually  assessed  by  the  Family  Service 
physiotherapist  who  can  write  detailed 
advice  for  the  parents  concerning  some 
important  aspects  of  their  child's  motor  de- 
velopment. She  liaises  with  the  child's  own 
physiotherapist  or  occupational  therapist 
and,  through  her  experience  with  deaf-blind 
children,  is  able  to  offer  them  invaluable 
recommendations  towards  the  child's  prog- 
ramme. 

Whether  the  child  is  seen  at  home  by  the 
visiting  advisory  teacher,  or  at  the  Family 
Centre  will  depend  largely  on  the  parents' 
needs  at  the  time  of  referral.  The  programme 
of  intervention  is  based  on  the  premise  that 
we  are  seeking  ways  of  providing  the  child 
with  experiences  which  will  help  him  to 
progress,  in  his  own  way,  through  those 
milestones  necessary  to  his  developing  inde- 
pendence. Our  work  is  designed  to  help 
everyone  involved  to  become  more  effective 


in  their  work  with  the  child.  The  aim  is  to 
stimulate  and  motivate  the  child  to  use  all  his 
of  abilities  in  all  areas  of  development  and  to 
encourage  the  child  to  function  at  his  opti- 
mum level  by  learning  to  communicate. 
Children  may  acquire  new  skills  rapidly  or 
slowly,  according  to  their  abilities  and  to  the 
environmental  influences  which  impinge 
upon  them.  Parents  may  need  help  in  under- 
standing how  to  modify  the  environment  or 
the  activities  which  they  wish  him  to  partici- 
pate in,  and  they  will  also  need  some  help  in 
observing  their  child's  developmental  prog- 
ress. 

Finally,  it  is  important  to  remember  that 
as  teachers  we  are  there  to  acknowledge 
and  help  rather  than  usurp  the  parent's 
primary  and  unique  role  in  the  education  of 
their  child.  We  must  be  aware  that  each 
family  has  specific  needs  which  will  change 
over  time  and  in  order  for  us  to  be  successful 
in  helping  the  child  and  his  family  we  need  to 
continually  assess  our  roles  and  responsibili- 
ties and  most  of  all  maintain  open  com- 
municatiorf  and  mutual  respect. 


Four  Week 
Intensive 
Course  in  the 
Education  of 
Children  with 
Multiple 
Handicaps 


Sense  is  proposing  to  host  a  course  in 
conjunction  with  Gallaudet  College  in  the 
education  of  children  with  multiple  hand- 
icaps at  its  new  Birmingham  Centre  from 
7  July  -  1  August  1986.  The  course  is 
provided  for  teachers  of  multi- 
handicapped  sensory-impaired  children, 
including  deaf  children  with  additional 
disabilities,  deaf-blind  children  etc.  The 
course,  which  arose  out  of  a  seminar 
given  by  Sense  in  the  Northern  Counties 
School  for  Deaf  Children,  will  be  adminis- 
tered by  Dr  Thomas  Jones  and  Dr  Judith 
Johnson  of  Gallaudet  College,  Washing- 
ton DC. 

The  course  content  has  not  yet  been 
finalised  at  this  stage,  but  current  plan- 
ning is  for  two  modules  which  will  lead  to 
six  Gallaudet  College  graduate  credits. 
The  modules  are  likely  to  be:- 

•  Applied  Behaviour  Analysis  for  Chil- 
dren with  Multiple  Handicaps 

•  Language  and  Cognition. 

The  course  will  be  residential  and  will 
operate  from  Monday  to  Friday  during  the 
four  weeks.  Day  places  will  be  available 
for  teachers  living  locally.  Attendance  at 
one  module  only  will  be  possible  if  places 
are  not  taken  up  for  the  whole  course. 
Further  details  will  be  issued  later  but 
we  would  like  to  hear  now  from  teachers 
interested  in  applying  in  order  to  gauge 
demand.  Please  write  to  Rodney  Clark  at 
Sense  Head  Office  indicating  your  in- 
terest. 


The  Deaf-  Visually  Handicapped 
Department  at  Whitef ield 


Whitefield  is  a  day  school  and  centre  offering 
placement  and  services  for  some  300  chil- 
dren and  their  families  with  a  wide  range  of 
handicaps  and  learning  difficulties. 

There  are  three  divisions  within  the 
school.  One  caters  for  children  with  Moderate 
Learning  Difficulties.  The  second,  the  Sup- 
port Services  Division,  offers  a  range  of 
facilities  and  expertise  that  can  be  used 
throughout  the  school,  such  as  three  educa- 
tional psychologists,  speech,  music  and  phy- 
siotherapy, staff  tutoring,  social  work  and 
parental  advice.  'Bricks  and  Mortar'  facilities 
include  a  hydrotherapy  pool,  a  well  equipped 
toy  library,  a  woodwork  room  and  a  home- 
craft area. 

In  addition  the  school  shares  ownership 
of  an  ordinary  house  in  the  community,  called 
Project  Independence,  which  the  children 
can  use  to  practise  daily  living  skills. 

The  third  division,  the  Specialist  Depart- 
ments, contains  a  department  for  children 
with  specific  behaviour  and  communication 
difficulties,  a  department  for  children  with 
specific  language  difficulties  and  the  depart- 
ment for  deaf-visually  handicapped.  This  last 
department  provides  educational  facilities  for 
children  whose  impairments  of  both  vision 
and  hearing  demand  a  very  specialised 
approach. 

Approximately  50%  of  the  children  are 
handicapped  by  maternal  rubella.  Some 
have  physical  handicaps  in  addition  to  dual 
sensory  loss,  and  some  may  have  moderate 
or  severe  learning  difficulties.  Children  can 
attend  on  a  full  or  part-time  basis  from  the 
age  of  two  years  and  they  can  remain  in  the 
department  until  they  are  19. 

There  are  currently  19  children  within  the 
department,  grouped  into  five  classes.  The 
department's  staffing  takes  account  of  the 
high  level  of  individual  attention  and  teaching 
which  children  with  these  handicaps  require 
if  they  are  to  make  progress;  at  present  there 
are  six  teachers  and  nine  assistants.  One 
teacher,  supported  by  a  nursery  nurse  or 
general  assistant,  is  responsible  for  the 
educational  programming  and  individual 
teaching  of  these  children.  Where  necessary 
and  where  agreement  is  reached  with  the 
child's  authority,  a  child  may  have  a  special 
welfare  assistant  which  enables  them  to 
have  a  continual  1:1  attention  and  input.  All 
teachers  are  required  to  have  a  further 
qualification  in  teaching  the  deaf,  the  blind  or 
the  deaf-blind  and  all  staff  have  specialised 
training. 

Whilst  the  staff  believe  strongly  that  our 
children  benefit  from  a  specialist  approach 
and  a  high  staff  ratio,  we  aim  to  allow  them  to 
learn  and  make  friends  outside  this  special- 
ised environment.  Several  children  mix  with 
groups  from  the  Moderate  Learning  Difficul- 
ties Division  at  playtime  or  during  lessons 
and  one  of  our  teenagers  attends  for  some  of 
her  lessons  at  a  local  Senior  High  School. 

The  progress  made  by  each  child  is 
monitored  every  6  months  by  means  of  a 
Review  Conference  to  which  the  team  staff, 
the  assessment  psychologist,  the  parent 
adviser  and  any  therapist  who  works  with  the 


child,  make  contributions.  At  the  review  the 
success  of  the  previous  6  months'  education- 
al programme  is  discussed  and  goals  are  set 
for  the  next  6  months.  Parents  are  always 
invited  to  attend  and  to  contribute,  but  when 
they  are  unable  to  do  so  they  will  meet  with 
the  parental  advisory  teacher  soon  after  the 
review  to  discuss  their  child's  programme 
and  where  appropriate  agree  any  work  to  be 
carried  out  at  home. 

A  major  emphasis  within  the  department 
is  for  the  children  to  be  as  independent  as 
possible  given  each  child's  sensory  loss  and 


developmental  level.  Self  care  skills  cover  a 
wide  range  of  activities,  from  teaching  a  child 
to  hold  a  spoon  and  to  scoop,  to  learning  to 
prepare  food  and  to  cook  their  own  lunch. 
Mobility  skills  again  cover  a  wide  spectrum, 
from  finding  your  chair  in  the  classroom  to 
using  the  local  buses  on  your  own. 

Whatever  a  child's  level  or  current  needs 
might  be,  we  can  plan  a  programme  espe- 
cially for  them. 


Jane  Evans, 

Head  of  Department 


Laura  Pease, 
Deputy  Head 


"Rewarding"  Work  at  Whitefield 

I  have  met  very  few  people  who  are  prepared 
to  work  for  nothing  -  the  children  of  the 
Deaf-Visually  Handicapped  Department  of 
Whitefield  School  are  no  exception!  However 
long  you  spend  planning  an  interesting  les- 
son you  can  be  sure  that  the  pupils  can  think 
of  something  they  would  rather  do  and  at 
least  a  dozen  ways  of  avoiding  work.  The 
battle  of  wits  between  adult  and  child  can  be 
extremely  frustrating  as  at  any  moment  your 
opposition  can  hide  behind  an  almost  im- 
penetrable wall  of  silence  as  ear  moulds  are 
pulled  out  and  eyes  are  shut  tight. 

We  can  motivate  children  to  learn  new 
tasks  and  desirable  behaviours  by  making 
the  outcome  of  their  endeavours  as  reward- 
ing as  possible.  However,  it  is  not  always 
easy  to  find  appropriate  rewards,  as  many 
deaf-blind  children  are  rewarded  by  being 
allowed  to  eye  poke,  hand  flap,  or  do  other 
behaviours  that  we  do  not  want  to  encour- 
age. 

I  work  with  some  of  the  younger  children 
in  the  Department.  Most  of  these  children 
need  constant  attention  and  a  variety  of 
rewards  such  as  a  hug,  a  tickle,  a  toy  or  a 
sweet,  to  help  maintain  their  attention  and 
co-operation. 

Aarif  enjoys  physical  contact.  A  quick 
tickle  is  often  an  effective  reward  for  him,  but 
when  he  is  in  a  particularly  sensitive  mood 
the  slightest  touch  will  send  Aarif  into  non- 
stop laughter  for  several  minutes  -  on  these 
occasions  I  avoid  tickles  and  opt  for  less 


Aarif  working  for  a  drink. 


Andrew  chooses  a  reward. 

disruptive  alternatives:  the  jar  of  raisins,  the 
curry  mix,  or  a  drink  of  orange. 

Paul  began  to  work  for  rewards  about  six 
months  ago.  This  breakthrough  coincided 
with  a  noticeable  increase  in  sociability  and 
co-operation  in  Paul's  behaviour.  Paul's 
favourite  rewards  are  raisins,  crisps  and 
balloons. 

Andrew  finds  a  large  variety  of  things 
rewarding  although  he  does  tire  of  each 
reward  quickly.  It  is  not  easy  to  predict 
Andrew's  latest  incentive  so  the  start  of  his 
work  sessions  often  have  a  greater  resembl- 
ance to  Aladdin's  cave  than  a  classroom. 
Goodies  are  arranged  on  the  table,  things 
like  a  smartie,  a  crisp,  a  small  drink  of 
orange,  a  tambourine,  a  whistle,  a  squeaky 
toy,  a  teddy  bear,  a  toy  car,  a  mirror,  a  torch, 
or  a  balloon,  and  Andrew  chooses  the  thing 
he  wants  most.  We  play  this  'game'  a  couple 
of  times  and  I  then  have  a  good  idea  of  an 
effective  reward  for  that  particular  work  ses- 
sion. 

By  showing  children  how  pleased  we  are 
with  their  behaviour  we  make  the  consequ- 
ences of  their  behaviour  pleasant  and  there- 
fore make  it  more  likely  that  they  will  repeat 
the  behaviour  and  get  the  reward. 

Ursula  Walker, 
Teacher  of  the  Deaf, 
Whitefield  School  and  Centre, 
Macdonald  Road, 
Walthamstow, 
London  E17  4AZ 


Physiotherapy  with,  the 
Deaf— Blind 


As  physiotherapist  at  the  Family  Centre  in 
Ealing  I  assess  the  motor  development  of  all 
the  children  who  visit  us,  and  recommend 
appropriate  activities  to  be  incorporated  into 
their  learning  programme.  Our  approach  is 
essentially  holistic,  with  my  suggestions 
pooled  alongside  observations  from  parents 
and  teacher  colleagues.  I  like  to  think  of  it  as 
"therapy  in  an  educational  setting"  or  equally 
as  "education  in  a  therapy  setting".  The 
marriage  of  education  and  therapy  results  in 
development  of  the  whole  child  through 
normal  movement  patterns  and  posture. 

Often,  a  parent's  idea  of  a  physiotherap- 
ist is  of  someone  who  treats  their  child, 
maybe  not  even  in  their  presence  and  poss- 
ibly without  explaining  the  purpose  of  the 
exercises.  The  child  frequently  protests  as 
his  limbs  are  moved  about,  and  he  feels 
pressure  to  perform  well  during  a  busy 
session  that  is  repeated  at  weekly  intervals. 
Helping  a  young  child  to  learn  to  move  and 
want  to  explore  his  environment  because  it 
seems  a  good  and  exciting  place,  must  be 
an  enjoyable  experience  for  both  child  and 
parent.  This  cannot  be  over-emphasised. 


ENJOYABLE  LEARNING  =  PLAY 
and 
PLAY  IS  LEARNING 

Parents,  teachers  and  physiotherapists  unite 
under  the  umbrella  title  of  developmental 
therapists  whose  aim  is  to  work  as  a  team 
through  the  medium  of  structured  play  in 
co-operation  and  with  mutual  exchange  of 
ideas,  in  order  to  help  the  child  achieve  his 
own  potential. 

In  our  sensory  impaired  children  it  is  well 
to  remind  ourselves  that  movement  occurs  in 
response  to  sensory  input  to  the  body. 
Sensory  messages  are  received  via  the 
eyes,  ears,  skin,  mouth/tongue,  nose  and 
muscle/joint  receptors.  This  last  one  is  an 
area  often  overlooked  -  if  you  close  your 
eyes,  lift  your  arm  up  to  shoulder  level  and  try 
to  bend  your  elbow  to  a  right  angle,  you  are 
able  to  do  it  accurately  as  every  tiniest 
tension  within  your  muscles  and  tendons  is 
relayed  to  your  brain.  A  child  must  experi- 
ence movement  and  the  feel  of  varying 
positions  to  learn  about  his  body  and  how  to 
move  with  smooth  co-ordination. 

It  is  vrtal  to  assess  accurately  a  child's 
stage  of  development.  The  equivalent  stage 
may  not  be  attained  at  the  same  time  in 
areas  of  motor,  language  and  social  achieve- 
ment. It  is  confusing  to  know  a  child's 
chronological  age  yet  observe  motor  de- 
velopment that  may  be  at  a  level  of  only  a  tiny 
baby  However,  if  this  is  the  level  at  which  the 
child  functions  he  must  build  from  this  stage, 
for  to  miss  out  the  foundation  stones  of 
development  would  only  lead  to  insecure 
body  control. 

Batwes  at  birth  exhibit  reflex  asymmetric- 
al, jerky  movements.  As  the  nervous  system 
matures  the  movements  become  smoother, 
symmetrical  and  purposeful.  Head  balance 


Judith  Peters,  Sense's 

Physiotherapist,  outlines  some  of  the 

principles  underlying  her  work  with  the 

deaf-blind  children  who  visit  the  Family 

Centre. 

and  a  degree  of  trunk  control  precede  the 
ability  to  sit.  Being  able  to  put  arms  out  to 
save  oneself  from  falling  must  develop  before 
standing  or  walking  can  be  achieved.  At  the 
earliest  stage  symmetry  and  experience  of  a 
variety  of  positions  is  encouraged.  Prone 
(tummy)  lying  is  of  particular  importance  for 
stimulating  head  control  and  stability  of  the 
shoulder  girdle.  Side  lying  is  vital  to  help  the 
hands  to  come  together,  where  they  are  able 
to  explore  in  midline.  Head  turning  leads  on 
to  the  beginnings  of  rolling  which  is  the  great 
trunk  strengthening  activity.  As  the  trunk  and 
neck    muscles    come    under    control    and 


Developmental 
Ladder 


strengthen,  the  scene  is  set  for  gaining  sitting 
balance.  This  may  need  to  be  helped  by  the 
support  of  a  suitable  chair  -  frequently 
required  by  children  with  hearing  and  visual 
impairment.  The  very  experience  of  the 
upright  posture  stimulates  increased  muscle 
power  and  places  eyes  and  ears  in  an 
optimum  position  for  receiving  signals. 
Learning  to  support  the  body  continues, 
needing  much  practice  and  encouragement 
until,  as  the  rising-to-stand  reactions  appear, 
the  child  is  able  to  explore  the  standing 
posture. 

As  with  the  problems  of  attainment  of 
sitting,  the  visually  impaired  child  may  be 
unmotivated  to  pull  himself  to  a  standing 
position.  Many  times  I  use  the  fun  experience 
of-being  stood  up  (with  support)  as  a  stimulus 
for'the  child  himself  to  want  to  "have  a  go". 
The  pressures  occurring  within  muscles, 
joints,  and  on  the  soles  of  the  feet  when  we 
stand  are  quite  different  to  those  we  experi- 
ence while  lying  down.  These  stretches  and 
pressures  -  or  proprioceptive  sensations  - 
are  in  themselves  a  stimulus  to  maintain 
standing.  For  this  reason  I  frequently  place  a 
child  in  a  standing  frame  and  ask  teacher 
colleagues  to  think  up  a  really  fun  activity  for 
the  child  while  the  standing  session  is  in 
progress.  The  standing  experience,  like  ev- 
ery other  part  of  therapy,  must  be  a  happy 
occasion. 

Many  of  the  children  that  I  see  have  either 
muscles  that  are  too  tense  (hypertonic  or 
spastic)  or  muscles  that  are  lacking  normal 
tension  (hypotonic  or  floppy).  Understanding 
the  reason  for  these  variations  in  tone  and 
the  special  ways  of  handling  the  children  are 
important  areas  for  all  members  of  the 
developmental  therapy  team  to  understand. 
Special  footwear  may  be  needed  and  cer- 
tainly watching  for  correct  foot  and  leg 
positioning  during  play,  sleep,  carrying,  feed- 
ing and  dressing  is  essential. 

Finally  -  physical  development  takes  time 
and  maturity.  The  ladder  toward  full  motor 
control  is  similar  for  all  children,  however  for 
some  the  speed  at  which  the  rungs  are 
climbed  may  be  slower.  Progress  will  be 
faster  at  some  times  than  others  and  the 
plateau  periods  can  seem  long.  If  on  some 
days  you  have  less  time  to  work  at  therapy, 
or  there  are  moments  when  you,  or  your 
child,  feel  less  inclined  to  work,  remember 
that  an  "off"  day  may  well  be  a  pause  ready 
for  a  spurt  forwards  at  another  time. 
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The  Deaf- Blind  Child 
and  the  Curriculum 


When  I  was  at  college  I  learnt  by  heart  a 
definition  of  'the  curriculum'  which  could  be 
trotted  out  at  will  in  essays  and  examinations. 
According  to  this  the  curriculum  was  'all  the 
activities  planned  and  guided  by  the  school, 
whether  taking  place  inside  or  outside  the 
school  buildings'.  Although  this  is  probably  an 
adequate  definition,  I  feel  that  in  copnsidering 
the  curriculum  for  the  deaf-blind  child  it  may  be 
of  more  practical  help  to  think  of  the  curriculum 
as  'what  the  school  does,  and  how,  when  and 
why  the  school  does  it'.  I  will  attempt  to  look  at 
the  why,  the  what,  the  how  and  the  when  in 
giving  this  personal  view  of  the  education  of  this 
special  need  group. 

Although  I  refer  to  'the'  deaf-blind  child,  I  am 
aware  that  there  is  no  such  person.  Each  child 
will  have  different  degrees  of  sight,  hearing, 
physical  abilities,  behaviour  patterns,  powers  of 
concentration  and  abilities  to  form  relationships 
as  well  as  being  at  different  levels  of  intellectual 
development  and  skill  acquisition.  Within  the 
deaf-blind  population  there  is  a  continuum 
ranging  across  those  children  operating  in  their 
environment  in  a  very  restricted  way;  those  with 
a  small  repertoire  of  recognised  patterns  of 
action  and  interaction  and  those  with  a  whole 
variety  of  sophisticated  behaviours  available  to 
them.  It  is  the  curriculum  for  children  at  the 
beginning  of  this  continuum  to  which  I  am  giving 
consideration  here.  This  is  partly  because  of  my 
own  experience  and  special  interest,  and  partly 
because  the  majority  of  deaf-blind  children  are 
in  schools  for  children  with  severe  learning 
difficulties  or  in  mental  handicap  hospital 
schools.  I  will  return  to  the  issue  of  whether  or 
not  this  is  desirable  later. 

It  seems  rather  arrogant  on  my  part  to  refer  to 
'the'  curriculum.  Clearly  the  what,  whenand 
how  are  going  to  vary  enormously  according  to 
the  particular  arrangement  of  skills  and  abilities 
coming  together  in  a  child.  Yet  the  drawing  up  of 
a  common  curriculum  appropriate  for  pupils  with 
a  whole  myriad  of  special  needs  is  precisely 
what  schools  for  children  with  severe  learning 
difficulties  are  being  asked  to  do.  This  often 
leads  schools  to  produce  massive  tomes  cover- 
ing the  core  areas  of  language,  gross  motor, 
fine  motor,  self-help,  socialisation  and  cognition 
with  objectives  arranged  in  developmental 
sequence.  Although  such  guidelines  are  without 
question  necessary,  if  used  unwisely  they  can 
lead  to  a  straightjacketing  situation  in  which 
targets  are  presented  to  a  deaf-blind  child  which 
are  totally  inappropriate  because  of  the  sensory 
handicaps  and  the  priorities  these  entail.  The 
curriculum  needs  to  be  thought  of  as  more  than 
just  a  collection  of  checklists.  The  aims  of 
education  —  the  why  —  are  of  particular 
importance  as  they  underlie  not  only  the  what 
but  also  the  how  and,  to  some  extent,  the 
when. 

The  Why 

The  school  curriculum  should  be  concerned 
with  helping  the  deaf-blind  child  to  acquire; 

•  some  understanding  of  the  environment, 
some  control  over  it  and  some  degree  of 
autonomy  to  act  independently  within  it; 

•  an  understood  method  of  acting  within  and  on 
the  environment; 

•  abilities  to  initiate  and  respond  to  interaction 
in  relationships  which  are  not  simply  dependent. 

These  aims  would  seem  to  have  more  signifi- 


Judy  Bell  is  Peripatetic  Teacher  for  the 

Visually  Handicapped  in 

Wolverhampton.  Her  paper  on  the 

Curriculum  was  the  basis  of  a 

successful  discussion  group  at  the 

Leicester  Conference. 


cance  to  the  deaf-blind  than  the  oft-quoted  aim 
of  helping  each  child  to  develop  to  his  or  her  full 
potential'. 

The  What 

If  these  aims  are  accepted,  then  it  is  clear  that  a 
curriculum  that  only  focusses  on  products, 
outcomes  and  specific  skills  will  not  go  far 
towards  meeting  them.  An  example  may  help  to 
clarify  this:  'Child  independently  stacks  3  balls 
on  a  stick'  is  an  objective  which  could  have 
relevance  for  a  deaf-blind  child.  After  all,  it  is 
something  that  can  be  done  without  sight,  it  aids 
dexterity,  co-ordination  and  tactile  exploration 
and  is  something  positive  that  the  child  can  do 
when  he  is  on  his  own  (after  all,  it  is  better  to  put 
balls  on  sticks  than  to  eye  poke).  However,  if  he 
isn't  taught  that  the  equipment  is  kept  in  a 
particular  place,  if  he  can't  go  and  get  it  or 
indicate  that  he  wants  it  or  if  the  skill  is  not 
generalised  to  other  balls  on  sticks  then  it  is  a 
skill  which  does  not  go  far  in  helping  him  to  have 
understanding,  control,  autonomy,  independ- 
ence or  intention  to  interact  and  form  rela- 
tionships. 

Developmental  skill-based  checklists  are 
necessary  in  order  to  give  the  teacher  an  idea  of 
what  comes  next,  but  by  themselves  they  are 
not  the  curriculum.  They  should  not  command 
slavish  adherence  nor  should  they  be  the 
yardstick  by  which  a  school  or  a  teacher  is 
judged  as  'good'. 

The  How 

The  how  is  perhaps  the  single  most  vital  aspect 
of  the  curriculum  process.  It  is  how  the  child  is 
handled,  taught,  communicated  to  and  in- 
teracted with  which  will  most  readily  affect  his 
ability  to  develop  autonomy  and  identity  and  to 
gain  an  understanding  of  objects,  events  and 
people. 

The  approach  outlined  by  Ton  Visser  in  the 
Autumn  edition  of  Talking  Sense  gives  a 
wonderful  example  of  just  how  this  can  be  done. 
The  loss  of  distance  senses  experienced  by  a 
deaf-blind  child  means  that  events,  activities 
and  everyday  occurrences  have  to  be  made 
especially  accessible  to  him.  Whilst  a  sighted, 
hearing  child  may  come  to  realise  that  the 
unscrewing  of  the  top  of  the  squash  bottle,  the 
pouring  into  cups  and  the  topping  up  with  water 
heralds  the  approach  of  a  drink,  the  deaf-blind 
child  has  this  insight  into  cause  and  effect 
denied  him.  Unless  care  is  taken  by  the  teacher 


to  structure  the  school  day  with  the  child 
experiencing  for  himself  the  routines  which  add 
meaning  to  an  otherwise  haphazard  and  arbit- 
rary existence,  it  is  unlikely  that  he  will  ever  be 
able  to,  or  even  want  to,  relate  event  a  to  event 
b,  let  alone  relate  to  adult  x  or  child  y. 
'Environmental  accessibility'  may  be  helped  by; 

•  the  use,  where  possible,  of  familiar  people  to 
promote  understanding,  interaction,  bonding 
and  communication; 

•  adults  working  with  the  child,  not  at  him; 

•  the  use  of  naturally  occurring  events  as 
education; 

•  the  use  of  individualised  routines  which, 
hopefully,  will  lead  to  predictability  and  thence  to 
child  initiation; 

•  the  acceptance  of  initiatives  offered  by  the 
child; 

•  offering  realistic  choices  to  the  child  and 
biding  by  his  decisions; 

•  the  promotion  of  mutual,  not  imposed,  enjoy- 
ment. 

The  When 

Obviously  it  is  difficult  to  be  definitive  about 
exactly  when  new  curriculum  experiences 
should  be  introduced.  Unlike  the  mainstream 
comprehensive  school  where  there  is  a  general- 
ly accepted  rate  at  which  a  child  will  pass 
through  various  learning  stages,  the  when  for 
the  deaf-blind  child  must  be  dictated  by  his  own 
progress.  For  the  young  deaf-blind  child,  or  for 
the  child  with  additional  special  needs,  it  seems 
particularly  necessary  for  the  teacher  to  get  to 
know  him,  to  enjoy  him  and  to  play  with  him 
before  plunging  in  with  a  developmental  assess- 
ment. Such  children  often  perform  better  at 
home,  with  people  they  know  who  understand 
their  perhaps  idiosyncratic  means  of  com- 
munication and  interaction.  If  a  teacher  asses- 
ses straight  away,  particularly  if  no  reference  is 
made  to  parents  or  caregivers,  it  is  likely  that  an 
incorrect  idea  of  the  child's  abilities  will  result. 

•    •    • 

Is  it  right  for  deaf-blind  children  to  be  placed  in 
schools  for  children  with  severe  learning  difficul- 
ties? If  such  schools  adopt  a  curriculum 
approach  outlined  here,  together  with  good 
staffing  ratios,  sympathetic  and  enlightened 
staff,  I  feel  there  would  be  no  problem  in  the 
deaf-blind  attending  such  establishments.  The 
pity  is  that  some  schools  fall  short  of  this  and,  as 
well  as  having  inadequate  staffing,  they  adopt  a 
strictly  skill-based  product  curriculum,  not  the 
process  curriculum,  which  ignores  all  but  the 
'what'  element  of  the  curriculum  and  which  is 
inadequate  not  only  for  the  deaf-blind,  but  also 
for  the  hearing,  sighted  child  with  severe  learn- 
ing difficulties.  Perhaps  this  is  an  area  in  which 
the  education  of  the  deaf-blind  can  give  a  lead 
to  other  groups. 


Young  Sense 

Young  Sense  is  a  magazine  produced  for 
parents  of  deaf-blind  children,  by  parents. 

If  you  would  like  to  receive  this  excellent 
publication,  or  would  like  to  contribute 


anything  to  It,  please  write  to  Christine 
Taylor,  the  Editor  of  Young  Sense,  at  :- 

26  Albion  Road, 
Walthamstow, 
London  E1 7  3H2 
Tel.  01-520  1736 


Pathways  Deaf -Blind  Unit 


Pathways  News 

Already  half  the  term  has  gone!  Joseph 
Latham,  Francis  Smart,  David  Pitt  and  Vicky 
Hilton  have  all  settled  in  very  well.  They  are 
used  to  school  routine  and  so  perhaps  the 
changes  were  not  so  great  for  them.  But  what 
do  Ian  Brown  and  David  Frame  think  about  it 
all?  They  came  from  hospitals  and  the 
progress  they  have  made  in  the  last  few 
weeks  has  been  excellent. 


David  opening  one  of  his  birthday  presents 

David  has  just  had  his  sixteenth  birthday. 
This  week  he  and  Ian  will  be  joining  the  rest 
of  the  family  when  they  go  out  for  an  evening 
meal. 

The  term  had  hardly  begun  before  21 
members  of  staff  and  children  went  to  the  Isle 
of  Wight  for  a  week.  They  had  good  weather 
and  the  children  were  able  to  take  part  in  a 
variety  of  educational  activities.  Everyone 
had  a  lovely  time. 

Ann  Adams,  who  is  Housemother  of  the 
Orange  Family,  leaves  at  half  term.  We  are 
sorry  she  is  leaving,  but  we  are  grateful  to  her 
for  all  she  has  done  for  our  children.  Depar- 
tures often  result  in  promotions  so  we  are 
pleased  that  Kerry  Swannick  is  to  be  the  new 
housemother  and  David  Moore  her  assistant. 
Congratulations  to  both  of  them. 

There  have  been  harvest  festivals  in 
abundance  in  our  area,  and  people  are  very 
kind  when  they  distribute  fruit  and  veget- 
ables Much  is  brought  to  us  or  our  children 
go  to  other  schools  to  collect  it,  and  important 
social  contacts  are  made.  There  is  no  limit  to 
the  culinary  arts  displayed  by  our  house  staff 
when  faced  with  mountains  of  fresh  veget- 
ables' 

John  Peter  Jones, 
Teacher  in  Charge, 
Pathways, 
Condover  Hall, 
Condover 
Shrewsbury. 


Some  Questions  Parents  Ask 
About  Pathways 


What  children  do  you  take? 

Although  parents  are  aware  that  a  unit 
exists,  the  fact  that  it  is  part  of  a  school  for 
blind  children  with  additional  handicaps  is 
important  to  remember.  Condover  Hall 
School  has  just  over  one  hundred  children 
with  thirty  of  these  at  Pathways.  The  ages  of 
the  children  at  Pathways  range  from  approx- 
imately 6+  to  18. 

One  misconception  is  that  we  take  only 
bright  children.  The  children  in  our  unit  cover 
a  very  wide  range  of  ability.  If  a  child  is 
referred  to  us  and  it  is  felt  that  we  can  meet 
the  needs  of  the  child,  then  we  will  offer  that 
child  a  place.  Obviously,  we  could  not  poss- 
ibly take  too  many  disruptive  children  at  the 
same  time.  However,  we  do  have  sufficient 
staff  to  have  a  certain  degree  of  flexibility. 
One  of  our  children,  for  example,  attends  the 
village  school  on  four  afternoons  a  week  with 
a  member  of  our  staff. 

Can  parents  stay  at  the  Unit? 

Rooms  are  available  for  parents,  should 
they  wish  to  stay  in  school.  They  are  wel- 
come to  visit  the  classrooms  and  to  see  the 
work  being  done  by  their  children  and  to 
discuss  programmes  with  the  teacher.  Co- 
operation with  the  parents  is  warmly  wel- 
comed. 

What  is  a  typical  day's 
timetable? 

They  get  up  at  7.15am  and  will  be 
encouraged  to  wash  and  dress  themselves. 
At  8.15am  it  will  be  breakfast  time  and  each 
family  will  sit  down  together.  At  Pathways 
there  are  usually  four  children  in  a  family  with 
a  housemother  and  her  assistant. 

The  school  day  begins  at  five  minutes  to 
nine  when  the  non-residents,  teachers  and 
assistants  join  the  families  for  family  time. 


This  lasts  for  twenty  minutes.  Each  child  will 
have  the  same  adult  with  him  during  this 
time,  enabling  a  special  relationship  to  be 
built  up  between  the  two  of  them.  Writing 
letters  home,  walks  to  the  Post  Office  to  post 
the  letters,  decisions  about  outings  or  just 
making  an  article  such  as  a  kite,  are  impor- 
tant activities  that  can  be  done  together 
during  these  periods.  Some  of  our  older 
children  are  attached  to  families  in  the  Main 
School. 

After  family  time,  children  go  to  Assem- 
bly. This  lasts  about  fifteen  minutes.  Here  the 
young  children  learn  the  discipline  of  sitting 
still  by  just  copying  the  good  behaviour  of  the 
older  children.  This  session,  too,  is  very 
useful  and  important  because  of  the  lan- 
guage used  daily  in  our  little  service.  We 
cover  all  the  main  Christian  and  other  festiv- 
als and  we  try  to  make  what  we  do  relevant  to 
the  world  outside  school.  Last  week  the 
theme  was  Food.  This  resulted  in  the  chil- 
dren bringing  bags  of  flour  and  sugar  to 
Assembly  and  seeing  it  being  put  in  big  sacks 
ready  for  the  journey  to  Ethiopia. 

After  Assembly  the  children  go  to  their 
normal  morning  classes.  Each  teacher  has 
his  or  her  own  group  of  three  or  four  children 
every  morning  with  the  activities  being  deter- 
mined by  the  needs  of  the  children.  In  the 
afternoon  the  groups  are  divided  according 
to  specific  activities  of  a  more  practical 
nature,  eg.  swimming,  gardening. 

One  of  the  most  important  aspects  of  the 
work  is  helping  the  children  to  live  indepen- 
dently. Living  in  small  units  enables  our 
pupils  to  learn  self  care  skills  in  a  natural  way 
as  part  of  day-to-day  living.  All  the  children 
have  individual  tuition  every  week  as  part  of 
the  normal  timetable.  For  the  younger  chil- 
dren this  may  just  involve  putting  toothpaste 
on  a  toothbrush  to  more  advanced  skills  such 
as  using  the  launderette  for  the  seniors. 

J  P  Jones 


Behaviour    Problems 


At  Pathways  we  have  had  some  success 
with  non-communicating  children  with  severe 
behaviour  problems.  Two  severely  deaf-blind 
children  came  to  us  after  losing  the  remain- 
der of  their  sight  at  thirteen  years  old.  Both 
were  very  frustrated  indeed.  One  was  ex- 
tremely miserable,  incontinent  and  self- 
aggressive.  The  other  was  violent;  head 
banging,  kicking  and  hitting  out.  By  using  a 
very  simple,  predictable,  daily  routine  and 
symbols,  they  began  to  feel  more  secure  and 
to  find  some  self-identity. 

For  example,  one  was  given  the  shape  of 
a  house  whenever  it  was  time  to  go  back  to 
residence  from  classroom.  Shortly  she  be- 
gan to  initiate  the  move  herself,  independent- 
ly standing  up,  tucking  her  chair  in  and 
moving  off,  so  having  the  right  to  make  a 
decision,  to  be  a  person.  Her  temper  has 
subsided  remarkably.  The  other  child  was 
given  five  different  textures,   to  represent 


Monday  to  Friday,  to  stick  on  a  board  adding 
one  day  at  a  time,  giving  shape  to  time.  A 
symbol  to  indicate  the  most  enjoyable  activity 
of  the  day  was  added  to  give  purpose  and 
anticipation.  Now  a  larger  chart  to  represent 
a  whole  half  term  extends  his  outlook  further. 
In  addition,  a  daily  work  box  is  used  with 
divisions  for  symbols  for  the  day's  activities. 
A  record,  a  milk  bottle  and  a  fork  are  the  most 
popular!  In  all  aspects  the  most  important 
factor  has  been  waiting,  standing  by  and 
allowing  time  (sometimes  apparently  eterni- 
ty!) for  the  children  to  make  their  minds  up, 
gather  their  thoughts,  sum  up  the  situation 
and  make  the  move  themselves.  Now,  the 
range  of  activities  in  which  both  of  these 
teenagers  can  take  part  has  extended  ama- 
zingly. They  have  dignity  and  purpose  and 
they  both  lead  much  happier  lives. 

Margaret  Jones 
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Communication 

The  range  of  handicaps  at  Pathways  is  wide 
and,  consequently,  the  methods  of  com- 
munication which  are  used  must  be  chosen 
to  suit  individual  needs.  Various  methods  or 
combinations  of  methods  can  be  seen  in  use 
throughout  the  Unit;  speech,  print,  braille, 
tactile  symbols,  finger  spelling  and  Paget- 
Gorman  Signed  Speech. 

In  our  aim  to  develop  language,  we 
consider  PGSS  to  be  an  important  tool.  It 
enables  the  children  to  receive  a  simul- 
taneous representation  of  spoken  English, 
and  thus  the  development  of  normal  lan- 
guage patterns  is  possible,  in  turn  aiding 
lip-reading.  The  system  enables  a  gradual 
development  of  concepts  from  simple  to 
complex,  concrete  to  abstract.  We  find  it 
flexible  enough  to  be  tailored  to  the  many 
levels  of  individual  needs.  Children  who  are 
severely  handicapped  may  not  progress 
further  than  the  basic  forms  of  the  signs;  the 
more  able  build  on  these  to  acquire  lan- 
guage, sufficient  to  read  with  understanding 
to  be  able  to  think  and  express  their  own 
thoughts.  Parents  are  encouraged,  from  the 
earliest  stages,  to  be  aware  of  signs  the  child 
is  learning.  Use  is  made  of  the  Paget- 
Gorman  Society  literature  and  parents  can 
be  put  in  touch  with  tutors  in  their  home  areas 
who  are  willing  to  help. 

We  find  that  the  transition  to  more  con- 
ventional deaf  sign  language,  when  the 
young  person  leaves  Pathways,  presents  no 
problems  because  language  and  an  under- 
standing of  English  has  been  established. 

Mrs  Dorothy  Bowen 

Science  in  the 
Classroom 

Primary  science  activities  are  ways  of  making 
sense  of  the  world  around  us.  Many  of  us 
may  feel  that  specialist  scientific  knowledge 
is  required  before  science  can  be  introduced 
into  the  'deaf-blind  curriculum'.  Remember 


though  that  few  primary  teachers  possess 
such  knowledge  and  it  is  probably  our  lack  of 
confidence  which  leads  us  to  avoid  tackling 
scientific  possibilities  when  they  occur.  Ex- 
amine what  you  are  doing  in  the  classroom 
(or  at  home,  Mums!),  and  you'll  find  lots  of 
things  you  are  doing  already  are  really 
scientific  in  their  make  up. 

It  is  rarely  necessary  to  decide  "This 
lesson  will  be  science".  Most  scientific  topics 
are  already  part  of  the  curriculum;  sand, 
water,  air,  the  seasons,  transport,  magnets, 
batteries.  If  you  are  already  covering  a 
'scientific  topic'  then  extend  it  and  explore 
further.  Develop  the  interest,  perhaps  in 
insects,  etc;  make  observations  and  order 
these  in  some  way.  This  helps  logical  think- 
ing. Devise  simple  experiments  to  make 
comparisons  between  things.  Regular  re- 
cording of  results  maintains  interest. 

There  are  many  language  benefits  from 
pursuing  a  scientific  topic  -  "What  have  you 
done?  -  found  out?",  etc  become  starting 
points  for  communication.  When  something 
is  "happening"  children  are  more  likely  to 
initiate  the  communication.  It's  all  stating  the 
obvious,  isn't  it?  We  all  do  these  things 
already.  Good!  Don't  neglect  them.  Don't 
underestimate  your  skills  and  achievements 
in  this  area. 

The  Schools  Council  Science  Project 
5-13  is  well  worth  looking  at,  especially  the 
"Early  Experiences  Unit". 

Briefly,  some  of  the  objectives  at  this 
stage  are:- 

•  Developing  interests 

•  Developing  an  enquiring  mind 

•  Seeing  relationships  between  things 

•  Interpreting  findings 

•  Ordering  observations 

•  Careful  recordings 

These  lead  to  benefits  like:— 

•  Extending  knowledge 

•  Expanding  interests 

•  Using  new  language 

•  Fostering  communication 

Graham  Evans 


Course  for  Teachers 


Senses  new  course  in  the  education  of 
deaf-blind  children  has  been  arranged  for 
January  and  April  of  next  year,  with  fifteen 
places  available  to  teachers  who  wish  to  take 
advantage  of  two  weeks'  training  specifically 
in  the  teaching  of  the  deaf-blind.  This  course 
was  originally  devised  by  Christine  and  Tony 
Best  for  the  benefit  of  teachers  of  the  many 
deaf-blind  children  revealed  by  Christine's 
survey  as  being  placed  in  schools  for  chil- 
dren with  severe  learning  difficulties,  then 
known  as  ESN(S)  schools.  This  course  is  a 
response  to  the  interest  expressed  by  many 
teachers  in  those  schools,  but  could  be  of 
interest  to  teachers  of  deaf-blind  children 
elsewhere. 

During  the  first  week,  1 3th  -  1 7th  January 
1986,  the  subjects  of  tutorials  will  include 
vision  (the  eye,  impairments  and  their  im- 
plications, assessment  and  development  of 
residual  vision);  hearing  (the  ear,  impair- 
ments and  their  implications,  hearing  aids, 
assessment  and  development  of  residual 
hearing);  classroom  management,  teaching 
ideas  and  equipment;  the  behavioural 
approach  to  learning;  communication  and 


sign  systems,  and  services  and  literature. 
Participants  will  be  introduced  to  practical 
projects  to  be  carried  out  during  the  rest  of 
the  school  term  in  their  own  schools.  On  their 
return  for  the  second  week,  i.e.  14th  -  18th 
April,  discussion  of  these  projects  will  be 
accompanied  by  the  development  of  the 
ideas  and  approaches  introduced  in  the  first 
week,  and  tutorials  will  explore  further 
aspects  such  as  language  development, 
working  with  parents,  and  staff  management. 
We  shall  be  holding  the  course  at 
Sense's  new  site  in  Birmingham,  formerly 
the  Royal  School  for  the  Deaf,  Edgbaston, 
and  are  offering  both  residential  and  day 
places.  If  you  are  interested,  or  know  of 
someone  who  may  be,  please  note  that 
applications  should  be  in  soon  after  the 
publication  of  this  Newsletter.  Apply  Now  for 
details  to 

Marion  Tobin 

Sense  Education  Officer 

4  Church  Road 

Edgbaston 

Birmingham  B15  3TD 


Linda  Ricardo  receives  a  Certificate  of  Merit 
plus  a  cheque  for  £100  on  behalf  of  Sense 
from  Audrey  Head,  Managing  Director  of  Hill 
Samuel  Unit  Trust  Managers  Ltd.,  as  a 
prize  in  a  competition  for  the  best  Annual 
Report  of  1985. 


Book  Review 

Coping  with  Your  Handicapped 
Child 

Andrina  E  McCormack 
Chambers  1985 

This  book  gives  practical,  sensitive  guidance 
to  anyone  faced  with  the  prospect  of  bringing 
up  a  handicapped  child.  It  is  easy  to  read  and 
the  contents  are  well  laid  out  so  that  one  may 
see  at  a  glance  what  particular  subjects  are 
covered  under  a  general  heading. 

The  handicapped  child  is  not  set  aside  as 
someone  'special'  for  whom  the  whole  family 
has  to  work,  but  is  squarely  placed  as  part  of 
the  family  and  part  of  the  community.  Parents 
are  urged  to  consider  their  own  lives  and  the 
lives  of  their  other  children  and  keep  them  as 
'normal'  as  possible  so  that  the  whole  family 
does  not  become  handicapped. 

There  are  many  hints  on  how  to  deal  with 
Social  Services,  doctors,  hospital  consultants 
etc,  which  I  would  have  found  extremely 
useful.  The  book  points  out  that  the  parent  is 
the  expert  on  their  particular  child.  I  think  that 
this  simple  statement  would  give  confidence 
to  many  parents  who  are  intimidated  by  the 
NHS  system. 

One  useful  point  in  the  book  is  that  it  does 
not  cover  a  particular  age  group  but  carries 
on  from  the  newly  born  baby  to  adulthood  so 
that  parents  would  be  able  to  plan  ahead  for 
the  next  stage  for  their  child. 

There  are  many  addresses  of  voluntary 
organisations  who  are  able  to  give  more 
specific  help  for  a  wide  variety  of  handicaps. 
There  are  also  clear  explanations  of  the 
government  grants  and  allowances  available 
-  very  useful  as  some  of  these  appear  to  be  a 
well  kept  secret. 

Gill  Kilby 
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Teacher  Training 


For  nearty  thirty  years  I  have  been  totally 
involved  in  the  complex  problems  of  'deaf 
children,  or  'hearing  impaired'  children  as 
they  are  now  termed.  I  use  the  word  deaf 
throughout  in  its  widest  sense  to  mean  'any 
degree  of  hearing  loss  which  constitutes 
a  handicap'.  More  recently  I  have  been 
involved  in  looking  at  deaf  children  with 
additional  learning  difficulties,  and  that  of 
course  includes  deaf-blind  children. 


Experience 

The  first  observation  I  would  make  is  one 
which  probably  seems  obvious  to  you,  but 
believe  me  not  necessarily  so  to  administra- 
tors, which  is  that  although  future  teachers  of 
your  children  require  a  deep  understanding 
of  the  complex  educational  implications  of 
both  hearing  impairment  and  visual  impair- 
ment -  a  teacher  trained  in  each  of  those 
areas  is  not  appropriately  qualified  to  deal 
with  the  unique  problems  of  deaf-blind  chil- 
dren. This  is  one  situation  in  which  I  would 
suggest  that  two  halves  do  not  make  a 
whole.  To  be  more  explicit  one  learns  a  lot 
about  a  child  (or  one  should  learn  a  lot  about 
a  child)  by  teaching  him.  We  all 

•  learn  more  quickly 

•  understand  more  readily 

•  grasp  meanings  more  fully 

when  a  real  live  example  of  any  situation  or 
dilemma  is  given.  I  would  suggest  that  this  is 
particularly  appropriate  in  the  teaching  of  a 
deaf-blind  child  and  leads  me  to  a  philosophy 
that  says  diagnosing  and  teaching  are  almost 
inseparable. 

I  do  not,  of  course,  mean  diagnosing  in 
the  medical  sense.  The  information  we  ac- 
quire through  formal  training  is  undoubtedly 
necessary  for  diagnosis  although  we  must 
beware  that  by  so  doing  we  do  not  fall  into 
the  old  trap  of  emphasising  what  a  child 
cannot  do  by  focussing  on  pathological 
conditions,  rather  than  on  what  he  can  do.  In 
his  talk  at  the  Scottish  conference,  Mr  Milne 
gave  as  his  first  principle,  "Allow  our  practice 
to  be  influenced  by  what  the  child  can  do."  If 
we  add  what  we  discover  about  the  child  by 
actually  working  with  him,  with  the  parents' 
thoughts,  observations  and  wishes,  to  our 
formal  training,  we  are  then  using  back- 
ground information  to  understand,  interpret 
and  utilise  what  the  particular  child  can  do  in 
different  settings  and  under  various  condi- 
tions. If  by  teaching  a  child  one  really  gets  to 
know  him,  then  the  educational  behaviours 
themselves  become  less  important  than  the 
motivation  and  conditions  which  led  to  those 
behaviours. 


Observation 

It  is  not  enough  for  the  teacher  to  recognise  a 
particular  response  per  se,  she  must  know 
why  the  child  made  that  response  and  thus 
gain  more  direction  in  her  educational  man- 
agement of  that  child  As  Peggy  Freeman 
says,  "If  we  are  to  provide  a  deaf-blind  child 
with  information  we  must  also  know  how  he 


Morag  Turner  is  Director  of  the 

Scottish  Centre  for  Education  of  the 

Deaf.  In  this  introduction  to  the  subject 

of  Teacher  Training  which  she  gave  to 

a  workshop  at  the  Sense  Scottish 

Conference,  she  raises  a  number  of 

issues  worthy  of  wider  discussion. 


is  receiving  it  or  we  are  wasting  our  time.  We 
must  know  that  the  child  is  responding  to  us 
and  we  can  only  do  this  if  we  observe  him 
very  carefully." 

Being  a  good  observer  and  a  good 
teacher,  however,  are  not  necessarily 
synonymous,  and  when  working  with  deaf- 
blind  children  whose  communicative  abilities, 
in  the  usual  sense  of  the  word,  are  severely 
limited,  it  is  essential  to  be  a  good  observer. 
Perhaps  the  first  discussion  point  then  should 
be:  Should  we  be  looking  for  a  training 
which  is  part  in-service,  ie.  in  the  class- 
room, and  part  formal,  ie.  college-based? 
Perhaps  a  training  alternative  between 
the  two  on  the  modular  system  would  be  a 
good  compromise. 


Team  Work 

Within  Scotland  now,  only  now,  it  is  impossi- 
ble to  train  as  a  teacher  of  any  branch  of 
special  educational  needs  without  first  hav- 
ing had  experience  of  teaching  seeing,  hear- 
ing, walking,  talking  children.  Before  spe- 
cialising, teachers  have  to  learn  about  chil- 
dren, about  the  skills  children  require,  about 
the  'usual'  sequence  of  physical,  intellectual, 
social  and  emotional  growth,  about  building 
on  past  experience.  It  is  possible  within 
Scotland  to  train  as  a  teacher  of  any  indi- 
vidual handicap  but,  as  yet,  not  for  any 
combination  of  these,  nor  do  we  have  train- 
ing for  'educators'  in  these  fields. 

One  of  the  greatest  assets  I  think  the 
Instituut  von  Doven  in  Holland  has  is  that 
every  member  of  staff,  the  teachers,  the 
psychologists,  the  audiologists,  the  educa- 
tors (our  child  care  staff)  all  have  to  take  the 
same  basic  in-service  training  so  that  they  all 
have  an  understanding  of  what  the  others  are 
doing.  The  training  then  diverges  when  they 
specialise.  The  taking  of  this  training  is 
written  into  their  contract  and  if  they  do  not 
take  it,  then  they  are  out. 

Team  work  is  so  important.  Not  so  long 
ago,  I  was  speaking  to  a  former  pupil  of  mine, 
a  deaf  girl  who  has  married  a  deaf  boy  and 
who  now  has  a  deaf  baby.  Within  the  first  six 
weeks  of  the  diagnosis  of  that  child  as  being 
hearing  impaired  she  was  visited  by  repre- 
sentatives of  six  different  agencies,  and  what 
is  more,  each  representative  gave  her  diffe- 
rent advice.  If  your  child  has  more  than  one 
handicap  those  six  could  be  doubled,  trebled 
or  even  quadrupled.  A  possible  other  discus- 
sion point  then:  Is  it  enough  for  teachers  to 
learn  skills  in  teaching?  Should  they  not 
learn  how  to  work  as  members  of  a  team, 
to  understand  the  feelings  and  roles  of 
parents,  the  feelings  and  roles  of  other 
professionals,  consultancy  skills,  etc? 


All  staff  must  know  and  understand  their 
roles,  the  roles  of  their  colleagues,  and  the 
inter-relationship  of  those  roles  with  others  in 
the  home  and  school  environment.  Also 
requiring  emphasis  is  the  relationship  of 
home  and  school  in  the  development  of  a 
positive  self  image  and  the  self  confidence 
necessary  to  succeed  in  the  classroom,  in 
the  home,  in  brief  in  life. 

What  do  we  need? 

I  believe  that  a  teacher  of  deaf-blind  children 
must  have  the  following  qualities: 

(a)  a  basic  professional  competence  cou- 
pled with  the  realisation  that  he  is  not  a 
parental  substitute  but  a  parental  dele- 
gate with  the  responsibility  to  help  the 
child  develop  into  'a  harmonious  con- 
gruence of  emotional,  social,  intellectual 
and  spiritual  factors  which  will  facilitate  a 
way  of  life  conducive  to  the  child's 
well-being  and  that  of  the  society  in 
which  he  finds  himself.'  (K  P  Murphy) 

(b)  a  belief  that  change  is  possibe.  Mr  Milne 
also  gave  us  two  other  principles:  'We 
should  have  an  agreed  set  of  objectives 
and  an  agreed  way  of  achieving  them, 
and  that  all  our  efforts  should  lead  to  the 
maximum  of  independent  functioning  in 
the  community.'  Children  must  be 
taught  and  challenged  according  to  their 
ability  to  function  as  total  individuals 
irrespective  of  their  loss  of  hearing,  loss 
of  sight,  mental  handicap,  etc.  There  is 
as  yet  no  known  way  of  determining  how 
well  a  child  will  come  to  use  his  residual 
hearing  or  vision  until  we  see  how  well 
he  responds  to  the  experiences  offered 
to  him.  In  another  workshop  Miss  Joan 
Shields  spoke  about  bean-bag  children' 
-  the  children  just  left  without  any 
stimulation. 

(c)  a  faith  in  one's  ability  to  promote  such  a 
change.  This  faith  has  to  have  roots  in 
good  background  knowledge,  an  aware- 
ness and  insight,  and  techniques  which 
can  be  supplied  by  formal  training. 

Apart  from  all  that  you  and  I  expect  teachers 
to  have  and  to  use,  as  Dr  Murphy  pointed  out 

#  wisdom 

#  experience 

#  insight 

#  patience  and 

#  empathy 

so  that  they 

(a)  identify  the  needs  of  you,  your  child  and 
your  family, 

(b)  avoid  judgemental  postures, 

(c)  reduce  from  everyone  the  positive  com- 
ponents which  will  encourage  all  in- 
volved to  pursue  progress, 

(d)  be  realistic,  recognising  the  dangers  of 
facile  optimism  and  the  stultifying  effects 
of  impossible  goals. 

They  must  recognise  in  each  child  his 
individual  needs  and  his  unique  status,  ie. 
they  must  respect  the  child. 
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If  you  think  that  being  realistic  is  so 
obvious  everyone  does  it,  then  I  think  most  of 
us  as  teachers  or  counsellors  must  realise 
that  we  often  are  not.  Many  parents  of 
handicapped  children  are  very  thrilled  when 
they  see  the  work  being  done  in  the  nursery 
and  infant  classroom  and  when  they  see  the 
difference  being  made  already  think,   'oh, 

•  well,  by  sixteen  they'll  be  alright'.  We  must 
be  honest  and  also  show  the  sixteen  year 
old. 

Communication 

What  do  I  consider  the  most  important 
ingredient  in  this  training  -  well  perhaps  not 
the  most  important  but  the  biggest? 

Sensory  deficits  disrupt.  As  such  they 
have  a  profound  effect  on  the  language  and 
communication  development  of  an  infant  and 
this  in  turn  influences  cognitive  and  affective 
growth.  So  we  say  'educate'  but  education  is 
primarily  a  process  of  communication  be- 
tween a  learner  and  society.  Effective  com- 
munication is  a  necessary  condition  for  all 
members  of  society.  An  individual's  role 
hinges  more  than  anything  else  on  his  ability 
to: 


communicate  ideas 
initiate  ideas 
propagate  ideas 
share  ideas 
interpret  others'  ideas 
interpret  the  environment 


When  I  say  'communicate'  I  do  not  mean 
speaking,  signing,  finger-spelling,  reading, 
writing,  etc.  I  mean  communicate.  Those  of 
you  who  have  seen  Ton  Visser's  videos  of 
the  work  in  Holland  will  realise  that  you  can 
see  the  beginning  of  communication  not 
because  they  attempt  to  speak  or  finger- 
spelling  but  by  exchange  of  glances,  an 
arching  of  the  foot  asking  for  more  stroking, 
turn  taking,  etc.  Of  course,  if  they  are  to 
realise  their  full  potential  they  must  be  active 
participants  in  the  communication  networks 
of  the  home,  the  school  and  the  community. 
Interaction  of  the  child  with  those  in  his 
environment  means  not  only  with  their  words 
or  with  their  signs  but  with  their  feelings, 
attitudes  and  values.  For  me  language  is  not 
the  science  of  phonology,  semantics,  syntax, 
articulation  etc,  but  it  is  all  to  do  with 
relationships.  It  is  a  process  in  which  we 
guide  the  child  in  his  exploration,  help  him 
make  sense  of,  and  organise  his  environ- 
ment. It  is  the  medium  through  which  we 
teach.  Language  itself  is  not  knowledge  but  it 
provides  the  occasion  for  receiving  and 
sharing  knowledge. 

What  is  teaching  if  not  educational  man- 
agement? Educational  management  begins 
with  the  identification  of  assets,  it  must  be 
collaborative,  it  must  be  interdisciplinary. 
Only  then  can  we  know  and  understand  the 
roles  of  others.  We  must  utilise  every  avail- 
able sensory  mode  and  all  relevant  habilita- 
tive  methods,  regardless  of  individual  man- 
agement philosophies,  if  we  are  to  educate 
deaf-blind  children.  I  would  appreciate  your 
ideas  on  how,  as  a  teacher  trainer,  I  can  help 
produce  such  paragons! 


AGM  1985 


This  year's  Annual  General  Meeting  was 
held  during  Sense's  Weekend  Away  in 
Leicester,  and  as  a  result  the  Knoll  at  Digby 
Hall  was  well  filled. 

Jessica  Hills  was  elected  Chairman  of  the 
meeting  and  introduced  the  report  of  the 
Association's  work  during  1984-85.  The  re- 
port, called  "A  Review  from  Sense"  is  in  a 
different  style  from  previous  Annual  Reports 
and  has  three  main  purposes: 

•  the  traditional  role  of  reporting  on  the 
previous  year's  activities; 

•  providing  general  information  about  the 
Association  and  the  disabilities  with  which  it 
is  concerned,  and  about  development  plans; 

•  as  a  tool  for  fundraising  purposes. 
Acceptance  of  the  review  was  unanimous. 

Bernard  Dunleavy,  Hon.  Treasurer  and 
Emrys  Lloyd  introduced  the  formal  Accounts 
for  1984-85  together  with  the  report  of  the 
Council  of  Management.  The  Accounts  -  and 
indeed  the  AGM  -  are  the  first  for  the  new 
company  which  began  on  15th  July  1984  and 
the  figures  cover  the  period  from  that  date  to 
31st  March  1985.  However  the  meeting  was 
asked  to  consider  the  accounts  for  Sense 
since  the  period  approved  by  the  1984  AGM, 
and  so  figures  were  presented  for  approval 
concerning  the  work  of  NADBRH,  the  Charit- 
able Trust  from  1st  February  to  14th  July 
1984,  which  gave  a  14  month  "year"  for 
consideration.  Expenditure  over  this  period 
was  £830,000  and  Emrys  reported  that  in- 
come was  sufficient  to  cover  expenditure  and 
to  put  £1 40,000  into  the  funds  for  new  capital 
projects.  Bernard  announced  that  the 
budgetted  expenditure  for  1985-86  was 
£820,000  which  put  on  members  and  staff  a 
requirement  for  additional  fund-raising  and 
he  stressed  the  urgency  of  the  united  effort  to 
achieve  and  surpass  this  figure. 
Margaret  Brock  gave  a  vote  of  thanks  to 


Emrys  Lloyd,  Sense  Finance  Director,  ex- 
plains the  annual  accounts 

the  Council  of  Management  for  its  hard  work 
during  the  year,  particularly  singling  out 
Jessica  Hills  for  the  recognition  of  her  con- 
tribution over  20  years  by  the  award  of  an 
MBE  in  the  Queen's  Birthday  Honours. 

Jessica  was  re-elected  Chairman  of  the 
Association  and  two  new  members  were 
elected  in  place  of  Margaret  Brock  and  Bob 
Snow  who  were  not  seeking  re-election:  Tim 
Collins,  a  parent  member  from  Scotland  and 
Chairman  of  the  Scottish  Branch,  and  Robin 
Caley,  Director  of  the  Birmingham  Centre  for 
the  Deaf.  Messrs.  Myers-Davies  Co.  were 
reappointed  auditors  and  the  meeting  con- 
cluded with  a  short  description  by  Rodney 
Clark  of  Sense's  new  initiative  in  Birming- 
ham. 

Copies  of  the  Sense  Review  and  1984-85 
Accounts  are  available  from  Sense  Head 
Office. 


The  National  Library  for  the 
Handicapped  Child 


The  National  Library  for  the  Handicapped 
Child  provides  a  service  for  all  who  work  with 
or  care  for  handicapped  children.  It  provides 
a  friendly,  informal  and  knowledgeable 
atmosphere  for  anyone  who  wants  to  browse 
or  who  seeks  specific  information  on  books 
for  children  with  special  needs,  and  is  open 
from  Monday  to  Friday,  10am  to  6pm. 

A  range  of  audio  visual  equipment  and 
software  is  also  available  for  the  visitor  to  use 
in  the  Library.  Two  micro  computers  have 
been  installed  to  allow  visitors  to  experiment 
with  software  designed  to  help  the  child  with 
a  reading  handicap. 

Here  are  examples  of  four  publications 
available  for  purchase  from  the  Centre. 

Seeing  Clear,  Margaret  R  Marshal,  School 
Library  Association,  £3.00 
A  bibliography  of  books  and  materials  suit- 
able for  the  partially  sighted  child. 

What's  That?,  Virginia  Allen  Jensen,  Collins, 

£4.50 

A  bright  yellow  book  which  tells  the  story  of 

Shaggy  and  his  friends  by  means  of  raised 


textured  pictures  which  can  be  seen  as  well 
as  felt. 

Catching,  Virginia  Allen  Jensen,  Collins, 
£4.95 

Another  story  about  Shaggy  and  his  friends 
illustrated  with  raised  textured  pictures  in  the 
form  of  simple  geometric  shapes.  The  col- 
ours in  this  book  have  been  carefully 
selected  for  "ease  of  perception  as  well  as 
for  attractiveness". 

Roly  Goes  Exploring,  Philip  Newth,  Collins, 

£4.95 

A  story  told  in  Braille  and  standard  type  with 

pictures  to  feel  as  well  as  to  see. 

National  Library  for  the  Handicapped 

Child, 

Blyton  Handi-Read  Centre, 

Lynton  House, 

7-12  Tavistock  Square, 

London  WC1H9LT. 

Tel:  01-387  7016 

Librarian/Information  Officer:  Beverley 

Mathias. 
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The  Computer  Page 


Now  that  most  schools  and  units  are 
equipped  with  simple  computers,  there  is 
an  ever-increasing  interest  in  how  this 
new  technology  can  be  applied  to  the 
benefit  of  deaf-blind  children  and  adults. 
The  article  by  Paul  Blenkhorn  in  the  last 
Newsletter  (Talking  Sense,  Autumn  1985) 
summarised  the  valuable  work  being 
done  at  the  Research  Centre  for  the 
Education  of  the  Visually  Handicapped. 
At  the  Leicester  Conference  we  were  able 
to  see  much  of  this  work,  as  well  as  see 
how  technology  has  affected  the  toys  and 
communication  aids  available  to  our 
schools. 

HASICOM  too  -  the  Hearing  and  Sight 
Impaired  Communication  project  -  is  de- 
veloping fast  and  we  welcome  Derek 


Hornby  from  Lancashire  as  the  latest 
deaf-blind  person  to  be  connected  via  a 
braille  computer  to  the  telephone  system 
for  deaf-blind  people. 

If  there  is  sufficient  interest,  we  hope 
to  put  one  page  of  Talking  Sense  aside  for 
articles,  items  and  suggestions  on  the 
future  use  of  computers.  Please  send 
your  ideas  or  contributions  to  the  Editor. 

On  this  page,  we  feature  a  detailed 
review  of  a  computer  program  which  was 
designed  for  children  with  severe  lan- 
guage disorders  and/or  hearing  loss.  We 
print  the  whole  review  because  it  gives  a 
very  clear  idea  of  how  such  programs 
may  need  to  be  adapted  for  use  with 
deaf-blind  children. 


Program  Review 

"Colour  Noun"  -  Spectrum  48K 
or  Spectrum+ 

This  is  the  first  (and  simplest)  of  4  programs 
which  make  up  a  suite  called  "English  One", 
released  by  "Widgit  Software".  As  the 
suite's  name  suggests,  it  is  intended  to 
release  other,  more  demanding,  packages  in 
due  course.  As  the  package  is  only  available 
for  the  Spectrum,  I  was  unable  to  try  it  in 
school,  and  I  should  stress  that  the  com- 
ments which  follow  are  based  on  my  opinion 
of  how  a  deaf-visually  handicapped  youngs- 
ter would  react. 

The  package  is  designed  for  "children 
suffering  from  profound  language  disorders 
and/or  hearing  loss".  Each  program  stresses 
a  different  aspect  of  language  structure  or 
vocabulary,  with  "Colour  Noun"  concentrat- 
ing on  introducing  a  vocabulary  of  nouns  and 
teaching  the  basic  "rules"  of  noun-adjective 
order. 

There  are  three  tasks  on  offer, 

•  "Describe"  -  in  which  the  user  must 
describe  what  appears  on  the  screen. 

•  "Spell"  -  simpler  and  more  suitable  for 
children  who  are  just  learning  to  cope  with 
the  keyboard. 

•  "Command"  -  teaches  the  children  to 
grve  instructions. 

Here  I  shall  only  concern  myself  with  the  first 
option,  "Describe".  Four  pictures  of  every- 
day objects  appear  on  screen.  One  is  high- 
lighted with  a  whrte  border,  and  a  prompt 
appears  based  on  the  "colour  patterns" 
scheme  -  te.  three  lines  of  different  colours 
indicate  to  the  child  that  he  should  respond 
with  a-adjective-noun"  eg  "a  red  table".  If 
he  types  in  the  correct  answer,  a  larger 
picture  begins  to  build  up  at  the  top  of  the 
screen  Incorrect  answers  are  met  with  an 
error  message  (eg  "Not  gren-green")  or  by 
displaying  the  correct  response  for  the  child 
to  copy  When  the  large  picture  is  complete 
the  child  is  rewarded  by  some  lovely  anima- 
tion -  cars  move,  ships  sail,  soldiers  march 
•fc 

I  like  the  idea  behind  this  section  very 


much.  I  was  delighted  to  see  a  computer 
package  based  on  the  colour  patterns 
scheme  which  some  of  our  children  have 
found  most  helpful.  Presenting  the  task  in 
this  way  offers  a  new  approach  -  very 
desirable  for  both  child  and  teacher  when 
word  order  can  take  such  a  long  time  to 
master.  The  reward  pictures  are  a  particular 
strength  -  I  found  myself  wanting  to  work 
through  "one  more"  set  of  tasks  to  see  what 
it  would  do  next  and  I  would  expect  the 
children  I  teach  would  be  similarly  motivated. 
The  vocabulary  offered  is  at  an  appropriate 
level,  with  a  menu  at  the  beginning  of  the 
program  allowing  the  teacher  to  choose 
which  section  a  child  should  work  on.  I  was 
impressed,  too,  by  the  program's  sensitivity 
to  different  types  of  error  -  it  was  able  to 
differentiate  between  errors  of  syntax,  spell- 
ing, spacing  and  just  plain  wrong  answers 
where  a  different  colour  or  noun  was  entered 
-  and  by  its  ability  to  link  wrong  spellings  with 
the  correct  version.  The  package  is  child- 
proof (not  to  mention  teacher-proof). 


YOUR 

NEWSLETTER 

IN 


We  can  now  produce  Talking  Sense  in 
Braille.  This  is  a  much  shortened  version 
of  the  print  Newsletter  since  the  full 
edition  would  run  to  over  a  hundred  pages 
of  Braille.  However,  if  there  are  any 
articles  contained  in  the  print  Newsletter 
and  not  in  the  Braille  edition  that  readers 
would  particularly  like  transcribed  into 
Braille,  we  will  try  to  arrange  this. 

If  you  would  like  to  receive  the  Braille 
Talking  Sense,  please  let  us  know. 


The  most  serious  drawback  is  the  need  to 
input  answers  through  the  keyboard.  The 
children  I  would  most  like  to  use  such  a 
program  with,  from  the  language  point  of 
view,  find  using  the  keyboard  very  challeng- 
ing either  because  of  the  cognitive  load 
involved  or  the  visual  difficulty  of  scanning  for 
the  correct  letters  (more  difficult  on  the 
Spectrum's  small  and  rather  cluttered 
keyboard).  The  program,  rightly,  expects 
accurate  spelling  and  spacing,  but  this  leads 
to  the  answers  being  rejected  for  simple 
typing  errors  as  well  as  more  fundamental 
mistakes  in  language,  so  moving  the  emph- 
asis away  from  the  language  element  in  the 
task.  I  also  have  some  reservations  about  the 
program's  response  to  the  child's  answers. 
After  a  correct  response,  the  reward  is  shown 
and  the  colour  of  the  picture  immediately 
changed.  Thus,  at  the  moment  when  the 
teacher  might  well  want  to  praise  the  child  for 
a  correct  response,  the  response  has  be- 
come out  of  date  -  the  "blue  table"  the  child 
has  correctly  described  has  become  green 
and  so  on.  More  seriously,  incorrect  re- 
sponses erase  as  the  error  message  is 
displayed,  so  the  child  cannot  check  his 
answer  for  himself. 

I  recognise,  of  course,  that  the  program 
was  not  designed  for  children  with  a  visual 
handicap  but  anyone  hoping  to  use  them 
should  be  aware  of  its  visual  demands.  The 
screen  is  crowded  visually,  with  action  taking 
place  in  three  distinct  areas,  and  a  large 
monitor  could  be  needed  to  separate  these 
areas  sufficiently.  The  type  is  small  enough 
to  cause  difficulty  for  partially-sighted  chil- 
dren, although  it  is  bright  and  well-spaced. 
Some  pictures  are  clearer  than  others, 
however,  a  child  who  can  cope  with  the 
symbolism  involved  in  print  would  probably 
learn  which  picture  was  which. 

Two  final  points:  the  instructions  which 
appear  on  screen  could  be  simpler  -  instead 
of  "Describe",  the  child  could  be  asked 
"What  is  this?",  easier  to  read  and  more 
related  to  everyday  language.  The  pictures 
could  also  change  position  within  the  array  to 
ensure  that  the  child  is  recognising  the 
picture  itself  not  just  responding  to  the 
position. 

Overall,  I  can  see  a  market  for  this 
program  in  the  deaf-visually  handicapped 
world,  especially  in  those  schools  where  a 
colour  patterns  approach  is  used,  with  chil- 
dren and  young  people  whose  keyboard 
skills  and  spelling  allow  them  to  type  in 
sufficiently  accurate  answers  and  who  can 
read  the  print  on  a  large  monitor.  For  this 
group  of  children,  the  more  difficult  programs 
now  available  and  in  the  course  of  production 
also  seem  worth  investigating  further.  I  would 
be  very  interested  in  seeing  a  version  which 
did  not  need  keyboard  input  and  with  some  of 
the  other  points  I  have  mentioned  simplified. 
If  the  producers  are  prepared  to  adapt  their 
program  for  the  BBC  plus  concept  keyboard, 
it  would  make  it  available  for  a  larger  group  of 
our  children. 

Laura  Pease 

Deaf-Visually  Handicapped  Unit 

Whitefield  School 
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HASICOM 


The  telephone  service  for  deaf-blind  people 
which  Sense  runs  with  5  other  voluntary 
organisations  has  received  a  major  boost  in 
funding.  The  Royal  National  Institute  for  the 
Deaf  has  guaranteed  £5000  per  annum  for  5 
years,  St  Dunstan's  has  donated  £1000  and 
the  Hedley  Foundation  £3000.  Sense,  the 
National  Deaf-Blind  Helpers'  League  and  the 
Royal  National  Institute  for  the  Blind  each 
made  a  grant  of  £3000  this  year  and  propose 
to  grant  £5000  next  year.  Breakthrough 
Trust,  who  manage  the  system,  are  giving 
their  services  entirely  free  which  consider- 
ably lessens  the  substantial  telephone 
charges  the  HASICOM  service  incurs. 

The  way  is  therefore  clear  for  the  appoint- 
ment of  a  liaison  officer  for  this  important 
project. 

New  developments  are  currently  being 
discussed  and  will  be  described  in  Talking 
Sense  once  finalised.  An  appeals  leaflet  has 
been  produced  and  funds  will  be  sought  for 
new  equipment. 


Dear  Editor, 

Your  readers  may  be  interested  to  know  that 
BARDSOFT,  the  software  database  on  Spe- 
cial Needs,  is  now  operational. 

Funded  by  Sinclair  Research,  BARD- 
SOFT contains  information  on  a  wide  range 
of  software  for  Special  Needs,  covering  forty 
microcomputers  including;  Spectrum,  BBC, 
Apple,  Commodore,  etc.  This  information  is 
located  by  using  keywords  -  descriptors.  For 
the  time  being,  printouts  will  mainly  centre 
around  ten  main  descriptors  which  are: 

Assessment 

Communication 

Numeracy 

Recreation 

Training/Therapy 

Cognition 

Employment 

Perception/Motor 

Teaching 

General 

Searches  can  also  be  performed  on  requests 
pertaining  to  specific  makes  of  micros,  input 
switches  and  goals,  etc.  There  is  a  minimum 


charge  of  £1.00,  with  each  subsequent  re- 
cord costing  an  additional  10p.  All  prices 
include  postage  and  packing. 

As  we  are  continually  updating  and  ex- 
panding the  database,  we  would  welcome 
information  on  relevant  software.  We  have 
found  that  some  early  learning  and  primary 
programs  are  suitable  for  inclusion. 

We  should  also  like  to  inform  your  read- 
ers that  the  third  edition  of  the  Directory  of 
Non-Medical  Research  Relating  to  Hand- 
icapped People  (1985)  is  currently  being 
compiled.  This  is  a  paper  directory  giving 
details  of  all  current  research  relating  to  the 
lives  of  physically  and  mentally  handicapped 
people.  As  we  wish  to  include  as  much 
relevant  information  as  possible,  we  have 
interpreted  the  term  research  in  its  widest 
possible  context.  We  would  appreciate  any 
information  on  research  currently  being  con- 
ducted that  may  be  included  in  the  Directory. 

For  details  on  the  Directory  and  BARD- 
SOFT, please  contact  HPRU,  Newcastle 
upon  Tyne  Polytechnic,  Newcastle  upon 
Tyne  NE7  7TW,  (0632)  35821 1 . 

P  Curran 
(BARDSOFT) 
Helen  Stables 
(Directory) 


Fingerspelling 

Two  new  computer  programs  have  been 
released  to  help  sighted  hearing  people  learn 
to  communicate  by  fingerspelling  with  deaf 
and  deaf-blind  people.  'Fingerspelling  One' 
deals  with  the  two  handed  deaf  manual 
alphabet,  and  'Fingerspelling  Two'  the  deaf- 
blind  manual  alphabet. 

The  programs,  designed  for  the  48K 
Spectrum,  have  a  vocabulary  of  several 
hundred  common  words,  selected  to  illus- 
trate common  sequences  of  letters.  There 
are  five  parts  to  each  program :- 

•  Alphabet  display  -  an  introductory  section 
to  take  you  through  the  fingerspelling 
alphabet. 


•  Letter  recognition  -  the  computer  picks  a 
sign  at  random,  and  asks  you  to  identify  it  by 
pressing  the  appropriate  key. 

•  Short  word  recognition  -  the  computer 
spells  words  for  you  to  recognise  and  type  in. 

•  Longer  word  recognition  -  the  same,  but 
harder! 

•  Phrases  and  sentences. 

The  programs  are  available  at  £7.95  each, 
from:- 

G  Sewell, 
Lauriston, 
Hockley  Port, 
All  Saints  Street, 
Birmingham  B18. 


NAIDEX  '85 


Situated  in  the  shadow  of  the  Ally  Pally,  the 
large  exhibition  hall  was  once  again  the 
venue  for  NAIDEX  '85  -  the  National  Aids  for 
the  Disabled  Exhibition  -  where  you  could 
see  the  sheer  amount  of  equipment  available 
for  the  disabled.  The  hall  was  full  of  people 
on  the  first  day,  and  this  created  flow  prob- 
lems, especially  for  those  who  had  impaired 
mobility.  It  would  be  a  good  idea  to  set  aside 
a  time  in  which  only  those  who  find  it  difficult 
to  move  around  could  enjoy  the  exhibition 
without  hindrance,  on  each  of  the  three  days. 

The  best  part  of  NAIDEX  was  the  cars. 
The  Vauxhall  -  Opel  stand  showed  innova- 
tive ways  of  adapting  ordinary  production 
cars  into  machines  that  the  disabled  could 
use  with  a  high  degree  of  comfort  and 
confidence.  Other  specialised  cars  were  on 
view  too,  and  one  outstanding  example,  from 
Israel,  was  Gottlieb-Zair's  GZ91  Magic  Roof 
Rack,  which  lifts  wheelchairs  into  a  special 
housing  on  the  vehicle's  roof.  It  proved  both 
unobtrusive  and  space  saving,  but  the  in- 
creased air  drag  could  lead  to  a  reduction  in 
fuel  efficiency.  Disability  has  always  been  an 
expensive  business! 

Play  equipment,  ideally  suitable  for  the 
requirements  of  those  who  fall  under 
Sense's  responsibility,  were  an  area  where 
great  improvements  appear  to  have  been 
made  in  increasing  the  therapeutic  possibili- 
ties for  the  development  of  deaf-blind  and 
rubella  handicapped  children. 

Communication  is  another  area  where 
the  almost  weekly  technological  advances  in 
computer  technology  have  been  put  to  use. 
However  there  was  little  in  the  way  of  the 
educational  and  therapeutic  uses  of  compu- 
ters, the  likes  of  which  were  so  admirably 
demonstrated  by  Paul  Blenkhorn  at  the 
Leicester  Conference  this  year. 

British  Telecom  had  their  stand,  of 
course,  but  on  the  whole  nothing  new  was 
offered  in  the  way  of  telecommunications  for 
deaf-blind  people.  A  section  was  given  to 
HASICOM,  and  Graham  Hicks  was  featured. 
Other  systems  -  the  Braillex  and  Visualtek 
systems  represented  by  Alphavision  enable 
the  blind  to  join  the  many  thousands  who 
have  jumped  on  the  information  technology 
bandwagon.  Possum's  new  QUASAR  (Quick 
Action  Selection  and  Response),  along  with 
the  optional  Adventure  Keyboard  enable 
QUASAR  to  be  made  available  for  use  as  a 
learning  or  teaching  aid,  and  should  be 
useful  as  a  'ready  on  the  market'  product. 

On  the  whole,  there  was  little  in  the  way 
of  equipment  for  those  who  have  sensory 
handicaps.  There  are  many  types  of  sensory 
aids,  and  it  would  have  been  ideal  if  one 
could  scan  these  under  the  same  roof  on  the 
same  day.  It  would  be  useful  if  those  re- 
sponsible for  sensory  handicaps  could  get 
together  and  organise  an  annual  event  in 
which  we  can  view  equipment  relative  to  the 
work  Sense  and  many  similar  charities  are 
involved  in,  on  similar  lines  to  NAIDEX. 

Roger  Ford 
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From  the  Manor  House 


About  the 
Development  of 
Communication 

I  believe  that  the  development  of  com- 
munication is  not  only  about  words  (signs), 
phrases  and  sentences,  syntax  and  seman- 
tics, but  about  people  and  how  they  perceive 
themselves  and  others  physically  and  emo- 
tionally in  time  and  space  through  the  multi- 
experience  of  living. 

At  Manor  House  it  is  fostered  in  struc- 
tured and  unstructured  (or  little  structured) 
situations. 

The  background  structure  of  routine, 
task-performance  and  expectation  is  im- 
plemented by  on-site  trained  staff  and  pro- 
vides reference  points  for  specific  bits  of 
learning.  The  provision  of  periods  of  little 
structure  gives  ample  opportunity  for  gener- 
alisation with  the  growth  of  experiment, 
initiative  and  true  competence  in  com- 
munication. 

The  aspects  of  structure  and  of  little 
structure  are  overseen  and  operated  by  the 
same  staff,  which  gives  strength,  despite  a 
few  drawbacks,  to  the  Manor  House  system. 

The  diagram  below  is  an  attempt  to 
illustrate  how  such  communication  develop- 
ment may  be  seen;  a  series  of  artificial 
stepping  stones  whose  effective  use  requires 
also  the  use  of  the  unstructured  opportunities 
arising  naturally  along  the  way. 

John  Blanchard 


STAGE  THREE 
Sets  out  to  meet 
specific  communication 
needs  eg.  finger- 
spelling,  speech  training, 
written  communication 
keyboards. 

INDIVIDUAL 
PROGRAMMES 

CONTINUOUS 
ASSESSMENT 

STAGE  TWO 
Builds  on  Stage  One 
and  encourages  the  student 
to  make  needs  known,  bring 
people,  events  and  places 
into  continuity,  carry  out 
2/3  instructions,  describe 
people,  objects,  places. 


PRE-STAGE  ONE 
Development  of 
Communication  via 
concrete  symbols 


uNo 


£% 


r*H 


'OS 


INDIVIDUAL 
PROGRAMMES 


TEST 


CONTINUOUS 
ASSESSMENT 


STAGE  ONE 
Helps  the  student  to 
acquire  a  basic 
vocabulary  which  is 
object  related 
action  related 
spatial  related 
person  related 

TEST 

INDIVIDUAL 
PROGRAMMES 

CONTINUOUS 
ASSESSMENT 

A  diagram  showing  milestones  in  the  de- 
velopment of  communication  as  im- 
plemented by  The  Manor  House. 


The  Manor  House 
Approach 

One  of  the  presentations  at  Leicester 
was  of  the  approach  used  by  Staff  at 

the  Manor  House.  Here  John 

Blanchard  notes  some  of  the  areas 

covered. 

The  first  half  of  our  session  gave  the  founda- 
tion of  our  thinking. 

The  increasing  of  desired  skills  and  the 
decreasing  of  unwanted  skills  are  considered 
to  be  two  parts  of  one  theme  at  the  Manor 
House.  They  are  tackled  by  the  planning  and 
implementation  of  what  can  be  called  a 
structured  approach.  Although  other 
approaches  are  recognised  as  being  equally 
valid,  it  is  the  structured  approach  which  is 
preferred  and  which  is  working  at  the  Manor 
House. 

We  were  able  to  describe  in  detail  at  the 
Conference  the  apparatus  for  operating  a 
structured  approach,  whilst  stressing  the 
importance  of  supportive  staff  attitudes  and 
the  necessary  inclusion  of  a  series  of  staff 
training  programmes. 

In  considering  the  implementation,   we 

.  -  - -.-  why  h  mschantolic  kvatmenl  or 
approach  to  a  student's  course  is  avoided  at 
>.  '//:-.  and  *r  y  great  emphasis  ifl  placed 
upon  the  use  of  student  and  lay  staff  time  in 


those  naturally  arising  learning  situations 
which  allow  newly  learnt  skills  to  be  "gener- 
alised" and  made  more  meaningful. 

The  importance  of  a  simple  and  effective 
means  of  recording  progress  or  lack  of  it,  with 
its  value  both  to* students  and  to  staff  morale, 
was  underlined  and  illustrated. 

The  dangers  of  staff  not  pulling  together 
and  not  understanding  the  implications  of 
behavioural  methods  were  outlined  in  the 
second  half  of  the  session,  which  also 
considered  strategies  for  decreasing  certain 
undesirable  skills.  Well-known  techniques 
were  covered  as  well  as  the  sanctions 
scheme  which  is  used  at  the  Manor  House 
where  appropriate.  The  student  must  always 
be  treated  with  compassion  and  not  just  as  a 
modifiable  entity. 

Behaviour  theory  must  always  operate  in 
the  context  of  everyday  living  and  we  gave 
four  different  examples  of  how  theory  influ- 
enced (or  did  not  influence)  practice. 

We  tried  to  leave  those  at  the  session 
with  the  thoughts  that  the  structured 
approach  does  work,  and  that,  while  the 
decreasing  of  long  established  "skills"  is  not 
easy,  if  structured  methods  are  applied  to 
both  aspects  (increasing  or  decreasing)  of 
the  skills  process,  changes  can  take  place. 

The  overriding  consideration,  however,  is 
that  the  approach  brings  discipline  to  plan- 
ning and  implementation,  and  with  that  disci- 
pline comes  the  optimism  necessary  for 
success. 


Mrs  Margaret 
Otter 


It  is  with  deep  regret  that  we  have  to 
announce  the  death  of  Margaret  Otter. 
Margaret  died  on  October  25th  in  Harold 
Wood  Hospital,  Essex,  and  our  thoughts 
and  prayers  go  to  her  family  in  this  time  of 
bereavement. 

Margaret  had  suffered  for  many  years, 
but  bore  it  all  with  tremendous  courage 
and  fortitude  which  we  all  greatly  admired. 
Her  association  with  the  Rubella  group 
goes  back  to  the  very  early  days,  and  she 
became  an  enthusiastic  member  of  the 
Eastern  Region  when  it  was  formed. 
Owing  to  her  progressive  illness  she 
became  unable  to  attend  our  meetings  as 
regularly  as  she  had  previously  done. 

I  was  able  to  visit  her  in  hospital,  and 
she  was  still  very  interested  in  the  prog- 
ress which  the  Association  is  presently 
achieving. 

She  will  be  greatly  missed  by  us  all. 

Win  Warracker 
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The  Man  in  the  Hot  Seat 


Exciting,  challenging  -  and  a  little  frightening. 
That's  how  John  Hatton  sees  his  new  role  as 
Principal  of  Sense's  Birmingham  site. 

Though  he  has  vast  experience  with  the 
deaf  and  partially-hearing,  John  is  a  new- 
comer to  the  deaf-blind  world.  And  when  he 
leaves  his  present  post  as  Headmaster  of 
Longwill  School  for  the  Deaf  in  Birmingham 
to  join  Sense  next  Easter,  he  admits  that  he 
will  be  looking  for  help. 

"I  don't  come  into  this  knowing  all  the 
answers",  said  41 -year-old  John  after  his 
appointment  last  month.  "I  have  a  lot  of 
learning  to  do  and  I'm  hoping  that  people  will 
bear  with  me  and  help  me  through  the 
learning  process." 

Joining  Sense  is  for  John  the  latest  move 
in  what  he  describes  as  an  "unplanned" 
though  varied  and  interesting  career.  A  na- 
tive of  Bradford,  he  read  history  and  politics 
at  Reading  University,  intending  to  go  into 
teaching. 

"My  father  was  a  teacher  and  it  was  just  a 
natural  progression  for  me  to  go  into  it",  he 
said.  "I  had  never  thought  of  doing  anything 
else." 

He  planned  to  teach  history  -  but  after 
three  years  of  studying  the  subject  decided  it 
was  the  last  thing  he  wanted  to  do!  Instead, 
he  took  a  one-year  course  in  teaching  the 
deaf  at  Manchester  University's  Department 
of  Audiology. 

"It  was  a  good  introduction,  but  a  one- 
year  course  is  too  short  and  I  think  they 
would  accept  this",  he  said.  "I  don't  know 
how  long  it  was  before  I  became  any  use  to 
the  children  I  taught!" 

John  learnt  some  of  his  "trade"  at  Odsal 
House  School  for  the  Deaf  in  Bradford, 
where  he  spent  two  years  teaching  7  to 
12-year-olds  before  moving  on  to  Elmete  Hall 
School  for  the  Partially-Hearing  in  Leeds. 
There  he  taught  mainly  juniors  and  also  did 
residential  duties. 

"I  enjoyed  that  because  I  saw  the  chil- 
dren in  a  different  light,  being  with  them  in  an 
informal  setting  at  weekends  and  in  the 
evenings",  he  said. 

Four  years  later  came  John's  next  move, 
to  become  warden/tutor  in  the  Department  of 
Further  Education  at  Derby's  Royal  School 
for  the  Deaf.  His  job  was  to  establish  a  further 
education  hostel  and  act  as  tutor  for  deaf 
students  attending  'normal'  courses  at  col- 
leges in  the  area.  He  also  had  to  build  up 
contacts  with  the  colleges,  liaise  with  tutors 
and  lecturers  and  generally  "spread  the 
word"  about  the  deaf. 

"The  hostel  was  set  up  for  12  students 
and  the  school  was  worried  that  the  place 
wouldn't  be  filled,  but  after  the  first  year  it 
became  obvious  that  the  demand  was  going 
to  outstrip  the  number  of  beds",  he  said. 

In  1 976  John  took  over  as  head  of  further 
education  at  the  school  and  during  the  next 
few  years  the  number  of  students  increased 
to  40,  housed  in  three  hostels  and  supported 
by  extra  wardens,  about  40  part-time  evening 
tutors  and  five  day-time  tutors.  He  also 
helped  to  establish  special  courses  for  the 
deaf  at  the  local  colleges  which  enabled 
them  to  study  both  with  hearing  students  and 


The  development  of  Sense 's 

Birmingham  project  at  the  former 

Royal  School  for  the  Deaf  in 

Edgbaston  has  just  taken  a  major  step 

forward  with  the  appointment  of  a 

principal,  John  Hatton. 

Sue  Snow  went  to  meet  the  man  who 
will  be  taking  charge  of  the  project. 


as  a  separate  group.  At  the  same  time  John 
and  his  team  were  providing  an  intensive 
service  for  the  students  and  a  support  ser- 
vice for  the  college  lecturers.  The  venture 
proved  highly  successful  and  showed  how 
integration  can  work. 

"Integration  is  fine  if  the  support  is  there, 
but  is  not  a  cheap  option  if  it  is  done 
properly",  said  John.  "The  back-up  definitely 
needs  to  be  there  for  both  sides." 

During  his  1 1  years  in  Derby  John  was 
elected  to  the  governing  council  of  the 
National  Bureau  of  Handicapped  Students 
and  was  also  involved  in  the  establishment  of 
the  National  Association  for  the  Tertiary 
Education  of  the  Deaf,  serving  as  a  commit- 
tee member  and  as  secretary  for  four  years. 

In  1976  he  was  awarded  the  NCTD  Mary 
Grace  Wilkins  travelling  scholarship,  which 
he  used  to  make  a  survey  of  further  educa- 
tion provision  for  the  hearing  impaired  in 
England.  Having  updated  the  survey  he  and 
Derek  Langley,  Principal  of  his  school, 
travelled  to  Hamburg  in  1981  to  present  a 
paper  on  post- 16  provision  for  Britain's  hear- 
ing impaired  at  the  last  World  Congress  on 
Education  for  the  Deaf. 

Though  he  enjoyed  his  work  in  Derby, 
John  began  to  feel  the  need  for  fresh 
pastures  and  in  1 983  moved  to  Birmingham 
to  become  headmaster  at  Longwill  School  for 
the  Deaf,  with  85  pupils  ranging  from  3  to  16. 
Since  then  he  has  seen  the  school  through 
the  major  change  from  being  an  aural  school 
to  one  offering  total  communication.  Before 
he  leaves,  he  will  also  have  been  involved  in 
the  reorganization  of  deaf  education  in  Birm- 
ingham, for  Longwill  School  is  to  become  the 
city's  primary  school  for  deaf  children  while 


another  school  will  be  taking  secondary 
pupils  only. 

Despite  certain  problems  John  feels  the 
change  will  be  beneficial. 

"I  don't  feel  we  were  able  to  give  the 
children  everything  they  needed  in  a  way", 
he  explained.  "For  example,  the  secondary 
department  was  small  and  it  was  limiting  in 
terms  of  social  interaction,  facilities  for 
courses,  competition  within  the  classroom, 
etc." 

When  he  is  not  working  John  enjoys 
family  life  with  his  wife  Ann  and  daughters 
Rebecca  (16)  and  14-year-old  Kate.  He  and 
Ann,  a  French  graduate  whom  he  met  at 
Reading  University,  have  been  married  for 
1 8  years  and  Ann  has  been  drawn  somewhat 
inevitably  into  the  world  of  the  deaf.  She 
taught  deaf  children  for  eight  years  in  Derby 
and  at  the  moment  works  in  the  secondary 
partially-hearing  unit  at  Hollyhead  School, 
Birmingham. 

The  couple  are  both  keen  on  music  and 
are  members  of  a  small  group,  Sarabande, 
who  specialise  in  presenting  Elizabethan 
evenings  of  madrigal  and  dance  at  banquets, 
stately  homes  and  other  venues.  The  group 
also  offer  Victorian  and  Restoration  evenings 
as  part  of  their  repertoire  and  have  been 
featured  on  the  television  show  "Keen 
Types".  John  and  Ann's  other  interests 
include  the  Baptist  Church,  holidaying  in  the 
Dordogne  region  of  France  and  restoring  the 
300-year-old  cottage  with  its  half-acre  gar- 
den which  they  recently  moved  into  in  Lower 
Broadheath,  Worcester. 

But  between  now  and  Easter  one  of 
John's  main  concerns  will  be  learning  about 
the  deaf-blind.  His  experience  so  far  is 
limited  to  attending  a  pilot  deaf-blind  com- 
munication course  run  by  the  Council  for  the 
Advancement  of  Communication  with  Deaf 
People. 

"Because  of  my  involvement  in  the  deaf 
community  in  Birmingham  I  have  been 
watching  events  at  the  Royal  School  for  the 
Deaf",  he  said.  "I  was  sad  about  the  closure 
of  a  school  with  a  long  tradition  behind  it  and  I 
was  hoping  to  see  it  used  as  near  as  possible 
for  the  purposes  for  which  it  was  intended.  I 
was  aware  of  what  was  going  on  on  the  site 
and  it  was  the  challenge  and  potential  of  the 
job  that  attracted  me.  It  is  an  administrative, 
leadership,  developmental  and  co-ordinating 
role,  but  it  also  needs  someone  who  can  get 
on  with  people  and  create  new  links." 

John  feels  it  is  important  for  him  to  be 
involved  with  deaf-blind  people  on  the  site, 
as  he  does  not  want  his  job  to  be  at 
'ivory-tower'  level. 

"I  would  hope  that  I  can  be  involved 
because  I  don't  want  to  be  aloof  and  shut 
away  in  an  office",  he  said.  "For  example 
when  you  meet  parents  you  have  to  be 
approachable  and  you  have  to  know  about 
their  children.  I  have  a  lot  to  learn  about 
deaf-blind  people  so  that  I  can  listen  and 
help. 

"I  am  looking  forward  to  starting  the  job 
and  it  is  a  challenge,  but  I  do  find  it 
frightening  at  the  moment  -  I  just  hope  that  I 
can  produce  the  goods." 
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Graham  Hicks  writes  about  the 

frustrations  and  joys  of  communicating 

with  the  public  by  touch,  in  an  article 

first  published  in  'The  Guardian'. 

I  sensed  immediately  that  the  railway  porter 
was  upset.  I  could  make  out  his  arms  waving 
up  and  down.  Patiently  I  explained  again,  "I 
am  deaf  and  I  am  blind.  You  can  only  talk  to 
me  by  writing  in  block  capitals,  with  your 
finger  on  my  palm.  Can  you  tell  me  which  is 
the  platform  for  the  London  train?"  But  his 
arms  waved  helplessly  again.  Then  he  grab- 
bed my  hand  and  scribbled  on  it  incoherently 
and  suddenly  I  realised  what  was  wrong.  He 
could  not  write  and  therefore  could  not  talk  to 
me  at  all. 

Approaching  strangers  is  always  a  gam- 
ble but  it  is  unavoidable  when  I  am  travelling 
alone.  As  I  cannot  hear  and  can  barely  see,  I 
am  dependent  upon  others  for  such  mun- 
dane information  as  the  number  of  the  next 
bus.  But  each  time  I  ask,  I  must  explain  my 
handicap  and  the  means  to  communicate 
with  me. 

The  first  hurdle  I  must  overcome  is  the 
stranger's  inability  to  grasp  my  handicap. 
Even  when  I  have  explained  to  them,  some 
still  insist  on  shouting  or  scribbling  notes  with 
pen  and  paper,  but  it  is  no  good.  Their 
confusion  is  understandable.  I  am  usually  the 
first  deaf-blind  person  they  have  ever  met, 
but  you  will  excuse  me  my  assumption  that 
all  strangers  are  mentally  subnormal  until 
proven  otherwise. 

Patiently  I  will  repeat  as  often  as  neces- 
sary "I  am  deaf  and  I  am  blind.  You  can  only 
talk  to  me  through  touch."  And  here  we  find 
the  second  hurdle. 

The  legendary  British  reserve  states 
categorically  "Thou  shalt  not  touch"  and  it  is 
not  easy  to  break  a  habit  of  a  lifetime.  I  can 
feel  their  embarrassment  as  they  shift  from 
foot  to  foot,  making  stiff,  tentative  beginnings 
on  my  palm.  The  men  have  a  particularly 
rough  time.  After  all,  touching  another  bloke's 
hand  is  rather  effeminate  and  not  the  sort  of 
thing  to  be  seen  doing  in  the  middle  of  a  busy 
high  street.  I  therefore  tend  to  ask  women. 

Both  sexes  however  suffer  from  the  con- 
viction that  talking-by-touch  is  terribly  diffi- 
cult. It's  not.  It's  only  difficult  to  the  extent  that 
it  is  unconventional.  It's  actually  dead  easy  to 
do.  Almost  everyone  can  trace  block  capitals 
on  a  hand.  All  it  takes  is  a  bit  of  confidence 
and  I  will  be  there  reassuring  and  encourag- 
ing them  at  every  step. 

Those  who  try  are  fascinated  to  find  that 
talking-by-touch  works.  A  girl  called  Lesley 
talked  to  me  all  the  way  from  London  to 
Crewe.  I  do  enjoy  this.  So  many  people, 
when  you  get  through  to  them,  turn  out  to  be 
open,  friendly  and  amusing.  Often  these 
chance  acquaintances  will  turn  up  at  my 
cycle  repair  shop  in  Hertfordshire  saying 
"Remember  me."  I  always  do  and  I  am 
delighted  to  see  them. 

One  such  chance  acquaintance  was 
Vicky,  a  bus  conductress.  A  big  motherly 
woman,  she  took  a  shine  to  me  the  first  time  I 
boarded  her  bus.  She  was  quick  to  grasp  my 
problem  and  never  forgot  to  put  me  off  at  the 
right  stop.  Over  the  weeks  our  conversations 
got  longer  and  soon  she  started  to  visit  me 
after  work.  Even  though  I  left  London  three 
yea/s  ago,  we  are  still  in  touch  but  I  miss  our 
journeys  together. 

Regrettably  not  all  bus  conductors  are 


Touching  Talk 
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like  Vicky.  With  a  full  bus,  conductors  rarely 
have  the  time  to  listen  to  me  fully  and  their 
misunderstandings  provide  me  with  endless 
stories.  My  favourite  tale  is  of  the  bus 
conductor  who,  asked  to  write  on  my  hand, 
obligingly  covered  it  in  ball  point  pen. 

Travelling  alone  does  require  a  lot  of 
patience  and  a  good  sense  of  humour,  both 
of  which  I  pride  myself  on.  But  some  reac- 
tions I  do  get  upset  me.  For  instance,  I  do 
resent  the  assumption  that  I  am  mentally  as 
well  as  physically  handicapped.  This  may 
seem  hypocritical  in  light  of  my  earlier  state- 
ment that  I  assume  all  strangers  to  be 
mentally  subnormal.  But  once  they  have 
shown  that  they  are  not,  I  give  them  their 
due.  Some  people  never  give  me  that. 

At  24,  with  a  flourishing  bicycle  business 
and  higher  education  to  come,  I  can  con- 
fidently say  that  I  am  no  thickie.  And  it  is 
terribly  frustrating  to  be  treated  as  such. 


But  the  worst  reaction  comes  from  those 
who  just  do  not  want  to  know.  I  have  enough 
sight  to  see  someone  turn  away  and  it  hurts 
each  time.  Late  at  night  when  there  are  few 
people  about  and  I  am  trying  to  find  the  last 
train  home,  being  ignored  becomes  a  fright- 
ening experience. 

Alternatively  people  will  shout  at  me  to 
leave  them  alone.  At  least  I  think  that  is  what 
they  shout  because  it  feels  hostile  and 
violent.  They  leave  me  shaken  and  upset  and 
worse,  make  me  all  the  more  apprehensive 
of  approaching  the  next  person. 

An  easy  solution  would  be  to  stay  at 
home  but  that  would  be  ridiculous.  I  know  my 
handicap  is  severe  but  I  have  every  intention 
of  leading  a  normal  life.  Indeed,  I  am  encour- 
aged to  find  that  most  people,  after  a  slow 
start,  prove  friendly  and  helpful.  As  long  as 
these  remain  in  the  majority  I  will  be  free  to 
go  where  I  please. 


RNIB  Resource  Material 


The  RNIB  has  sent  us  copies  of  two  resource 
lists  which  may  be  of  interest  to  our  readers. 

The  first,  'Films  on  Blindness  available  in 
the  UK  -  a  select  list'  gives  a  short  descrip- 
tion of  videos  and  films  plus  hire  or  sale 
details.  It  includes  the  television  programmes 
A  Place  for  Stephen'  and  The  Touch' 
amongst  the  selection. 

The  second  list  is  'Some  Sources  of 
Large  Print  Material'  and  gives  information 
on  how  to  obtain  cookery  books,  religious 


books,  information  about  fire  prevention  and 
music,  amongst  other  things. 

Both  these  lists  are  available,  free  of 
charge,  from:- 

The  Reference  Library 

Royal  National  Institute  for  the  Blind 

Braille  House 

338  -  346  Goswell  Road 

London  EC1V  7JE 

Tel:  01-837  9921 
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Conference  Report 


Conference  is  the  wrong  word  for  it.  We  all  think  of  a 
conference  as  rather  formal,  rather  boring,  with  people 
sitting  in  serried  ranks  in  a  lecture  hall.  The  Leicester 
Conference  was  the  last  of  our  'happenings'  that  will  go 
under  the  name  of  'Conference'.  Next  year,  we  will  just  call 
it  the  'Sense  Weekend'. 

We  came  to  Digby  Hall  in  Leicester,  all  270  of  us,  a 
glorious  mixture  of  parents,  teachers,  social  workers, 
family  members,  children  (handicapped  or  not),  nurses, 
helpers,  friends  and  even  a  few  Sense  staff.  Amidst  all  the 
activity  friendships  were  made  and  renewed,  ideas  were 
exchanged  and  spirits  rekindled.  We  all  gained  from  having 
upwards  of  40  deaf-blind  children  and  adults  among  us; 
none  could  complain  that  there  was  nothing  to  do! 

There  was  a  full  programme  of  talks,  workshops,  discus- 
sion groups  and  demonstrations,  yet  still  many  of  the  most 
important  things  happened  outside  this  programme.  With 
three  separate  creches  on  offer,  one  for  the  young  hand- 
icapped children,  one  for  the  older  handicapped  adults  and 
one  for  the  unaffected  brothers  and  sisters  —  many  parents 
took  the  opportunity  to  talk  with  each  other  outside  the 
meeting  rooms. 


Arriving  at  Digby  Hall 

What  subjects  were  discussed?  In  the  groups,  we  talked 
about  the  Family  Advisory  Service,  on  the  partnerships 
between  teachers  and  parents,  on  planning  programmes 
for  children,  on  designing  a  curriculum,  on  using  compu- 
ters. We  had  presentations  of  the  work  of  the  Manor  House, 
Poolemead,  Whitefield  School,  Elmete  Hall  and  Pathways. 
We  had  discussions  on  planning  services  for  adults, 
preparing  school-leavers  for  the  future,  and  helping  the 
brothers  and  sisters  of  handicapped  children.  And  we  had 
talks  on  the  National  Plan,  the  Education  Act,  the  National 
Deaf-Blind  Helpers'  League  and  Usher  Syndrome. 


A  separate  room  was  set  up  with  telephone  lines  and 
computers,  where  the  Hasicom  group  learnt  new  ways  of 
using  their  computer  communication  system,  and  got  to 
know  each  other  'face-to-face'. 

The  parents  had  a  separate  meeting,  to  discuss  their 
reactions  to  the  Conference  and  to  the  issues  raised. 


A  corner  of  the  creche 

Many  of  the  teachers  met  too,  to  see  if  they  could  plan  how 
to  improve  the  flow  of  ideas  and  support  between  isolated 
school  units. 

The  Marketplace  blossomed  once  again  with  new  toys, 
aids,  gadgets  and  games,  to  give  us  all  a  taste  of  the  new 
technology  coming  available  to  us. 


In  the  market  place 


Carmel 

Thanks  to  all  who  made  the  weekend  such  a  success. 

To  Carmel  Perry,  our  wonderful  Conference  Organiser;  to 
the  army  of  volunteers,  who  manned  the  creche,  did  the 
baby-sitting,  moved  the  chairs  and  kept  the  place  standing; 
to  the  staff  at  Digby  Hall  who  catered  and  cared  for  us  so 
splendidly;  to  all  our  speakers  and  group  leaders,  and  to 
Colin  Ricardo  whose  photos  you  see  here. 

Next  year  our  Weekend  will  be  in  Birmingham,  from  19th 
to  21st  September.  Mark  it  in  your  calendar,  and  send  us 
your  ideas  as  to  how  we  can  make  it  even  better. 
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Usher  Syndrome: 

Some  Practical  Ideas 


Mary  Guest  spoke  at  the  Conference  on  Usher  Syndrome. 
Here  are  notes  of  some  of  the  practical  ideas  she  sug- 
gested. 

When  an  individual  is  diagnosed  with  Usher  Syndrome  he/she 
will  already  have  experienced  communication  difficulties  from 
birth  because  of  congenital  hearing  loss.  These  difficulties  may 
have  been  overcome  to  some  extent  by  appropriate  teaching 
and  good  hearing  aids.  However,  when  Retinitis  Pigmentosa  is 
diagnosed  the  affected  person  and  his  family  have  to  come  to 
terms  with  the  fact  that  the  condition  will  cause  a  progressive 
degeneration  of  the  retina  which  is,  as  yet,  untreatable  and 
which  may  eventually  lead  to  blindness  or  at  least  very 
restrictive  vision. 

What  practical  steps  therefore  can  hearing  and  sighted 
people  take  to  lessen  the  effects  which  these  two  major  sensory 
impairments  might  have  on  the  affected  person? 

Communication 

1 .  When  a  deaf  person  is  trying  to  tell  you  something  do  not 
give  up  on  him/her  because  you  cannot  understand.  Keep 
trying  until  you  do. 

2.  Get  your  message  through  even  if  it  takes  many  attempts 
and  you  have  to  resort  to  writing,  drawing  or  mime. 

3.  Study  your  own  ways  of  expressing  yourself.  Do  you  use 
unnecessary  words  or  gestures?  Do  you  speak  too 
quickly,  hide  your  mouth  or  turn  your  back  when  speak- 
ing? 

4.  Learn  to  use  signs,  gestures  and  finger  spelling.  Even  a 
few  signs  can  give  extra  clues  and  improve  comprehen- 
sion. 

5.  Use  signing  and  speaking  in  context.  Don't  change  the 
subject  unless  you  indicate  that  you  are  doing  so. 

6.  Engage  the  attention  of  the  deaf  person  with  your  eyes  or 
a  gentle  touch. 

7.  Communicate  at  eye  level.  This  is  particularly  important 
when  speaking  to  children  whose  eye  level  is  below  yours. 

8.  Stand  in  good  light  and  if  possible  against  a  clear 
uncluttered  background. 

9.  Be  prepared  to  really  listen  to  what  the  deaf  person  is 
expressing.  If  you  don't  understand  then  don't  pretend 
that  you  do. 

10.  sure  that  you  are  being  understood  —  it  is  also  easy  for 
deaf  people  to  pretend  that  they  understand  when  they  do 
not. 


Partial  sight  and  making  things  easier  to  see 

People  with  visual  impairment  lack  information  on  their  immedi- 
ate environment.  They  cannot  "take  in"  a  room  at  a  glance  and 
note  where  all  the  objects  are.  If  they  suffer  from  tunnel  vision 
they  lose  their  ability  to  detect  objects  on  the  periphery  and 
frequently  bump  into  even  quite  large  objects  which  are  not 
directly  in  front  of  them. 

What  can  we  do? 

1 .  Firstly,  look  around  your  home,  classroom  or  office  to  see 
what  small  adaptations  can  be  introduced  to  make  objects 
more  visible. 

2.  Where  possible  make  use  of  contrast.  A  room  with  a  dark 
carpet  requires  light  coloured  furniture.  White  or  light 
coloured  plates  stands  out  more  clearly  on  a  dark  working 
surface  or  vice  versa. 

3.  Make  use  of  easily  recognisable  shapes  e.g.  a  spoon  with 
a  distinctive  handle,  mugs  and  glasses  with  heavy  bases. 

4.  Encourage  the  visually  impaired  person  to  work  out  where 
key  objects  usually  are,  e.g.  light  switches  are  shoulder 
level,  door  handles  about  waist  or  hip  level.  This  also 
applies  to  table  settings. 

5.  Help  him/her  relate  to  objects  in  a  room  so  that  he/she 
knows  where  the  position  of  the  table  is  in  relation  to  the 
window  or  the  door.  This  trains  the  visual  memory. 

6.  Make  use  of  natural  or  artificial  light  to  increase  visibility  of 
objects.  Think  about  colour  in  relation  to  light  —  dark 
colours  absorb  light  —  bright  light  colours  may  cause 
dazzle. 

7.  Take  every  step  to  increase  the  confidence  of  the 
individual  in  his/her  immediate  environment. 
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Teaching  Your  Child 

A  dialogue  between  parent  and  teacher 


When  Margaret  Beattie  (parent)  and  Doreen  Norris  (Sense 
advisory  teacher)  got  together  to  give  a  workshop,  so  many 
ideas  came  forward  that  we  had  to  record  it  somehow.  Here 
are  some  notes  taken  of  their  session. 

Where  to  start? 

As  soon  as  someone  says  'Deaf-blind',  all  start  asking  ques- 
tions —  and  this  applies  to  all  of  us,  not  just  parents  or  teachers 
or  Health  Visitors.  There  are  three  things  it  is  important  to  bear  in 
mind: 

•  All  these  many  and  varied  deaf-blind  children  are  doing 
something  —  we  can't  say  "But  he  does  nothing",  even  just 
lying  in  a  very  passive  way  is  something;  crying  when  he  is 
picked  up  or  put  down  tells  us  something.  We  have  to  become 
students  of  that  child's  behaviour  and  try  to  understand  it. 

•  The  child  is  facing  considerable  problems  because  of 
imperfect  sight  and  hearing;  the  world  can  be  very  confusing, 
frustrating,  and  lacking  in  meaning.  Incidental  learning  that  is 
taking  place  all  the  time  with  young  normal  children  will  be 
limited,  fragmented  and  distorted;  the  motivation  provided  by 
what  the  child  sees  and  hears  is  not  operating.  There  is  no 
visual  model  that  makes  sense  against  which  to  measure 
behaviour,  so  we  have  to  help  the  child  to  understand  his  world. 
We  have  to  help  him  to  use  other  senses,  to  integrate  what  they 
learn;  we  have  to  act  as  interveners  between  the  child  and  this 
confusing  world. 

•  The  child  may  have  additional  needs,  physical  handicaps 
which  demand  your  active  intervention,  but  if  he  is  also  sensorily 
impaired  this  will  influence  how  you  work  on  his  other  problems. 

What  do  we  teach  them?  The  normal  child  is  learning  all  the  time 
from  people  and  objects  in  his  world.  We  are  not  consciously 
planning  every  little  step,  although  all  the  time  we  are  shaping 
his  behaviour,  so  that  he  fits  in  to  accepted  norms  of  behaviour. 
The  deaf-blind  child  very  quickly  shows  delays,  quickly  demon- 
strating that  he  needs  our  help.  Because  we  do  not  usually  have 
to  make  these  very  detailed  plans,  this  can  seem  a  very 
daunting  task,  so  we  will  break  it  down. 
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How  to  Teach  Them 

1.  Look  at  what  the  child  can  do.  Be  open  in  your  interpreta- 
tions, share  your  thoughts. 

2.  Look  at  what  they  do  next. 

3.  Split  the  task  into  small  steps. 

4.  Record  progress. 

5.  Take  time  to  discuss  generally  your  ideas  and  hopes. 

Parents  should  have  a  say  in  the  programme  that  their  child  is 
going  to  carry  out.  The  professionals  and  parents  should  talk 
together,  and  listen  to  one  another.  Parents'  ideas  should  not  be 
of  the  most  importance,  but  their  ideas  for  the  future  should  be 
taken  into  account,  so  that  the  family  can  work  as  a  family  unit. 
Before  they  had  a  handicapped  member,  they  were  a  family;  it  is 
tragic  if  a  family  is  divided  because  the  programme  set  for  the 
handicapped  member  will  not  allow  the  family  to  work  as  a  unit. 

We  are  already  well  into  how  to  go  about  the  job,  but  there  are 
other  techniques  that  can  help;  be  experimental.  Help  the  child 
to  use  well  the  sight  he  has  —  you  might  be  able  to  make  small 
adaptations  to  what  you  are  doing  which  will  enable  the  child  to 
see  much  better  what  you  are  asking  him  to  do;  it  might  just  be 
having  a  dish  on  which  the  food  is  more  clearly  visible,  or  lighting 
conditions  may  need  to  be  better,  though  not  necessarily  of 
increased  intensity.  Give  the  child  time  and  opportunity  to  see. 

Help  the  child  to  use  his  hearing.  He  must  learn  to  make 
sense  of  sounds  in  the  environment.  Is  there  too  much  noise,  is 
it  confusing?  Look  at  the  environment,  and  make  some  changes 
if  necessary. 

Don't  forget  taste  and  smell.  Perhaps  most  significantly,  help 
the  child  to  use  touch;  this  will  have  to  compensate  for  quite  a  lot 
of  what  he  misses. 

I  hope  that  we  have  already  described  that  the  'special'  thing 
about  deaf-blind  children  is  that  we  do  actually  have  to  teach 
them.  We  have  looked  at  Whats  and  Hows,  now  Where,  When, 
Who.  The  short  answer  is  that  we  are  teaching  them  all  the  time 
and  we  are  all  teachers.  The  child  does  not  separate  his  day  into 
"Now  we'll  have  a  teaching  session,  now  we  won't".  There  isn't 
a  time  for  not  learning  —  a  normal  child  is  learning  all  the  time, 
whether  we  like  it  or  not.  We  help  the  child  best  by  having  an 
ordered  pattern  to  the  day,  a  shape  that  will  begin  to  take  on 
meaning  and  provide  pleasurable  experiences  that  the  child  will 
begin  to  participate  in.  Allow  time  to  enjoy  getting  up  —  having  a 
bath  —  having  a  rest.  Experiences  and  skills  are  inter-related; 
this  requires  some  planning. 

There  may  be  times  to  recognise  that  the  moment  is  not 
suitable  for  teaching,  and  there  is  no  need  to  feel  guilty  about 
this.  Families  should  enjoy  their  lives,  even  if  this  means  passing 
up  opportunities  occasionally. 

Summary 

Some  parting  thoughts: 

•  Our  children  can  learn  if  we  help  them.  It  will  take  longer,  we 
do  have  to  plan  carefully,  and  we  do  have  to  go  at  the  child's 
pace. 

•  We  should  not  have  to  do  it  alone;  we  all  need  to  share  what 
we  know  to  help  the  child. 

•  They  are  children  first  —  children  who  have  imperfect  sight 
and  hearing.  Not  deaf-blind  children,  but  children  who  are 
deaf-blind.  They  have  the  same  needs  and  feelings,  heightened 
by  sensory  loss,  and  need  to  acquire  the  same  skills. 

•  It  sounds  like  really  hard  work  —  I  don't  want  to  minimise  the 
task,  but  it  can  be  fun  (some  of  the  time). 

The  Leicester  weekend  conference  was  largely  about  children,  and 
the  children  who  came  had  a  good  time.  On  the  left,  Alistair  made 
some  friends  at  the  Toy  Library  creche.  In  the  middle,  Robbie  is 
absorbed  with  the  toys  in  the  Marketplace.  And  right,  Justin  tries 
his  hand  at  horse-riding. 
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The  National  Deaf -Blind 
Helpers9  League 


Patrick  Murphy  is  an  old  friend.  Deaf-blind  himself,  he  is 
adviser  to  the  National  Deaf-Blind  Helpers'  League.  Here 
are  his  notes  of  the  talk  he  gave  at  Leicester. 

The  League's  work  covers  all  deaf-blind  in  the  United  Kingdom 
and  is  the  voice  of  the  deaf-blind,  it  is  the  deaf-blind  people's 
own  organisation  and  quite  independent  of  any  other.  Repre- 
sentatives of  the  deaf-blind  membership  play  an  active  role  on 
the  management  committee  alongside  their  professional  advis- 
ers. 

Divisional  Secretaries  organise  activities  on  a  local  level,  and 
support  headquarters  staff. 

The  League  depends  upon  public  interest  and  support  to 
further  its  work  with  and  for  the  deaf-blind.  Its  work  is  to  locate, 
assist  and  refer  deaf-blind  individuals: 
to  watch  the  interests  of  the  deaf-blind, 
to  form  a  link  between  one  deaf-blind  person  and  others, 
to  collect  and  collate  information  for  others  (statutory  and 
voluntary  bodies), 

to  educate  and  create  a  well-informed  general  public  towards  an 
awareness  of  their  deaf-blind  neighbours, 
to  pioneer  activities  that  will  assist  the  deaf-blind  to  bring 
necessary  pressure  on  local  authorities  and  the  Ministry  as  and 
where  necessary, 

to  co-ordinate  and/or  participate  in  seminars  and  conferences, 
to  bring  deaf-blind  people  together  through  regional  group 


activities,  rallies,  overseas  holidays  and  our  quarterly  magazine, 

"The  Rainbow",  which  is  published  in  braille,  Moon  and  print 

to  keep  members  abreast  of  news  through  the  bi-weekly  braille 

newspaper  "Snippets", 

to  provide  practical  and  financial  assistance  in  cases  of  need, 

and  also  to  provide  grants  towards  essential  equipment  and 

holidays, 

to  send  each  member  a  monetary  Christmas  gift, 

to  use  the  media  whenever  possible  to  publicise  the  needs  and 

problems  of  the  deaf-blind. 

Rainbow  Court  consists  of  self-contained  one-bedroom  unfur- 
nished flats,  which  are  available  to  rent  by  deaf-blind  individuals 
or  couples.  In  the  case  of  the  latter,  one  of  the  couple  must  be 
deaf-blind.  The  important  point  is  that  such  individuals  or 
couples  should  be  capable  of  running  their  own  home.  Although 
Rainbow  Court  has  a  Caretaker  who  will  help  in  any  emergency, 
there  is  no  provision  of  nursing  staff.  The  office  staff  is  also 
available  to  give  help  in  an  emergency.  The  support  of  home 
helps  or  guide  helps  can  be  arranged  for  tenants  at  Rainbow 
Court. 

There  is  also  on  site  a  small  Guest  House,  where  deaf-blind 
individuals  and  their  personal  guides  are  welcome  for  holidays, 
or  for  short  stay  should  they  need  help  in  learning  how  to 
cope  with  day-to-day  living  as  deaf-blind  individuals.  There  is 
also  a  furnished  flat  which  is  available  to  deaf-blind  individuals 
and  their  guides  for  short-term  self-catering  holidays. 


Chris  O'Connor  with  a  young  friend 


David  Saint,  Sense  Head  of  Appeals,  selling  our  Christmas  cards 
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Helping  Branch  Committees 


The  success  of  our  Annual  Conference  is 
reported  elsewhere  in  Talking  Sense.  For 
Branch  Committees,  much  interest  lay  in  our 
first  Branch  Officers'  Meeting  which  was  held 
on  the  Friday.  The  meeting  suffered  from 
being  held  on  the  evening  of  arrival,  because 
some  officers  were  unable  to  arrive  until  the 
Saturday  morning,  but  our  Conference  orga- 
nisers had  no  other  choice  this  year,  the  rest 
of  the  programme  having  been  fixed  long 
before.  However,  those  who  met  were  still 
talking  at  11.30pm. 

The  bulk  of  our  time  was  spent  in  discus- 
sing and  learning  from  one  another's  experi- 
ence how  to  launch,  build  up  and  operate 
Branches,  bearing  in  mind  the  very  different 
needs  of  groups  and  areas  in  the  country  - 
and  not  forgetting  the  overall  needs  of  the 
whole  Association. 

Certainly  such  a  meeting  could  not  en- 
compass everything  and  a  positive  outcome 
has  been  the  planning  of  a  special  weekend 
next  year  for  Branch  Officers.  The  weekend 
of  July  4-6  1986  has  already  been  offered 
by  one  possible  venue. 

As  with  the  meeting  at  the  Annual  Confer- 
ence, we  are  anxious  to  allow  the  involve- 
ment of  members  who  are  not  in  an  existing 
Branch  but  would  like  to  work  towards  the 
creation  of  one.  I  would  appreciate  it  if 
readers  who  feel  that  is  a  fair  description  of 
themselves  would  let  me  know,  so  that  they 
are  included  in  my  special  mailings  for 
Branch  Committees  and  are  kept  informed  of 
developments. 


Regional  Assistant 

Linda  Ricardo,  whom  many  of  you  have  met 
at  our  Conferences  or  know  as  Assistant 
Editor  of  Talking  Sense,  has  become  Re- 
gional Assistant  at  Head  Office  -  a  gallant 
but  probably  futile  attempt  to  increase  my 
efficiency  and  capability. 

For  the  moment,  Linda  is  wearing  both 
hats,  while  we  try  to  assure  her  that  grey  hair 
will  be  most  becoming. 

If  you  are  confused  by  the  constant 
changes  in  title  which  become  necessary  as 
the  Association  grows,  hang  on  to  people's 
names.  Quite  a  few  new  people  have  joined 
us  but  very  few  have  left.  We  are  basically 
still  a  very  small  team  and  any  call  to  anyone 
will  swiftly  find  the  right  responder. 


Welcome  to  a  New  Branch 

We  were  delighted  to  receive  a  signed 
Branch  Agreement  and  the  following  report 
from  Robert  Stones  in  Chester: 

Sense  -  North  West 

On  October  17th,  a  group  of  Northern  Region 
members  met  at  Bruce  and  Sue  Smart 's 
house  in  Southport  and  formed  Sense  - 
North  West.  Most  of  us  had  already  been 
meeting  for  some  time;  therefore  it  was  only 
a  simple  matter  of  formally  creating  a  new 
Branch  covering  Cheshire,  Lancashire,  The 
Wirral,  Merseyside  and  Greater  Manchester. 

At  present  we  are  a  very  small  Branch, 
but  are  aiming  to  increase  our  membership 


by  involving  more  members  of  the  Region  in 
a  variety  of  informal  get-togethers.  The  first 
of  these  will  be  a  Party  on  January  4th  1986 
and  will  take  place  at  Sunshine  House  in 
Southport.  We  hope  to  start  at  2.30pm  and 
will  have  games,  food  and  videos  for  parents, 
children  and  friends.  There  will  be  plenty  of 
adult  help  available,  so  all  Branch  members 
are  invited  and  will  be  very  welcome.  Further 
details  will  be  sent  nearer  the  date,  so  please 
let  us  know  if  you  are  interested  in  what  we 
are  doing. 

We  see  our  role  at  first  as  bringing 
families  together,  offering  any  physical  or 
verbal  help  possible  and  generally  acting  as 
an  information  centre  concening  any  aspect 
of  the  deaf-blind  within  the  North  West. 
Meetings  will  continue  to  be  held  but  it  is 
hoped  that  less  formal  events  and  fund- 
raising  activities  can  be  organised. 

To  do  any  of  this  successfully  we  need 
the  support  of  as  many  North  West  members 
as  possible.  Please  do  get  in  touch  and  let  us 
know  how  you  feel  the  Branch  can  best  serve 
its  members. 

Robert  Stones 

Secretary,  Sense-  North  West 

19  Ne wry  Park 

Chester  CH2  2AR 

Bruce  Smart 

Chairman,  Sense-  North  West 

10  York  Avenue 

Birkdale,  Southport 

To  help  this  new  Branch  we  were  able  to 
supply  not  only  the  addresses  of  North 
Western  families  known  to  us  but  also  details 
of  other  organisations,  authorities,  profes- 
sionals and  schools  in  the  area  which  could 
be  of  use.  We  also  provide  notes  on 
Accounts  and  on  Fundraising  ideas  and 
more  beside.  It  enables  some  of  our  mem- 
bers, who  have  for  some  time  been  doing  a 
great  deal  in  an  unofficial  capacity,  to  com- 
bine with  others  and  become  an  increased 
power  in  their  home  area. 

Someone  elsewhere  said  to  me  a  few 
weeks  ago,  "We  feel  we  have  a  mouth  but  no 
teeth."  It  was  this  limitation  on  what  could  be 
done  that  was  leading  him  to  think  a  Branch 
could  be  the  answer.  I  hope  others  will  feel 
the  same.  The  whole  Association  needs  the 
added  strength  that  each  Branch  brings. 

We  wish  every  success  to  Sense  -  North 
West. 


Eastern  Region 

I  was  able  to  get  across  to  the  last  meeting  of 
our  Eastern  Region.  Much  of  the  activity 
there  has  been  overshadowed  by  the  serious 
illness  and  the  death  in  October  of  Margaret 
Otter,  of  whom  Mrs  Warraker  writes  else- 
where. Margaret  had  for  many  years  been  a 
staunch  member  of  the  Region  and  a  real 
presence  in  her  home  area.  Our  hearts  go 
out  to  Geoffrey  and  Lesley.  What  did  strike 
me  forcibly  amidst  the  sadness  was  the  real 
concern  and  support  flowing  from  our  East- 
ern Region  members.  It  reminded  me  again 
of  what  is  the  bedrock  of  our  Association. 


Signs  of  Friendship 

I  was  in  Lancashire  myself  on  14th  Septem- 
ber, as  a  guest  of  the  North-West  Regional 
Council  of  the  BDA.  They  held  their  Annual 
Rally  in  the  Winter  Gardens,  Blackpool,  and, 
as  part  of  it,  held  a  raffle  for  Sense,  a  very 
generous  move  giving  us  £200.  We  had  tried 
to  arrange  for  some  of  our  prospective  North 
West  Officers  to  attend  but,  as  can  easily 
happen,  family  problems  prevented  that,  so  I 
was  the  fortunate  one.  I  found  myself  dining 
and  dancing  along  with  1 ,000  BDA  members. 
I  even  found  myself  judging  my  first  beauty 
contest.  I  made  many  good  contacts,  though 
not  with  the  beauties,  and  came  away  hear- 
tened by  the  goodwill  and  the  prospects  for 
co-operation  and  friendship  in  the  North 
West. 


Scottish  Branch 

Tim  Collins,  the  Chairman,  writes: 

/  attended  the  Sense  Conference  in 
Leicester  with  Gill  and  Jerry  Morbey.  It  was 
very  nice  to  see  and  meet  all  our  friends  from 
other  Branches  and  I  especially  appreciated 
my  meeting  of  the  Officers  from  other 
Regions.  I  would  like  to  thank  everyone  for 
making  it  a  very  big  success. 

All  our  parents  and  children  are  keeping 
very  well.  A  Disco  Night  was  held  on  Friday 
18th  October  to  raise  funds  for  Cambooth 
House.  It  was  well  attended  by  our  parents 
and  friends  and  was  a  great  success.  I  would 
like  to  say  Thank  You  to  the  Committee  of 
Thomsons  Own  Scout  Group  in  Viewpark  for 
organising  the  Disco.  We  wish  all  the 
members  of  the  Association  Health  and 
Happiness. 


Sense  -  Colchester 

Although  but  recently  come  together,  the 
members  of  this  small  but  vital  Branch  show 
the  same  characteristics,  always  looking  for 
ways  to  help  one  another  and  those  they 
support.  Mary  Camilleri  tells  me  they  have 
made  such  good  use  of  their  funds  that  there 
is  little  left,  so  they  are  having  a  Bazaar  at 
Braiswick  Lodge  on  20th  November  and  are 
scheming  for  a  local  Flag  Day.  I  also  hear 
that  Mr  Cantell  has  made  them  a  banner,  so 
they  are  certainly  out  to  make  a  mark  and  I 
do  not  doubt  that  their  funds  will  soon  be 
growing  again. 


Sense  -  London  North  East 

A  combined  Car  Boot  sale  and  Jumble  Sale 
in  late  September  has  already  started  this 
Branch  accumulating.  They  raised  well  over 
£100.  I  distinguished  myself  by  arriving  one 
hour  after  everyone  had  left,  driving  into 
Whitefield  School  playground  to  confront  a 
surprised  headmaster.  I  immediately  re- 
verted to  childhood,  invented  an  incredible 
excuse  and  was  lucky  to  escape  without  a 
detention. 

The  Branch's  next  big  event  is  the  hosting 
of  the  London  Christmas  Celebration  on 
Saturday  14th  December.  Anyone  likely  to  be 
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in  the  area  on  that  day  is  well  advised  to  book 
a  place  with  the  Taylors,  for  it  will  be  a  very 
joyous  occasion. 

Meanwhile,  to  add  to  their  regular  even- 
ing meetings,  the  Branch  is  starting  a  series 
of  Saturday  Coffee  Mornings  to  give  an 
opportunity  of  meeting  to  those  families 
unable  to  manage  evening  engagements. 
With  facilities  at  the  School  available  for  use, 
it  should  prove  a  valuable  extension  of 
activity. 

Sense  -  London  West 

It  has  been  a  period  of  considerable  activity 
for  Sense  -  London  West.  The  Life  Skills 
meeting  which  I  mentioned  in  the  last  edition 
of  Talking  Sense  was  so  promising  that  the 
Branch  has  arranged  for  a  six-month  course 
to  be  available  to  members.  It  is  designed  for 
parents  themselves  as  themselves,  to  guard 
against  that  loss  of  personal  identity  that  can 
so  easily  occur  if  you  are  engaged  in  any 
great  quest.  I  hope  one  of  them  will  write  of 
its  value  one  day. 

The  parents  also  ran  a  stall  at  the  Family 
Centre  Autumn  Fair,  choosing  to  stock  it 
exclusively  with  items  and  cards  produced  by 
Sense's  Appeals  Department.  As  that  stall 
alone  took  £55,  it  could  give  ideas  to  others 
who  have  the  opportunity  to  take  part  in 
events.  It  makes  money  for  Sense  and  for 
the  Branch.  David  Saint  will  gladly  give  the 
details. 

The  Barn  Dance  in  Ealing  Town  Hall  on 
1 2th  October  was  tremendous  fun  and  many 
new  friends  were  made  that  night.  The 
Branch  planned  for  sixty  but  a  score  more 
attended,  thirty  arriving  by  coach  from  Val 
Waite's  workplace  in  Milton  Keynes.  I  think 
Bernard  Playford  had  everyone  dancing, 
including  me,  and  that  takes  some  doing.  He 
still  insists  he  will  do  the  same  for  any  Branch 
anywhere  in  the  country  and,  since  he  arrives 
complete  with  all  equipment  in  a  motor 
caravan,  it  seems  an  offer  worth  serious 
consideration.  London  West  will  also  share 
the  secret  of  how  they  managed  to  lay  on 
food  and  a  bar  in  a  hall  with  no  kitchen 
facilities.  Our  members  are  nothing  if  not 
inventive. 

As  I  sit,  typing  into  the  small  hours,  I  am 
running  on  baked  potato,  beans  and  sausage 
consumed  at  the  Branch's  Barbeque  and 
Bonfire  afternoon.  I  cannot  remember  the 
bonfire,  because  we  did  not  have  one,  but  I 
do  remember  the  fireworks  and  the  faces  of 
the  children.  Bernard  Dunleavy  excelled  him- 
self, flitting  through  the  dark,  firebrand  in 
hand,  releasing  the  leaping  colours  he  had 
chosen,  all  under  the  careful  but  safely 
distant  scrutiny  of  small  son  Timmy,  who  was 
really  in  charge.  I  know  that  because  Timmy 
told  me  himself.  I  wonder  what  Gilda  and  her 
Committee  will  be  up  to  next. 

Sense  -  South  Wales 

Our  Branch  in  South  Wales  is  continuing  its 
valuable  teamwork  with  the  Rotary  Club  of 
Bfrton  Ferry  On  20th  September  they  got 
together  to  host  a  special  reception.  The  day 
had  two  purposes.  Firstly  it  was  a  celebration 
for  the  Malvern  Rotary  Club,  whose  members 
have  been  so  instrumental  in  producing  the 
video  Go  for  H"  which  features  the  Cole 
family  from  Neath  and  which  is  proving  so 
effective  in  the  vaccination  campaign.  The 
MOOnd  purpov;  hh'.  to  have  --;  showing  of 


the  video  before  as  many  influential  and 
interested  people  as  could  be  attracted  in. 

Hazel  Benjamin  tells  me  that  the  occa- 
sion was  a  complete  success  on  both  counts, 
leaving  the  Branch  with  many  new  suppor- 
ters and  a  greatly  increased  profile  in  the 
area. 

October  saw  the  Rubella  Council's  South 
Wales  Conference,  which  again  needed  the 
participation  of  our  Branch  members.  Much 
of  the  media  attention  focussed  inevitably 
upon  Ann  Cole  and  her  family,  hler  willing- 
ness to  allow  this  has  resulted  in  much  good 
for  us.  It  is  not  easy  to  open  yourself  and  your 
children  to  public  scrutiny  and  I  hope  that 
Ann,  along  with  other  parents  who  have 
taken  that  risk,  realize  how  much  we  appreci- 
ate it. 

Sense  -  South  West 

On  a  mild  but  open-skied  November  after- 
noon, the  24th  to  be  exact,  a  vast  and 
cheerful  throng  will  gather  beside  two  large 
and  luxuriously  equipped  caravans  in  Paign- 
ton, Devon,  to  witness  an  Opening  Cere- 
mony performed  by  a  very  important  dignitary 
from  Head  Office,  myself  to  be  exact.  Well,  it 
is  getting  late  and  I  do  have  a  good  imagina- 
tion. Nonetheless,  whatever  the  weather,  the 
occasion  will  mark  the  culmination  of  some 
excellent  work  by  Sense  -  South  West, 
which  is  now  well  and  truly  established,  with 
a  growing  reputation  in  an  area  we  some- 
times despaired  of  reaching  effectively.  You 
will  find  elsewhere  details  of  how  you  can 
book  the  caravans  and  I  must  warn  you  that 
Roger  O'Connor  has  already  started  discus- 
sing the  possibility  of  taking  both  caravans 
for  a  mini  group  holiday,  so  do  not  delay  if 


you  think  you  would  like  to  book  one  yourself. 
Sense  -  South  West  are  also  continuing 
to  work  on  the  research  programme  started 
there  by  Barry  Smith  and  should  soon  be 
able  to  offer  advice  to  other  Branches 
wondering  how  to  start  such  programmes  in 
their  own  areas.  It  is  good  to  see  how  Branch 
activities,  which  differ  so  widely,  always 
produce  knowledge  and  strength  for  others 
to  draw  upon. 

A  Twig 

Although  not  a  Branch,  three  Bristol  families 
got  together  in  October  to  share  a  holiday  at 
the  Breakthrough  Trust's  Roughmoor  Centre 
near  Swindon.  Mavis  Rudman  was  prime 
mover  and  was  able  to  report  on  a  delightful 
week.  We  were  able  to  support  from  Head 
Office  by  sending  along  a  baby-sitting  team, 
allowing  the  parents  the  evenings  free.  It  was 
a  baptism  of  fire  for  James  Rice,  our  new 
Holidays  and  Conference  Assistant,  for  the 
ink  was  barely  dry  on  his  application  form.  He 
confessed  to  me  that  while  he  remained  a 
sober  and  responsible  child-minder  by  night 
he  became  a  child  himself  by  day  and  joined 
in  all  the  fun,  which  only  goes  to  show  what  a 
good  choice  we  made  in  the  first  place. 

The  success  of  the  week  also  shows  that 
you  do  not  have  to  be  a  Branch  before  you 
can  get  together  effectively  and  it  means  we 
have  now  discovered  yet  another  place 
ideally  suited  to  small  group  use.  Head  Office 
has  full  details  if  you  have  ideas. 

Thank  you  for  giving  me  so  much  to  write 
about.  Keep  in  touch. 

Norman  Brown 


Sense-in-  Scotland 


The  quarterly  report  for  Talking  Sense  has 
really  very  little  to  add  to  the  Autumn  edition. 
The  main  reason  for  this  is  simply  that  we  are 
finding  that  reports,  committee  meetings, 
supplying  information  etc.  etc.  seem  to  take 
up  so  much  of  our  time,  yet  the  organisation 
of  the  services  and  events  is  often  dependent 
on  this  background  work. 

I  had  hoped  to  be  more  positive  about 
post-school  provision  but  unfortunately  we 
are  still  waiting  to  hear  from  the  various 
committees  involved  regarding  funding.  I 
don't  think  that  this  is  bad  news.  We  are  all 
very  anxious  to  get  the  project  moving  but  we 
are  in  the  position  now  where  we  can  only 
wait.  Anyway,  we  are  sure  that  there  is  no 
lack  of  commitment  and  are  therefore  still 
hopeful. 

In  other  areas,  we  are  now  piloting  our 
questionnaire  through  some  of  the  Health 
Boards  and  Local  Education  Authorities  — 
this  should  eventually  give  us  a  good  idea  of 
the  number  of  deaf-blind  school  leavers  in 
Scotland.  Again,  there  are  difficulties  be- 
cause the  information  we  require  crosses 
health  and  education  but  hopefully  the  pilot- 
ing work  will  iron  out  some  of  these  problems. 

We  had  our  third  Scottish  Advisory  Panel 
Meeting  in  October  and  were  delighted  that 
Rodney  Clark  was  able  to  travel  up  for  it.  We 
are  pleased  that  John  Tulloch  will  be  our 
Chairperson  for  the  Panel.  His  continuing 
work  and  commitment,  now  formalised  in  this 
role,  will  be  of  great  value. 

I  think  the  other  topic  worth  mentioning 
from  the  meeting  has  to  be  the  area  of 
special  education  and  integration.   It  was 


clear  that  we  are  all  concerned  about  the 
issue  of  integration  and  we  now  feel  we  have 
to  be  constructive  in  our  defence  of  special 
education  for  our  children.  We  intend  to  look 
into  this  with  other  organisations  in  the  field  in 
the  hope  that  we  can  formulate  a  policy 
document  expressing  our  views. 

We  organised  a  meeting  on  the  30th 
October  where  parents  and  professionals 
came  to  hear  Adrien  Ward.  Mr.  Ward  is  a 
lawyer  who  has  done  some  work  for  the 
Scottish  Society  for  the  Mentally  Handicap- 
ped and  we  are  pleased  that  he  was  able  to 
talk  on  legal  metters  to  our  group. 

The  Record  of  Needs  is  still  an  area  that 
needs  to  be  discussed  and  many  of  our 
parents  will  be  interested  in  this.  However, 
those  parents  with  older  children  are  now 
concerned  with  issues  like  'out  of  Region 
funding'  and  Mr.  Ward's  knowledge  was 
welcomed  by  all  those  attending. 

With  the  end  of  1 985  approaching,  much  of 
our  time  has  been  taken  up  with  concerns  for 
money  next  year.  We  have  been 
approaching  Trusts,  Local  Authorities  etc.  as 
well  as  organising  the  usual  Christmas  activi- 
ties of  cards,  raffles  etc. 

All  in  all  then,  many  of  our  activities  are 
rather  mundane  just  now.  Still  important  to 
our  development  but  not  very  exciting  or 
newsworthy. 

We  do  wish  all  our  friends  a  very  happy 
Christmas  and  all  the  best  for  the  approach 
of  1986. 

Gillian  Morbey 

Research  and  Development  Officer 
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National  Rubella  Campaign 


"Where's  the  angle  and  what's  the  story? 
Has  anyone  died  or  been  damaged?"  asked 
the  Radio  News  Editor  to  the  Education 
Producer.  "No  one  has  died,  but  many 
children  have  been  damaged"  said  the 
Education  Producer.  But  the  News  Editor 
was  still  not  convinced. 

I  was  that  Education  Producer  for  many 
years  both  in  Local  Radio  and  Network 
Radio.  As  someone  who  is  caring  and 
committed  and  working  in  radio,  not  only  did  I 
see  my  role  as  educating  my  listeners,  but 
also  educating  my  colleagues,  who  were 
mostly  hardened  journalists.  So,  we  have  to 
'sell'  stories  -  give  them  something  that's 
entertaining,  informing  and  educative. 

Rubella  is  not  news.  Unfortunately  it  has 
been  around  for  too  long.  I  hope  by  the  end  of 
this  campaign,  almost  every  schoolgirl  and 
woman  of  childbearing  age  will  know  her 
rubella  status,  and  will  be  aware  of  the 
dangers  of  contracting  rubella  in  the  first 
three  months  of  pregnancy. 

I  have  been  at  the  National  Rubella 
Campaign  since  the  beginning  of  October 
1985.  I  joined  the  BBC  in  1979,  and  before 
that  I  worked  as  a  social  worker  with  elderly 
and  handicapped  people.  My  main  career 
interests  have  always  been  in  areas  of  social 
concern,  and  hence  I  welcomed  the  oppor- 
tunity to  run  the  Rubella  Campaign.  Although 
my  knowledge  of  rubella  as  such  was  limited, 
I  felt  I  could  make  a  worthwhile  contribution 
and  stir  up  more  interest  amongst  my  ex- 
colleagues  in  the  media. 

The  Campaign  has  many  facets;  we 
currently  have  nine  regional  action  groups 
working  in  parts  of  England,  Wales  and 
Northern  Ireland.  Each  group  works  indepen- 
dently of  the  National  office  and  has  its  own 
local  contacts.  I  see  my  role  as  supporting 
their  local  initiatives,  and  offering  advice  and 
guidance  when  required. 

A  part  of  my  work  is  administrative.  The 
Campaign  office  has  to  be  run  smoothly  and 
efficiently.  We  receive  many  requests  for 
literature,  information  and  our  very  success- 
ful schoolgirl  video  'Go  For  It',  starring  the 
singer  Kim  Wilde  and  Sense  members  Ann 
and  Jacqueline  Cole.  Using  'personalities'  is 
an  almost  guaranteed  way  of  getting  the 
message  over.  We  are,  therefore,  currently 
working  on  public  service  announcements 
presented  by  known  personalities,  and  trans- 
mitted to  all  the  local  radio  stations  around 
the  country.  A  BBC  radio  producer  has  kindly 
agreed  to  produce  the  commercial  free,  so 
we  can  be  assured  of  a  professional  produc- 
tion. In  the  New  Year,  BBC  Local  Radio 
Network  has  agreed  to  mount  a  one-week 
rubella  campaign.  We  will  be  working  in  close 
co-operation  with  them,  supplying  human 
interest  stories  (that's  you!),  local  experts, 
current  research  data  and  back  up  informa- 
tion. 

Greater  liaison  with  ethnic  minority  com- 
munities is  one  of  our  major  targets  for  the 
immediate  future.  We  are  gradually  forming 
links  with  community  leaders,  and  hope  to 
start  work  with  them  soon.  Employers,  trade 
unions,  manufacturers,  womens'  magazines 
and  adult  education  institutes  are  all  areas 
that  will  be  tapped  and  explored  over  the  next 
few  months. 


Gloria  Abramoff,  the  new  Co-ordinator 
of  the  National  Rubella  Council, 

introduces  herself  and  writes  about  the 

work  of  the  Council  over  the  next 

eighteen  months. 

So,  we  have  a  busy  eighteen  months 
ahead  -  with  a  small  team  including  myself,  a 
full  time  secretary,  a  part  time  administrative 
assistant  and  the  support  of  the  National 
Rubella  Council.  As  ever,  we  will  rely  on  the 
continued  support  of  all  those  families  in 
Sense  who  have  so  willingly  helped  us  to 
spread  the  word  about  rubella.  Wish  us  luck! 

Rubella  Immunisation 

The  Department  of  Health  and  Social  Secur- 
ity have  announced  that  uptake  rates  of 
immunisation  for  rubella  amongst  school  girls 
aged  14  years  has  risen  from  84%  in  1983  to 
86%  in  1984. 

Although  progress  is  being  made,  the 
DHSS  has  asked  local  health  authorities  to:- 

•  set  local  target  uptake  rates  for  all  dis- 
eases covered  by  the  childhood  immunity 
programme 

•  consider  the  efficacy  of  their  local  action 
to  promote  rubella  immunisation  for  school- 
girls and  susceptible  adult  women  of  child 
bearing  age. 

John  Patten,  Parliamentary  Secretary  for 
Health,  has  said  "I  am  pleased  to  see  that 
the  National  Rubella  Council's  campaign  to 
increase  immunisation  against  rubella  nas 
made  an  encouraging  start  with  a  two  per 
cent  increase  during  its  first  year.  The  Gov- 
ernment has  funded  the  development  of  new 
publicity  material  which  will  be  issued  in  the 
near  future  and  I  hope  this  will  contribute  to 
the  campaign's  continuing  success  during  its 
second  year." 


South  Wales  Conference 

The  latest  -  and  largest  -  Regional  Confer- 
ence of  the  National  Rubella  Council  was 
held  in  Cardiff  on  Wednesday,  2nd  October 
1985.  Some  180  people  -  health  profession- 
als, teachers,  representatives  of  voluntary 
bodies  and  parents  -  were  present  at  the 
University  Hospital  of  Wales  to  launch  a  new 
publicity  campaign  in  South  Wales. 

Sense  was  well  represented  -  in  addition 
to  Rodney  Clark  there  were  Ann  Cole  from 
Neath,  who  features  in  the  "GO  FOR  IT" 
video  shown  at  the  conference,  Peter  and 
Peggy  Freeman  from  Shropshire  and  Ken 
and  Julie  Fielding  from  Sennybridge,  Powys. 
Dr  Stephen  Palmer,  Consultant  Epidemiolog- 
ist for  Wales  for  the  Public  Health  Laboratory 
Service,  gave  an  excellent  discourse  on  the 
epidemiology  of  rubella,  and  he  was  followed 
by  Professor  Peter  Gray,  a  distinguished 
paediatrician  who  amazed  many  of  his  audi- 
ence by  sharing  his  talk  with  Sue  Cottle,  the 
mother  of  a  rubella  son  from  Whitechurch, 
Cardiff.  The  afternoon  presentations  were 
given  by  doctors,  nurses,  midwives  and 
health  educationers  from  different  parts  of 
South  Wales  describing  the  local  scene  -  the 
population  and  how  the  NHS  seeks  to  serve 
it.  Lady  Jean  Wilson,  NRC  Chairman, 
opened  and  closed  the  conference,  once 
again  ensuring  that  delegates  were  enthused 
enough  to  increase  uptake  by  forming  a 
South  Wales  Action  Committee. 

The  media  also  did  very  well  by  the 
conference.  The  lunch-time  Press  Confer- 
ence was  attended  by  reporters  from  news- 
papers throughout  the  region.  Interviews 
were  held  on  local  radio  and  Ann  Cole  was 
featured  twice  throughout  Wales  when  she 
featured  on  the  news  programmes  of  both 
BBC  Wales  and  HTV. 


Rubella  in  Pregnancy 

A  Review  of  Rubella  as  an  Infection  in  Pregnancy;  its  Consequences 

and  Prevention 

Nick  Sidle  MB  BS  BSc 

Published  by  Sense  @  £5.00  (£5.50  inc  postage) 

Copies  of  our  review  are  now  available  from 
Sense  at  311  Gray's  Inn  Road,  London  WC1X  8PT. 

The  book  is  a  distillation  of  all  relevant  medical  information  published  on  the 
subject  since  1941.  It  covers  not  only  the  physical  results  of  rubella  in  pregnancy 
but  also  the  range  and  effectiveness  of  the  different  vaccines.  Of  value  mainly  to 
those  in  preventative  medicine,  health  education  or  research,  the  book  answers  a 
long-felt  need.  Each  year  a  supplement  will  be  issued  covering  that  year's 
published  material,  with  a  complete  revision  and  update  of  the  whole  work  every 
five  years. 

Considerable  interest  has  already  been  shown  and  the  work  shows  promise  of 
achieving  its  aim  of  becoming  a  standard  reference  source. 
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The  National  Plan  for  the 
Education  of  Deaf -Blind  Children 


The  lack  of  an  acceptable  definition  of 
deaf-blindness  has  bedevilled  the  families  of 
children  with  combined  visual  and  auditory 
impairments.  In  the  1944  Education  Act  the 
ten  categories  of  disability  for  which  Local 
Education  Authorities  were  obliged  to  make 
educational  provision  did  not  include  deaf- 
blindness  but  did  include  deafness  and  par- 
tial hearing  and  blindness  and  partial  sight 
separately.  Many  children  with  the  dual 
impairment  have,  since  that  time,  been 
placed  in  educational  provision  for  what 
appeared  to  be  the  major  handicap  if  they 
were  lucky  or,  more  likely,  into  provision  for 
the  mentally  handicapped,  which,  until  the 
1970s  meant  the  label  'ineducable'  and 
probably  placement  in  a  hospital  for  the 
mentally  handicapped. 

Gross  developmental  delay  was  fre- 
quently found  amongst  dually  sensorily  im- 
paired children,  in  many  instances  not  be- 
cause the  children  were  in  reality  severely 
mentally  handicapped  but  because  of  the 
serious  interference  with  cognitive  develop- 
ment occasioned  by  the  lack  of  distance 
senses  and  in  some  cases  by  the  continua- 
tion of  the  live  rubella  virus  in  the  infant 
resulting  in  a  sick  baby  unable  to  put  energy 
into  growing  and  learning.  David  Ellis,  Prin- 
cipal Psychologist  at  Turner  Village  Hospital 
said  in  an  article  in  a  recent  issue  of  Talking 
Sense;  "Visual  or  hearing  difficulties  can 
easily  lead  to  behaviour  which  is  interpreted 
as  evidence  of  a  limited  mental  ability  and 
this  risk  of  mis-classification  is  probably 
greatly  increased  for  a  person  who  has  both 
a  visual  and  hearing  impairment".  Of  course 
some,  even  many,  of  the  children  will  also 
have  severe  learning  difficulties.  However, 
the  sensory  impairments  make  a  highly 
significant  difference  to  their  educational 
needs. 

Defining  Deaf-Blindness 

The  Nordic  countries  have  between  them 
agreed  on  a  definition  of  deaf-blindness 
which  takes  account  of  the  many  problems 
associated  with  the  dual  handicap.: 

"A  person  is  deaf-blind  when  he/she  has  a 
severe  degree  of  combined  visual  and  audi- 
tory impairment.  Some  deaf-blind  people  are 
totally  deaf  and  blind,  while  others  have 
residual  hearing  and  residual  vision.  The 
seventy  of  the  combined  visual  and  auditory 
impairments  means  that  deaf-blind  people 
cannot  automatically  utilise  services  for  peo- 
ple with  visual  impairments  or  with  hearing 
impairments. " 

Note  that  they  see  deaf-blind  people  as 
being  significantly  different  not  just  from  the 
hearing-sighted  population  but  significantly 
drfferent  from  people  with  only  one  of  the 
sensory  handicaps.  The  definition  continues: 

"Thus  deaf-blindness  entails  extreme  diffi- 
culties with  regard  to  education,  training, 
working  life,  social  life,  cultural  activities  and 
information.  For  those  who  are  born  deaf- 
blind,  or  who  acquire  deaf-blindness  at  an 


Jessica  Hills,  MBErChairman  of 

Sense,  sets  out  the  arguments  behind 

Sense 's  long  campaign  for  a  National 

Plan. 


early  age,  the  situation  is  complicated  by  the 
fact  that  they  may  have  additional  problems 
affecting  their  personality  and  behaviour. 
Such  complications  further  reduce  their 
chances  of  exploiting  any  residual  vision  or 
hearing.  Deaf-blindness  must  therefore  be 
regarded  as  a  separate  disability  which 
requires  special  methods  of  communication 
and  special  methods  for  coping  with  the 
functions  of  everyday  life." 

The  literature  for  the  staff  training  course 
set  up  by  the  Nordic  Council  to  train  all  staff 
working  with  deaf-blind  people  in  all  the 
Nordic  countries  states  again:  "Deaf- 
blindness  is  an  independent  handicap  with  its 
own  specific  problems."  Holland,  too,  ack- 
nowledges that  deaf-blind  children  need  spe- 
cialist units  with  teachers  and  educators 
trained  to  answer  their  very  specific  educa- 
tional needs.  They  are  not  seen  as  a  sub- 
group of  the  deaf  multiply  handicapped  and 
educated  alongside  them.  The  deaf-blind 
have  a  separate  unit  on  the  St.  Michielsges- 
tel  site  as  have  the  deaf  multiply  handicap- 
ped. 


This  is  the  background  to  educational 
provision  for  deaf-blind  children  in  this  coun- 
try, a  lack  of  definition  of  deaf-blindness  and 
a  failure  to  acknowledge  the  deaf-blind  child 
as  having  educational  needs  sufficiently  sig- 
nificantly different  to  require  specialised 
teaching  in  a  specialist  centre. 


The  story  so  far 

Having  said  that,  there  has  been  some 
special  provision  for  a  small  proportion  of 
children  with  the  dual  sensory  impairments. 
Condover  Hall  School  for  Multi-handicapped 
Blind  Children  included  on  its  roll  two  deaf- 
blind  children  just  33  years  ago.  A  special 
deaf-blind  unit  was  later  built  on  the  site.  The 
Unit,  Pathways,  is  about  to  admit  its  100th 
deaf-blind  child,  100  children  in  33  years. 
Pathways  was  for  a  long  time  the  only  hope 
of  education,  many  of  those  who  failed  to 
gain  a  place  being  deemed  ineducable. 
Pressure  from  parent  groups  finding  sym- 
pathetic local  authorities,  schools  and  hospit- 
als, resulted  in  the  setting  up  of  a  number  of 
special  units  in  a  variety  of  settings,  never 
with  more  than  about  120  places  over  the 
country  and  developing  quite  anarchically, 
opening  and  closing  in  answer  to  local  need 
though  occasionally  taking  children  from  a 
great  distance  where  no  provision  was  avail- 
able locally. 

For  the  majority  of  deaf-blind  children 
there  remained  no  special  provision.  Chris 
Best's  survey  for  Sense  of  deaf-blind  chil- 
dren in  ESN(S)  and  hospital  schools  re- 
vealed 288  children  in  a  54%  response  from 
the  schools.  "A  projected  100%  rate  would 
give  a  figure  of  almost  500  children  of  this 
type  in  the  schools.  This  compares  with  the 
110  -  120  children  who  are  currently  being 
educated  in  specialist  deaf-blind  units  within 
schools  for  the  blind,  deaf  and  mentally- 
handicapped  (ESN(S)  and  hospital  schools) 
who  were  not  included  in  this  survey",  says 
Mrs  Best.  With  the  development  of  the 
peripatetic  services  for  the  hearing  impaired 
and  the  visually  impaired  some  of  the  chil- 
dren were  visited  and  their  teachers  given 
some  support.  However,  nothing  in  the  train- 
ing of  teachers  of  either  handicap  qualified 
them  to  answer  the  needs  of  children  with 
both. 

While  there  is  no  doubt  about  the 
teachers'  attempts  to  give  advice  to  families 
and  schools  and  their  willingness  to  learn 
more  when  a  possible  source  of  further 
information  and  help,  such  as  Sense's  Fami- 
ly Centre,  is  brought  to  their  notice,  many 
teachers  of  the  deaf  are  not  aware  of  and  do 
not  teach  the  children  or  their  schools  how  to 
make  use  of  their  residual  vision  and  to  use 
the  environment  in  the  best  way  for  a  visually 
impaired  person.  Similarly  teachers  of  the 
visually  impaired  have  an  insufficient  under- 
standing of  ways  to  develop  communication 
in  deaf  children  and  use  their  residual  hear- 
ing. Besides  which,  the  combination  is  more 
than  a  simple  addition  of  the  two  handicaps; 
one  compounds  the  other. 
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Of  the  schools  in  Chris  Best's  survey 
52%  received  regular  visits  from  a  teacher  of 
the  visually  impaired  and  74%  visits  from  a 
teacher  of  the  hearing-impaired.  14%  of 
schools  received  no  advisory  help.  Unless 
the  teachers  are  coordinating  their  visits  and 
advice  each  one  is  in  danger  of  treating  the 
children,  in  Chris  Best's  words  "rather  as  a 
sum  of  their  parts  than  as  a  whole  entity.  In 
other  words,  the  teacher  of  the  hearing 
impaired  is  providing  for  one  element,  the 
teacher  of  the  visually  impaired  another,  the 
physiotherapist  for  another  and  so  on  ...  Thus 
the  effects  of  multiple  sensory  impairments 
would  seem  to  be  ignored."  43%  of  the 
children  in  the  survey  were  in  schools  where 
they  were  the  only  identified  deaf-blind  child 
(17%),  one  of  two,  (14%)  or  one  of  three, 
(12.5%).  It  is  unlikely  that  much  in  the  way  of 
special  technical  aids  or  equipment,  teaching 
materials  adapted  to  the  needs  of  deaf-blind 
children  or  adaptations  to  the  environment 
would  be  made  for  such  a  small  proportion  of 
each  school's  population.  In  spite  of  the  visits 
from  teachers  of  the  deaf,  the  percentages  of 
children  in  the  different  age  groups  having  no 
communication  system  were:  age  0  -  5  years, 
36  children,  76%;  age  6-11  years,  84 
children,  75%;  and  age  12-19  years,  64 
children,  50%.  Yet  90%  of  the  schools  felt 
that  the  deaf-blind  children  were  rightly 
placed  in  ESN(S)  schools,  though  the  chil- 
dren had  been  given  no  means  whereby  they 
could  give  or  receive  expressions  of  basic 
need,  let  alone  language.  Presumably  the 
level  of  functioning  was  so  low,  at  least  partly 
as  the  result  of  lack  of  communication  that 
they  did  indeed  appear  to  be  rightly  placed. 
Had  the  children  had  educational  provision 
appropriate  to  their  needs  as  deaf-blind 
children  some  of  them  might  not  have  been 
so  low  functioning.  Had  many  of  these 
teachers  been  to  a  deaf-blind  unit  or  even 
known  they  existed  and  had  seen  what  can 
be  done  with  a  very  low  staff-to-child  ratio,  a 
communication  system  used  throughout  the 
school  and  appropriate  aids  and  equipment, 
they  might  have  thought  differently. 

National  Planning 

In  June  1 982  the  Department  of  Education 
and  Science  set  up  the  Regional  Confer- 
ences to  consider  the  needs  and  educational 
provision  for  children  with  visual  impairments 
and  for  children  with  hearing  impairments. 
The  Local  Education  Authorities  and  volun- 
tary bodies  providing  education  were  to 
report  back  to  their  regional  plans  which 
would  subsequently  be  assimilated  into  a 
National  Plan.  This  planning  was  increasing- 
ly necessary  because  of  falling  roles  as  more 
children  were  integrated  into  mainstream 
education.  Closures  could  be  planned  so  as 
to  avoid  leaving  parts  of  the  country  without 
provision.  Because  deaf-blindness  was  not  a 
recognised  category  of  educational  need,  the 
Regional  Conferences  were  not  specifically 
asked  to  report  on  plans  for  deaf-blind 
children.  Deaf-multiply  handicapped  children 
received  very  scant  attention  in  the  final 
report.  Sense  therefore  made  representa- 
tions to  the  DES  and  an  agreement  was 
agreed  privately  that  a  National  Plan  for 
Deaf-Blind  Children  would  be  inappropriate 
within  the  context  of  the  two  plans. 

The  DES  therefore  proposed  that  there  be 
a  separate  national  plan  for  the  education  of 


deaf-blind  children.  At  Sense's  Leicester 
Conference  in  September  1984  Peter  Mid- 
dleton  of  the  DES  announced  that  a  con- 
sultative paper  would  be  sent  out  to  local 
Education  Authorities  and  other  relevant 
bodies  describing  existing  provision  for  deaf- 
blind  children  and  asking  what  steps  should 
be  taken  to:- 

•  identify  and  assess  deaf-blind  children 

•  make  suitable  provision  available  on  a 
local,  regional  and  national  basis  for  pre- 
school, primary  and  secondary  aged  children 

•  assess  the  proportion  of  peripatetic  ser- 
vices required,  plus  the  levels  of  day  and 
residential  provision 

•  achieve  adequate  training  of  teaching 
staff 

At  the  Sense  Conference  Peter  Middleton 
indicated  that  the  document  would  include 
suggestions  of  possible  sitings  for  regional 
units  which  would  cover  the  whole  country, 
making  use  of  those  units  already  taking 
deaf-blind  children  but  implying  that  where 
there  is  at  present  no  provision,  discussions 
would  need  to  take  place  with  Local  Author- 
ities regarding  the  possible  siting  of  new 
units. 

The  Consultative  Document  has  not  yet 
been  issued  by  the  DES,  because  they  say 
they  have  found  in  consultation  the  opposing 
view  to  ours  that  deaf-blind  children  are 
appropriately  placed  in  schools  for  chilren 
with  severe  learning  difficulties,  rather  than  in 
deaf-blind  units  and  because  negotiations 
regarding  teacher  training  are  not  yet  com- 
pleted. They  say  that  the  deaf-blind  children 
should  have  "access  to  specialist  teachers". 
This  is  what  they  already  have  and  it  is 
insufficient.  Would  parents  and  teachers  of 
deaf  children  in  special  schools  agree  that 
"access  to"  teachers  of  the  hearing  impaired 
is  enough?  "Access  to"  implies  visits,  rather 
than  teaching,  from  specialist  teachers.  The 
outcry  that  met  the  ACSET  Report's  recom- 
mendation last  year  that  the  mandatory 
requirement  for  teachers  of  the  hearing  and 
visually  impaired  to  become  qualified  within 
three  years  of  being  in  post  be  removed, 
persuaded  the  Secretary  of  State  for  Educa- 
tion and  Science  not  to  accept  the  recom- 
mendation. The  outcry  was  not  only  in 
defense  of  the  many  children  who  are  inte- 
grated into  mainstream  education  and  need 
access  to  qualified  teachers  but  also  in 
defense  of  the  many  children  in  special 
schools  who  need  full-time  teaching  by  qual- 
ified specialist  teachers.  If  these  children 
need  such  full-time  teaching,  surely  those 
with  the  dual  sensory  impairment  need  it 
even  more.  They  have  the  same  disabilities 
which  are  deemed  to  require  special  skills  in 
the  teacher  and  special  knowledge,  equip- 
ment and  environment.  Why  then  does  the 
case  still  need  to  be  argued? 

The  scene  elsewhere 

Other  European  and  Scandinavian  coun- 
tries' Governments  have  accepted  responsi- 
bility for  educational  provision  for  their  deaf- 
blind  school  populations  because  they  recog- 
nise that  the  small  numbers,  scattered  widely 
and  thinly  around  the  country,  make  local 
provision  difficult  for  individual  local  educa- 
tion authorities.  Norway  was  the  first  Scan- 
dinavian country  to  set  up  a  national  forum 
under  the  Government  which  surveyed  the 


numbers  and  needs  of  all  their  deaf-blind 
people  and  then  planned  a  total  service.  The 
Nordic  countries  have  now  set  up  a  Council 
which  plans  services  and  staff  trailing,  based 
in  Jutland,  for  the  whole  of  the  Nordic  region. 
The  Netherlands,  too,  plan  nationally  for  their 
deaf-blind  children  with  the  Government 
accepting  responsibility  for  giving  the  chil- 
dren the  best  possible  provision  with  the  staff 
:  child  ratio  that  the  teachers  advised  was 
necessary,  one  teacher  for  every  two  chil- 
dren and  one  educator  for  every  child,  an 
educator  being  a  trained  care  assistant  who 
may  work  in  school  as  well  as  in  the  child's 
residence.  This  kind  of  staff  ratio  enables  the 
child  to  be  in  contact  with  his  environment 
and  with  people  all  the  time.  Can  this 
possibly  be  matched  in  a  school  for  children 
with  severe  learning  difficulties  with  the  staff 
ratio  available  to  them  and  the  mixture  of 
needs  amongst  the  children  requiring  diffe- 
rent expertise? 

If  other  European  countries  recognise  the 
need  for  central  planning  and  accept  the 
premise  that  deaf-blind  children  have  a  spe- 
cific educational  need  which  cannot  be  met 
equally  well  in  settings  other  than  those 
specifically  designed  for  the  purpose,  should 
we  not  also  stop  wasting  the  valuable  educa- 
tional years  of  our  deaf-blind  children  and 
plan  for  them  on  a  national  basis?  Access  to 
visiting  teachers  of  the  deaf  or  blind  is  not 
enough.  As  the  Canadian  definition  of  deaf- 
blindness  states:  "the  deaf-blind  are  unable 
to  receive  non-distorted  information  from 
either  distance  sense  and  are  thus  faced  with 
a  multiple  of  complex  perceptual,  psycholo- 
gical and  physiological  problems.  The  com- 
bination of  impairments  make  impossible  the 
traditional  approaches  used  to  alleviate  the 
handicaps  of  blindness  and  deafness." 
(CDBRA  1982).  These  children  need  so 
much  more,  and  along  with  all  other  children 
have  the  right  to  the  best  possible  provision 
available  to  answer  their  educational  needs. 

Call  to  action 

Thirty  years  ago  when  the  Association 
Sense  started  as  the  Rubella  Association 
parents  were  fighting  for  appropriate  educa- 
tional provision.  In  1985  parents  still  have  the 
same  battles  to  fight  with  their  local  educa- 
tion authorities 

There  is  evidence  both  in  this  country  and 
in  Europe  and  Scandinavia  of  what  can  be 
achieved  with  deaf-blind  children  given  the 
right  circumstances.  This  must  happen  for  all 
such  children.  The  National  Plan  has  been 
delayed  but  it  must  under  no  circumstances 
be  shelved. 
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Take  a  Sense  Holiday 


As  you  are  reading  this  Newsletter  you  are  probably  being  bombarded  on  all  sides  by  advertisements  for  holidays.  May  I 

add  to  this  and  ask  you  if  you  have  thought  about  a  Sense  Holiday  for  the  handicapped  member  of  your  family.  It  would 

provide  a  change  of  environment  and  rich  experience  for  the  holiday-maker  and  a  much  needed  break  for  the  carers, 

enabling  you  to  resume  the  all  year  round  care  tasks  with  renewed  vigour.  So  far  our  plans  for  1986  are: 


For  Children 

Weston  Super  Mare  Saturday  16  to  Satur- 
day 30  August  1986 
Leader:  Jane  Evans 
Location:  Farmhouse  at  Lympsham 

Southport  Saturday  1 6  to  Saturday  30  Au- 
gust 

Leader:  Bob  Snow 
Location:  Sunshine  House  at  Birkdale 

Two  concurrent  weeks  for  handicapped  chil- 
dren of  mixed  abilities  and  ages  providing  a 
beach  and  activities/outings  holiday.  South- 
port  is  intended  for  those  living  above  and 
Weston  Super  Mare  for  those  living  below  a 
line  roughly  dividing  the  country  in  half  on  a 
north-south  basis. 

The  Family  Centre  is  also  running  a  2  weeks 
holiday  next  Summer  but  this  is  already  fully 
booked. 

For  Adults 

Green  Park  Saturday  16  to  Saturday  23 

August 

Leader:  Paul  Ennals 

Location:  Buckinghamshire  County  Training 

Centre  near  Aylesbury 

An  activity  type  holiday  for  the  more  pro- 
foundly handicapped  at  a  centre  offering  an 
indoor  swimming  pool,  a  well-equipped  gym- 
nasium and  lovely  grounds  plus  interest  and 
stimulating  events. 

Barry  Island  Saturday  9  to  Saturday  16 

August 

Leader:  Graham  Evans 

Location:  Butlins  Holiday  Camp 

A  beach  and  outings,  self-catering  holiday 
with  all  the  Butlins  entertainment  and  facili- 
ties for  the  less  disabled  holidaymaker. 

Bookings/Enquiries:  To  find  out  more  or 
obtain  an  application  form  for  any  of  these 
holidays,  contact  Roger  O'Connor  at  HQ. 


Sense  Caravans 

Don't  forget  our  caravans  in  West  Wales, 
North  Somercotes  in  Lincolnshire  and  Ayr- 
shire, and  our  two  new  vans  in  Torquay. 

Why  not  book  a  week  away  now?  See 
inside  front  cover  for  details  of  Caravan 
Secretanes. 

CARAVAN  SECRETARIES: 

Mr  Elfred  Jones.  10  Heol  Caredig,  Tonna,  Neath. Tel: 
->/;'>  •-//<": 

Northern: 

Mrs  K  Cfcsby,  3  Shibden  Drive.  Ca/linghow,  Batley 

WF17  SOB    Tel    0924-441826 

Scott  MfK 

Mrs  L  Coftra.  29  Loch  Road.  ChapelhaJI 

South  Wm«: 

Mr  Tony  8cage«,  10  Hill  Park  Road.  Highweek,  Newton 

Ai*»oH    Devon  TQ12  1NU    Tel:  0628-61694 


New  Ideas  for 
1986 


Whilst  our  programme  as  set  out  above  is 
basically  a  repeat  of  "tried  and  tested" 
events  of  a  previous  year,  we  are  also  aiming 
to  extend  our  range  of  holiday  opportunities. 

South  West  Branch  Caravans,  Torquay 

You  will  read  about  these  latest  acquisitions 
elsewhere  in  this  edition.  We  are  contemplat- 
ing running  a  caravanning  holiday  for  a  small 
group  of  handicapped  children  or  adults  plus 
helpers.  Would  anyone  be  interested  in  this 
type  of  holiday? 

Family  Breaks/Get-Togethers  at 
Roughmoor  Centre,  Swindon 

A  group  of  3  families  from  the  Bristol  area  got 
together  during  October  half-term  at  this 
Centre  on  the  outskirts  of  Swindon  run  by  the 
Breakthrough  Trust. 

A  variety  of  options  are  available  includ- 
ing full  board,  self-catering  and  camping. 
Families  can  "do  their  own  things"  indi- 
vidually or  jointly  during  the  day  or  the  Centre 
can  organise  a  programme,  and  then  every- 
one come  together  for  the  evenings.  Baby 
sitting  arrangements  can  be  provided  by  us. 
The  aim  would  be  to  provide  families  with  a 
break,  a  few  days  away  and  the  opportunity 
for  mutual  sharing  and  support.  Would  any- 
one be  willing  to  lead  a  group  of  interested 
families  in  their  area? 


Sense 

South.  West 

*  *  Caravans  *  * 

Two  new  luxury  six  berth  caravans  will 
soon  be  available,  from  March  1 986,  on  a 
site  in  Paignton,  Devon.  The  site  itself  has 
shops,  a  laundry,  club  house  and  swim- 
ming pool,  all  for  use  by  guests. 

The  caravans,  standing  side  by  side,  are 
in  a  valley,  well  situated  for  the  beach,  a 
leisure  centre,  theatres,  cinemas,  steam 
railway  line  and  many  other  local  attrac- 
tions, Plymouth  and  Exeter,  Devon's  two 
main  cities,  are  within  easy  reach,  as  is 
the  wild  peace  of  Dartmoor. 

Initial  enquiries  should  be  made  to  the 
Sense  South  West  Caravan  Secretary. 
(See  left). 

Make  your  provisional  booking  now  to 
avoid  a  disappointment  later!! 


Holiday  Helper  Scheme 

We  are  considering  setting  up  a  scheme  of 
assisting  families  to  go  on  their  holidays.  We 
would  provide  a  helper  and  pay  for  the  cost  of 
their  holiday  (perhaps  up  to  a  certain  limit) 
who  would  go  away  with  the  family  and  act  as 
a  kind  of  nanny  or  au  pair.  The  helper  would 
take  over  the  care  of  the  handicapped 
member  on  some  occasions  and  perhaps  on 
others  the  care  of  non-handicapped  children 
to  allow  time  off  or  concentration  on  the 
differing  needs  of  individual  members  of  the 
family. 

This  would  represent  a  whole  new  area  of 
service  for  us.  Are  there  any  families  who 
would  welcome  such  provision? 

Optional  Days 

Perhaps  you  would  like  to  book  a  Sense 
holiday  to  allow  you  to  take  a  complete  break 
and  go  away  on  your  own.  Maybe  the  pattern 
of  our  holidays  running  from  a  Saturday  to  a 
Saturday  is  inconvenient,  not  allowing  you  to 
book  a  full  week  or  fortnight  for  yourself?  If 
this  is  the  case,  please  do  let  us  know.  We 
will  try  and  find  a  way  of  accommodating  the 
holidaymaker  for  an  extra  night  or  so  at  either 
end  of  our  holiday. 


Further  Discussion 

We  really  do  need  to  know  whether  any  of 
these  ideas  would  be  of  use.  If  you  would  like 
to  register  your  interest  or  would  like  to  know 
more  please  contact  Roger  O'Connor  at  HQ. 
Additionally,  if  any  one  has  any  ideas  of 
ways  we  could  be  of  help  with  holidays  or 
family  breaks  please  do  let  Roger  have  them. 
Sense  staff  do  not  know  ail  there  is  to  know 
or  have  a  monopoly  on  ideas  -  good  or 
otherwise. 


Volunteer  Helpers 

We  are  always  looking  for  new  volunteer 
helpers  for  our  holiday  activities. 

We  can  offer  lots  of  hard  work,  not  a  little 
fun  and  the  assurance  that  your  time  has 
been  really  worthwhile  spent. 

If  you  have  little  experience  now  you  may 
gain  some  valuable  training  and  open  up  new 
horizons  in  the  future.  It  has  been  known! 
And  by  the  way,  we  pay  all  expenses 
including  travel,  board  and  lodging. 

So  whether  you  are  a  professional,  a 
family  member  or  a  general  interest  person 
we  would  like  to  hear  from  you  and  discuss 
ways  you  might  be  able  to  help. 

Interested?  Want  to  know  more?  Then 
contact  -  you  guessed  it  -  Roger  O'Connor 
at  HQ. 

Looking  forward  to  being  of  service  in 
1986. 
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The  Rouglunoor 
Holiday 


The  Roughmoor  Centre  at  Swindon  provided 
the  setting  for  a  mini-holiday  for  a  group  of 
three  families.  This  small  gathering  enabled 
the  parents  to  have  a  well  deserved  break 
and  to  meet  other  parents  from  the  Bristol 
area.  More  importantly  it  allowed  the  children 
to  meet  other  children  and  play  together. 

The  Centre  is  a  farmhouse,  set  in  beauti- 
ful countryside,  which  caters  specifically  for 
deaf  children  and  aims  to  integrate  deaf  and 
hearing  children  and  adults  by  bringing  them 
into  continuous  contact.  It  provides  a  wide 
range  of  recreational  facilities,  such  as  an 
adventure  playground,  indoor  games  hall 
and  a  TV  room. 

The  relaxed  and  informal  atmosphere 
allowed  everyone  to  settle  in  very  quickly  on 
the  first  afternoon.  Soon  everybody  was  sat 
around  the  table  chatting  away.  Mealtimes 
became  a  focal  point  as  everybody  tucked 
into  generous  helpings  of  food.  The  evenings 
passed  quickly  once  the  children  had  settled 
down    to    sleep.    Norman    Brown,    Sense 


Liaison  Officer,  paid  a  visit  one  evening  to 
talk  to  the  parents  and  see  how  they  all  were. 
As  all  the  children  were  under  eight  years 
old  the  daytimes  tended  to  be  very  lively  with 
both  the  adventure  playground  and  TV  room 
proving  firm  favourites.  Swindon  also  pro- 
vided plenty  to  see  and  do;  the  shopping 
centre,  the  Railway  Museum,  Leisure  Centre, 
and  the  theatre.  The  days  soon  passed! 


At  the  end  of  the  holiday  everybody 
seemed  well  satisfied.  Our  thanks  to  Terry 
Waters  and  his  staff  who  were  flexible  and 
offered  as  much  friendly  support  as  needed, 
which  was  essential  to  our  informal  gather- 
ing. 


James  Rice 


The  Council  for  the  Advancement 
of  Communication  with.  Deaf  People 


Deaf-Blind  Advisory 
Committee 

The  Committee  has  made  rapid  progress  in 
its  development  of  training  courses  for  peo- 
ple wanting  to  learn  about  deaf-blindness 
and  how  to  communicate  with  deaf-blind 
people.  The  RNID  Regional  Officers  in  Birm- 
ingham and  Manchester  have  organised  the 
first  two  experimental  courses,  the  Birming- 
ham one  last  May  at  the  Royal  School  site 
and  the  Manchester  course  took  place  during 
October  and  November. 

The  courses  aim  to  give: 

•  a  good  background  knowledge  of  the 
needs  and  problems  of  deaf-blind  people; 

•  knowledge  of  different  causes  of  deaf- 


blindness,  and  the  effects  these  causes  have 
on  the  individual; 

•  some  mobility  practice  and  information  on 
aids  and  resources  currently  available; 

•  practice  in  the  deaf-blind  manual  alphabet 
and  the  use  of  block  capitals  for  people  not 
knowing  the  manual  alphabet. 

Plans  are  being  developed  for  an  Interpre- 
ters' Course  to  be  held  in  Birmingham  in  the 
Spring. 

The  Committee  are  continuing  to  discuss 
the  development  of  a  tactile  form  of  sign 
language  that  could  be  used  with  very  young 
children  and  with  those  who  cannot  use  the 
finger-spelling  manual  alphabet,  or  for  deaf 
people  who  have  always  used  sign  language 
but  can  no  longer  see.  A  workshop  is  being 
planned  to  discuss  this  development  in  more 
detail. 


Brothers  and  Sisters 


Following  the  interest  shown  at  our  Annual 
Conference  in  the  lives  and  difficulties  of  a 
handicapped  child's  brothers  and  sisters,  we 
have  booked  Castle  Priory  College  in  Wal- 
lingford,  Oxfordshire  for  a  Mini  Conference  of 
about  30  parents  on  the  weekend  of  28 
February  -  2  March  1986. 

This  weekend  is  intended  for  parents 
and,  to  enable  them  to  attend,  any  children 
who  cannot  be  catered  for  elsewhere  will 
have  their  own  weekend  holiday  -  maybe  at 
the  Edgbaston  site. 

We  expect  the  format  to  be  similar  to  the 
Reed  College  Conference,  with  experienced 
group  leaders  guiding  workshop  discussions 
as  well  as  sharing  their  own  thoughts. 

Brothers  and  sisters  themselves  usually 
become  aware  of  the  effect  of  family  cir- 


cumstances and  its  effect  upon  them  once 
they  have  gained  the  maturity  or  freedom  to 
analyse  or  compare.  As  younger  children 
they  accept  more  and  we  should  not  try  to 
convince  them  they  have  or  are  a  problem. 
Therefore,  in  this  Conference  we  shall  be 
approaching  from  the  parents'  position.  We 
may  be  able  to  involve  brothers  and  sisters  at 
a  later  date. 

We  hope  to  insert  full  details  with  this 
newsletter  before  it  is  posted  but  at  the  time 
of  going  to  press  we  can  only  say,  please  let 
us  know  if  you  are  interested  in  taking  one  or 
some  some  of  the  places. 

The  cost  will  be  held  to  our  usual  scale  of 
£20  for  parents.  Anyone  facing  problems  in 
meeting  the  cost  must  not  be  worried  in 
letting  Carmel  know. 


RNIB  Review 

The  Royal  National  Institute  for  the  Blind  is 
conducting  a  major  review  of  the  options  for 
the  development  of  its  services,  in  order  to 
identify  priorities  and  draw  up  an  overal 
development  programme.  As  part  of  this 
process,  it  has  published  a  report  entitled 
'Local  Authority  Social  Rehabilitation  Ser- 
vices to  Visually  Handicapped  People',  by  Dr 
Penelope  Shore. 

Dr  Shore  surveyed  the  provision  made  in 
nineteen  local  authorities  for  social  services 
to  visually  handicapped  people,  and  inter- 
viewed a  large  number  of  people.  Her  report 
offers  an  authoritative  picture  of  the  enor- 
mous variations  in  the  standards  of  provision 
in  different  areas,  and  highlights  the  large 
numbers  of  visually  handicapped  people 
receiving  no  service  at  all.  As  well  as  arguing 
strongly  for  an  improvement  in  the  structure, 
quality  and  quantity  of  services  provided  by 
local  authorities,  Dr  Shore  makes  a  number 
of  recommendations  to  the  RNIB  as  to  their 
own  future  policy. 

Among  the  sample  of  120  visually  hand- 
icapped people  interviewed  no  fewer  than 
78%  reported  additional  disabilities.  Of  these 
eleven  had  'an  additional  sensory  handicap', 
a  further  ten  had  'an  additional  sensory 
handicap  plus  chronic  illness',  and  six  more 
had  'an  additional  sensory  handicap  plus  an 
additional  motor  handicap'. 

This  small  survey,  which  only  covered  a 
small  sample  of  people  who  had  been 
registered  blind  within  the  last  three  years, 
omitted  all  hospital-based  and  institutionally 
based  clients  and  congenitally  blind  people. 
Even  in  these  circumstances  it  found  27%  of 
the  interview  sample  to  have  a  significant 
additional  sensory  loss. 

The  RNIB  is  now  reviewing  its  provision 
for  multi-handicapped  blind  people.  Sense 
welcomes  this  review,  and  will  play  as  full  a 
role  as  possible  in  highlighting  the  great 
needs  of  deaf-blind  people. 


27 


Manor  House  Holiday  Scrapbook 


71m,  Maurice.  Lynda  and  Jute  went  north 

to  Sutherland  Lodge  on  the  edge  of 

the  Yorkshire  moors. 

...  I  wondered  what  the  students  were 
thinking  as  we  came  face  to  face  with  the 
bunk  beds  I  had  been  telling  them  about. 
Tim  quickly  bagged  a  bottom  bunk  but  not 
Maurice.  He  took  great  delight  in  clambering 
up  onto  the  top  bunk  and  we  were  treated  to 
a  musical  interlude  as  he  tested  the  springs! 
The  girts  were  also  very  decisive.  Julie  had 
already  said  she  would  sleep  on  the  top,  with 
myself  underneath  in  the  bottom  bed.  and 
she  didn't  change  her  mind,  while  Lynda 
immediately  Laid  claim  to  a  bottom  bunk. 

Our  first  meal  at  the  lodge  turned  out  to  be 
another  new  experience  for  our  four  weary 
charges.  We  were  sharing  the  centre  with 
three  dozen  junior  school  children  and  I 
wondered  how  each  would  react  to  the 
other. 

Was  I  having  a  nightmare?  It  was  the 
middle  of  the  night  and  a  man  was  scream- 
ing at  us.  telling  us  to  get  up.  there  was  a  fire. 
As  I  leapt  out  of  bed  I  soon  realised,  there 
actually  was  a  man  and  he  meant  what  he 
was  saying.  I  could  hear  the  alarm  bell 
ringing  now!  Thank  the  Lord  I  had  read  the 


Stephen  and  Peter  went  to  Sense  s  caravan 
at  North  Somercotes. 

.  .  .  Stephen  looked  excitedly  about  his 
home  to  be  for  the  next  few  days,  checking 
the  cupboards  and  his  bedroom,  until  at  last 
he  found  the  treasury  —  a  cupboard  full  of 
books!!  Meanwhile,  Peter  was  looking 
around  his  new  home,  watching  carefully  as 
we  unpacked  and  taking  note  of  the  view  of 
the  lake  which  the  caravan  commanded. 

With  the  unpacking  finished  and  having 
familiarised  ourselves  with  the  workings  of 
'  the  caravan  it  was  off  to  the  shops  for  food,  a 
subject  on  all  our  minds.  Stephen  helped  to 
HI  the  basket  with  his  choice  of  food,  mainly 
chocolate  biscuits  and  sweets,  and  we  were 
soon  ready  to  return  to  the  caravan  for  lunch. 

During  the  holiday  the  chores  were  shared 
and  Stephen  and  Peter  became  quite  happy 
to  do  the  washing  up.  Stephen  seeking  out 
the  correct  cupboard  for  each  item  and 
feeing  very  proud  of  himself  when  he  finally 
found  the  right  place. 


77ms  year,  the  students  at  the  Manor 
House  took  their  holidays  in  groups  of 

two  or  three.  Each  group  chose  their 
location,  and  a  wide  variety  of  holiday 

ideas  were  tried  out  Here  are  some 
excerpts  from  the  reports  which  came  in. 


We  decided  to  hike  through  Oopton 
Forest.  Cathy  and  my  son  Anthony  would 
take  Julie  and  Tim  the  long  way.  about  8 
miles,  while  Jonathan,  No.  2  son.  and  myself 
elected  to  take  Maurice  and  Lynda  on  the 
short  cut,  about  4  miles.  It  was  a  lovely 
morning  and  as  we  followed  the  markings  on 
the  trees  1  soon  realised  this  was  not  to  be 
an  ordinary  walk.  We  climbed  steep  banks 
and  slithered  down  the  other  side.  In  some 


Lunchtime  on  the  moors 

fire  drill.  Quickly  the  eight  of  us  were  out 
through  a  window  and  onto  a  flat  roof.  From 
there  we  went  across  the  roof  and  down  two 
flights  of  iron  steps,  in  the  rain  and  the  pitch 
dark.  The  students  were  remarkable.  They 
did  exactly  as  they  were  told  without  once 
questioning  and  so  we  were  one  of  the  first 
groups  to  be  assembled  outside.  Thankfully 
it  was  all  a  false  alarm,  but  what  an 
experience! 

We  hadn't  planned  our  days  activities  as 
such  but  had  a  number  of  things  we  wanted 
to  try  if  we  could  fit  them  all  in.  Thursday  saw 
us  travelling  across  the  moors  on  the  old 
steam  railway.  We  got  off  halfway  and  after  a 
picnic  lunch  set  off  on  a  "ramble'  along  one 
of  the  many  signposted  walks. 


The  evenings  were  spent  in  the  Club- 
house. Friday  night  was  Party  Night  with 
balloons,  loud  music,  flashing  lights  and 

dancing  as  we  all  boogied  the  night  away. 
Peter  went  in  for  the  fastest  pint  drinking 
exhibition  and  Stephen  chatted  up  the  ladies 
—  even  managing  to  get  a  free  drink!! 

Saturday  was  a  late  breakfast  and  lunch 
(brunch)    —    the    best    sort    of    meal    in 


places  we  had  to  jump  over  little  brooks  to 
continue  on  our  way.  It  was  all  so  beautiful 
and  Maurice  and  Lynda  enjoyed  the  explor- 
ing very  much.  The  two  groups  arrived  back 
at  the  lodge  at  almost  the  same  time.  Tim 
was  so  tired  he  fell  asleep  sitting  up  in  an 
armchair.  He  soon  perked  up  though,  when 
we  asked  if  he  wanted  to  go  for  a  drink  after 
tea.  We  found  a  lovely  country  pub  where 
the  landlady  took  a  real  shine  to  us.  She  was 
amazed  at  how  well  behaved  and  well 
mannered  our  students  were  and  ended  up 
treating  them  to  games  on  the  space  invader 
machine.  It  made  Tim  and  Maurice's  day. 
They  are  better  at  these  games  than  III  ever 
be... 
Lin  Noon. 


Stephen's  books  —  then  off  for  a  walk  in  the 
local  woods  where  we  were  delighted  to  find 
an  abundance  of  wild  flowers,  fungus  and 
fauna,  and  where  a  large  purple  flower 
confused  Stephen  somewhat  as  he  mistook 
it  for  a  person. 

Monday  came  round  far  too  quickly  and 
with  the  start  of  packing  it  suddenly  dawned 
on  Stephen  that  the  holiday  was  ending  and 
sadness  filled  the  air.  The  morning  was 
taken  up  with  cleaning  and  tidying  up  the 
caravan  and  all  too  soon  it  was  time  to 
depart,  exhausted  but  with  memories  of  a 
good  weekend. 

Although  the  holiday  was  great  fun  for 
everyone.  I  am  sure  that  we  as  staff  also  find 
these  holidays  to  be  a  great  learning  expen- 
ence.  Working  so  closely  with  one  or  two 
youngsters  in  such  an  atmosphere  demons- 
trates clearly  how  much  the  students  have  to 
offer.  At  the  same  time  I  can  only  admire  the 
courage  and  determination  of  parents  of 
our'  youngsters  who  have  their  children  at 
home  for  holidays  and  longer  periods  with- 
out the  luxury  of  knowing  at  the  end  of  a  shift 
that  they  can  go  away  and  relax. . . 
Steve  Kiekopf  and  Susan  Rlccl. 


Using  the  Video 


Melanie  is  now  a  fourteen-year-old  adoles- 
cent. She  has  profound  hearing  loss  in  both 
her  ears,  is  partially  sighted  and  has  brain 
damage  as  a  result  of  Rubella. 

Most  of  her  problem  behaviour  is  caused 
by  her  insecurity  through  lack  of  communica- 
tion. When  she  was  very  young,  her  mother 
Druscilla,  knew  instantly  what  it  was  she 
wanted  or  needed,  and  she  was  often  asked 
how  she  did  this.  I,  too,  as  Melanie's  foster 
mother,  seem  to  be  able  to  pick  up  these 
signals  of  non-verbal  communication  and 
Melanie,  in  turn,  seems  to  pick  up  mine. 

In  the  dictionary  communication  is  de- 
scribed as  meaning  something  passed  on,  a 
message,  thought  or  information.  Most  peo- 
ple assume  that  communication  is  just 
speech  or  language,  but  there  are  many 
other  ways  in  which  we  all  communicate  to 
each  other. 

One  form  of  non-verbal  communication  is 
through  hand  gestures,  which  are  usually 
involuntary,  for  example,  when  we  wave  our 
arms  with  excitement  or  anger.  We  can  also 
learn  gestures  in  the  form  of  Makaton  signs, 
which  are  therefore  communications  which 
we  intend 'to  make.  Head  movements  too  can 
communicate  messages;  a  nod  of  the  head  is 
a  reward,  a  shake  of  the  head  a  punishment. 
Body  movements  too  can  reward  and  punish; 
if  we  turn  away  from  someone,  we  express 
disapproval.  There  are  a  host  of  other  ways 
we  communicate  our  feelings,  by  our  post- 
ure, our  facial  expression,  the  direction  of  our 
gaze,  bodily  contact,  how  close  we  stand  to 
people,  and  many  others. 

Melanie  relies  on  all  of  these  non-verbal 
messages  more  than  we  who  have  all  our 
sight  and  hearing.  It  is  when  these  cues  are 
omitted  or  confused  that  she  often  becomes 
tense  and  insecure.  Sometimes  it  is  just 
split-second  timing  in  sending  such  mes- 
sages that  can  be  the  difference  between  a 
good  mood  and  a  tantrum.  Yet  this  timing  is 
so  hard  to  describe  to  others  when  discus- 
sing Melanie's  day-to-day  management.  This 
is  where  video  recordings  of  behaviour  have 
become  a  great  asset  in  Melanie's  progress. 

Just  recently,  I  joined  Melanie's  team  at 
Beech  Tree  School  to  take  an  active  part  in 
observing  and  dealing  with  some  of  Mela- 
nie's tantrums.  For  what  appeared  to  be  no 
apparent  reason,  she  had  begun  head- 
banging  again.  She  had  gone  a  number  of 
weeks  with  no  problem  behaviour,  except  for 
two  tantrums,  both  of  which  were  linked  with 
insecurity.  The  first  came  at  the  end  of  her 
summer  term  at  school,  when  another  child 
had  removed  her  glasses.  The  second  was 
during  the  summer  holidays,  when  she  was 
taken  on  a  rope-bridge  in  a  children's  play- 
ground. But  for  the  remainder  of  the  time,  she 
was  calm  and  happy.  This  new  spate  of 
tantruming  took  her  team  rather  by  surprise. 

Through  observations  and  recorded  data, 
and  for  the  main  part,  video  recordings,  we 
as  a  team  were  able  to  see  where  the 
break-down  was  occurring.  Melanie  had  be- 
come insecure  in  an  environment  where 
there  were  fast  moving  children  and  staff. 
Because  for  a  long  time  she  had  become 
tolerant  in  such  an  environment,  it  was  not 
picked  up  straight  away.  During  her  tantrum, 
to  safeguard  the  other  children  from  witnes- 
sing her  head-banging,  she  was  removed  to 


Jenny  Edwards  is  foster  mother  to 

Melanie  Jarrett,  and  wrote  about  her  in 

the  'Members  News '  section  of 

Talking  Sense  Autumn  1985.  Here 

she  describes  how  video  equipment 

has  helped  her. 

an  upstairs  room  every  time,  where  her 
tantruming  was  then  dealt  with.  Melanie,  not 
being  at  all  stupid,  soon  found  this  was  a 
good  way  of  getting  out  of  a  situation  that  she 
didn't  want  to  be  in  and  prolonged  the 
tantrum,  sometimes  for  over  an  hour,  also 
keeping  a  member  of  staff  on  a  one-to-one 
basis. 

Though  all  the  members  of  the  team  did 
not  witness  all  the  observations,  at  a  team 
meeting  they  were  able  to  discuss  the  re- 
corded data  and  come  up  with  various 
strategies  to  manage  the  behaviour.  The 
video  recordings  in  turn,  were  also  a  good 
record  for  future  reference.  This  sort  of  usage 
of  video  work  shortens  the  time  Melanie 
spends  in  self-injury. 

During  the  summer  holiday,  the  whole  of 
my  family  spent  a  lot  of  time  trying  to 
converse  with  Melanie.  She  enjoyed  this 
immensely  and  tried  very  hard  to  communi- 
cate back.  Even  though  sometimes  she 
didn't  know  the  sign,  she  would  search  with 
her  hands  to  learn.  She  showed  us  all,  much 
more  than  ever  before,  spontaneous  signing 
of  many  of  the  signs  she  already  knew  and  in 
this  calm  and  happy  mood  we  were  able  to 
teach  her  more.  Signs  such  as,  'finish', 
'cooking',  'hot'  as  in  burn,  and  'shut  the 
door'.  We  also  were  able  to  add  to  signs 
already  learnt,  making  more  of  a  sentence  of 
them.  To  words  like,  'milk'  and  'sugar'  we 
added,  'bring  me  the  milk'  and  'bring  me  the 
sugar'. 

She  also  learnt  new  skills  during  that 
holiday,  like  'buckling  her  shoes',  'opening 
our  front  door',  which  I  must  add  has  a  very 
difficult  latch,  and  'putting  the  milk  bottles 
out'  unaided.  She  also  learnt  how  to  'tear  off 
the  toilet  paper',  which  in  turn  prompted  her 
to  pass  water  and  then  complete  the  task, 
again  unaided. 

These  were  the  sort  of  sequences  that 
Steve  Holloway,  the  family's  helper,  Derek, 
my  husband  and  I  were  able  to  record  on 


S  O  Myers 
Memorial  Fund 

When  Mike  Myers  died  in  November  1984 
a  memorial  fund  was  established  to  help 
remember  the  founder  of  the  first  deaf- 
blind  unit  at  Condover  Hall  School  and  a 
well-loved  friend  of  the  Association. 

The  fund  will  remain  open  until  31st 
March  1986,  at  which  time  the  money  will 
be  allocated  to  work  with  visually  hand- 
icapped children  and  young  people  who 
have  other  handicaps.  Those  wishing  to 
contribute  should  send  donations  to:- 

The  S.  O.  Myers  Memorial  Fund, 
Lloyds  Bank, 
Pride  Hill, 
Shrewsbury. 


video.  One  of  the  sequences  was  of  our 
family  barbecue.As  Melanie  had  finished  her 
baked  potato  and  I  started  to  remove  her 
plate,  she  looked  searchingly  into  it.  I 
pushed  the  plate  back  and  said,  "Do  you 
want  more?"  knowing  that  she  probably 
didn't  hear  me.  She  then  began  to  repeat  the 
sign,  'more',  we  were  all  amazed.  Played 
back  on  the  video,  we  were  able  to  see  how 
the  split-second  timing  of  my  pushing  the 
plate  back  to  her,  and  looking  into  her  face, 
produced  her  spontaneous  signing. 

Another  of  the  sequences  was  when 
Steve  was  working  with  Melanie  in  the 
kitchen.  He  was  getting  her  to  help  him  to 
wash-up,  clear  the  table  and  put  the  milk- 
bottles  out.  For  some  reason  Melanie  was 
very  hesitant  and  appeared  uncooperative. 
When  the  recording  was  played  back  to 
Steve,  he  was  able  to  see  straight  away  what 
the  problem  was.  He  saw  that  he  was  not 
giving  her  enough  cues,  he  did  not  come 
down  to  her  eye  level  when  he  was  com- 
municating with  her,  and  even  when  she 
completed  a  task,  he  had  forgotten  to  socially 
reinforce  her  with,  Thumbs  up'  and  'Good 
Girl'.  The  routine  was  then  repeated,  only 
this  time  the  faults  were  corrected.  With  the 
more  positive  communication  from  Steve, 
Melanie  immediately  responded  and  was 
happy  to  do  the  next  task  after  being  socially 
praised.  Melanie  has  worked  well  for  Steve 
ever  since. 

At  the  end  of  the  holiday,  Derek  edited  all 
the  sequences  together  on  one  tape  and  with 
the  new  character  generator  that  we  have 
recently  received,  he  was  able  to  head  each 
sequence  with  a  title  and  the  date.  This 
holiday  film  was  then  taken  to  school  at  the 
beginning  of  term  for  the  team  to  view,  so 
that  they  in  turn  could  generalise  Melanie's 
new  skills. 

Work  like  this  is  so  worthwhile.  It  cuts  the 
breakdowns  that  can  occur  between  home 
and  school,  or  between  the  team,  but  what  is 
most  important,  it  helps  in  the  acceleration  of 
Melanie's  progress. 

To  summarise,  the  use  of  video  record- 
ings in  this  type  of  work  has  many  advan- 
tages opposed  to  other  methods :- 

•  It  improves  that  split  second  Timing,  when 
communicating  with  children  like  Melanie. 

•  It  helps  to  Generalise  new  skills. 

•  It  aids  in  Observing  an  Antecedent  to  a 
problem  behaviour. 

•  One  can  pick  out  one's  own  Faults. 

•  It  is  a  good  way  of  Communicating  be- 
tween a  team  of  carers. 

At  the  beginning  of  this  report,  I  stated  what 
meanings  the  Dictionary  gave  to  the  word, 
'Communication'.  Why  not  add  another, 
Video  Communication. 

Many  thanks  to  the  'National  Deaf  Chil- 
dren's Society'  for  their  acceptance  of  raising 
the  funds  for  a  Radio  Hearing  Aid  for  Mela- 
nie. Also,  thanks  to  Sense  for  the  Character 
Generator.  The  next  time  that  I  write,  I  hope 
that  I  have  some  good  news  as  to  Melanie's 
next  placement. 
Jenny  Edwards 
74,  Saltings  Road 
Snodland 
Kent  ME6  5HA 
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Usher  Syndrome 


It  is  two  and  a  half  years  since  I  realised  that  I 
had  Usher  Syndrome.  I  find  it  realty  difficult 
but  I  feel  stronger,  more  confident  as  time 
passes.  My  future  now  seems  to  have 
become  much  brighter.  I  can't  believe  it 
because  it  used  to  took  very  bleak  and 
gloomy. 

I  was  23.  I  consulted  a  doctor  about  the 
eye  troubte  as  it  seemed  a  lot  worse.  He  sent 
me  to  an  ophthalmologist  who  was  baffled 
about  my  eyes.  Certainly,  the  opticians  in  my 
ffe  had  missed  the  truth. 

The  mystery  still  remained  for  a  few 
weeks  while  I  was  undergoing  tests.  Even- 
tually, the  doctor  told  me  that  it  was  Usher 
Syndrome,  an  inherited  disease  resulting  in 
the  doubte  handicap  of  deafness  and  retinitis 
pigmentosa,  a  progressive  loss  of  vision.  I 
became  so  alarmed  and  confused  I  asked  for 
more  explanation. 

So  the  doctor  later  showed  me  the  details 
about  Usher  Syndrome.  I  walked  out  of  his 
office,  shaken  and  dazed.  I  couldn't  believe  it 
was  true.  I  suddenly  thought  back  to  the 
years  of  anguish,  the  anxiety,  the  depression 
and  the  effort  to  keep  fighting  my  handicaps 
in  all  silence.  Now  I  could  think  of  nothing 
else.  I  was  overcome  by  a  strange  relief.  Yet  I 
became  happy  through  sorrow,  for  I  knew  it 
at  last  But  I  slowly  began  to  think  of  the 
future.  I  got  very  tense.  What  would  happen 
to  me?  Would  I  become  totally  blind?  I  burst 
into  tears  with  panic,  fear  and  anger.  Why 
me?  Usher  Syndrome,  why?  It  was  too  much 
for  me  having  initially  discovered  my  talents.  I 
must  face  that  I  can  cooe  with  the  extra 
handicap. 

I  can  vividly  remember  when  I  was  a 
chikl  I  attended  hospital  for  tests.  They  could 
not  explain  to  my  mother  property.  They  only 
sata  they  thought  there  was  something  wrong 
my  eyes  and  would  rather  wait  until  I 
ota  enough  tor  them  to  confirm  the 
dagnosjs.  My  mother  just  left  them  with 
half-spoken  questions.  She  thought  it  wasn't 
senous  because  I  could  see  quite  normally 
but  I  was  also  awkward.  All  the  confusion. 

When  I  was  1213.1  began  to  notice  that  I 
had  night  blindness  but  it  didn't  affect  me  at 
aN.  About  two  years  later,  the  symptoms 
became  a  little  more  apparent.  At  school 
some  pupils  started  making  fun  of  me  and 
the  teachers  insulted  me  for  stubbornness 
and  every  mistake  I  made.  I  felt  very  hurt  but  I 
managed  to  be  cheerful.  I  fought  on.  the 
troubles  retreating  into  my  silliness  and 
naughtiness.  This  helped  me  to  be  popular 
with  my  school  fnends.  I  was  losing  weight 
but  I  blamed  it  on  pressures  of  my  school 
exams. 

I  found  myself  stanng  at  lip  movements 
wt*ch  had  become  rather  meaningless  to 
me  And  I  could  no  longer  seem  to  compete 
at  bal  games  I  became  withdrawn  and 
depressed.  I  worked  very  hard  at  studies  all 
the  tme  The  school  didn  t  understand  me 
but  they  knew  I  had  tunnel  vision  I  developed 
a  mid  form  of  anorexia 

After  I  left  school  at  17, 1  told  myself  that  I 
would  never  be  able  to  mention  what  had 
been  troubling  me  I  kept  on  fighting  to  be 
normal,  yet  the  symptoms  were  quite  trouble- 
some Some  people  reacted  strangely  when  I 
cfcJn  t  see  a  thing  from  the  side  I  steadfastly 
refused  to  play  terns.  I  tned  to  ignore  their 


Usher  Syndrome  produces 

deteriorating  vision  in  some  people 

bom  profoundly  deaf.  Stella  Mquadi 

mites  about  how  it  has  affected  her 

life. 


reactions.  No  one  understood.  I  didn't  under- 
stand the  problem  either. 

I  desperately  wanted  to  know  what  it  was 
while  I  did  not  want  to  think  about  it.  I  was 
denying  myself.  After  three  years  of  my 
college  life,  ft  became  too  much.  I  could  not 
tell  my  fears.  I  was  taken  to  hospital  because 
I  had  lost  too  much  weight.  I  spent  three 
months  there  recovering. 

When  I  left  hospital,  I  was  really  anxious 
and  frightened  because  I  thought  life  could 
be  dangerous  for  me  not  seeing  things.  No 
one,  even  a  doctor,  knew  how  I  felt.  I  was  21 
years  old.  I  avoided  social  contact  and 
refused  to  go  out  in  the  dark.  I  kept  myself  to 
myself.  My  friends  and  family  didn't  under- 
stand why  I  behaved  like  this.  My  vision  had 
begun  to  deteriorate  greatly.  I  lost  all  the 
weight  again  and  sank  into  depression.  I  kept 
going  in  and  out  of  hospital  for  three  years. 


Farewell  to  Betty 
Brown 


Those  of  you  who  have  telephoned  or  visited 
Sense  headquarters  in  Grays  Inn  Road  will 
no  doubt  have  spoken  to  Betty  Brown,  our 
Receptionist/Telephonist.  Betty  pined 
Sense  in  June  1983  and  has  seen  us 
through  all  manners  of  changes 

Sadly.  Betty  left  us  at  the  beginning  of 
November  and  moved  "up  the  road"  to  the 
RNIB  in  Great  Portland  Street  where  she  will 
be  working  in  the  Director  s  office. 

We  thank  her  for  all  her  work  with  us  and 
wish  her  lots  of  luck  in  her  new  job 


Now  I  ve  changed  much,  for  quite  a  tot 
people  have  come  out  to  understand  and 
support  me.  I  realise  I  am  not  atone,  not  the 
only  one  who  has  the  problem.  It  makes  me 
feel  relieved  as  I  can  accept  it 

I  will  be  happy  if  you  will  send  me  your 
stories  for  printing. 

Each  day  when  I  wake  up, 

I  lift  my  heart  high. 

And  raise  my  eyes  to  the  sky. 

My  heart  sinks. 

As  I  can't  hear  the  birds  sing. 

But  I  can  see  the  dew  glisten 

And  my  heart  sings  again. 

"God.  keep  me  and  guide  me  today. 


■  otter 
Jsher 


Stella  would  like  to  hear  from  < 

readers  with  experience  of  Usher 

Syndrome-  their  feetngs  about  it,  any 

helpful  ideas  they  may  have -for 

publication  in  Talking  Sense. 

Please  write  to  her  care  of  the  Sense 

office. 


Adventure  Weekend  at  the 
Roughmoor  Centre  - 
Wiltshire 

This  long  weekend  is  planned  for  people 
with  Usher  Syndrome  who  are  35  and 
over.  The  emphasis  will  be  on  outdoor 
pursuits,  such  as  walking,  boating  and 
horse-riding,  as  well  as  some  indoor 
activities,  such  as  table-tennis,  darts  and, 
maybe  ice-skating. 

The  holiday  runs  from  Friday  2nd  May 
to  Monday  5th  May.  1 986.  The  cost  of  the 
weekend  will  be  £35  per  head,  to  include 
full  board. 

For  further  details,  please  contact 
Mary  Guest  at  Sense.  311  Grays  Inn 
Road,  London.  WC1X  8PT.  Tel:  01-278 
1005. 


Family  Day 

Church  House  in  Westminster  was  the  venue 
for  a  successful  Family  Day.  jointly  organised 
by  Sense  and  the  National  Deaf  Children  s 
Society.  Most  of  the  40  people  who  attended 
this  day  in  October,  were  parents  or  siblings 
of  someone  with  Usher  Syndrome.  There 
were  also  social  workers  and  teachers  of  the 
deaf,  as  well  as  four  people  who  actually  had 
Usher  Syndrome. 

Professor  John  Marshall  of  the  Institute  of 
Ophthalmology  painted  a  very  clear  picture 
of  the  anatomy  of  the  eye  and  what  Retinitis 
Pigmentosa  actually  involved,  as  well  as 
descnbing  current  areas  of  research. 

Paul  Ennals  then  offered  positive  advice 
on  how  to  tackle  and  overcome  everyday 
access  and  mobility  problems. 

The  afternoon  was  spent  as  a  counselling 
session,  and  Dr  Ann  Bond  gave  a  general 
talk  on  the  process  of  gneving.  Group  discus- 
sion then  debated  how  they  received  the 
diagnosis,  their  emotions,  how  they  told  the 
child  and  the  effects  on  the  family.  Thanks  to 
Mary  Guest  for  all  her  hard  work  in  organising 
this  valuable  event. 
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Sheila  Anderson  (nee  Witt) 

The  last  time  a  report  of  myself  appeared  in  the 
Newsletter  was  about  1 2  years  ago,  and  much 
has  happened  during  this  period.  For  the  benefit 
of  the  newer  members,  my  late  mother  was  one 
of  the  founder  members  of  the  Association 
formed  in  1955.  My  mother  had  Rubella  in  the 
first  month  of  pregnancy  while  unaware  she  was 
pregnant,  which  resulted  in  me  being  born  deaf 
and  blind.  I  had  six  needling  operations  on  my 
eyes  as  a  baby,  and  now  have  partial  sight.  At 
about  one  year  old  I  started  wearing  glasses 
and  I  started  walking  at  around  two  years  old. 
My  father  died  when  I  was  just  four  years  old. 
Unfortunately  I  cannot  remember  much  about 
my  first  few  years.  I  went  to  four  different  deaf 
schools,  the  last  was  my  happiest.  I  left  school 
at  1 6  and  it  took  six  months  to  get  my  first  office 
job  with  the  help  of  a  Social  Worker  of  the  Deaf 
and  have  been  in  employment  ever  since. 

I  was  in  my  first  job  as  a  Power  Samas  sorting 
machine  operator  (sorts  punched  holes  cards) 
for  one  year  and  three  months  when  I  left  due  to 
the  firm  moving  out  of  London.  I  was  very 
fortunate  to  get  another  job  so  quickly  in  the 
office  of  a  large  biscuit  factory,  leaving  one  job 
on  the  Friday  and  starting  the  new  job  on  the 
Monday.  I  remained  in  the  biscuit  firm  for  21 
years  during  which  time  there  were  many 
changes.  I  worked  in  various  departments, 
starting  in  the  post  room,  then  clerical  work,  and 
finally  was  a  clerk/typist  when  I  left  in  November 
1 983. 1  enjoyed  my  time  there  but  it  was  getting 
stale  and  I  did  not  get  on  with  some  of  the 
people  I  worked  with.  I  had  waited  a  long  time 
for  an  opportunity  to  change  jobs. 

I  heard  about  Sense  having  a  vacancy  in 
June  1982  on  'No  Need  To  Shout'  programme 
and  applied  for  the  post.  After  a  delay  of  over  a 
year,  I  eventually  started  at  Sense  Head  Office 
in  November  1983. 

Since  starting  at  Sense,  there  is  no  looking 
back  and  it  is  very  exciting  and  rewarding.  In  my 
previous  job  I  was  not  encouraged  to  use  an 
electric  typewriter  (I  have  a  small  manual  one  at 
home  which  I  rarely  use  now)  so  I  returned  to 
the  City  Lit  (an  Adult  Education  College  for  Deaf 
people)  for  typing  classes  to  brush  up  my  typing 
skills  and  learn  the  electric  typewriter.  I  did 
stage  1  of  the  RSA,  which  I  passed.  Then  I  did 
stage  2  but  was  unsuccessful  with  the  exam.  I 
now  use  an  electronic  typewriter  which  I  would 
not  be  without. 

As  mentioned  in  the  Winter  1984  issue  of 
Talking  Sense  I  have  the  telephone  equipment 
(a  Prestel  Viewdata  Adaptor  and  a  small  TV 
screen),  to  use  with  the  telephone  in  the  office, 
and  another  set  at  home  which  enables  me  to 
make  my  own  phone  calls  independently  via  the 
RNID  Telephone  Exchange  which  opened  in 
January  1984.  The  RNID  Telephone  Exchange 
enables  deaf  people  to  contact  friends  via  the 
operator  who  acts  as  an  interpreter. 

Socially,  I  did  voluntary  work  for  about  10 
years  for  the  Hard  of  Hearing  Young  People's 
Section,  firstly  editing  a  monthly  six  or  eight 
page  Newsletter  for  four  years,  then  I  edited  a 
national  Newsletter  three  times  a  year  for  a 
while,  and  also  was  Hon.  Secretary  for  a  time. 
When  I  met  my  husband,  Lindsay,  in  1979, 
having  been  on  various  committees  for  10 
years,  I  felt  I  had  done  my  share  and  it  was  time 
to  give  a  younger  person  a  chance  and  resigned 
from  the  Committee. 

When  I  was  about  10  or  11,  my  mother 
encouraged  me  to  go  out  shopping  alone  and 
cross  roads,  this  she  said  would  help  me  learn 
to  be  independent  which  has  helped  me  to  cope 
with  life. 


Sheila  and  Lindsay  on  their  wedding  day, 

In  1974  we  moved  to  a  two  bedroom 
maisonette,  as  the  previous  house  was  too  big 
for  our  requirements  and  the  garden  more  than 
we  could  manage.  The  idea  of  this  was  that  my 
mother  was  in  poor  health  and  getting  on  in 
years,  and  if  anything  happened  to  her,  I  would 
be  alright  in  a  maisonette  or  if  I  got  married  and 
moved,  she  would  be  alright  in  the  maisonette. 
As  it  happened  my  mother  only  had  three  years 
in  the  flat  before  she  sadly  died.  Her  dream  had 
come  true  as  she  had  lived  long  enough  to  see 
me  through  to  be  independent  as  I  am  today.  I 
have  two  married  older  sisters  who  live  locally 
who  helped  me  with  problems  when  necessary. 

I  lived  in  the  flat  alone  for  nearly  three  years 
before  I  married.  I  know  what  life  is  about, 
having  an  elderly  mother  in  poor  health  the  last 
few  years,  to  live  on  my  own  and  now  have  my 
husband.  I  met  Lindsay  at  a  BAHoH  Rally  at 
Portsmouth  in  1979  when  I  went  with  a  girl 
friend  and  Lindsay  was  with  his  widowed  mother 
and  some  friends.  Lindsay  danced  with  my 
friend  first  then  danced  with  me  and  that's  how  it 
began.  One  year  later  in  October  1980  we 
married. 

Until  1979  I  did  not  have  a  hearing  aid  apart 
from  the  old  fashioned  body  type  at  school 
which,  at  that  time,  was  not  much  good.  In  1 978, 
a  friend  of  mine  got  talking  to  a  medical  friend 
whom  I  had  been  introduced  to  earlier,  who 
enquired  why  I  didn't  wear  a  hearing  aid.  He 
kindly  did  a  hearing  and  speech  test  and 
discovered  I  had  a  little  hearing  and  said  I  would 
benefit  from  the  right  type  of  hearing  aid.  He 
recommended  I  see  an  ENT  Consultant 
Surgeon  friend  of  his  at  a  London  Hospital.  He 
said  I  would  need  a  letter  from  my  GP  which 
was  done,  and  soon  after  my  sister  and  I  saw 
the  Consultant  and  several  problems  were 
sorted  out  in  one  afternoon.  The  Consultant  did 
a  very  thorough  examination  and  advised  an 
operation  on  my  nose  to  correct  a  blockage 
which  has  gone  on  for  far  too  long  because  my 
G.P.  did  not  think  it  was  important,  but  it  gave 
me  a  lot  of  trouble  especially  in  Summer.  My 
G.P.  just  gave  me  repeat  prescriptions  for 
tablets  to  clear  the  congestion,  also  those 
tablets  did  not  do  my  blood  pressure  any  good 
which  had  to  be  sorted  out  by  another  specialist. 
The  ENT  Consultant  ordered  the  operation  be 
done  urgently  and  this  I  had  within  a  few  weeks, 
which  was  a  complete  success.  He  also  recom- 
mended I  try  a  behind-the-ear  aid  as  well  as  the 
body  type,  and  also  speech  therapy  after  the 


flanked  by  Sheila's  sisters 

operation.  I  found  the  body  type  too  heavy'  on 
my  head,  but  the  behind  the  ear  aid  was  more 
comfortable  but  not  powerful  enough  so  was 
later  changed  to  a  stronger  type.  I  now  have  the 
BE51  aid.  Soon  after  the  operation,  I  started 
speech  therapy  which  lasted  a  year.  I  now 
attend  the  Clinic  every  three  months  for  check- 
ups so  that  the  wax  can  be  cleaned  out  of  my 
ear  and  kept  under  control. 

I  belong  to  a  Keep  Fit  Class  catering  for 
visually  handicapped  people,  which  I  have 
attended  for  the  last  six  or  seven  years.  It  is  fun 
and  a  change  from  the  office  desk.  I  have 
travelled  a  lot  and  been  abroad  many  times  and 
this  Summer  Lindsay  and  I  went  to  the  Greek 
Islands  and  had  a  fantastic  time. 

Sheila  Anderson, 

10a  The  Sigers, 

Eastcot© 

Pinner,  Middx.  HA5  2QJ. 


Stephen  Camilleri 

Stephen  is  blind,  deaf  and  severely  mentally 
retarded  and  will  be  22  years  old  at  the  end  of 
December.  How  quickly  time  passes!  He  is  still 
where  he  was  since  he  had  to  leave  home  in 
1 977,  that  is  Queen  Mary's  Hospital  in  Carshal- 
ton,  Surrey.  He  has  grown  considerably  taller 
but  he  is  very  slim  indeed,  even  though  he 
seems  to  eat  well.  He  has  this  problem  of 
regurgitating  his  food  and  I  have  been  told  that  it 
is  a  habit  that  many  young  retarded  people 
develop.  Still,  it  really  worries  us. 

The  ward  where  he  is  staying  is  alright  and 
the  staff  are  very  good.  However,  Stephen  was 
not  getting  enough  stimulation  when  he  left 
school  at  1 9  as  there  was  nothing  for  him  to  do. 
After  a  lot  of  writing  and  enquiring  and  with  the 
assistance  of  Sense,  Stephen  started  to  attend 
an  activity  centre  in  the  hospital  itself.  This  is 
only  for  a  couple  of  hours  each  day  but  it  helped 
Stephen  tremendously.  He  is  now  much  less 
frustrated  than  he  used  to  be. 

We  have  no  idea  of  what  the  future  might  hold 
for  Stephen.  We  are  only  hoping  that  one  day  he 
will  be  placed  in  a  more  suitable  home  for  his 
needs.  When  that  time  would  come,  or  if  it  ever 
will,  we  do  not  know. 

Pauline  Camilleri, 
32  Eardley  Road, 
Streatham, 
London  SW16  6BP. 
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Anne  Murphy 


It  was  only  last  June  I  made  contact  with  Sense. 
Firstly,  may  I  congratulate  you  on  your  excellent 
magazine.  Talking  Sense.  I  am  very  happy  to 
see  so  much  is  being  done  to  help  deaf-blind 
children  today.  Reflecting  on  my  own  childhood 
I  have  to  laugh  at  all  the  mistakes  and  misunder- 
standings that  were  made.  As  a  new  member  of 
Sense  here  is  my  story  for  what  it's  worth! 

The  youngest  of  eight,  I  was  born  with  a  visual 
handicap  —  weak  optic  nerves,  but  it  wasn't 
recognized  as  such  until  I  was  almost  grown-up. 
Since  I  never  had  normal  sight  I  wrongly 
assumed  I  was  extremely  short-sighted.  From 
the  age  of  four  I  attended  a  top  Dublin  Eye 
Specialist  every  year.  Always  he  would  boom  at 
me,  "Can  you  see  those  letters?  You  can! 
Good,  good!  You're  marvellous!"  Marvellous 
indeed!  He  gave  me  the  distinct  impression  that 
if  I  wore  my  glasses  I  would  be  grand  when  I 
was  an  adult!  If  I  asked  puzzled  questions  like, 
"Why  can't  I  read  the  blackboard  in  school  from 
my  seat?  I  have  to  walk  up  and  glue  myself  to 
the  board,"  I  was  met  with  evasive  answers. 
Eventually  my  own  intelligence  told  me  my  sight 
was  subnormal. 

Also,  I  was  probably  born  with  slight  nerve 
deafness  which  was  not  tested  and  not  di- 
agnosed until  I  was  seven.  The  reason  for  that 
was  simple  —  I  was  a  quiet  child  and  spent  most 
of  my  time  alone  playing  with  dolls.  I  had  no 
trouble  learning  to  speak  and  acquiring  basic 
language.  I  was  taken  to  many  ear  specialists, 
but  none  could  identify  the  exact  cause  of 
deafness.  As  I  recall  one  such  visit  I  laugh!  The 
Specialist  handed  my  Mother  a  little  bottle  of 
tablets,  saying,  "Give  her  one  of  these  every 
night  and  her  hearing  might  improve".  At  age 
ten  I  was  fitted  with  a  hearing  aid  which  helped  a 
lot.  It  did  not,  however,  clarify  voices,  so  I  could 
only  hear  properly  those,  mostly  women,  with 
very  high-pitched  or  carrying  voices.  As  they 
normally  talked  fast  I  could  only  get  a  few  words. 
At  age  eleven  I  attended  a  Speech  Therapist  for 
a  year  of  lip-reading  sessions,  but  didn't  make  a 
great  success  of  it. 

My  parents  were  most  unfortunate  in  receiv- 
ing no  guidance  or  support  from  any  Associa- 
tion. They  found  it  difficult  to  grasp  my  situation 
as  real.  On  seeing  my  reading  my  late  Father 
would  exclaim  in  horror,  "Don't  hold  that  book 
so  near!  You'll  ruin  your  sight!"  As  my  deafness 
became  progressively  worse  he  would  ask  in 
bewilderment,  "Why  can't  Anne  hear  me  with 
her  aid?  My  voice  is  very  clear".  It  wasn't  clear 
to  me  at  all!  Today,  I  find  his  confused  reactions 
very  understandable.  Just  to  make  matters 
nicely  complicated  we  were  surrounded  by 
many  well-meaning,  but  misguided  people  who 
exorted  us  to  pray  to  this  saint  and  that  saint 
(not  to  mention  God  Himself  too!)  for  a  cure.  As 
a  practising  Christian  I  do  believe  that  with  God 
everything  is  possible,  but  one  must  be  realistic. 

I  attended  the  junior  convent  school  of  a  large 
college  where  the  standard  of  education  was 
high  and  the  emphasis  was  on  passing  exams, 
even  at  junior  level.  I  coped  as  best  I  could 
against  heavy  odds.  When  I  was  about  ten  I 
began  to  have  private  tuition  both  inside  and 
outside  of  school  to  help  me  keep  up  with  my 
class  of  35  girls.  Despite  that  I  found  it  in- 
creasingly difficult  to  maintain  the  expected 
:.:;'.';  A  ',o  oouldr  t  talk  easily  to  any  of  my 
-.;;-.-.  "V.-".  '-/  \j.hj  \>h\\  games  with  thorn 
When  I  was  13  my  health  broke  down  and  my 
parents  began  to  understand,  that  I  was,  in  fact, 
a  handicapped  child  in  urgent  need  of  specialist 
help.  I  went  on  to  St  Mary's,  Cabra  —  the 
school  for  deaf  girls  There  I  met  the  deaf  priest, 
Rev.  John  Cuffe  With  his  help  I  began  to  learn 


how  to  enjoy  living,  to  smile  and  to  laugh.  My 
health  recovered  in  no  time  and  my  gripe  was 
soon  "They  are  too  slow  here!"  I  was  success- 
ful in  passing  the  Intermediate  Centificate  and 
began  to  study  for  the  Leaving  Certificate,  but 
my  sight  wasn't  able  for  it,  I  didn't  know  braille 
and  low  vision  aids  were  unknown  at  the  time. 

By  that  time  I  was  severely  hard  of  hearing 
and  at  age  20  I  was  registered  as  legally  blind. 
(In  Ireland  we  don't  have  a  separate  register  for 
the  partially  sighted.)  Despite  every  effort  I 
couldn't  get  into  training  for  any  form  of  employ- 
ment. I  showed  no  aptitude  for  working  with  my 
hands.  All  my  attempts  at  knitting  went  into 
holes!  I  was  extremely  isolated,  bored  and 
frustrated.  But,  as  they  say,  "the  darkest  hour 
comes  before  the  dawn".  Fr.  Cuffe  visited  me 
and  suggested  I  learn  braille  to  occupy  myself. 
At  first  I  was  frightened  and  objected  furiously, 
"But  I  am  not  blind,  I  can  see  very  well,  thank 
you  .  .  .  it's  just  that  I  can't  read  any  more". 
Then  my  interest  was  aroused  and  I  really 
enjoyed  learning  it.  So,  until  I  found  out  about 
large  print  and  low  vision  aids,  I  read  a  lot  of 
braille  books. 

Shortly  afterwards  I  met  the  late  Sheelagh 
O'Malley  in  Lourdes  who  had  become  deaf- 
blind  from  illness  while  attending  University  at 
the  age  of  20.  She  was  able  to  help  me  as 
nobody  else  could.  She  gave  me  hope  in  my 
own  abilities,  made  many  suggestions  —  that  I 
attend  sign  classes  at  St  Vincent's  Club  for  the 
Deaf  in  Dublin,  that  I  learn  deaf-blind  signs  — 
she  encouraged  me  with  braille,  pointed  out  the 
help  that  was  available  abroad,  aroused  my 
interest  in  writing  to  deaf-blind  people  in  Eng- 
land and  gave  me  many  good  introductions  to 
people  there.  We  attended  sign  classes 
together  whenever  her  health  permitted  it.  It 
helped  me,  too,  to  socialise  better  with  deaf 
people.  Finally  before  Sheelagh  died  at  age  27 
she  said,  "Don't  sit  back  at  home,  go  out,  try  to 
meet  people,  try  everything  that  will  help". 

When  I  was  23  I  renewed  my  efforts  to  find 
employment.  I  was  advised  to  try  the  vocational 
course  at  the  R.N.I.B.  Centre,  Manor  House, 
Torquay,  Devon.  After  a  year  of  "red  tape"  I  got 
there.  I  soon  saw  it  was  mainly  intended  to  help 
blind  people  only,  so  I  didn't  get  much  out  of  it. 
On  the  positive  side,  however,  the  Principal 
strongly  exhorted  me  to  improve  my  education 
and  I  was  introduced  to  the  wonderful  world  of 
low  vision  aids.  I  also  met  many  blind  people 
and  had  a  great  social  life! 

Back  home  I  encountered  negative  attitudes 
on  all  sides.  Nobody  seemed  to  know  how  to 
advise  me  and  I  was  told  there  was  apparently 
no  place  for  me  to  go  where  I  could  study.  The 
tension  and  strain  was  so  great  that  my  health 
completely  broke  down  and  it  took  a  long  time  to 
recover.  As  I  recovered  I  decided  to  go  ahead 
and  study  alone  at  home.  So,  armed  with  many 
study  aids  and  my  new  hand  visual  aid  I  did 
English  and  History  for  the  Leaving  Certificate. 
At  times  I  nearly  gave  up,  but  not  quite!  The  only 
people  who  offered  me  any  encouragement, 
apart  from  my  Mother  and  family,  were  Mr  Rees, 
the  new  Low  Vision  Aids  Optician  and  Rev. 
Gerald  Doyle,  the  chaplain  to  the  deaf.  The 
latter  managed  to  get  me  a  little  voluntary  help 
with  English. 

I  knew  my  studies  were  unlikely  to  lead  to  a 
job  in  Dublin,  so  I  forced  myself  to  be  realistic 
about  my  situation.  I  looked  around  for  an 
alternative  form  of  occupation.  As  a  result  I  was 
accepted  as  a  voluntary  helper  at  a  newly 
opened  day  activity  centre  for  severely  physical- 
ly disabled  people  in  my  own  locality.  It  was  a 
great  piece  of  luck,  as  we  don't  have  many  such 
Centres  in  Dublin.  The  past  five  years  have 
been  the  happiest  of  my  life.  I  don't  do  anything 
wonderful,  but  I  feel  a  useful  member  of  society 
and  in  the  best  of  company.  At  first  communica- 
tion was  difficult.  One  of  the  staff  knew  signs 
and  the  others  began  to  learn.  While  I  am  very 


Jessica  Thomson 

Jessica  is. sixteen  and  a  half  years  old,  and  is 
partially  sighted  and  profoundly  deaf.  She 
attends  Carnbooth  School  in  Carmumock.  The 
school  stands  in  lovely  grounds  and  is  good  for 
outdoor  activities,  providing  the  weather  is  nice! 
Jessica  enjoys  going  to  the  youth  club  and  the 
monthly  disco  with  the  hearing  children.  She 
also  goes  to  the  deaf  club  in  Tobago  School  on 
a  Sunday  afternoon. 


She  will  be  allowed  to  stay  on  in  school  until 
she  is  19.  Nothing  has  yet  been  decided  about 
her  future  after  that.  She  enjoys  playing  with  her 
nephew  who  is  17  months  old,  until  he  soils  his 
nappy,  and  then  she  hands  him  back  to  his 
mother!  Still  that  is  a  very  natural  response  from 
any  16  year  old,  and  I  don't  know  if  I  disagree 
with  it. 

Mrs.  Thomson, 
311   Edgefauld  Road, 
Springbum, 
Glasgow  G21  4XB. 


happy  helping  there  four  days  a  week  I  realize  I 
can  do  more  still.  So,  at  the  moment  I  am 
awaiting  news  about  doing  an  English  Course 
from  the  Open  University.  The  present  Voca- 
tional Officer  for  the  Deaf  is  trying  to  get  me  a 
closed  circuit  television. 

In  recent  years  my  family  have  come  to  terms 
with  my  handicaps  and  I  can  now  communicate 
and  integrate  with  them  more  easily.  During  the 
past  seven  years  I  have  gone  on  group  holidays 
for  the  deaf-blind  in  England.  First,  I  went  with 
the  North  Regional  Association  for  the  Blind, 
Leeds  —  they  cater  mainly  for  older  people. 
Then  I  joined  Mr  Derek  Burton's  newly  formed 
Deaf/Blind  Fellowship  and  went  with  him  to 
Denmark  and  on  some  camp  holidays  in  Eng- 
land. And  this  year  Mrs  Ann  Barnett  of  the 
Deaf/Blind  Helpers  League  introduced  me  to 
Sense.  I  went  to  Switzerland  with  them  and  it 
was  one  of  the  best  holidays  of  my  life.  Although 
I  love  going  over  to  England  for  my  annual 
holidays,  I  remain  very  proud  to  be  Irish. 

What  has  helped  me  most  in  coping  with  the 
difficulties  in  my  life?  My  belief  in  a  loving  God 
who  cares,  meeting  people  who  take  me  in  their 
stride  and  are  willing  to  communicate,  and,  of 
course,  meeting  other  deaf-blind  people  and 
those  who  suffer  all  kinds  of  disabilities.  I  have 
found  it  essential,  too,  to  develop  a  sense  of 
humour.  Before  I  received  money  benefits  my 
sister  joked,  "I  will  have  to  go  out  on  strike  to 
claim  more  pay,  so  I  can  support  you!"  Definite- 
ly my  sense  of  balance  is  not  1 00  per  cent!  Very 
often  a  friend  or  my  sister  will  tease,  "It's  a 
drunk  we  have  out  with  us!"  Lastly  I  have  found 
it  most  helpful  to  adopt  the  attitude,  "These 
things  happen  and  they're  are  all  a  part  of  the 
Christian  challenge  of  living". 

Anne  Murphy, 

9  Cherbury  Gardens, 

Booterstown  Avenue,  Dublin. 
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David  Cottle 

David  is  a  rubella  child,  and  was  born  in  the 
University  of  Wales  Hospital,  Neath,  on  20th 
October  1978.  When  the  hospital  told  us  all  that 
was  wrong  with  our  son  it  was  a  great  shock  and 
our  lives  fell  apart,  we  all  thought  this  could 
never  happen  to  us.  David  is  now  seven  years 
old,  and  we  have  had  some  sad  times  and  some 
funny  times  with  him.  He  gives  a  lot  of  love  in 
return  for  all  the  hard  work  if  he  seems  to  know 
what  you  are  doing  for  him. 

People,  old  and  young,  who  do  not  know 
David  when  they  see  him  playing  up  when  we 
take  him  out,  don't  realise  the  torment  we  are  all 
going  through  at  that  time.  All  they  do  is  look 
and  stare.  It  makes  my  heart  cry  inside 
Besides  I  feel  like  saying  "Look,  I  love  him  the 
way  he  is  so  why  can't  you  accept  him  no  matter 
how  he  plays  up". 

David  has  just  had  a  hearing  aid  and  is  now 
learning  sign  language  in  school.  He  attends 
The  Lindens  School  in  Penarth.  With  the  help  of 
both  the  hospital  and  the  school  David  is  coming 
to  understand  signing  although  he  does  not  like 
his  hearing  aid  much.  He  keeps  throwing  it  all 
round  the  room  when  he  can  find  a  sly  moment 
to  take  it  out  of  his  ear. 
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David  has  a  brother,  Nathan,  and  a  sister, 
Samantha,  who  at  times  say  that  David  drives 
them  crazy  because  of  the  constant  attention  he 
requires,  day  and  night.  They  sometimes  feel  a 
little  left  out.  But  after  saying  that,  they  would 
miss  the  noise  and  trouble  if  he  was  not  here. 

David  is  learning  to  play  by  himself  with  his 
toys,  and  with  his  brother  and  sister  as  well,  but 
finds  it  very  hard  and  gets  upset. 

We  have  to  watch  where  David  goes  as  he 
cannot  see  very  well  because  of  cataracts  on 
one  eye  and  his  vision  is  not  good  in  the  other. 
David  can't  walk  very  far,  only  about  30  to  40 
yards  at  the  most  without  falling  or  sitting  down. 
There  are  so  many  other  things  wrong  with 
David,  I  could  go  on  for  a  long  time. 

It  would  be  great  one  day  to  say  that  no  more 
Rubella  babies  will  be  born,  or  any  handicapped 
children,  because  no  matter  how  hard  you  work 
they  can  never  get  well  and  lead  a  normal  life. 

Mrs.  S.  Cottle, 
13  Clas  Tello, 
Whitchurch, 
Cardiff  CF4  UP. 


Shaun  Porter 

How  time  flies,  Shaun  will  be  17  years  old  next 
February.  1 985  has  been  a  good  year  for  Shaun 
so  far.  In  March  Shaun  was  discharged  from  Mr. 
Sharrad's  clinic  at  Sheffield  Children's  Hospital. 
We  cannot  find  words  to  express  our  thanks  to 
Mr.  Sharrad,  the  Orthopaedic  Surgeon,  and  his 
staff  for  the  marvellous  job  done  over  the  past 
16  years  in  getting  Shaun  mobile.  In  April  it  was 
confirmed  that  Shaun  was  being  allowed  to  stay 
on  in  the  deaf  unit  at  Talbot  School  until  his  1 9th 
birthday. 

Over  the  last  two  years  we  feel  Shaun  has 
improved  in  many  ways.  We  are  sure  Catherine, 
Shaun's  ten  year  old  sister,  has  been  a  big  help 
to  him.  She  has  lots  of  patience  and  never 
seems  to  tire  of  trying  to  learn  Shaun's  new 
skills.  Shaun  is  now  trying  much  harder  with 
Makaton  to  make  you  understand  his  needs.  In 


the  past  we  feel  Makaton  has  been  all  one- 
sided. 

The  severe  problems  of  head-banging  and 
biting  the  backs  of  his  hands  that  Shaun  has 
had  over  the  past  two  years  has  improved  over 
the  last  eight  months  since  Shaun  was  put  on  a 
migraine  diet  and  taken  off  foods  with  artificial 
colouring.  We  are  still  keeping  a  daily  chart  to  try 
and  find  out  which  food  upset  him. 

Janet  and  Richard  Porter, 
206  Upper  Wortley  Road, 
Dropping  Well, 
Rotherham  S61  2AB. 


Lewis  Scott 

I  would  like  to  introduce  you  to  my  son  Lewis. 
He  is  22  years  old  and  is  deaf  and  partially 
sighted. 

When  Lewis  was  born  we  did  the  usual  circuit 
of  doctors  and  clinics  etc.  before  establishing  all 
that  was  wrong  with  him.  Then  came  the 
problem  of  what  to  do  about  him.  The  problem 
being  that  here  in  Ulster  we  have  no  facilities  for 
the  deaf-blind.  He  was  finally  placed  in  a  special 
unit  attached  to  our  main  deaf  school  and  did 
quite  well  there.  When  he  left  school  at  sixteen 
he  was  sent  to  a  special  care  workshop  and  that 
was  when  his  real  difficulties  began.  He  has, 
sadly,  regressed  very  badly  over  the  past  few 
years  and  to  such  an  extent  that  we  are  now 
hoping  to  try  for  a  long  term  residential  place- 
ment for  him. 

As  I  said  before  we  have  nothing  suitable 
here  so  that  means  sending  him  to  England. 
This  depends  of  course  on  whether  he  is  offered 
a  place  and  whether  our  local  authorities  will  go 
along  with  it. 

We  can  only  hope  for  better  days  ahead. 

When  I  write  again,  I  hope  it  will  be  with  good 
news  of  Lewis. 

Elizabeth  Higgins, 
38  Cloyne  Crescent, 
Monkstown, 
Newtown  Abbey, 
Co.  Antrim,  N.  Ireland. 


Marshall  Morbey 

Marshall  is  my  cousin  and  I  therefore  don't  have 
regular  day  to  day  contact  with  him.  I  spend 
holidays  with  him  but  that's  all.  I  think  that  I 
therefore  see  a  change  or  advancement  more 
so  than  someone  seeing  him  every  day. 

During  the  last  year  his  communication  is 
much  improved  and  extensive.  Not  only  that,  he 
has  grown  up  a  lot,  physically  he  is  turning  into  a 
very  handsome  young  man,  but  he  is  also 
becoming  more  mature. 

Marshall  is  a  lovely  child.  I  feel  that  an  awful 
lot  of  Marshall's  frustration  is  because  so  called 
'normal'  people  like  us  can't  always  understand 
him  and  most  of  all  what  he  wants. 

Marshall  is  very  loving  towards  his  family 
and  his  surroundings,  and  likes  cats  and  dogs. 
He  is  constantly  rounding  up  his  family  like  a 
■  sheep  dog. 

Lastly  I  would  just  like  to  say  that  all  of  the 
young  children  I  know  Marshall  is  one  of  the 
nicest  to  be  with.  Anytime  I  spend  with  him  is 
very  enjoyable  and  educational.  That,  I  feel,  is 
the  greatest  thing  he  has  done  for  us  all,  he  has 
taught  us  all  an  awful  lot. 
Samantha  Winter, 
18  Fuller  Street, 
Ruddington,  Nottingham. 


Ian  Cloke 

Ian  is  blind,  partially  hearing  and  mentally 
handicapped.  It  is  hard  to  believe  he  is  almost 
23.  He  is  on  the  whole  very  lovable  and 
affectionate,  with  a  happy  disposition,  and  a 
way  of  giggling  which  makes  us  all  join  in  even 
though  we  don't  understand  the  joke!  In  spite  of 
his  handicaps  fie  is  not  difficult  to  look  after,  but 
he  is  a  considerable  tie. 

He  has  a  new  routine  which  has  been  going 
since  April  and  is  working  very  well  indeed. 

He  lives  at  home  for  four  weeks,  attending  the 
local  ATC  Special  Needs  group  every  weekday. 
He  is  very  well  looked  after  with  special  activi- 
ties being  devised  for  him  as  he  is  the  only  blind 
trainee.  They  also  take  him  swimming  and  riding 
every  week. 

Then  for  four  weeks  he  goes  to  Edge  View, 
Kinver,  where  he  is  also  extremely  well  cared 
for.  He  enjoys  the  extra  space  and  freedom  to 
explore  and  has  been  "lost"  more  than  once! 
He  is  obviously  very  happy  there,  and  usually 
not  particularly  pleased  when  we  arrive  to  bring 
him  home  again. 

This  four  weeks  at  home,  four  weeks  away 
routine  is  marvellous  for  all  the  family.  We  have 
a  lot  more  freedom  when  Ian  is  away,  and 
therefore  we  can  enjoy  him  more  when  he  is 
with  us.  But  most  important  of  all,  Ian  seems  to 
thrive  on  the  arrangement.  There  is  more  variety 
in  his  life,  but  also  the  stability  he  needs.  It  is 
very  good  to  know  that  he  can  live  quite  happily 
away  from  us,  and  become  more  independent  in 
his  limited  way.  It  is  a  step  in  the  right  direction 
for  the  future. 

Mrs.  Gini  Cloke, 
Marsden  Villa, 
Libertus  Road, 
Cheltenham,  Glos. 


Marshall  and  Samantha 
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APPEALING 
FOR 


Primed  for  Success? 

Lord  Trefgarne's  parachute  jump  into 
Poole  Harbour  raised  £2,500  and  we 
now  count  Margaret  Thatcher  as  a 
Sense  supporter! 

Barney  Dances 

Bernard  Playford  -  entrepreneur  ex- 
traordinaire -  has  already  set  South 
West  London  reeling,  do-si-doeing  and 
stripping  the  willow.  If  you  have  a 
venue  and  would  like  to  hold  a  Barney 
Dance  (and  live  within  reasonable 
travelling  distance  of  Surrey)  Bernard 
would  be  glad  to  oblige.  He  also  offers 
a  IV2  hour  slide  show,  and  talk  on  "A 
Journey  through  the  Holy  Land". 

Carol  Concert  at  Royal  Naval 
College  Chapel,  Greenwich 
Sunday  December  8th 

Tickets  available  from  Chris  Dyer  at 
£1 0,  £7  and  £5.  This  is  a  family  affair  in 
beautiful  surroundings  and  we  would 
be  delighted  to  see  our  members 
amongst  the  audience. 


Are  you  carol  singing  for  Sense  this 
year? 

Collecting  boxes  and  carol  sheets  are 
again  available  from  us  here. 

Night  of  100  Stars 

British  Aerospace  have  come  up 
trumps  and  have  agreed  to  back  this 
high  profile  prestigious  event.  It  should 
take  place  sometime  in  March  or  April 
1986. 

Postage  stamps 

We  have  begun  our  "used  stamp 
operation"  and  your  old  stamps  should 
be  sent  to:-  Jack  Snow,  19  Shere 
Avenue,  Cheam,  Surrey,  SM2  7UX. 

Souperheroes 

We  are  also  collecting  Campbells 
Soup  Labels.  For  every  6  special 
promotion  labels  Sense  receives  £1. 
Catering  size  labels  are  worth  even 
more  -  50p  for  the  28oz  can  label  and 
£1  for  the  label  from  the  50oz  can. 
Please  send  your  labels  into  me  before 
31st  March  1986. 


News  from  the  Midlands 

Fundraising  is  underway  in  Edgbaston. 
The  first  project:  "Hearing  Aid"  Cham- 
ber Concert  music  by  Handel,  Elgar 
and  Mozart  on  24th  November,  details 
from  Eva-Lena,  c/o  4  Church  Road, 
Edgbaston,  Birmingham  B1 5  3TD.  Tel: 
021-454  2405. 


John  Clarke  and  the  Thames 
Telethon 

7.30pm  on  October  29th  saw  the  start 
of  the  Thames  Telethon  -  a  24  hour 
fundraising  madness  which  raised 
nearly  £3  million  for  childrens  charities 
in  the  London  area.  Sense  will  be 
getting  a  slice  of  the  cake  and  thanks 
to  John  Clarke,  we  also  got  a  slice  of 
the  publicity.  John  cycled  with  his 
cousin  from  Bristol  to  the  Telethon 
Centre  on  the  morning  of  October 
30th.  He  brought  with  him  a  promise  of 
£500  from  the  people  of  Bristol  with 
more  to  come.  Our  thanks  to  him  and 
his  team. 


CHRISTMAS  ART  EXHIBITION 

Thanks  to  the  amazing  efforts  of  Margaret  and  Geoff  White  this  year's  Christmas  card  operation  is  off  to  a 
great  start.  To  endorse  the  seal  of  success  on  this  venture  we  will  need  your  orders.  Please  help  us  (and  the 
Whites)  by  ordering  early. 

Both  the  selection  of  cards  and  gift  items  have  been  well  received.  However,  several  of  you  have  voiced  a 
disappointment  that  there  is  no  card  to  replace  last  Season's  Sean's  "Christmas  Tree",  Stephen's  "Church" 
and  Karl's  "Snowman",  all  painted  by  students  at  the  Manor  House. 

And  so  we  plan  to  rectify  this  for  Christmas  1986.  To  this  end  we  are  proposing  to  hold  the 

Sense  Christmas  Art  Exhibition 

As  yet  no  venue  is  fixed  but  we  expect  that  the  most  suitable  entries  will  be  reproduced  as  a  Sense  1986 
Christmas  Card  and  we  hope  to  reward  the  chosen  artists  with  a  small  gift. 

We  ask  only  that: 

1  every  picture  submitted  is  produced  by  one  of  our  deaf-blind  members  and 

2  the  picture  is  sent  into  us  before  the  end  of  January  1986.  (This  is  to  comply  with  printing  schedules  -  we 
choose  designs  for  Christmas  cards  during  the  preceding  February!) 

This  is  not  a  competition.  We  hope  to  receive  artwork  from  a  representative  cross-section  at  all  levels  of 
artistic  ability.  All  the  work  submitted  will  be  stored  until  Christmas  1986  and  used  in  an  exhibition  to 
demonstrate  the  abilities  and  potential  of  deaf-blind  people. 

Please  do  submit  your  pictures  when  the  Christmas  Season  is  over. 

Maybe  your  design  will  be  chosen  for  a  Christmas  Card,  but  more  importantly  the  exhibition  will  be  a  positive 
expression  of  what  deaf-blind  people  can  do. 
Judy  Wynne 


MM  MM  MM  ¥M 
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Letters 

Making  a  Will 

Dear  Sir, 

I  am  making  my  will,  and  I  want  to  leave  the 
money  to  our  son.  He  is  deaf-blind,  and  lives 
in  a  home  for  mentally  handicapped  people.  I 
am  told  that  if  I  leave  him  a  large  amount  of 
money,  then  the  DHSS  will  stop  paying  his 
weekly  fees,  so  he  will  not  get  any  benefit 
from  the  money.  How  can  I  find  out  the  best 
way  of  providing  for  him  in  my  will? 

An  all  too  real  problem  faced  by  parents  of  a 
handicapped  child  is  how  best  to  provide 
financially  for  their  child  after  they  (the 
parents)  have  died. 

The  situation  regarding  the  leaving  of 
money  to  handicapped  dependants  is  com- 
plicated, to  say  the  least,  and  it  is  difficult  to 
keep  up  to  date  with  current  legislation  on  the 
subject  Sense  does  not  publish  any  guide- 
lines but  here  are  some  suggestions  as  to 
where  you  can  get  help  and  advice. 

Gerald  Sanctuary's  book  'After  I'm  Gone 


-  What  Will  Happen  to  my  Handicapped 
Child?'  (published  by  MENCAP,  price  £5.95) 
was  reviewed  by  Margaret  Brock  in  the 
Winter  1984  edition  of  Talking  Sense.  This 
book  voices  many  of  the  fears  parents  have, 
and  contains  a  useful  chapter  on  wills,  trust 
and  property.  It  also  stresses  the  importance 
of  thinking  about  the  future  now. 

MENCAP  produce  a  leaflet  entitled 
'Financial  Provision  for  People  with  Mental 
Handicap'  which  offers  general  advice  as 
well  as  information  about  MENCAP's  own 
services.  They  are  also  in  the  course  of 
preparing  a  more  comprehensive  booklet  on 
this  complex  subject  and  their  legal  officer, 
Michael  Whelton,  has  told  us  he  would  be 
happy  to  give  advice  to  any  of  our  members. 
Contact  him  at  MENCAP,  123  Golden  Lane, 
London  EC1Y0RT,  telephone  01-253  9433. 

The  Spastics  Society  suggest  that  pa- 
rents contact  their  Social  Services  office  for 
advice,  and  they  also  recommend  a  firm  of 
solictors  who  specialise  in  trusts  and  lega- 
cies. They  are  Anthony  B  Quinn  &  Co,  15 
Cochrane  Mews,  St  John's  Wood,  London 
NW8  6NY,  telephone  01-586  8801. 


Long-standing  members  of  Sense  will  recognise  this  group  who  gathered  to  honour  Jessica 
Hills  M.B.E,  our  Chairman.  From  left  to  right,  Marjorie  Henham-Barrow,  George  Williams, 
Jessica  Hills,  Margaret  Brock,  Margaret  White  and  Win  Warraker. 


COURSES 


■  The  Young  Child  with  a  Visual 
Disability  -  for  those  with  little  or 
no  experience  in  this  field 

6th  -  9th  January  1 986 

Contact:  Castle  Priory  College,  Thames  Street, 
Wallingford,  Oxon  OX10  OHE.  Tel:  (0491) 
37551. 

■  Paget  Gorman  Sign  System  -  an 
introductory  course 

2nd  -  5th  January  1986 

■  Makaton  Workshop  Weekend 

24th  -  26th  January  1986  and  18th  -  20th  April 
1986 

■  Behavioural  Difficulties  in 
Children  with  Special  Needs 

3rd  -  5th  February  1 986 

A  workshop  on  behaviour  modification,  observation 
techniques  and  goal  planning,  based  on  the  work  of 
Malcolm  Jones  at  Beech  Tree  House. 


■  Modifying  Behaviour  and  Planning 
Goals 

17th -19th  March  1986 

A  practical  workshop  for  nurses,  care  staff, 
therapists  and  others  working  with  adults  who  have 
severe  learning  difficulties  or  behaviour  problems. 

■  Counselling  Adolescents  with  a 
Hearing  Impairment 

31stJanuary-2nd  February  1 986 

For  teachers,  careers  staff  and  both  field  and 
residential  social  workers. 


■  The  Needs  of  Deaf-Blind  People 

10th  December  1985  at  Westminster  Cathed- 
ral Conference  Centre,  SW1 .  For  social  work- 
ers, care  assistants,  nursing  personnel  and 
others  to  gain  insight  and  information  about  the 
problems  arising  from  the  dual  handicap  of 
sight  and  hearing  loss. 
Contact:  Mrs  A  Barnett,  Secretary,  The  Nation- 
al Deaf-Blind  Helpers'  League,  18  Rainbow 
Court,  Paston  Ridings,  Peterborough  PE4  6UP. 


Sense  Courses  •  •  •  •  Sense  Courses  •  •  •  •  Sense  Courses 


The  Education  of  Deaf-Blind 
Children 

13th  -  17th  January  and  14th  -  18th  April 
1986  at  Sense's  Edgbaston  Centre 

Intended  for  teachers,  particularly  in 
schools  for  children  with  severe  learning 
difficulties,  who  are  responsible  for 
teaching  deaf-blind  children,  and  require 
training  in  working  with  the  sensorily- 
impaired. 

See  page  9  for  further  details. 

Contact:  Sense  Education  Officer,  4 
Church  Road,  Edgbaston,  Birmingham 
B15  3TD.  Tel:  021  454  2405. 


Intensive  Course  in  the 
Education  of  Children  with 
multiple  Handicaps 

7th  July  -  1st  August  1986  at  Sense's 
Edgbaston  Centre 

Sense  is  proposing  to  host  a  four  week 
course  in  conjunction  with  Gallaudet  Col- 
lege. Further  details  on  page  4. 

Contact:  Rodney  Clark  at  Sense  HQ. 


Brothers  and  Sisters 

28th  February  -  2nd  March  1986  at 
Castle  Priory  College,  Wallingford,  Oxon. 
Intended  for  parents,  to  discuss  how  a 
handicapped  brother  or  sister  affects  the 
lives  of  other  siblings. 

See  page  27  for  further  details. 
Contact:  Carmel  Perry  at  Sense  HQ. 
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News  from 
the  Families 


As  always,  our  members 
keep  writing  to  tell  us 
about  the  progress  of  their 
children.  Turn  to  page  31 , 
then  put  pen  to  paper 
yourself! 


Usher 
Syndrome 


Losing  your  sight  as  well 
as  your  hearing  can  bring 
a  range  of  problems  and 
challenges,  for  you  and 
your  family.  Three 
members  describe  their 
varied  experiences  on 
pages  8  and  9. 


How  can  we  encourage  our 
children  to  use  their  remaining 
vision?  Doreen  Norris  shares 
some  ideas  on  page  3. 


Living  Normally 


Deaf-Blind  People  have  the  right 
to  enjoy  the  normal  things  of  life. 
But  what  is  a  'normal'  life?  Gary 
Ephraigm  challenges  some  of  our 
ideas  on  page  13. 
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Chairman's  Letter 


I  am  pleased  to  report  on  an  excellent 
meeting  at  the  House  of  Commons  on 
January  28th  when  we  were  fortunate  to 
be  offered  a  whotemeeting  of  the  All  Party 
Disablement  Group.  Here  we  were  able  to 
discuss  with  the  MPs  present  the  key 
Sense  issues  for  which  we  need  their 
support. 
These  are: 

•  The  National  Plan  for  the  Education  of 
Deaf-Blind  Children. 

•  Care  in  the  Community  and  improved 
services  for  our  young  adults  both  in  and 
out  of  hospital. 

•  Mr.  Tom  Clarke's  Bill:  "Disabled  Persons 
(Services  Consultation  and  Representation) 
Bill"  which  successfully  had  its  second 
reading  in  the  House  on  January  17th. 

•  The  Mobility  Allowance  and  the  effect  of 
a  recent  judgement  in  the  House  of  Lords. 

The  Rt.  Hon.  Jack  Ashley,  MP,  who  has  for 
many  years  been  a  great  friend  and  sup- 
porter of  the  Association  and  of  other  causes 
for  disabled  people,  is  the  Chairman  of  the 
All  Party  Disablement  Group.  He  had  already 
shown  his  support  for  our  efforts  to  improve 
the  education  of  deaf-blind  children  by 
asking  numerous  written  questions  of  Sir 
Keith  Joseph  from  whom  replies  were  ex- 
pected that  same  evening. 

Rodney  Clark,  Sense  Director,  outlined 
the  history  of  the  Association,  its  roots  as  a 
parents'  organistion  and  our  long  fight  for 
recognition  of  the  special  needs  of  deaf- 
blind  children  and  theirfamilies  for  support 
services  of  all  kinds. 

I  explained  the  background  to  our  press- 
ure on  the  Department  of  Education  and 
Science  for  a  National  Plan,  which  I  wrote 
about  in  the  last  issue  of  Talking  Sense, 
and  the  need  for  a  Teacher  Training  Course 
for  teachers  of  multi-handicapped  sensory- 
impaired  children.  I  explained  about  the 
discussion  with  the  DES  which  we  hoped 


would  result  in  the  issue  of  a  consultative 
document,  and  the  long  delay  since  early 
in  1 985  since  when  no  progress  seems  to 
have  been  made. 

Mr.  Ashley  read  out  the  replies  from  Sir 
Keith  Joseph  to  his  written  questions.  These 
answers  underlined  the  problems  we  have 
for  so  long  faced;  the  lack  of  knowledge  in 
the  DESofthe  numbers  of  deaf-blind  child- 
ren or  awareness  of  any  research  into  their 
needs.  We  were  encouraged  by  a  question 
asked  by  Mr.  Alfred  Morris  MP  and  ans- 
wered by  Mr.  Bob  Dunn  with  the  assurance 
that  a  meeting  of  the  DES  will  be  arranged 
with  Sense  prior  to  the  issue  of  a  Consul- 
tative Document  which  will  be  available  for 
discussion  scon. 

Paul  Ennals,  Head  of  Welfare  Services, 
outlined  Sense's  ideas  on  Community  Care. 

We  discussed  the  needs  for  support 
services  for  deaf-blind  people  remaining  in 
mental  handicap  hospitals.  The  MPs  agreed 
that  whether  they  are  actually  mentally 
handicapped  or  only  appear  to  be  so,  they 
need  significantly  different  programmes 
and  plans  from  the  other  mentally  handi- 
capped people  in  their  hospitals  who  have 
no  sensory  impairments. 

We  were  delighted  in  the  discussion 
which  followed  when  it  was  proposed  that 
a  delegation  of  the  All  Party  Disablement 
Group  go  to  see  Sir  Keith  Joseph,  supported 
by  members  of  the  All  Party  Children's 
Group,  to  discuss  with  him  our  proposals 
for  a  National  Plan. 

We  are  grateful  to  Jack  Ashley  and  the 
All  Party  Disablement  Group  for  receiving 
us  and  listening  to  our  ideas  and  for  their 
support.  We  look  forward  to  hearing  the 
results  of  their  meeting  with  Sir  Keith  Joseph. 

Best  wishes  to  you  all, 


■~j£&^*--^ 


Jessica  Hills 


Just  Press  the  Button  and  ... 


Success  can  bring  its  own  problems.  As  we 
increase  in  experience  and  reputation,  so 
we  are  approached  for  more  and  more 
answers.  Much  of  ouroutreach,  whetherto 
seek  help  or  to  provide  help,  involves 
handling  information,  lists  and  addresses. 
More  and  more  of  our  work  is  ideally 
suited  to  that  very  dim  but  very  fast 
memory-machine  —  the  modern  computer 

—  but  can  you  justify  spending  Sense 
funds  on  one? 

Luckily  we  already  have  Rodney  as  our 
Director  and  he  has  hidden  talents.  Some 
time  ago  Rodney  found  out  about  a 
possible  grant  for  technical  innovation  in 
administration  and  secured  it  for  us.  Since 
that  time  we  have  been  engaged  in  a  very 
careful  study  of  the  system  best  suited  to 
our   needs    and    that    budget. 

In  February  the  system  started  to  arrive. 
For  our  Appeals  Department  it  will  mean 
that  all  the  tasks  they  have  to  farm  out  to 
other  agencies  can  at  last  be  brought 
together,  giving  greater  control  and  effect 

—  and  avoiding  the  embarrassment  of 
having  four  or  five  letters  delivered  to  the 
same  person  by  different  agencies. 


excitement  is  that  at  last  questions  which 
take  three  hours  work  will  take  three 
minutes,  and  some  which  we  cannot  even 
answer  at  the  moment  will  become 
possible. 

We  have  chosen  a  system  which  keeps 
our  various  functions  strictly  separate,  so 
that  old  responsibilities  remain  and 
information  is  secure  and,  when  required, 
private.  You  will  have  heard  of  the  Data 
Protection  Act  which  gives  you  rights  over 
the  information  kept  about  you  on  any 
computer.  We  shall  be  fully  registered 
under  that  Act  and,  being  the  Association 
we  are,  will  go  further. 

I  shall  be  writing  to  all  families  enclosing 
a  blank  form  so  that  everyone  can  supply 
the  information  to  be  held  on  our 
computer.  This  will  ensure  that  the 
information  is  accurate  and  will  also  let  you 
know  exactly  what  is  held  on  your  behalf.  I 
apologise  in  advance  for  requesting  yet 
another  form-filling  but  there  seems  no 
safe  alternative. 

I  know  that  some  people  find  computers 
a  little  threatening.  Your  safeguard  is  that 
this  system  is  ours  and  will  be  no  more  a 
threat  than  we  are. 


In  the  Gray's  Inn  Road  offices  the  real        Norman  Brown 


Starting  Visual  Training  with, 
the  Deaf-Blind  Child 


Many  deaf-blind  children  have  useful  res- 
idual vision,  and  forthese  children  vision  is 
often  the  sensory  channel  they  prefer  to 
use.  However,  some  of  these  children, 
especially  those  who  are  more  severely 
multiply-handicapped  will  experience  diff- 
iculties in  using  their  limited  sight  to  max- 
imum effect. 

It  is  possible  to  plan  a  programme  of 
visual  training  which  will  help  deaf-blind 
children  increasetheirvisual  competence, 
and,  as  use  of  vision  plays  such  a  major  role 
in  the  early  development  of  the  child,  indir- 
ectly to  facilitate  their  all  round  develop- 
ment. An  understanding  of  the  difficulties 
the  children  face  in  using  their  limited 
vision,  a  careful  assessment  of  what  visual 
skills  they  have,  and  what  skills  they  can,  or 
need,  to  develop,  will  provide  a  base  from 
which  to  plan  such  a  programme. 

Understanding  the  Problem 

The  way  in  which  deaf-blind  children  use 
their  residual  vision  is  highly  individualised 
and  not  always  determined  solely  by  the 


Doreen  Norris,  Sense's  advisory 

teacher  based  at  Edgbaston, 

considers  some  ways  of 

encouraging  a  deaf-blind  child  to 

use  his  remaining  vision. 

ance,  these  factors  too  must  be  considered 
when  planning  the  setting  for  the  training 
programme. 

Fragmented  Visual  Information 

With  incomplete  visual  information  it  is 
more  difficult  to  make  sense  of  what  is 
seen  or  to  select  significant  factors  from 
the  environment.  Consequently  the  deaf- 
blind  child  is  less  likely  to  pay  visual  atten- 
tion to  the  world  around  him.  It  takes  longer 
to  gather  the  information  and  perceptual 
distortions  can  easily  arise.  Again  the  adult 
needs  to  be  aware  of  these  factors  and  aim 
to  minimise  the  effects  by  presenting  mat- 
erials clearly,  pacing  the  training  approp- 
riately or  repeating  the  experience  as  often 
as  is  necessary. 


degree  of  their  visual  impairment.  It  is 
important  that  the  person  planning  the 
programme  has  an  awareness  of  the  poss- 
ible problems  facing  the  deaf-blind  child  in 
order  to  structure  the  programme  approp- 
riately and  to  make  modifications  to  the 
programme  should  the  need  arise. 

Delayed  Motor  Development 

It  has  already  been  stated  that  vision  plays 
a  major  role  in  early  infant  development 
and  this  is  particularly  true  of  early  motor 
development.  Visual  stimulation  is  an  im- 
portant factor  in  motivating  the  child  to  lift 
his  head,  crawl,  walk  etc.,  so  consequently 
with  restricted  vision  he  is  likely  to  spend 
longer  lying  down,  in  a  position  where 
there  is  usually  little  to  look  at  and  where  it 
is  difficult  to  practise  using  a  variety  of 
visual/motor  skills. 

If  the  deaf-blind  child  has  not  yet  achieved 
good  head  control  and/or  good  sitting  bal- 


Impaired  Hearing 

Remember  also  that  the  deaf-blind  child  is 
experiencing  similar  problems  in  using  his 
other  distance  sense.  While  he  is  likely  to 
use  his  impaired  sight  in  preference  to  his 
impaired  hearing  there  will  be  an  absence 
of  formal  language  which  could  otherwise 
be  used  to  direct  his  use  of  vision  or  correct 
distorted  perceptions.  It  is  unlikely  at  an 
early  stage  of  development  that  limited 
auditory  information  can  be  used  to  supple- 
ment and/or  integrate  visual  information 
without  the  direct  help  of  an  adult. 

Specific  Eye  Conditions 

Some  eye  conditions  present  their  own 
specific  problems  and  influence  the  way  in 
which  a  child  can  use  what  sight  he  has.  It 
is  therefore  important  to  be  aware  of  your 
child's  eye  condition  so  that  realistic  goals 
can  be  set  and  procedures  structured  to 
minimise  the  effect. 


Additional  Handicapping  Conditions 

In  planning  a  programme  of  visual  training 
for  the  deaf-blind  child  the  adult  needs  to 
consider  any  additional  disabilities  which 
add  another  dimension  to  the  child's  already 
complex  problem.  For  example  a  child  with 
epilepsy  may  be  experiencing  small  "ab- 
sences" which  make  a  planned  exercise 
meaningless  and  the  adult  needs  to  observe 
the  child  closely  in  case  this  is  so.  A  change 
of  setting,  materials  used  or  time  of  day 
selected  for  training  may  help  to  overcome 
this  problem.  A  physical  handicap  or  varying 
degrees  of  intellectual  impairment  must 
also  influence  the  way  the  programme  is 
structured. 

Since  deaf-blind  children  have  to  work 
harder  for  less,  it  is  not  surprising  that  they 
are  often  visually  distractable  and  inattent- 
ive. Neither  can  it  be  assumed  that  without 
the  direct  intervention  of  the  adult  they  will 
use  their  limited  sight  effectively.  Also  the 
more  complex  their  handicaps  are,  the 
more  dependent  they  are  on  a  well  planned 
programme. 

Assessing  Functional  use 
of  Vision 

Before  embarking  on  a  programme  of  visual 
training  it  is  necessary  to  gather  together 
the  following  information: 

•  how  children  use  what  vision  they  have; 

•  what  visual  motor/perceptual  skills  they 
have  already  acquired; 

•  medical  and  ophthalmological  inform- 
ation. 

Information  gathered  in  this  way  should 
then  form  the  base  from  which  the  programme 
of  visual  training  is  started.  However,  the 
process  of  assessment  needs  to  be  ongoing 
so  that  the  programme  can  be  monitored 
and  developed. 

Use  of  Vision 

It  is  necessary  to  find  out  how  the  deaf- 
blind  child  uses  what  vision  he" has  by 
closely  observing  the  child  at  different  times 
of  day,  using  a  range  of  toys  and  everyday 
objects.  Observations  can  be  carried  out 
over  a  number  of  days  and  factors  such  as 
lighting,  colour,  size  and  pattern  of  objects 
should  all  be  considered.  It  is  important  to 
observe  very  carefully  and  to  record  observ- 
ations as  changes  in  behaviour  may  be 
slight  or  easily  misinterpreted. 

Visual  Motor/Perceptual  Skills 

These  skills  develop  sequentially  and  have 
been  detailed  in  a  number  of  develop- 
mental checklists.  Compare  the  child's 
present  level  of  visual  functioning  against 
such  a  scale  to  help  determine  (a)  what  the 
child  can  already  do,  (b)  what  the  next 
teaching  goal  might  be,  and  (c)  what  'gaps' 
there  might  tje  in  his  development. 

Medical  and  Ophthalmological 
Information 

It  is  helpful  to  have  as  much  information  as 
possible  about  the  deaf-blind  child's  eye 
condition,  his  general  health  and  other 
medical  information  as  all  these  factors  will 
influence  how  you  plan  the  programme  of 
visual  training. 

Planning  the  Programme 

The  new-born  baby,  who  has  not  seen 
before  birth,  quickly  adapts  to  using  his 
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sight.  The  normal  infant's  visual  competence 
develops  rapidly,  via  a  hierarchy  of  motor 
and  perceptual  skills  which  are  acquired 
by  his  constant  interactions  with  an  ever- 
widening  environment.  An  emerging  skill, 
which  at  first  appears  to  be  quite  "clumsy" 
and  inconsistent,  is  soon  refined  by  re- 
peated practice. 

In  the  deaf-blind  child  this  process  is 
severely  limited  and/or  interrupted.  The 
programme  of  visual  training  should  aim  to 
assist  the  efficient  use  of  what  vision  the 
child  has.  The  suggestions fortraining  given 
below  are  only  some  of  the  ways  in  which 
these  skills  can  be  encouraged. 

Guidelines 

The  following  guidelines  can  apply  to  all 
levels  of  training,  having  regard  to  how  the 
child  is  functioning  at  present. 

•  Start  with  large  objects  and  reduce  size 
as  child  becomes  more  skilled. 

•  Start  with  intense  stimulation  (as  with 
use  of  light  in  darkened  room);  work  towards 
more  normal  levels  of  contrast. 

•  Start  with  toys/objects  that  the  child  will 
most  readily  look  at  and  slowly  modify 
colour,  pattern  and  shape  to  increase  the 
range  of  objects  he  will  show  some  interest 
in. 

•  Remember  to  work  at  the  child's  pace. 
At  first  it  will  take  longer  for  the  child  to 
transfer  his  gaze  from  one  object  to  another, 
or  follow  a  moving  toy,  but  as  he  becomes 
more  skilled,  with  practice,  the  pace  can  be 
increased. 

•  Keep  intensive  training  to  short  but 
frequent  (once  or  twice  a  day)  and  regular 
periods. 

•  Give  the  child  time  to  master  and  con- 
solidate a  skill  before  moving  on  to  a  higher 
level  of  skill.  Vary  materials  used  if  interest 
flags. 

•  Show  the  child  how  to  perform  a  skill 
such  as  tracking,  by  physically  assisting,  if 
necessary  —  then  gradually  reduce  the 
level  of  support  given. 

•  Encourage  the  child's  efforts  in  whatever 
way  is  appropriate  or  most  effective  but 
remember  that  eventually  using  his  sight 
well  will  be  its  own  reward.  Selection  of 
materials,  seating,  setting  etc.  plays  an 
important  role  in  gaining  and  maintaining 
the  child's  interest  and  co-operation. 

•  Cut  out  other  visual  distractions  as  far 
as  possible,  at  least  initially,  so  that  the 
task  is  made  visually  clear. 

•  Set  clear,  short-term  objectives  and 
record  progress. 

•  Remember  that  opportunities  for  using 
vision  occur  throughout  the  day  and  the 
child  should  be  encouraged  to  practise 
using  the  skills  he  has  learned  whenever 
possible. 

Visual  Awareness  and  Attention 

Encourage  the  child  to  become  visually 
aware  and  attentive  to  visual  stimulation  in 
his  immediate  environment. 

•  Place  the  child  near  a  light  source; 
perhaps  a  coloured  lamp,  or  in  sunlight  (not 
shining  into  eyes)  while  he  is  lying  or  sitting. 

•  Hang  bright  or  shiny  toys/objects  over 
cot  or  from  frame  over  chair.  Choose  objects 
that  reflect  light  (mirror,  rattle)  or  move 
easily  (strips  of  foil  wrapping  paper)  where 
they  will  catch  light  from  window  or  lamp. 
Remember  to  place  the  toys  near  to  the 
child,  within  a  short  focal  length  and  where 
he  may  involuntarily  touch  them. 


•  Change  lighting  conditions  to  attract 
attention. 

The  adult's  role  is  to  observe  the  child's 
reactions  carefully  and  to  select  and  place 
appropriate  materials.  Encourage  an  ob- 
served reaction  to  the  visual  stimulus  by 
perhaps  repeating  the  experience  —  moving 
a  toy,  turning  a  light  on/off  or  taking  his 
hand  towards  a  toy. 

Although  the  child  can  be  exposed  to 
such  stimulation  in  the  absence  of  the 
adult  it  is  important  to  spend  short  periods 
playing  with  the  child  in  these  conditions 
so  that  the  child's  responses  may  be  helped 
to  become  more  positive  and  consistent, 
and  favoured  toys  and  objects  can  be 
selected  for  further  training. 


Fixation 

A  more  sustained  and  consistent  response 
to  a  visual  stimulus  is  now  sought  and 
turning  towards  the  stimulus  encouraged. 

•  Use  coloured  torch,  or  'Glow  Worm'  in 
darkened  room  —  switch  torch  on  to  one 
side,  then  the  other. 

•  Dangle  shiny  toy/paper  at  optimum 
focal  length  until  child  fixates  on  toy  — 
move  toy  to  another  position. 

•  Encourage  child  to  look  towards  face, 
perhaps  by  wearing  a  "Disco  hat". 

•  Experiment  with  toys  of  varied  bright 
colours  or  patterns. 

Tracking 

The  child  is  now  asked  to  follow  a  moving 
object.  Begin  by  working  at  eye  level  at 
optimum  focal  length  and  work  towards 
watching  toy  moving  across  a  table  or  on 
the  floor. 

•  Use  coloured  or  shaded  torch  —  move 
from  midline  to  left  or  right.  Then  move  the 
torch  slowly  from  left  to  right,  gradually 
extending  to  moving  a  light  through  180° 
then  vertically  and  diagonally. 

At  first  it  may  be  necessary  to  move  the 
light  very  slowly,  keeping  the  child's  visual 
attention  as  the  light  is  moved,  but  with 
practice  it  should  be  possible  to  make  the 
following  action  smoother  and  quicker. 

•  Dangle  a  bright  toy  across  line  of  vision, 
left-right,  up  and  down.  Do  not  discourage 
the  child  from  reaching  out  to  touch  the 
toy. 

•  Roll  a  ball  slowly  across  the  table,  or  use 
a  clockwork  toy  or  car. 

•  Play  with  bubbles. 

•  Look  for  toys  that  develop  tracking,  e.g. 
Zigzag  or  tumbling  clown. 

•  Bounce  "power"  balls  when  child  becomes 
really  skilled. 


Convergence  Training 

The  aim  here  is  to  help  the  child  to  focus  on 
an  object  as  it  approaches  and  moves 
away. 

•  Use  shaded  torch  or  bright  object  and 
move  it  very  slowly  towards  the  child  to  the 
point  where  the  child  no  longer  follows  it  — 
then  move  slowly  away  —  bring  object 
gradually  closer  and  closer  to  face  (about 
4")  before  moving  away. 

Accommodation 

The  aim  of  this  training  is  to  help  the  child  to 
focus  on  objects  at  varying  distances  from 
his  eyes.  At  first  alUraining  exercises  are 
presented  at  the  child's  optimum  focal 
length  but  he  is  then  encouraged  to  extend 
the  distance  at  which  he  will  regard  an 
object.  This  is  already  encouraging  this 
behaviour  to  some  extent  and  there  are 
plenty  of  opportunities  to  develop  this  skill 
throughout  the  day.  Practise  this  skill  by: 

•  Shining  a  (coloured)  torch  on  table  — 
near  child  —  switch  it  off  and  shine  in  a 
different  place  —  make  it  more  exciting  by 
changing  colour. 

•  Place  a  brightly  coloured  or  shiny  toy 
near  the  child  —  move  it  further  away  —  to 
left  or  right. 

•  Put  a  favourite  toy  near  the  child,  another 
further  away. 

Eye  Contact 

Eye/eye  contact:  For  a  deaf-blind  child  with 
some  useful  vison  this  skill  should  be  en- 
couraged as  it  can  then  play  an  important 
part  in  developing  relationships  and  com- 
munication skills.  Eye/eye  contact  can  be 
encouraged  in  many  playful  situations,  e.g. 
playing  "peep-bo",  wearing  a  zany  hat,  or 
varying  the  angle  at  which  you  look  at  the 
child. 

If  eye/eye  contact  is  very  difficult  to 
achieve  hold  something  a  child  likes  (a  toy, 
or  a  crisp)  in  front  of  your  eyes,  child  sitting 
opposite.  Give  the  child  the  object  as  a 
reward  if  he  looks  at  you.  At  first  reward  for 
a  fleeting  glance  but  gradually  expect  more 
sustained  eye  contact. 

Eye/object  contact:  This  is  a  prerequisite 
skill  for  developing  hand/eye  co-ordination 
and  visual  perception  skills.  Encourage 
the  development  of  this  skill  by: 

•  Making  sure  the  child  looks  at  all  objects 
before  giving  him  offered  object. 

•  Choose  favourite  toys/objects,  hold 
within  the  child's  reach,  only  releasing  to 
the  child  when  the  child  looks  at  the  toy, 
gradually  extending  the  length  of  time  you 
ask  the  child  to  look  at  the  toy  before  giving 
it  to  him. 

Hand/eye  Co-ordination 

The  refinement  of  this  skill  is  dependent 
upon  the  child's  increasing  manipulative 
skill.  However,  it  can  be  encouraged  from 
an  early  stage  as  the  child  reaches  out  to 
touch  a  toy.  If  the  child  is  looking  towards  a 
toy  but  making  no  attempt  to  touch  it,  take 
his  hand  and  place  it  over  the  toy. 

•  At  first  hold  a  toy  where  the  child  can 
reach  easily  and  make  sure  the  toy  is 
visually  exciting.  Give  as  much  help  as 
necessary  to  begin  with  —  gradually  reducing 
the  level  of  help  as  the  child  becomes  more 
practised. 

Extend  the  skills  by: 

•  asking  the  child  to  pick  up  toys  from  the 
table,  take  rings  off  a  stick  etc. 

•  take  objects  out  of  box/bowl; 

•  put  objects  into  a  box; 

•  post  objects  through  a  single  hole; 

•  put  small  objects  (beads,  pegs)  into  plastic 
bottle 

continued  on  page  5 


A  Psychologist  with  Deaf-Blind  Students 


Proper  Assessment  Takes 
rime 

was  asked  to  write  about  a  psychologist 
working  with  deaf-blind  students,  but  my 
ole  at  Whitefield  School  is  probably  different 
:o  that  of  a  psychologist  working  within  a 
Schools'  Psychological  Service.  Being  based 
n  one  school  only  means  I  am  able  to 
spend  comparatively  more  time  with  the 
students  and  staff,  which  is  an  obvious 
advantage,  especially  when  it  comes  to 
working  with  the  deaf-blind.  As  you  will 
Drobably  realise,  the  deaf-blind  student  is 
Dften  difficult  to  assess.  There  is  a  dearth 
)f  appropriate  tests  available  and  although 
here  are  developmental  scales  adapted 
or  use  with  the  deaf-blind  population,  (e.g. 
he  Callier-Azusa  Scale;  The  Progress 
3uide;  A  Developmental  Guide  for  Deaf- 
Blind  Infants  and  Children),  no  valid  assess- 
ment can  be  made  in  a  one-off  visit.  Deaf- 
)lind  students  require  on-going,  long-term 
assessment.  One  needs  to  become  familiar 
vith  the  student  before  their  true  potential 
becomes  apparent.  Many  deaf-blind  stu- 
dents are  easily  mis-diagnosed  as  being 
>everely  mentally  handicapped  if  it  is  for- 
jotten  that  their  dual  sensory  handicap, 
ind  often  accompanying  behavioural  and 
emotional  difficulties,  have  limited  their 
experiences  of  everyday  life.  These  exper- 
ences  form  the  basis  for  intellectual  develop- 
ment in  non-handicapped  children.  The 
environment  must,  therefore,  be  adapted 
o  meet  a  deaf-blind  student's  develop- 
mental needs,  so  that  his/her  true  potential 
s  realised. 

When  a  new  student  arrives  at  school, 
he  psychologist  may  help  to  set  up  a 
easeline  on  the  student's  functioning.  An 
nitial  assessment  period  is  usually  half-a- 
erm  after  the  student  has  arrived  and  in 
his  time  a  very  basic  knowledge  of  the 
itudent  will  have  been  built  up  by  obser- 
'ations,  testing  and  discussions  with  the 
)arents.  The  psychologist  may  have  advised 
)n  various  test  materials  available  or  been 
n  to  help  observe  the  student  at  work  or 
engaged  in  leisure  activities.  One  of  the 
nost  valuable  tools  of  assessment  the 
)sychologist  has,  is  one  of  observation. 
rhe  behaviour  of  the  new  student  inter- 
ring with  the  staff  can  be  observed,  and 
hen  future  handling  techniques  or  work 
)rogrammes  can  be  discussed. 
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describes  how  her  work  can  help 

both  student  and  teacher. 


A  Step-by-Step  Approach 

The  initial  assessment  of  the  student  is 
completed  to  enable  the  teacher  and  psy- 
chologist to  draw  up  programmes  of  work. 
The  psychologist  is  closely  involved  in  plan- 
ning programmes,  perhaps  advising  the 
Teacher  on  stages  of  development  or  how 
to  analyse  the  targets  set  into  clearly  defined 
objectives.  At  Whitefield  the  aim  is  to  have 
specific  individual  educational  programmes 
for  each  student  in  the  Deaf-blind  unit. 
Broad  areas  of  development  (e.g.  Behaviour, 
Language  and  Communication,  Perceptual, 
Motor)  are  sub-divided  and  six-monthly  tar- 
gets set.  These  targets  are  then  broken 
down  into  a  number  of  steps  (or  objectives) 
that  the  student  has  to  attain  before  the 
target  is  achieved.  The  psychologist's  role 
here  is  to  help  staff  decide  on  targets  and 
objectives.  The  objectives  need  to  be  written 
precisely  and  a  criteria  of  success  set.  It 
must  be  clear  to  everyone  how  the  student 
should  be  taught,  and  what  their  responses 
should  be.  It  should  then  be  easy  to  assess 
whether  the  student  has  achieved  the  set 
objective  or  not.  The  psychologist  may 
then  give  advice  on  record  keeping,  a  vital 
part  of  on-going  assessment. 

Another  vital  part  of  assessment  the 
psychologist  may  help  to  carry  out  is  a 
reward  assessment  (finding  out  what  the 
student  will  work  for).  Deaf-blind  students 
may  be  difficult  to  reward  and  a  thorough 
assessment  is  often  necessary  to  ascertain 
the  most  motivating  activities  for  the  student. 

The  Detached  Observer 

Once  the  programmes  and  rewards  have 
been  determined,  the  psychologist  can 
assess  the  student's  rate  of  learning  ana 
help  to  advise  staff  on  any  changes  of 
objectives  that  may  be  necessary.  At  this 
point,  observation  is  again  a  useful  assess- 
ment tool.  If  a  student  is  having  difficulty 
reaching  criteria  on  one  step,  the  psy- 
chologist can  observe  the  teacher  and 
student  working  together  and  from  this 
suggest  modifications  to  the  programme. 


continued  from  page  4 

Scanning 

This  is  the  ability  to  search  visually  for  an 
object  and  a  skill  which  the  normal  baby 
gradually  develops.  For  the  deaf-blind  child 
with  only  limited  sight  (and  no  recognised 
sound  cues  to  help  him)  this  may  prove  a 
particularly  difficult  skill  to  acquire  and 
again  can  be  encouraged  in  everyday 
routines. 

•  Play  searching  games  —  for  a  favourite 
toy,  on  the  table,  on  the  floor. 

•  "Hide"  a  favourite  toy  among  other  toys 
on  the  table. 

•  Roll  a  ball  down  a  tube. 

•  Drop  toy  on  the  floor  and  encourage 
child  to  search. 


Conclusion 

Deaf-blind  children  can  benefit  enormously 
from  using  their  residual  vision  but  as  in 
other  areas  these  skills  have  to  be  taught  if 
they  are  to  use  this  sight  effectively.  Whilst 
everyday  routines  and  activities  give  excel- 
lent opportunities  for  practising  using  vision 
there  is  also  a  place  for  intensive  structured 
training  which  would  be  considered  the 
norm  in  encouraging  the  development  of 
other  motor  abilities.  Well  developed  visual- 
motor  skills  will  then  provide  a  base  for  an 
ongoing  programme  of  perceptual  training. 

Further  reading 

Mary  Sheridan,  Children's  Developmental  Pro- 
gress. NFER,  1973. 

The  Callier-Azusa  Scale,  University  of  Texas  at 
Dallas. 


When  working  on  specific  programmes 
it  is  often  interesting  for  the  staff  to  observe 
how  the  student  works  with  other  people. 
The  psychologist  can  play  a  role  here  by 
being  that  'other  person'  because,  although 
they  are  not  in  daily  contact  with  the  student 
(as  the  teaching  staff  are),  the  student  is 
familiar  with  the  psychologist  and  vice- 
versa.  It  is  a  useful  way  of  discovering  if 
generalisation  of  learning  has  taken  place. 
If  a  student  has  truly  achieved  a  target, 
then  he/she  should  be  able  to  demon- 
strate skills  not  only  to  the  teacher  in  one 
particular  setting,  but  to  others  and  in 
different  settings. 

The  psychologist  working  with  deaf-blind 
students  also  has  an  important  role  to  play 
in  helping  deal  with  specific  behaviour 
problems.  As  already  mentioned,  many 
deaf-blind  students  demonstrate  behav- 
ioural and  emotional  difficulties.  Staff 
working  in  close  contact  with  the  student 
may  find  it  difficult  to  look  at  these  problems 
objectively  and  so  it  is  often  helpful  to  have 
someone  else  observe  and  record  these 
behaviours.  Discussions  with  the  staff  will 
then  lead  to  ways  of  dealing  with  the  problem. 
Programmes  can  then  be  drawn  up  which 
can  be  analysed  and  modified  if  necessary. 

Helping  the  Teacher 

All  the  above  points  have  concentrated  on 
the  psychologist's  role  in  working  with  the 
deaf-blind  student,  but  I  would  also  like  to 
suggest  that  the  psychologist  has  an  impor- 
tant role  to  play  in  reinforcing  the  work  of  the 
teachers  and  classroom  staff.  Someone  who 
is  not  in  daily  contact  with  the  student  is 
probably  more  likely  to  notice  changes  in  the 
student's  learning  and  behaviour.  Staff,  as 
well  as  the  students,  need  positive  reinforce- 
ment when  progress  may  seem  slow.  I  hope 
that  the  psychologist  may  play  a  role  in  pro- 
viding this  positive  reinforcement,  bringing 
the  staff's  attention  to  previous  records  and 
baselines,  demonstrating  that  however  slow 
the  progress,  progress  has  been  made! 

Conclusion 

The  traditional  view  of  a  psychologist  is  of 
someone  who  visits  the  child  every  so 
often,  whisks  them  off  into  a  separate  room 
for  a  one-to-one  assessment,  discusses 
the  findings  with  the  teacher  (maybe)  and 
then  disappears  over  the  horizon  to  be 
seen  just  before  the  next  report  is  due. 

I  hope  that  I  have  managed  to  dispel  this 
idea  and  to  show  that  the  role  of  the 
psychologist  working  with  deaf-blind  students 
can  be  much  broaderthan  simply  completing 
one-off  assessments.  The  best  assessments 
of  a  deaf-blind  student's  abilities  will  come 
from  close  collaboration  of  the  psychologist, 
teacher  and  other  classroom  staff. 

'Teamwork'  is  the  keyword  and  the  most 
important  role  a  psychologist  plays  when 
working  with  deaf-blind  students  is  to  be 
one  of  that  team. 

Further  reading 

Stilman,  R,  Callier  Azusa  Scale.  Callier  Hearing 
and  Speech  Centre,  Dallas,  (1976) 
Dale,  F,  Progress  Guide  lor  Deaf-Blind  and 
Severely  Handicapped  Children  .  NADBRH,(1972) 
Mclnnes,  JM,  Treffry  JA,  Deaf-Blind  Infants  and 
Children.  A  Developmental  Guide ,  Open  University 
Press,  Milton  Keynes,  (1982) 


A  Tactile  Approach. 


In  the  Mary  Sheridan  Unit  for  Sensorily 
Impaired  Multihandicapped  Children,  some 
of  the  children  showed  signs  of  'tactile 
defensiveness',  where  they  seemed  resistant 
to  exploring  things  by  touch.  Tactile  defensive- 
ness in  our  children  not  only  prohibited 
effective  exploration  of  the  environment 
and  therefore  learning,  but  in  children  who 
actively  resisted  their  hands  being  man- 
ipulated to  form  signs  it  severely  inhibited 
the  development  of  formal  communication 
skills.  It  was  with  these  problems  specifically 
in  mind  that  we  devised  a  tactile  programme 
using  soft,  'messy'  materials,  such  as  jelly, 
shaving  foam,  treacle,  new  custard  and 
semolina,  in  an  activity  which  formed  an 
integral  part  of  the  children's  daily  routine. 


Because  the  children  differed  widely  in 
their  disabilities  and  stages  of  development, 
we  needed  to  provide  a  learning  situation 
in  which  the  children  could  participate  at 
their  appropriate  level.  For  example  it  also 
provided  an  opportunity  for  the  physically 
handicapped  child  to  practice  manipulation 
skills  in  a  novel  and  exciting  medium.  An 
additional  aim  for  all  the  children  involved 
was  to  help  them  develop  sequencing  and 
a  broad  concept  of  'time'.  To  this  end  the 
activity  took  the  form  of  a  'tactile  calendar', 
each  day  being  marked  by  a  different  texture: 
Monday  -  shaving  foam,  Wednesday,  - 
custard,  Friday  -  treacle  etc.  To  provide 
additional  cues  and  establish  a  routine  for 
the  sessions  a  day-naming  song  preceded 
the  tactile  work. 

Two  of  the  advantages  in  using  mainly 
food  stuffs  were  felt  to  be,  firstly,  that  they 
are  harmless  if  eaten  by  the  child,  and 
secondly  the  very  nature  of  the  material 
made  it  impossible  for  the  child  to  avoid 
some  degree  of  exploration  once  it  was  in 
contact  with  the  hands. 

In  summary,  the  programme  aimed  at 
incorporating  several  curriculum  areas  in 
one  activity,  at  the  same  time  allowing  the 
individual  child  a  degree  of  freedom  to 
work  at  his  or  her  own  pace.  The  responses 
of  the  children  were  therefore  diverse  and  in 
some  cases  unexpected. 

For  one  child,  shaving  foam  was  the 
only  texture  he  would  initially  tolerate; 
beginning  by  rubbing  the  material  between 
fingers  and  thumb  and  then,  when  confidence 
and  interest  grew,  smearing  it  over  wrists 
and  face.  Gradually  the  other  textures  came 
to  be  accepted  in  the  same  tentative  way. 
',.'-.•  ■■-.  :.'-.•  '/'.  <AhU-.ti  rn  ont  he  t  he  clenched 
fists  and  tense  posture  adopted  in  antici- 
pation of  the  activity  disappeared,  to  be 
replaced  by  Shammon  actively  searching 
the  table  for  the  dough,  custard,  or  treacle 
which  would  be  placed  there.  Outside  of 
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the  activity  the  tension  in  his  hands  began 
to  fade,  enabling  adults  to  use  tactile  sign- 
ing effectively  with  him.  In  addition  his 
exploration  and  enjoyment  of  these  textures 
began  to  generalise  to  his  play  and  manip- 
ulation of  objects.  A  marked  progression 
was  observed  from  the  mouthing  of  smooth 
plastic  toys,  to  using  fingers  to  explore  an 
increasing  variety  of  objects  and  textured 
surfaces.  This  first  became  apparent  when, 
immediately  following  a  session  playing 
with  treacle,  he  was  observed  to  be  inde- 
pendently exploring  the  texture  of  small 
objects  by  rolling  them  between  his  palms 
and  over  the  back  of  his  hands. 

While  for  one  child  the  opportunity  to 
play  with  these  materials  removed  a  sig- 
nificant barrier  and  provided  an  incentive 
for  further  spontaneous  discovery,  with 
other  children  progress  was  much  slower 
or  took  different  forms.  It  was  many  months, 
for  example,  before  one  child  had  the.con- 
fidence  independently  to  touch  the  mat- 
erials placed  before  him,  but  the  expressions 
of  displeasure  were  gradually  replaced  by 
smiles,  giggles  and  a  cautious  interest  in 


the  activity.  In  contrast,  Sarah  eagerly 
anticipated  the  daily  texture  and  quickly 
learned  the  days  of  the  week,  answering 
correctly  'yes'  of  'no'  when  the  questions 
were  posed. 

In  certain  children,  playing  with  these 
materials  had  a  marked  effect  on  reducing 
self-stimulatory  behaviour.  Eye-poking  in 
one  child  for  example  presented  a  contin- 
uing problem  with  regard  to  finding  a  con- 
structive self-occupation  activity.  The  Tact- 
ile Calendar'  provided  for  him  one  such 
alternative.  As  often  as  was  practical  the 
children's  top  clothes  were  removed  to 
facilitate  further  exploration.  Many  of  the 
children  becamefascinated  by  thefeel  and 
in  a  few  cases,  the  sight,  of  the  material  on 
their  bodies. 

An  extension  to  this  programme  was  an 
activity  which  can  only  be  described  as  a 
'jelly  bath'.  A  tub  or  small  paddling  pool 
would  be  half-filled  with  brightly-coloured, 
strongly-flavoured  jelly,  thus  providing  a 
total  sensory  experience  through  texture, 
taste,  smell  and  colour,  involving  the  whole 
body.  For  the  children  who  were  ready  to 
participate  in  this  activity  it  proved  to  be  an 
exciting  and  enjoyable  way  of  promoting 
body  awareness. 

An  underlying  aim  of  all  these  activities 
was  to  bring  variety  and  an  element  of  fun 
to  the  children's  learning  experience.  En- 
joyment was  indeed  a  common  factor  in, 
eventually,  even  the  most  factually  defens- 
ive children. 


Pathway  News 


Mrs  Dorothy  Bowen  left  the  full  time  teaching 
staff  at  the  end  of  December.  She  and  her 
husband  have  moved  to  Norfolk.  Mrs  Bowen 
will  be  missed  for  her  great  enthusiasm  in 
all  that  she  did.  Apart  from  teaching  her 
own  group  of  young  children  she  taught 
cookery  to  the  seniors.  She  was  responsible 
for  Paget  Gorman  Signed  Speech  while 
here,  and  also  set  up  the  Keep  Fit  Class 
which  met  regularly. 


Lutheran  School-Home  for  Deaf  and  Blind, 
Vellore,  North  Arcot  District,  Tamil  Nadu. 
Mrs  Cornelius  describes  some  of  the 
genuine  problems  faced  by  the  handicapped 
in  that  country.  She  explains  that  many 
face  a  'miserable  existence'.  Life  offers 
them  no  thrills.  They  live  in  a  silent  dark 
world  in  mental  tension  in  addition  to  the 
other  handicaps.  She  goes  on  to  describe 
how  she  plans  the  curriculum  to  give  the 
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Gone  up  in  the  world  is  Francis  Smart,  seen  above.  Found  missing  from  his  bed  he  was 
discovered  asleep  on  top  of  the  radiator,  and  without  a  safety  net,  too! 


Mr  Bowen  was  one  of  that  rare  breed 
of  men  —  a  tax  officer  with  a  sense  of 
humour.  He  loved  supervising  the  children 
out  of  school  hours  and  put  a  lot  of  energy 
and  thought  into  the  work.  The  children  will 
miss  him.  Best  wishes  to  them  both  and 
many  thanks. 

We  received  a  most  interesting  Christmas 
card  and  letter  from  India.  The  card  was  a 
picture  of  a  deaf-blind  child  called  Meena 
playing  with  a  group  of  deaf  children.  Mrs 
Esther  Cornelius   had  written   from  the 


children  a  wide  range  of  educational  activ- 
ities. We  look  forward  to  reading  more 
about  her  work  later  in  the  year. 

Miss  D.  Entwhistle  was  presented  with 
a  silver  plate  to  mark  her  twenty-five  years 
work  for  the  RNIB.  Congratulations  to  her. 

John  Peter  Jones 

Teacher  in  Charge 

Pathways 

Condover  Hall  School  (RNIB) 

Condover,  Shrewsbury 


Mobility  Allowance 


The  long-running  campaign  to  ensure 
that  deaf-blind  people  can  claim  Mobility 
Allowance  continues.  Some  members 
are  finding  it  harder  to  get  the  allowance 
than  before;  others  are  succeeding.  What 
is  going  on? 


The  Background 

Mobility  Allowance  was  first  introduced 
several  years  ago  as  an  attempt  to  'target' 
limited  government  money  towards  some 
of  the  most  severely  handicapped  people. 
It  was  recognised  that  there  are  many 
extra  costs  involved  if  you  are  not  able  to 
travel  outdoors  on  your  own;  the  MA  was 
intended  to  compensate  for  some  of  these 
extra  costs. 

A  system  was  devised  to  decide  if  appli- 
cants were  entitled  to  the  allowance.  MA 
applicabilitywas  to  be  tested  using  afunc- 
tional test'  —  that  is,  if  you  couldn't  walk  a 
certain  distance  without  help,  you  were 
entitled  to  MA.  The  test  involved  things  like 
walking  along  a  corridor  and  climbing  steps. 
Over  the  years,  it  became  clear  that  there 
were  some  parts  of  the  original  legislation 
that  were  not  quite  clear.  You  are  entitled 
to  MA  if  you  are  'virtually  unable  to  walk'. 
But  what  does  'walk'  mean?  And  what  does 
it  mean  to  be  'virtually  unable'?  A  lot  of 
people,  including  Sense  members,  pointed 
out  that  their  children  often  refused  to 
walk,  or  would  run  away  into  danger,  or 
needed  constantencouragement  in  order 
to  walk  anywhere,  and  that  it  was  quite 
impossible  to  take  their  child  on  public 
transport,  even  if  there  was  nothing  wrong 
with  their  legs. 

Other  people  pointed  out  that  a  deaf- 
blind  person  may  be  able  to  move  his  feet, 
but  he  cannot  find  his  way  anywhere  without 
guidance  and  supervision  from  others. 
Clearly,  since  the  act  of  walking  includes 
the  act  of  getting  from  place  to  place,  such 
a  person  is  'virtually  unable  to  walk'. 

Because  of  these  points,  and  many  others, . 
many  of  our  members  succeeded  in  getting 
MA.  But  others  failed,  depending  upon  the 
mood  of  the  doctor  carrying  out  the  test,  or 
depending  upon  the  family's  ability  to  quote 
previous  cases.  In  otherwords,  the  situation 
was  generally  unclear,  and  the  Law  needed 
to  be  interpreted  more  clearly  for  everyone's 
sake. 

A  year  ago,  the  case  of  Christine  Lees 
appeared  before  the  House  of  Lords,  in  an 
attempt  to  clear  up  the  Law  as  it  stands. 
Christine  is  blind  (not  deaf-blind),  and  does 
not  have  as  many  problems  as  most  of  our 
members,  but  she  has  the  basic  problem 
that  although  she  can  move  herfeet  alright, 
she  doesn't  know  how  to  find  her  way 
about.  The  judgement  of  the  House  of 
Lords  was  intended  to  clarify  the  situation. 
It  hasn't. 


Legal  Matters 

Christine  Lees'  appeal  was  refused.  In  their 
judgement  the  Lords  made  an  astonishing 
interpretation  of  what  is  meant  by  the  words 
"to  walk".  To  them,  the  act  of  walking  is 
simply  the  act  of  putting  one  foot  in  front  of 
the  other.  It  no  longer  appears  to  matter 
whether  you  can  use  that  ability  in  order  to 
get  from  one  place  to  another. 

At  first  sight  this  seemed  a  disastrous 
and  ludicrous  judgement.  Yet  things  are 
not  as-bad  as  they  seem. 


•  This  judgement  was  only  given  in  the 
case  of  one  person,  and  there  are  a  series 
of  test  cases  being  fought  at  the  moment  to 
see  how  far  it  will  affect  other  claimants. 

•  It  seems  as  if  we  can  still  argue  that 
someone  is  entitled  to  MA  if  they  refuse  to 
walk,  or  if  it  requires  constant  encourage- 
ment to  get  them  to  walk. 

•  The  DHSS  have  recently  accepted  a 
Sense  proposal  that  all  deaf-blind  app- 
licants are  entitled  to  be  tested  out  of 
doors,  rather  than  just  in  a  corridor. 

•  Many  Medical  Appeals  Tribunals  in  dif- 
ferent parts  of  the  country  are  still  granting 
MA  to  deaf-blind  people,  by  using  their 
commonsense  in  realising  that  the  person 
in  front  of  them  is  unable  to  travel  inde- 
pendently. 

•  Sense  has  recently  helped  Stephen 
Hazlehurst  win  his  appeal,  and  in  so  doing 
has  established  the  most  appropriate  way 
of  determining  whether  the  balance  prob- 
lems of  a  deaf-blind  person  are  sufficient  to 
entitle  them  to  MA. 

The  Issue  of  Balance 

Stephen  Hazlehurst's  case  (Ref  277678) 
was  heard  before  the  Medical  Appeal 
Tribunal  on  22  January  1986.  Stephen  is 
totally  blind,  and  almost  totally  deaf.  The 
arguments  used  in  his  case  may  usefully 
be  applied  in  other  cases: 

•  The  Lees  case  in  the  House  of  Lords 
appears  to  state  that  it  is  irrelevant  whether 
a  deaf-blind  person  can  find  their  way  from 
A  to  B  without  guidance  and  support.  But  it 
does  not  rule  out  the  situation  where  a 
person  needs  help  to  get  anywhere  at  all. 

•  Although  the  Lees  decision  suggests 
that  the  need  for  guidance  should  be 
ignored,  the  need  for  support  still  needs  to 
be  considered. 

The  DHSS  has  recently  produced  a  set 
of  'Notes  for  Medical  Practitioners'  as  part 


Christopher  Brock 

Christopher's  Mobility  Allowance  which 
he  has  received  since  Febuary  1984, 
was  suddenly  withdrawn  in  September 
'85.  This  followed  a  statement  by  a 
representative  of  the  Secretary  of  State, 
before  a  tribunal,  to  the  effect  that, 
following  a  House  of  Lords  decision, 
Christopher  Brock  could  no  longer  qualify 
for  the  Mobility  Allowance.  Therefore 
the  decision  of  the  Medical  Board  of  27 
July  1 984  which  had  found  in  hisfavour, 
was  set  aside. 

There  is  no  appeal  against  such  a 
decision  except  on  a  point  of  law,  so  we 
have  to  accept  this  ruling  as  it  stands. 
We  feel  that  to  withdraw  such  an  allow- 
ance, (though  it  is  only  £21 .40  per  week) 
after  paying  it  for  nearly  two  years  is 
highly  offensive  and  could  give  rise  to 
real  hardship  in  those  families  who  have 
come  to  depend  on  it  for  transport  costs 
for  an  otherwise  immobile  dependent. 

It  is  a  further  warning  to  parents  that 
our  children's  entitlements  are  never 
secure,  and  that  we  must  never  cease 
to  present  these  anomalies  to  those  in 
authority. 
Margaret  Brock 


of  a  pilot  study  in  involving  local  GPs,  in  the 
first  assessment  for  MA  Paragraph  1 7  states: 
"It  is  not  intended  to  exclude ...  those 
claimants  who  can  walk  to  some  deg- 
ree indoors  but  who  have  a  restricted 
capacity  out  of  doors  because,  for 
example,  of  liability  to  fall  on  uneven 
pavements  or  the  need  for  a  helping 
hand  because  of  instability  etc." 

•  It  is  therefore  important  to  test  the  need 
of  the  claimant  for  support.  Since  this  need 
for  support  is  separate  from  the  need  for 
guidance,the  claimant  should  be  tested 
without  the  aid  of  somebody  guiding  them. 

•  Since  the  Guidance  Notes  specify  the 
additional  balance  problems  arising  out  of 
doors,  the  test  should  be  performed  out  of 
doors. 

•  Since  a  white  cane  is  used  as  an  aid  to 
orientation,  not  for  support,  the  claimant 
should  be  tested  without  the  use  of  the 
cane. 

A  standard  medical  test  for  balance  can 
now  be  performed.  In  Stephen's  case,  the 
test  took  three  stages: 

1.  Stand  upright,  with  feet  together,  arms 
by  the  side,  and  back  straight. 

2.  Walk  down  the  middle  of  a  corridor,  with 
noguidance.withoutfollowingawall,  show- 
ing normal  erect  posture. 

3.  Walk  heel-to-toe,  again  with  no  support 
or  guidance. 

Stephen  was  unable  to  perform  the 
second  two  of  these  tests,  and  accordingly 
was  granted  Mobility  Allowance.  If  he  had 
succeeded  on  these,  the  same  tests  would 
have  been  performed  outdoors. 

We  therefore  recommend  that  other 
deaf-blind  applicants  should  ensure  that 
they  are  tested  for  balance  problems  in 
the  same  way. 

The  Way  Forward 

By  stressing  the  problems  of  balance,  more 
of  our  members  should  succeed  in  claiming 
Mobility  Allowance.  But  this  is  just  tinkering 
with  the  rules.  Sense  has  joined  with  other 
organisations  concerned  with  deaf-blind 
people  to  demand  a  change  in  the  regul- 
ations to  make  things  clearer.  Along  with 
the  Royal  National  Institute  for  the  Blind, 
the  North  Region  Association  forthe  Blind, 
the  National  Deaf-Blind  Helpers  League 
and  the  South  Region  Association  for  the 
Blind,  the  campaign  is  moving  on  several 
fronts: 

Political:  At  a  meeting  of  the  All-Party 
Disablement  Group  in  January,  Paul  Ennals 
spoke  to  a  group  of  MPs  about  our  concerns. 
A  number  of  MPs  are  pledging  support, 
and  interest  is  mounting  in  the  House  of 
Commons. 

Representatives  of  the  organisations 
intend  to  meet  with  officials  from  the  DHSS, 
to  discuss  proposed  amendments  to  reg- 
ulations. 

Procedural:  Some  test  cases  are  being 
fought  in  front  of  the  Tribunal  of  Commis- 
sioners, to  see  howfarthe  Lees  judgement 
affects  our  members. 

Applicants  are  being  encouraged  to  ap- 
peal against  any  refusal.  We  are  preparing 
a  leafletto  explain  the  mobility  problems  of 
deaf-blind  people  to  the  doctors  who  sit  on 
Medical  Boards. 

Publicity:  We  will  start  publicising  cases 
where  people  have  been  turned  down  for 
MA  despite  their  obvious  inability  to  travel 
alone. 

If  any  members  want  advice  on  how  to 
appeal  against  a  refusal  contact  Paul  Ennals 
at  Sense  HQ. 


Usher  Syndrome 


Usher  Syndrome  produces  deterioration  of  vision  in  people  who  are  born 
deaf.  This  process  of  losing  a  second  sense  can  bring  a  host  of  problems. 
On  these  pages  we  examine  three  faces  of  Usher  Syndrome.  Verity  Turrell 
discusses  her  own  reactions  to  discovering  that  her  son  had  the 
condition.  Margaret  Taylor  talks  about  some  of  the  practical  implications. 
And  Pat  Robins  talks  of  the  pleasures  and  problems  of  public  life. 


One  of  the  worst  days  of  my  life  occurred 
on  a  bright  May  morning  in  1980,  when  a 
Consultant  Opthalmologist  confirmed  my 
hesitant  query  that  Charles  did,  indeed, 
have  a  form  of  Retinitis  Pigmentosa. 

Walking  home,  I  struggled  to  control  my 
features,  but  my  19  year  old  son  —  who 
was  watching  my  face  —  said,  "What's 
wrong?".  How  could  I  possiblytell  him  what 
I  had  just  learned,  that  as  well  as  having 
virtually  no  hearing,  he  was  also  eventually 
going  to  lose  his  sight  too?  —  I  would  rather 
he  died  first.  His  father  had  died  at  44  with 
lung  cancer,  so  perhaps  Charles  would  not 
survive  long  enough  to  go  blind.  He  might 
even  be  knocked  down  and  killed  in  a  road 
traffic  accident  —  I  rather  hoped  he  would. 

What  I  did  not  discover  until  four  years 
later  was  that  —  although  his  peripheral 
vision  would  deteriorate  slowly  over  the 
years  —  no  one,  in  fact,  can  categorically 
state  just  how  much  of  his  sight  he  will 
actually  lose,  or  when.  I  had  also  overlooked 
the  basic  truth  —  that  everyone  classified 
as  deaf  is  not  totally  deaf.  I  knew  that  there 
are  degrees  of  hearing  loss,  but  it  was  not 
until  four  years  later  that  it  dawned  on  me 
that  there  are  also  degrees  of  visual  loss  with 
blindness.  Had  I  only  realised  this  sooner, 
what  a  degree  of  despair  and  fury  against 
God  I  might  have  been  saved! 

Charles  was  delivered  by  Caesarean 
section.  He  was  slow  to  sit  up  unaided,  and 
still  needed  to  be  propped  up  in  his  pram 
on  his  first  birthday.  He  was  equally  slow  to 
walk,  being  1 8  months  old  before  achieving 
this.  His  balance  was  not  good  on  a  slope, 
and  he  tended  to  fall  over  if  he  ran  downhill. 
In  the  dark  he  seemed  to  lose  all  his 
confidence  and  tended  to  fall  or  stumble. 

Later  on  he  had  a  bicycle  with  stabilisers, 
which  he  had  managed  all  right,  so  he  was 
given  a  bicycle  for  his  12th  birthday.  He 
never  enjoyed  this  very  much  and  did  not 
wish  to  ride  it  as  much  as  I  expected, 
although  he  took  it  away  to  secondary 
school  with  him. 

There  he  did  not  seem  very  keen  on 
games  —  particularly  ball  games.  Laterthe 
school  did  tell  me  that  they  thought  Charles 
had  "tunnel  vision".  I  took  him  to  the  local 
optician  for  a  check  up,  who  denied  this 
diagnosis.  As  he  had  been  attending  there 
since  the  age  of  four,  unfortunately,  I  never 
doubted  their  word.  He  had  the  opportunity 
at  school  of  playing  golf  and  tennis,  but 
preferred  rowing  and  swimming  instead. 

Charles  wanted  to  take  "O"  and  "A" 
levels,  so  he  went  to  the  6th  Form  College 
on  the  school  campus,  1 2  miles  away  from 
home,  and  to  enable  Charles  to  be  as 
independent  as  possible,  my  daughter  sug- 
gested that  he  bought  a  moped.  However 
he  never  managed  as  well  as  he  should  to 
ride  in  a  straight  line  and  not  to  wobble. 

When  he  left  College  in  1979toattenda 
hearing  College  for  Further  Education, 
Charles  wanted  to  learn  to  drive  —  I  decided 
that  the  time  had  come  to  put  on  record  the 
exact  state  of  Charles'  hearing  and  vision. 

At  the  ENT  assessment,  I  discovered 
Charles  had  no  balance  nerves,  and  virtually 
no  hearing.  We  then  went  to  see  an  opthal- 
mologist, who  discovered  he  had  limited 


Breaking 
the  News 


How  do  you  explain  to  your  child 

with  hearing  loss  that  his  sight  is 

likely  to  deteriorate?  Verity  Turrell 

was  faced  with  that  task. 


peripheral  vision  and  sent  him  to  have 
visual  evoked  responses  at  St  Thomas' 
Hospital.  We  now  learned  that  Charles  had 
no  night  vision  as  well  as  limited  vision,  and 
the  opthalmologist  told  me  that  no  way 
could  he  be  allowed  to  drive. 


It  still  never  occurred  to  me  that  there 
was  any  progressive  problem.  The  visual 
evoked  responses  had  to  be  repeated  a 
year  later,  and  the  opthalmologist  seen 
again.  I  discovered  that  the  ENT  specialist 
had  mentioned  a  condition  called  "Usher 
Syndrome"  — aform  of  Retinitis  Pigmentosa, 
often  associated  with  poor  balance  and  no 
night  vision  —  and,  indeed,  Charles  had 
this. 

I  was  overcome  with  fury  at  the  injustice 
of  God  —  who  had  decreed  that  my  son 
should  have  been  born  with  not  only  one  of 
the  worst  handicaps,  which  cuts  him  off 
from  people  —  but  also  the  handicap  of 
progressive  blindness. 

I  had  decided  that  Charles  did  not  need 
to  be  told  —  yet.  Nor  did  I  feel  I  wished  to 
burden  him  with  this  knowledge.  However, 
my  hand  was  forced.  I  came  home  late  one 
evening  to  find  a  note  from  Charles  saying: 
"I  think  I  have  Usher  Syndrome.  I  have 
seen  about  it  on  television".  I  felt  sick. 
Apparently,  publicity  about  Usher  Syndrome 
had  been  put  out  by  Ceefax. 

I  was  furious  at  the  insensitivity  and 
apparent  lack  of  forethought  of  whoever 
had  splashed  this  information  all  over  the 
television  screen.  What  effect  would  this 
information  have  upon  my  son,  and  what 
course  of  action  should  I  take? 

The  TV  programme  mentioned  the 
Usher  Syndrome  Awareness  and  Education 
Programme    being    organised    by    Mary 


Guest,  so  I  decided  to  contact  her  and  ask 
for  information.  She  was  most  helpful,  and 
also  sent  me  her  recent  article  on  "Usher 
Syndrome:  A  Handicap  of  Hearing  and 
Sight",  together  with  other  relevant  infor- 
mation currently  available. 

Charles  was  just  acquiring  a  new 
girl  friend.  As  Usher  Syndrome  is  a  genetic 
disorder,  who  one  marries  is  important  and 
I  decided  after  much  thought,  that  the 
time  had  come  to  put  him  in  the  picture.  I 
gave  him  a  copy  of  Mary  Guest's  article, 
prefaced  by  two  comments.  There  are  deg- 
rees of  "blindness"  as  there  are  degrees  of 
"deafness"  and,  the  condition  will  get  worse, 
but  very  slowly.  Having  read  it,  he  looked  at 
me  and  said:  "Then  I  had  better  go  on  as 
many  holidays  as  possible  while  I  can  still  see". 

When  his  girl  friend  came  to  lunch  a  few 
days  later,  we  were  all  able  to  talk  about 
the  problem  together. 

On  my  return  from  the  recent  Conference 
on  Usher  Syndrome  I  asked  Charles  at 
what  age  he  would  like  to  have  known  that 
he  had  this  dual  problem.  His  answer 
surprised  me  —  he  said  1 1 .  At  1 1 ,  one  is  not 
adult  enough  to  comprehend  the  full 
import  of  the  diagnosis,  or  to  worry 
overmuch  about  something  that  is  not 
going  to  happen  for  so  many  years.  If  I  had 
known  about  Usher's  all  those  years  ago,  I 
could  have  ensured  that  school  was  fully  in 
the  picture  regarding  ball  games,  mobility, 
going  out  at  night,  extra  problems  with 
lipreading  and  lighting,  and  that  Charles 
really  needed  a  symbol  cane  once  he 
started  going  out  in  the  dark  on  his  own.  It 
was  not  until  two  years  ago  when  he  was 
nearly  run  down  by  a  fire  engine,  that  I 
would  even  admit  this  to  myself.  Charles 
now  has  a  symbol  cane,  banded  in  red,  to 
show  that  he  has  problems  with  his  hearing 
as  well  as  his  sight. 

Now  that  we  can  talk  openly  about  the 
problem,  we  can  discuss  ways  and  means 
of  overcoming  particular  difficulties,  and 
Charles  will  ask  his  friends  —  both  hearing 
and  deaf  —  to  help  him  when  they  are  out 
together  at  night. 

As  for  the  future,  none  of  us  knowswhat 
this  will  hold  for  any  of  us,  Charles  will  have 
his  sight  and  visual  fields  monitored 
regularly  so  that,  if  any  change  in  his 
present  occupation  (Civil  Engineering) 
becomes  necessary,  we  shall  know  and 
take  appropriate  steps. 

For  the  last  three  years  Charles  has 
been  attending  a  Day  Release  Course  at 
the  local  Technical  College.  He  has  a  two 
mile  walk  there  and  back,  through  narrow, 
ill-lit  footpaths,  often  in  the  dark,  and  has  to 
cross  a  busy  main  road  with  no  pedestrian 
crossing  or  traffic  lights.  At  the  successful 
completion  of  his  three  year  Civil  Engineering 
Course  he  was  awarded  a  prize  —  not  just 
for  good  marks,  but  for  hard  work  and 
effort,  and  for  his  good  attitude  to  work. 
The  College  felt  that  he  had  shown  great 
determination  to  overcome  his  handicaps 
—  (he  had  no  interpreter  or  outside  help)  — 
and  that  his  results  were  a  considerable 
achievement  which  should  not  go  un- 
remarked. I  must  take  care  never  to  under- 
estimate my  son! 
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In  May  1985,  when  my  husband  was 
elected  as  Mayor  of  Truro,  Cornwall,  I 
accepted  the  position  as  Mayoress.  I  have 
always  lived  in  Truro  but  never  thought  I'd 
become  the  Mayoress. 

I  have  Usher  Syndrome  and  in  my  case, 
as  well  as  being  severely  deaf  and  registered 
blind  with  a  very  limited  field  of  vision,  my 
central  nervous  system  is  affected.  I  have 
very  little  sense  of  balance  and  cannot  walk 
unaided  outside  the  house.  I  also  experience 
other  unpleasant  symptoms  because  of  my 
condition. 

I  attended  ordinary  schools  in  Truro, 
eventually  getting  a  job  in  the  Civil  Service. 
After  the  birth  of  my  second  son  my 
condition  deteriorated  very  rapidly  and  I 
became  housebound  except  for  when  my 
husband  was  at  home.  I  therefore  led  a 
very  quiet  and  isolated  life.  During  the 
daytime  I  passed  the  time  by  studying  with 
the  Open  University,  gaining  my  BAdegree 
after  four  years  of  study  in  1981.  Since 
then,  thanks  to  the  loan  of  a  CCTV  from  the 
MSC,  I  have  been  working  as  a  free-lance 
writer. 

We  were  appointed  deputy  Mayor  and 
Mayoress  in  May  1984  and  during  that 
year  we  undertook  civic  engagements 
when  the  Mayor  and  Mayoress  were 
unable  to  attend,  so  we  had  a  sort  of 
breaking  in  period.  However,  neither  of  us 
really  realised  just  how  hectic  our  lives 
were  to  become  from  May  1985. 

1985  saw  the  celebration  of  a  number 
of  special  anniversaries  including  the 
700th  anniversary  of  the  granting  of  one  of 
Truro's  charters.  This  was  celebrated  in 
June  with  a  weekend  of  events  and  we 
were  in  the  midst  of  them  all. 

We  have  attended  many  meetings, 
opened  fetes,  fayres  and  coffee  mornings, 
opened  new  shops,  launched  new  projects 
in  the  city,  attended  concerts,  handed  out 
prizes,    attended    lunches,    dinners    and 
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Pat  Robins  is  deaf-blind  with  Usher 

Syndrome.  Her  account  of  her  year 

as  Mayoress  of  Truro  should  give 

encouragement  to  us  all. 


dances  and  generally  supported  local 
events.  We  attended  a  Royal  Garden  Party 
and  were  introduced  to  Princess  Alexandra 
at  another  function.  Christmas  was  a  very 
hectic  time  with  many  carol  services  and 


parties  and  we  also  had  to  visit  all  the 
hospitals  and  old  folks  homes  in  the  area. 

Each  Saturday  morning  we  have  a 
coffee  morning  in  the  Town  Hall  in  aid  of  a 
local  branch  of  a  charity.  This  way  we  have 
been  able  to  support  many  charities  for  the 
disabled  including  the  deaf  and  blind. 

I  felt  very  nervous  when  I  accepted  the 
position  and  wondered  if  I  would  be  able  to 
cope  with  the  job.  I  knew  some  people  had 
doubts  about  a  disabled  person  doing  it 
but  I  felt  that  it  was  an  opportunity  to  show 
that  those  of  us  who  are  disabled  are,  if 
given  a  chance  and  some  support,  capable 
of  doing  things.  I've  found  that  after  an 
initial  period  of  uncertainty,  people  are 
now  generally  accepting  of  me  as  Mayoress 
and  in  some  cases,  for  the  first  time  in 
years,  are  actually  attempting  to  have  a 
conversation  with  me. 

Although  normally  my  husband  makes 
all  the  speeches  etc.  and  I  just  accompany 
him,  I  have  had  to  do  some  things  myself 
including  opening  fetes,  making  an  after 
dinner  speech  and  handing  out  prizes.  The 
latter  was  difficult,  not  being  able  to  see 
properly  —  but  I  coped.  Hand  shaking  is  a 
problem  as  I  can't  see  the  hands  but  most 
people  have  now  learnt  to  take  mine! 

Some  days  I  get  very  tired,  especially 
when  we  have  had  as  many  as  five  or  six 
things  to  go  to  in  one  day.  The  whole  thing 
is  a  strain  but  I  do  not  regret  the 
experience.  We  will  be  in  office  until  May 
1 986.  It  is  an  experience  neither  of  us  will 
ever  forget  and  I'm  very  glad  that  despite 
all  the  difficulties,  I  have  been  at  my 
husband's  side  during  this  important  year 
for  him. 

I  hope  that  some  of  the  many  people  we 
have  met  and  spoken  with  have  gained  a 
greater  understanding  of  the  problems 
faced  by  the  deaf-blind  from  meeting  and 
watching  how  I  cope  with  communication 
and  that  this  in  turn  will  benefit  others. 

Pat  Robins 


'I  agree  that  the  affected  person  must  be 
made  as  independent  as  possible,  within 
their  individual  limited  capabilities.  I  feel 
that  this  must  not  be  overdone,  and  that 
the  sole  objective  must  not  be  to  maKe  tnem 
totally  independent,  as  this  could  lead  to  a 
very  capable,  but  lonely  person. 

Within  a  family  situation  it  surely  must 
be  better  for  all  concerned  to  be  able  to 
reach  a  workable  system  of  helping  each 
other  and  sharing  tasks,  with  the  emphasis 
on  making  the  affected  person  feel  a  useful 
member  instead  of  a  liability,  everyone  is 
capable  of  achieving  things  within  their 
limitations. 

Our  son  is  in  the  throes  of  a  Pool 
Championship  and  a  Chess  Championship 
at  his  'local'  in  spite  of  the  fact  that  he  can't 
even  see  to  find  his  way  to  the  pub  from 
home.  He's  a  whizz  at  setting  dad's  digital 
watch  and  remembering  football  scores, 
all  little  things  that  contribute  to  his 
usefulness  in  the  family.  ...We  find  that  we 
have  to  introduce  new  ways  and  ideas 
sensibly  and  very  slowly.  Gentle  persuasion, 
persistance  and  encouragement  produce 
better  results  than  outright  dictation  and 
demands. 

Another  point  that  should  be  made  is 
that  the  more  badly  affected  Usher  Syndrome 
sufferer  has  many  more  problems  to 
overcome  than  a  less  severely  affected 
person.  For  example,  a  person  with  only 
partial  hearing  and  sight  loss  may  be  able 
to  follow  a  conversation  either  with  the 
help  of  hearing  aids,  lip-reading,  or  sign- 
language,  as  they  have  the  distinct  advan- 
tage of   being   able   to   understand   the 


Practical  Steps 


Margaret  Taylor's  son  Billy  has 

Usher  Syndrome.  This  extract  from 

a  letter  discusses  some  of  the 

practical  tasks  the  family  faced. 

English   language  —  joining  words  into 
sentences,  punctuation  etc. 

A  more  severely  affected  person,  with 
no  speech,  no  hearing  and  very  limited 
vision,  in  spite  of  being  very  intelligent, 
may  only  have  the  education  of  a  child,  and 
not  be  able  to  understand  and  link 
sentences.  Or  he  might  be  unable  to  pick 
out  the  relevant  words  from  a  conversation 
which,  linked  together,  are  what  give  it 
meaning.  Billy  could  only  take  part  in  a 


group  discussion  with  less  affected  mem- 
bers if  he  had  his  own  interpreter,  and  even 
then  it  would  have  to  slow  down  to  his 
pace. 

On  a  one  to  one  basis,  with  an 
interpreter,  Billy  can  excel  (in  conversation) 
even  with  hearing  people.  Similarly  in 
certain  games,  by  his  sheer  power  of 
concentration  he  often  has  the  ability  to 
outwit  his  opponent. 

Contrary  to  some  views  about  the  value 
of  large  print  and  magnifying  glasses  our 
son  finds  'condensed'  things  easier  to 
assess.  A  22  inch  TV  screen  is  too  big  for 
him  to  scan  and  he  finds  a  14  inch  more 
acceptable.  Similarly  he  will  use  a  camera 
viewfinder  or  a  car  wing  mirror  to  give 
himself  a  concentrated  view  of  a  bigger 
area,  and  thus  appreciates  his  environment 
better' 


Philip  Gaf ga  Wins  an  Award 


Philip  Gafga,  who  is  23,  deaf  and  partially 
sighted,  has  won  an  award  of  E2.000  to 
help  him  with  his  further  studies  at  Durham 
University.  Having  obtained  a  good  first 
degree  Philip  has  been  offered  the  oppor- 
tunity to  stay  at  Durham,  probably  for  three 
years,  to  do  research  in  the  field  of  monetary 
economics  for  a  PhD. 

The  grant  scheme  was  presented  in 
London  by  Lord  Snowdon,  who  set  up  the 
scheme  in  1981  as  part  of  the  International 
Year  of  the  Disabled.  The  awards  are  for 


triumphing  over  severe  disability. 

Lord  Snowdon  called  for  more  to  be 
done  for  the  disabled,  whose  unemployment 
rate  is  unacceptably  high.  He  said,  "Every 
disabled  person  is  a  first-class  citizen  and 
should  be  treated  as  such". 

Philip  will  use  the  award  towards  his 
books  and  photocopying  costs  in  the  next 
two  years. 

Among  his  interests  are  computers  and 

chess  which  he  plays  at  an  advanced  level. 

See  the  photograph  on  page  36. 
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Holidays  for  Everyone 

Summer  is  approaching  fast,  so  it's  time  to  consider  what's  happening  on  the  holiday  front.  Again  this  yearthe  possibilities  seem 
endless.  The  world  is  your  oyster!  Sense  has  expanded  its  holiday  programme  to  six  organised  holidays,  together  with  new  ideas 
for  Family  Breaks  and  caravan  holidays.  What  more  could  you  want?  However  there  are  lots  of  other  exciting  and  interesting 
possibilities  for  families,  groups  or  individuals. 


Sense  Holiday 
Programme  1986 

Here  are  the  details  of  our  current  Summer 
1986  Holiday  Programme  for  deaf-blind 
and  rubella  children  and  young  adults. 

Children 

Weston-Super-Mare  16-30  August 
This  is  a  full-board  holiday  for  up  to  ten 
handicapped  children  of  mixed  abilities 
and  ages.  It  is  based  in  afarmhouse setting 
at  Lympsham  with  Jane  Evans  as  team 
leader.  The  holiday  activities  will  include 
beach  visits,  outings  and  play  activities.  It 
is  aimed  at  those  handicapped  children 
from  the  southern  half  of  the  UK. 

Southport  1 6  -  30  August 

An  activity  holiday  staying  in  self-catering 
accommodation  with  catering  arranged. 
Similar  to  Weston-Super-Mare,  it  will  be 
based  in  the  RNIB's  Sunshine  House  at 
Birkdale.  with  Bob  Snow  as  leader.  Up  to 
1 0  handicapped  children  from  the  northern 
half  of  the  UK  will  be  able  to  enjoy  beach 
activities  and  outings. 

Lake  District  9-16  August 
This  is  a  holiday  based  at  St  Mark's  Child- 
ren's Home  in  Natland,  Cumbria,  which  is 
ideally  placed  for  trips  to  the  Lake  District, 
Yorkshire  Dales  and  Morecombe  Bay.  Sheila 
Houston  will  lead  up  to  six  handicapped 
children  of  mixed  abilities  aged  between  7 
and  12. 

Young  Adults 

Harrogate  1  -  9  August 

This  is  a  "new  holiday  project  particularly 
suited  to  over  15  year  olds,  who  are  now 
getting  too  old  for  our  children's  holidays. 
Up  to  8  handicapped  persons  will  be  able 
to  enjoy  the  full  range  of  recreational  fac- 
ilities at  Henshaws  Independence  Centre. 
This  will  also  provide  a  useful  base  for  the 
Yorkshire  Moors  and  other  nearby  places  of 
interest.  Team  leader  will  be  Mike  Jennings. 


Adults 

Barry  Island  9-16  August 

This  is  in  self-catering  accommodation  with 
catering  arranged  at  a  Butlin  Centre.  Up  to 
10  more  able  handicapped  people  will  be 
able  to  enjoy  the  full  Butlin's  range  of 
facilities  and  entertainments.  The  team 
leader  will  be  Graham  Evans. 

Edgbaston  16-23  August 

A  holiday  for  up  to  1 0  severely  handicapped 
in  full  board  accommodation,  with  a  varied 
programme.  Edgbaston  offers  an  excellent 
range  of  facilities  including  a  swimming 
pool,  a  well  equipped  gymnasium  and  a 
sports  field.  Paul  Ennals  is  team  leader. 

Bookings  and  enquiries:  to  find  our  more  or 
obtain  an  application  form  for  any  of  these 
holidays,  contact  Roger  O'Connor  or  James 
Rice  at  Sense  Head  Office. 


Holiday  Helper  Scheme 

We  are  considering  a  scheme  to  assist 
families  with  their  own  holidays.  We 
would  aim  to  provide  a  helper  and  pay 
for  the  cost  of  their  holiday  to  share  the 
load  of  catering  for  the  different  needs 
of  handicapped  and  non-handicapped 
members  of  the  family. 


Volunteer  Helpers 

Can  you  help?  We  are  always  looking 
for  new  volunteer  helpers  for  our  holiday 
activities. 

We  can  offer  lots  of  hard  work,  not  a 
little  fun  and  the  assurance  that  your 
time  has  been  really  worthwhile  spent. 

If  you  have  little  experience  now  you 
may  gain  some  valuable  training  and 
open  up  new  horizons  in  the  future.  It 
has  been  known!  And  by  the  way,  we 
pay  all  expenses  including  travel,  board 
and  lodging. 

So  whether  you  are  a  professional,  a 
family  member  or  a  general  interest 
person  we  would  like  to  hear  from  you 
and  discuss  ways  you  might  be  able  to 
help. 

I  nterested?  Want  to  know  more?  Then 
contact  Roger  O'Connor  at  HQ. 

Looking  forward  to  being  of  service 
in  1986. 


Financial  Help 

There  are  a  number  of  sources  of  money 
for  holidays  available.  These  include:- 

•  Under  the  Chronically  Sick  and  Dis- 
abled Person  Act  1970,  Section  2(f) 
local  authority  social  services  depart- 
ments can  assist  registered  disabled 
people  to  have  a  holiday.  However  the 
amount  of  help  varies  greatly. 

•  Other  relevant  local  charities  may  be 
approached  for  help. 

•  The  Family  Fund  provides  help  with 
holidays  for  severely  handicapped  child- 
ren, under  16,  living  at  home. 

(Contact:  Joseph  Rowntree  Memorial 
Trust,  PO  Box  50,  York  Y01  1 UY). 

For  further  advice  and  assistance  do 
not  hesitate  to  contact  Sense  or  the 
Holiday  Care  Service. 


Holiday  Offer 

One  or  two  weeks  f  u  II  board  and  lodging 
at  a  farmhouse  (working  arable  farm)  in 
Kirklington,  Bedale,  Yorkshire.  Provided 
by  semi-retired  couple,  free  of  charge. 
Suited  to  a  family  of  4  with  one  deaf- 
blind  member.  Anyone  interested  please 
contact  Roger  or  James  at  Sense  Head 
Office. 


Caravans -Booking  now 

Caravan  holidays  are  an  excellent  way  to  get  away  from  it  all.  Sense  can  now  offer  you  the 
choice  of  four  holiday  locations.  Each  caravan  has  all  the  home  comforts  and  they  are 
located  on  sites  with  excellent  facilities. 

Rents  vary  according  to  which  caravan  site  is  chosen.  Further  details  and  booking  forms 
are  available  from  the  caravan  secretaries. 


Northern 

An  eight  berth  fully  equipped  caravan 
located  at  Lakeside  Lido,  North  Somer- 
coates,  Lincolnshire.  Site  facilities  include 
a  club,  cafe,  shop,  laundry,  cinema, 
children's  play  area,  heated  swimming 
pool,  solarium  and  sauna.  Beaches  are 
nearby. 

Prices  are  £30  per  week  for  members 
and  £40  per  week  for  non-members. 


Scottish 

An  eight  berth  fully  equipped  caravan 
located  at  Regates  Caravan  Park,  Maidens, 
Ayrshire.  Site  facilities  include  laundry, 
games  room  and  pub,  with  a  swimming 
pool,  cinema,  bingo  hall,  supermarket  and 
shops  in  the  nearby  town. 


South-West 

Two  new  six  berth  fully  equipped  caravans 
located  in  Paignton,  Devon.  Site  facilities 
include  shop,  club  house  and  swimming 
pool.  Nearby  Torbay  has  shops,  theatres, 
cinemas,  leisure  centre,  museums  and 
boat  trips. 

Prices  range  from  £60  -  £  1 1 5  per  week 
depending  on  the  time  of  season. 

Welsh 

A  six  berth  fully  equipped  caravan  located 
at  Dinas  Cross,  West  Wales.  Site  facilities 
including  swimming  pool,  mini-market,  and 
club  house.  The  beach  is  within  walking 
distance.  No  pets  allowed. 

Prices  are  £40  per  week  in  July/August, 
£35  per  week  in  June/September,  £50  per 
week  for  non-members. 
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Organised  Holidays 


Breakthrough  Trust 

Run  a  variety  of  Children's  Activity  Holidays, 
some  of  which  are  suitable  for  additionally 
handicapped  deaf  children.  Activities  in- 
clude pony-trekking,  indoor  and  outdoor 
recreational  activities  and  outings.  A  help- 
mate is  provided.  A  mixed  age  group  holiday 
is  planned  at  the  Roughmoor  Centre 
Swindon  during  9-16  August  (cost  £95). 
Contact:JuneRawnsley,  CHAP  coordinator, 
Charles  W  Gillett  Centre,  Selly  Oak  Colleges, 
Birmingham  B29  6LE  (021-472  6447). 

Trefoil  Centre 

Specially  designed  for  physically  disabled 
individuals  or  groups,  but  helper  must  be 
provided.  Contact:  Gogarbank,  Edinburgh 
EH  12  9DA  (031-339  3148).  Brochures 
available  from  SenseHQ. 


RNIB 

The  RNIB  run  a  large  selection  of  outdoor 
activity  holidays,  as  well  as  hotels  for  the 
blind.  Contact:  Chris  Attrill,  RNIB's  Sports 
and  Recreations  Officer,  224  Gt  Portland 
Street,  London  W1N  6AA  (01-388  1266). 
They  also  run  a  residential  home  at 
Burnham-on-Sea,  in  Somerset,  which  is 
available  for  short  breaks.  It  is  ideal  for 
elderly  deaf-blind  people  and  their  guides 
who  want  a  quiet  holiday.  Contact:  Kathleen 
Chambers  Home,  97  Berrow  Rd,  Burnham- 
on-Sea,  Somerset  (0278  782142). 

Across  Trust 

Operate  a  fleet  of  large  luxury  fully 
equipped  'Jumbulances'  to  destinations 
throughout  Europe.  These  organised  group 
holidays  and  pilgrimages  take  disabled 
people  of  all  ages,  to  Italy,  Germany, 
Austria  and  Holland.  Constant  care  is 
provided.  (Prices  start  at  £290  for  five 
days).  Across  Trust,  Crown  House,  Morden, 
Surrey  SM4  5EW.  (01-540  3897) 


Janet  and  David  hit  the  trail. 


Royal  Association  forthe  Deaf  and  Dumb 
(RADD) 

RADD  organise  outings  and  holidays  for 
deaf-blind  people  from  the  London  area. 
Contact:  RADD,  7-11  Armstrong  Road, 
Acton,  London  W3  (01-743  2209). 

National  Deaf-Blind  Helpers  League 

They  plan  to  organise  holidays  suitable  for 
all  ages.  In  May  to  the  Isle  of  Man,  in 
September  to  an  overseas  country  and  in 
December  to  Spain.  Contact:  18  Rainbow 
Court,  Paston  Ridings,  Peterborough  PE4 
6UP  (0733  73511). 


Family  Breaks 

We  are  considering  running  family 
breaks  during  1986,  these  are  flexible 
get-togethers  of  deaf-blind  children 
and  their  families.  Activities  are  deter- 
mined by  the  group  and  we'll  provide 
the  baby-sitting  facilities.  The  aim 
would  be  to  provide  families  with  a  few 
days  away,  the  opportunity  for  mutual 
sharing  and  support  and  a  chance  for 
their  children  to  meet  other  children. 


British  Deaf  Association 

Run  a  wide  variety  of  courses  and  activities 
which  may  be  suitable  for  the  more  able 
deaf-blind  person.  Courses  take  place  in 
June  at  various  locations,  while  the  summer 
school  takes  place  on  1 9  -  26  July,  and  the 
summer  camp  2  -  9  August.  Contact:  38 
Victoria  Place,  Carlisle  CA1  1HU  (0228 
48844). 


Greyhound  Farmhouse 

This  small  farmhouse  is  run  by  an  ex- 
headmistress  of  a  school  for  mentally  and 
physically  handicapped  children.  Offers  a 
varied  programme  of  holidays  to  individuals 
and  groups  (cost  £195  -  £205  per  week). 
Contact:  Wendy  Anderson,  Greyhound 
Farmhouse,  Barnsley,  Cirencester,  Glos. 
(028-574  406). 

Tadworth  Court 

Operates  a  holiday  unit  within  a  hospital 
for  multiply  handicapped  children  (ages  4  - 
1 6),  aims  to  allow  parents  a  holiday  while 
their  child  enjoys  a  break  and  is  carefully 
cared  for.  (£100  per  week).  Contact: 
Tadworth  Court  Childrens  Trust,  Tadworth, 
Surrey  KT20  5RU  (07373  57171). 


Other  Ideas 


Buckets  and  Spades 

A  holiday  home  for  multiply  handicapped 
children  (up  to  18  years  old)  'who  live  at 
home'.  Plenty  of  recreational  facilities  are 
offered  together  with  planned  outings. 
(£120  per  week).  Buckets  and  Spades 
Charitable  Trust,  Lancaster  Road,  Hollington, 
St  Leonards-on-Sea,  TN38  9LX  (0424- 
51215). 

Elizabeth  Fitzroy  Homes 

Provides  holidays  in  several  locations  for 
children  aged  8  upwards  with  all  types  of 
mental  and  physical  handicap.  Contact: 
Welfare  Dept,  Caxton  House,  Station 
Approach,  Haslemere,  Surrey  GU27  2PE 
(0428  52001). 

St  Anne's 

Aims  to  cater  for  deaf-blind  adults  and  their 
escorts  in  a  friendly  family  atmosphere 
(£85  per  week)  St  Anne's  Holiday  Home, 
26  Harold  Road,  Clacton-on-Sea,  Essex, 
(0255-420505). 

Break 

Provides  holiday  and  short-stay  care  at  two 
holiday  centres  in  Norfolk  (Sheringham 
and  Hunstanton)  for  severely  handicapped 
children  up  to  1 6.  Facilities  for  both  family 
or  individual  holidays  with  an  excellent 
range  of  recreational  facilities  and  beach 
resorts.  (£134  per  week).  BREAK,  20 
Hooks  Hill  Road,  Sheringham,  Norfolk 
NR26  8NL  (0263  823170) 

Red  Cross 

Many  county  branches  of  the  Red  Cross 
organise  holiday  activities  for  the  disabled. 
Each  Branch's  activities  will  vary,  so  all 
enquiries  should  be  made  to  local  branches. 

National  Deaf-Blind  Helpers  League 

Their  small  guest  house  for  deaf-blind 
people  and  their  guides  is  available  from 
May  to  October.  Also  a  furnished  holiday 
flat  is  available  for  self-catering  holidays. 
Contact:  Rainbow  Court,  Paston  Ridings, 
Peterborough,  Cambridgeshire  (0733  7351 1). 

Spastics  Society 

Has  some  suitable  accommodation  with 
full  care  provided.  Contact:  16  Fitzroy  Sq, 
London  W1P  5HQ.  (01-387  9571).  Also 
accepts  children  and  adults  with  any 
disability  at  the  Churchtown  Farm  Field 
Studies  Centre,  Bodmin,  Cornwall.  (0208 
872148). 

Middlesex  Association  forthe  Blind 

Runs  two  four-berth  caravans  at  St  Leonards- 
on-Sea,  East  Sussex  from  June  to  Sep- 
tember for  families  with  a  child  registered 
blind  or  partially  sighted  (fees  during  June, 
July  and  August  £70).  Contact:  83  Cambridge 
St,  Pimlico,  London  SW1V  4PS  (01-828 
8250).  They  also  run  a  hotel  in  Folkestone 
for  30/35  blind  or  partially  sighted  guests 
and  theirguides.  (High  season  rates  about 
£80  per  person  per  week).  Contact: 
Jubilee  Hotel,  5/6  Langhorne  Gdns,  The 
Leas,  Folkestone  (0303  44701). 


and 
there's 
more... 
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.more 

holiday 

ideas 


Holiday  Care  Service 

They  provide  free  information  and  advice 
on  holidays  for  people  with  special  needs. 
The  service  does  not  make  bookings  or 
reservations  but  provides  a  centralised 
supply  of  information  on  holidays.  Contact: 
Holiday  Care  Service,  2  Old  BankChambers, 
Station  Rd,  Horley,  Surrey  RH6  9HW  (0293 
774535). 


Fountain  House 

Specialise  in  relief  care  for  severely  ment- 
ally handicapped  children,  in  a  family  atmos- 
phere. It  is  situated  near  Bath.  Contact: 
Miss  H  Elliott,  Fountain  House,  Innox  Lane, 
Upper  Swainswick,  Bath  (0225-858836). 

Jane  Hodge  Holiday  Centre 

A  holiday  home  which  caters  for  physically 
and  mentally  disabled  children.  Provides 
full  care  and  supervision,  and  has  an  exten- 
sive range  of  amenities  and  entertainments. 
(Weekly  charge  £1 70)  Contact:  Trerhyngyll, 
Cowbridge,  South  Glamorgan  CF7  7TN 
(04463-2608  or  2972) 

National  Children's  Bureau 

They  keep  information  on  holidays  for  handi- 
capped and  disadvantaged  children. 
Contact:  8  Wakley  St,  London  EC1V  7QE 
(01-278  9441). 


Mencap 

Run  an  extensive  range  of  organised  holidays  for  all  ages  and  abilities  throughout  the 
year.  Special  Care  Holidays  cater  for  profoundly  handicapped  guests  with  Adventure 
Holidays  and  Guest  House  holidays  for  the  more  able. 

Special  Care  Holidays: 

Wrightwick  Hall,  Crompton 
Croydon  Hall,  Minehead 
Croydon  Hall,  Minehead 
Westbrook  School,  Long  Eaton 
Westbrook  School,  Long  Eaton 
Heath  School,  Colchester 

For  further  details  of  MENCAP  Holidays  contact: 

The  Holidays  Officer,  MENCAP  Holiday  Services  Office,  119  Drake  Street,  Rochdale, 
OL16  1PZ  (0706-541 11). 

Another  MENCAP  holiday  is  also  planned  for  28  June  -  5  July  at  St  Audries  Bay  Holiday 
Club  in  Somerset  for  disabled  and  mentally  handicapped  persons.  Excellent  range  of 
facilities.  For  full  details  contact:  St  Audries  Bay  Holiday  Club,  Dept  PV1 ,  West  Quantox- 
head,  Nr  Minehead,  Somerset  TA4  4DY  (0823  443631). 


24  July  2  Aug 

£159 

26  July-  2  Aug 

£112 

2  Aug  -  9  Aug 

£112 

3  Aug  -  9  Aug 

£112 

9  Aug  -  16  Aug 

£112 

7  Aug  -  16  Aug 

£159 

Total 
Communication 


In  the  last  edition  of  Talking  Sense, 

Anne  Murphy  wrote  to  us  with  her 

experiences  of  growing  up  in 

Dublin  with  deafness  and 

blindness.  Here  we  quote  from  a 

contribution  she  made  to  a  seminar 

on  the  need  for  Total 

Communication  for  the  deaf. 


I  want  to  emphasise  that  the  partially  deaf- 
blind  such  as  me  need  a  different  approach 
from  those  who  are  deaf  or  partially  deaf. 
To  me  total  communication  means  more 
than  speech  and  signs  together,  it  means 
being  flexible  in  finding  the  most  suitable 
way  to  communicate.  With  me  you  can: 

•  shout  or  speak  loudly  —  very  unsatis- 
factory, tiring  and  frustrating; 

•  speak  very  slowly  —  better,  but  I  am 
likely  to  misunderstand; 

•  use  the  deaf-blind  manual  signs  —  very 
relaxing,  if  you  are  competent; 

•  use  the  touch-sign  language  —  fine  if 
you  are  good  at  it! 

•  draw  block  letters  on  the  palm  of  my 
hand; 

•  write  or  type  clearly  on  paper  —  which  I 
welcome; 

•  use  one  of  the  modern  aids  such  as 
Hasicom. 


There  are  problems  involved  in  touching 
both  to  the  deaf-blind  and  the  sighted;  for 
example,  some  people  find  that  the  close 
physical  familiarity  involved  in  the  use  of 
touch  sign  language  so  extremely  difficult 
as  to  cause  them  to  lose  concentration  on 
what  is  being  said.  Cultural  barriers  arise, 
asGraham  Hicks  put  so  well. 'The  legendary 
British  reserve  states  "Thou  shall  not 
touch".' 

Personally  I  welcome  use  of  the  deaf- 
blind  manual  language,  which  I  have  at 
times  introduced  to  people  outside  the 
world  of  the  deaf-blind,  as  a  quite  simple 
method  to  learn.  It  is  however  a  most 
unfortunate  fact  that  many  people  become 
embarrassed  at  the  thought  of  having  to 
talk  with  their  hands,  expecially  by  touch. 
To  them  it  is  a  most  unnatural  way  of  talking 
and  they  cannot  alter  their  feelings  even  if 
we  say  'sign  language  is  just  another 
language'. 

Not  so  long  ago  I  was  disappointed  that 
people  I  met  often  were  unenthusiastic 
about  using  manual  signs.  I  was  advised 
widely  'It  is  easy  to  say  what  should  be 
done,  but  reality  never  measures  up  to  the 
"shoulds".  Human  frailty,  inadequacy  and 
fear  make  sure  of  that.  Don't  give  up  hope 
that  others  will  use  the  manual,  but  don't 
demand  it.' 
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Is  Normalization  Normal? 


Let  me  start  with  a  terrible  confession.  I 
hear  much  talk  about  "care  in  the  comm- 
unity", about  "normalization",  and  about 
"age  appropriateness",  and  a  bit  of  me 
feels  that  there  is  something  wrong.  As 
soon  as  I  think  such  thoughts  I  feel  guilty. 
Most  certainly  when  I  begin  to  utter  such 
thoughts  I  am  made  to  feel  guilty  because 
if  I  have  any  misgivings  about  these  matters 
then  I  must  be  a  nasty  reactionary  who 
believes  in  the  large  hospitals,  the  big  bad 
bins.  Such  feelings  are  heightened  because 
for  much  of  the  time  I  work  in  a  "big  bad 
bin",  and  perhaps  people  feel  that  I  am  just 
defending  my  job  security.  There  may  be 
elements  of  truth  in  this,  but  as  I  go  about 
my  work,  both  in  the  hospital  and  in  the 
community,  and  especially  when  my  work 
involves  moving  someone  from  the  hospital 
into  the  community,  I  sometimes  become 
aware  that  there  are  other  people  who 
share  my  worries. 

Most  of  the  professionals  I  work  with 
would  agree  with  me  that  a  large  mentally 
handicapped  hospital  is  no  place  for  people 
to  spend  their  lives  in,  whether  the  people 
be  labelled  staff  or  patient.  For  the  instit- 
ution itself  is  mentally  handicapped  and 
deserves  that  label.  The  institution  has 
also  served  as  a  means  of  shutting  many  an 
unfortunate  person  away  from  the  eyes  of 
the  society  that  created  the  institution.  As 
such  it  deserves  the  label  "bin".  To  label 
the  people  that  work  in  the  hospital  with 
the  bad  features  of  the  hospital  is  not 
always  just.  Most  hospital  staff  care  a  great 
deal  about  the  people  that  they  look  after. 
Many  of  them  care  in  a  very  enlightened 
and  uninstitutional  manner  and  have  a 
great  deal  of  expertise. 

For  all  these  people  the  act  of  moving 
someone  out  of  the  hospital  is  their  ultimate 
goal  in  caring  for  that  person.  For  many 
years  hospital  staff  have  often  initiated 
such  moves  and  have  taken  it  upon  them- 
selves to  remind  various  local  authorities 
of  the  existence  of  these  lost  souls. 
Nowadays  things  are  happily  very  different 
and  the  local  authorities  have  clearly  been 
given  responsibility  to  seek  these  people 
out  and  to  make  provision  for  them.  The 
financial  resources  for  such  an  exercise 
may  be  inadequate  but  that  is  another 
story. 

Change  for  the  Better 

In  their  efforts  to  move  a  person  out  of  the 
hospital  and  into  the  community,  staff  and 
parents  may  come  across  a  contradiction. 
They  believe  in  care  in  the  community 
because  anything  is  better  than  the  bin. 
Yet  when  they  consider  the  needs  of  a 
particular  person  they  may  realise  that  in 
some  cases  the  person  may  experience  an 
impoverishment  in  the  quality  of  his  life  if 
he  is  moved  into  a  community  place. 

A  common  example  of  this  is  the  situation 
where  a  hospital  resident  has  little  road 
sense  and  can  be  a  bit  unpredictable.  In 
the  hospital  setting  it  may  be  reasonable  to 
teach  him  the  route  from  his  ward  to  the  pa- 
tient's social  club  so  that  he  may  go  there 
unescorted.  Some  risk  may  be  taken  but 
given  some  monitoring  and  given  the  phys- 
ical nature  of  the  hospital  grounds  the  risk 
is  reasonable  and  staff  do  not  experience 
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undue  anxiety  when  they  set  up  the  pos- 
sibility of  such  freedom.  If  the  community 
that  he  is  to  be  moved  to  is  densely  urban 
then  there  are  few  settings  where  it  is 
reasonable  to  take  such  risks.  The  result  is 
that  that  person  will  be  locked  away  and 
only  allowed  out  under  escort.  His  home 
may  be  a  normal  terraced  town  house,  but 
his  lifestyle  therein  is  far  from  normal. 

It  would  seem  that  care  in  the  community 
may  not  be  a  panacea  for  all  the  evils  of  the 
large  hospital  and  if  our  efforts  to  improve 
the  lifestyle  of  these  people  is  to  have  any 
credibility  we  must  take  into  account  that 
people  have  different  needs.  So  let's  now 
look  at  some  of  the  concepts  underlying 
the  idea  of  care  in  the  community. 

Dignity 

The  first  model  is  usually  termed  the 
American  model  and  is  expressed  in  state- 
ments along  the  line  of: 

"The  mentally  handicapped  person 
has  the  right  to  be  treated  with  dignity 
and  to  be  a  valued  member  of  society." 

Nobody  with  any  claims  to  care  about 
mentally  handicapped  people  can  disagree 
with  such  a  statement.  One  powerful  impli- 
cation of  the  statement  is  that  if  someone 
is  a  valued  member  of  society  then  they 
should  not  be  discarded  into  a  "bin".  You 
only  put  valueless  rubbish  into  bins! 

Age  Appropriateness 

The  second  model  is  usually  termed  the 
Scandinavian  model.  Its  statements  are 
more  specific  and  usually: 

"that  the  person  with  a  mental  hand- 
icap has  the  right  to  be  treated  as  a 
"normal  person". 

One  implication  of  this  is  the  concept  of 
"age  appropriateness".  That  is  the  practice 
of  treating  a  person  in  a  manner  guided  by 
his  chronological  age  rather  than  by  his 
mental  age,  whatever  that  is.  Many  a  case 
has  been  documented  of  a  person  being 
moved  from  an  institution  and  being  treated 
age  appropriately  with  dramatic  results.  I 
am  sure  that  there  are  many  more  people 
who  would  benefit  from  such  regimes  who 
currently  reside  in  big  hospitals  or  even 
smaller  institutions  in  the  community.  I  am 
genuinely  impressed  by  these  successes 
but  I  am  also  worried  by  the  "philosophy' . 
Firstly  I  believe  that  it  works  with  people 
whose  mental  handicap  is  largely  a  result 
of  their  institutionalization.  This  does  not 
answer  the  question  why  they  were  placed 
in  the  institution  in  the  first  place.  I  would 
guess  that  in  terms  of  the  old  IQ  these 
people  may  have  been  labelled  "subnormal". 
But  people  have  never  been  admitted  into 
institutions  because  they  were  subnormal. 
They  were  admitted  because  they  presented 
social  problems.  They  may  have  been  dis- 
turbed, inadequate,  or  whatever,  but  the 


very  act  of  placing  them  in  the  institution 
told  them  very  clearly  "you  are  not  a  valued 
member  of  society".  Such  a  message  of 
worthlessness  would  have  been  further 
reinforced  by  the  lack  of  personal  choice 
and  dignity  inherent  in  institutional  care. 
What  has  kept  these  people  going  is  the 
relationships  that  they  have  with  staff  and 
other  inmates,  however  restricted  those 
relationships  were. 

The  very  act  of  reinstating  such  people 
in  society,  giving  them  value  and  dignity,  is 
in  itself  very  powerful  therapy  and  is  not  to 
be  decried. 

My  real  worry  about  the  Scandinavian 
model  is  the  doctrinaire  adoption  of  "age 
appropriateness"  which  at  best  will  create 
confusion  about  the  issue  of  meeting  a 
person's  special  needs.  At  worst  it  will  deny 
any  practise  that  is  designed  to  meet  some- 
one's special  needs. 

I  recently  heard  of  a  unit  for  young 
people  who  were  profoundly  mentally  hand- 
icapped and  who  had  additional  physical 
and  sensory  handicaps.  In  the  name  of 
"age  appropriateness"  their  cuddly  toys 
were  removed  from  them!  Whatever  meaning 
the  cuddly  toys  had  for  the  staff,  for  the 
youngsters  I  would  have  thought  that  they 
provided  some  stimulation  in  the  form  of 
texture  and  colour,  some  experience  of 
control  in  handling  and  feeling,  and  possibly 
some  form  of  comfort.  One  heretic  on  the 
staff  (male,  and  in  his  late  20's)  said  "I  go  to 
bed  with  a  cuddly  toy".  It  may  be  that  there 
are  better  means  of  meeting  these  people's 
needs  than  cuddly  toys  but  that  is  a  dif- 
ferent issue. 

Let  me  now  try  to  articulate  a  way  of 
thinking  which  may  help  to  clarify  some 
confusion  about  special  needs  and  which 
may  have  implications  for  a  much  more 
radical  view  of  normalization  than  is  current. 

What  is  Mental  Handicap? 

Medical  sociologists  have  for  many  years 
made  a  clear  distinction  between  impair- 
ment, disability,  and  handicap.  Before 
examining  these  distinctions  I  would  add 
that  their  discussion  is  usually  not  about 
mental  handicap. 

First  of  all  an  impairment  is  defined  as 
something  specifically  wrong  with  a  person's 
body.  This  may  have  a  focus,  as  in  the  case 
of  an  amputation,  or  it  may  be  diffuse,  as  in 
the  case  of  a  chest  disease. 

A  disability  is  defined  as  how  an  impair- 
ment affects  a  person's  functioning.  Both 
an  amputation  and  a  chest  disease  will 
affect  a  person's  mobility.  The  manner  in 
which  the  impairment  has  a  disabling  effect 
will  be  different  in  both  cases  but  in  principle 
both  people  will  be  similarly  disabled. 

The  handicap  results  from  the  disability 
but  reflects  how  the  disabled  person  copes, 
given  his  disability.  This  reflects  his  person- 
ality and  his  mental  state.  Is  he  adaptable? 
Is  he  depressed?  etc.  It  also  reflects  the 
quality  and  nature  of  the  support  he  receives 
from  the  professions,  from  his  friends,  and 
also  from  his  family.  To  some  extent  it 
seems  that  a  person  who  acquires  an  impair- 
ment learns  how  to  behave  as  a  hand- 
icapped person. 

If  we  apply  these  definitions  to  mental 
handicap  there  is  an  interesting  implication, 
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....  Normalization 

(continued  from  page  13) 


which  is  that  no  child  is  born  mentally 
handicapped.  He  may  be  damaged  in  some 
way  but  this  impairment  is  not  in  itself 
mental  handicap.  The  impairment  may  be 
obvious,  as  in  the  case  of  an  infant  with 
damaged  eyes,  and  the  ensuing  disability 
will  also  be  self  evident  in  that  he  cannot 
see  and  so  may  be  disinclined  to  walk.  The 
impairment  may  also  be  obvious,  as  in  the 
case  of  Down's  syndrome  where  the  impair- 
ment exists  at  the  genetic  level.  In  this 
case  though  the  disability  is  less  obvious, 
yes,  it  is  likely  that  the  child  will  be  a  slow  lear- 
ner but  the  process  which  relates  the  impair- 
ment to  the  disability  is  utterly  unknown. 
The  impairment  itself  may  be  unknown  as 
in  the  case  of  Autism. 

So  what  of  mental  handicap?  Over  the 
past  decade  there  has  been  much  research 
on  what  goes  on  between  a  mother  and  her 
infant  and  the  emerging  understanding  is 
that  their  relationship  is  very  complex  and 
subtle,  and  that  within  this  relationship  the 
infant  plays  a  very  active  role  in  guiding 
and  teaching  his  mother  in  how  to  meet  his 
needs.  My  belief  is  that  some  infants  are 
impaired  in  a  manner  that  makes  it  very 
difficult  or  even  virtually  impossible  for 
them  to  play  their  proper  part  in  this  dialogue, 
and  within  this  such  infants  develop  a  style 
of  relating  to  the  world  which  exacerbates 
the  effects  of  their  impairment.  I  see  mental 
handicap  as  being  this  style.  It  is  marked 
usually  by  the  child's  reluctance  to  try 
doing  something  in  a  new  way  because  it 
might  not  work.  It  is  a  strange  coincidence 
that  institutional  settings,  both  large  and 
small,  maintain  and  promote  this  riskless 
style. 

The  normal  child  learns  a  great  deal  by 
applying  familiar  methods  in  new  situations 
or  by  developing  new  methods  in  familiar 
situations.  This  is  what  play  is  about  and  it's 
power  is.  illustrated  in  the  amazing  way 
toddlers  acquire  language. 


Parents 

It  is  also  amazing  to  consider  the  parent's 
role  in  this  process.  If  I  were  to  ask  the 
mother  of  a  two  year  old  "What  aspect  of 
language  aquisition  are  you  teaching  your 
child  today?"  I  would  get  a  funny  look!  To 
the  mother  my  question  would  be  meaning- 
less because  much  of  her  role  is  intuitive, 
yet  when  we  observe  the  pair  on  videotape 
mother's  role  is  complex  and  competent 
and  her  behaviour  is  based  on  her  under- 
standing of  her  child  and  specifically  on 
her  guesses  about  what  the  child  is  trying 
to  do.  (In  case  I  am  accused  of  being  sexist 
I  would  state  that  the  role  of  "mother"  can 
be  played  just  as  well  by  a  man). 

The  mother  of  an  infant  suffering  with 
some  impairment  has  the  same  intuitive 
competence  as  the  mother  of  a  "normal" 
infant.  If  her  infant's  impairment  is  under- 
standable then  she  can  understand  what 
his  special  needs  are  and  incorporate  this 
into  her  understanding  of  her  child  and 
adapt  her  own  behaviour.  She  may  welcome 
the  support  and  advice  of  an  "expert"  in 
understanding  and  meeting  these  needs. 
But  if  the  "expert"  gets  in  the  way  of  her 
jri'jerstanding  then  the  expert  ceases  to 
be  of  benefit. 


If  the  nature  of  the  infant's  impairment 
is  unclear  or  even  unknown  then  under- 
standing that  infant's  special  needs  becomes 
problematic.  However,  mothers'  intuition 
should  be  listened  to  and  valued.  Often 
mothers  have  felt  that  "something  was 
wrong"  but  their  intuitions  have  been  denied 
by  experts  until  much  later  in  the  child's 
life.  Happily  Paediatricians  are  nowadays 
more  enlightened. 

In  later  years  one  type  of  expert,  the 
teacher,  will  take  on  some  of  the  mother's 
role.  As  with  a  "good"  mother,  a  good 
teacher  has  the  ability  to  understand  the 
pupil's  understanding,  to  know  the  pupil's 
strengths  and  weaknesses,  to  know  when 
to  intervene,  to  know  when  to  let  the  pupil 
struggle.  This  applies  whether  the  pupil  is 
in  primary  school  or  at  a  university.  It  applies 
whatever  the  pupils'  chronological  age,  or 
his  mental  age  for  that  matter. 


Special  Needs 

Some  students  develop  problems.  How- 
ever if  the  student  gains  the  aid  of  a  teacher/ 
therapist,  a  person  with  whom  he  can  develop 
trust,  it  may  be  possible  for  the  teacher/ 
therapist  to  give  the  student  some  experience 
of  success.  He  is  likely  to  find  in  what  area 
the  student  began  to  fail.  He  develops  an 
understanding  of  just  how  that  person  fails, 
and  specifically,  what  he  failed  to  under- 
stand. In  other  words  he  learns  to  under- 
stand the  nature  of  his  students'  learning 
disability.  On  the  basis  of  this  he  gives 
information  and  creates  opportunities  for 
that  student  to  begin  to  succeed.  The  con- 
tent of  the  curriculum  may  not  be  age 
appropriate  but  the  student  finds  such  an 
approach  valuable  and  becomes  less  men- 
tally handicapped  for  his  needs  are  being 
met. 

The  same  principle  applies  to  the  person 
with  an  impairment,  whatever  its  nature.  The 
needs  of  a  30  year  old,  who,  as  the  result  of 
rubella,  is  deaf,  blind,  brain  damaged 
and  has  spent  most  of  his  life  in  an  institution, 
are  complex  and  difficult  to  meet.  To  the 
extent  we  are  able  to  meet  these  needs  we 
are  reducing  the  degree  of  his  handicap. 
We  may  never  be  able  to  give  him  sight  or 
hearing,  or  repair  his  damaged  brain,  but 
we  can  help  him  to  relate  to  the  world  in  a 
happy  and  actively  optimistic  manner. 

If  we  plan  to  move  such  people  from  the 
large  institution  we  must  ensure  that  our 
plans  are  related  to  their  needs.  Since 
each  person  is  different  we  must  be  flexible 
and  our  policies  adaptable  for  our  overall 
aims  must  relate  to  each  person's  needs. 

If  it  is  possible  for  such  an  impaired 
person  to  have  his  special  needs  met  in  a 
normal  setting,  then  that  is  fine.  It  may  be 
that  his  needs  at  the  present  time  can  only 
be  met  in  a  specialised  setting,  and  that 
involves  segregation.  That  too  is  fine  as 
long  as  the  specialist  setting  promotes 
rather  than  reduces  his  chances  of  spending 
at  least  some  of  his  time  in  a  normal  setting. 
It  is  also  fine  as  long  as  Joe  Public  knows 
that  he  is  there  and  cares  enough  about 
him  to  shout  if  his  needs  are  not  met.  Only 
when  these  conditions  are  met  can  we  say 
that  that  person  is  treated  with  dignity  and 
is  a  valued  member  of  his  society. 


Course 

for 
Teachers 


In  mid-January,  in  a  timely  gap  between 
snowfalls,  eighteen  teachers  made  their 
way  from  North,  South,  East  and  West  to 
take  part  in  the  first  course  to  be  held  at 
Sense-in-the-Midlands,  the  former  Royal 
School  for  the  Deaf  at  Edgbaston. 

A  spate  of  applications,  as  news  of  the 
course  spread,  resulted  in  the  extension  of 
the  number  of  places  from  our  original 
maximum  of  fifteen  to  eighteen.  We  were 
sorry  to  have  to  disappoint  a  number  of 
latecomers  —  particularly  those  who  had 
managed  to  extract  a  promise  of  financial 
support  from  their  LEA's!  —  but  limiting 
numbers  allowed  everyone  the  opportnity 
to  participate  in  discussions,  and  to  talk 
individually  with  tutors.  The  participants, 
who  were  almost  all  teachers  of  deaf-blind 
children  in  SLD  schools,  helped  their  tutors 
to  provide  a  programme  tailor-made  to 
their  needs,  by  co-operating  with  our  request 
to  send  in  advance  information  on  the 
degree  of  deaf-blindness  of  the  children  in 
their  charge,  their  other  handicaps,  their 
methods  of  communication,  and  the  types 
of  class  or  group  in  which  the  children  are 
placed. 

It  was  fitting  that  the  first  day  should  be 
taken  by  Tony  Best,  who  with  Chris  devised 
the  course  originally.  Tony's  brief  was  res- 
idual vision,  and  in  the  evening  Paul 
Blenkhorn,  from  Birmingham  University, 
demonstrated  his  computer  programmes 
for  children  with  limited  vision. 

Tutor  on  communication  was  Jane  Evans, 
Head  of  Whitefield  School's  Unit,  followed 
by  Chris  Best,  leading  an  evening  discussion 
on  aspects  of  curriculum.  Peter  Taylor, 
clinical  psychologist,  came  from  Lea  Castle 
Hospital  to  talk  on  the  teaching  of  new 
skills,  and  the  management  of  difficult 
behaviour. 

Hearing  impairment  was  the  subject  of 
Brian  Fraserof  Birmingham  University.  Bob 
Snow,  formerly  Head  of  the  Unit  at  The 
Royal  Victoria  School,  Newcastle-upon-Tyne, 
and  now  with  Sense  in  Birmingham,  dis- 
cussed classroom  management  and  teach- 
ing ideas.  Doreen  Norris,  Sense's  peri- 
patetic teacher  in  the  Midlands,  described 
services  and  gave  sources  of  information. 

Videos  used  during  the  week  included 
selections  from  the  new  Sense  videos, 
organised  by  Tony  Best  at  Birmingham 
University  and  by  Lindy  Wyman  and  the 
Family  Service  at  Ealing. 

The  course  could  fairly  be  described  as 
intensive,  and  all  eighteen  teachers  must 
have  been  relieved  that  the  second  week 
does  not  take  place  until  April,  giving  them 
a  term's  breathing  space  in  which  they 
have  nothing  to  do  but  teach  their  classes, 
and  carry  out  the  various  work  assignments 
which  their  enthusiastic  tutors  have  handed 
out!  Nevertheless,  we  hope  that  they  are 
looking  forward,  as  we  are,  to  their  return, 
and  hope  that  they  will  find  as  much  to 
appreciate  then  as  they  obviously  have 
done  in  their  first  week. 

Marion  Tobin 
Education  Officer 
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Massage  — 

An  Alternative  Starting  Point 


Why  start  a  Massage 
Programme? 

One  of  the  most  difficult  areas  when 
working  with  deaf-blind  children  is  that  of 
communication.  Often  it  seems  impossible 
to  make  meaningful  contact  with  the  child. 
A  massage  programme  is  one  way  that  can 
help  develop  emotional  bonding  without 
which  the  multi-sensory  handicapped  child 
will  not  begin  to  make  any  meaningful 
attempts  to  communicate.  The  massage 
process  can  give  the  child  'that  certain 
something'  that  is  worth  communicating 
for.  Initially  this  communication  may  just 
be  a  smile  or  a  wriggle  when  they  are  touched 
or  stroked.  Later  they  may  smile  when  the 
baby  oil  or  cream  bottle  is  given  to  them,  or 
perhaps  find  the  bottle,  go  up  to  the  adult 
and  take  them  to  the  area  where  they  usually 
have  their  massage  session.  As  with  any 
child,  unless  there  is  a  good  reason  to 
communicate,  the  deaf-blind  child  prefers  to 
remain  in  his  or  her  own  world. 

For  some  children  food  may  be  the  key 
to  establishing  contact.  For  many  others 
food  is  of  no  interest  and  massage  offers 
an  alternative  approach. 

During  the  sessions  the  idea  of  cooper- 
ating with  another  person  is  introduced, 
and  as  the  child  relaxes  he  allows  the  adult 
to  lead  him  through  the  session.  This  can 
take  a  long  while  to  establish.  With  one 
child  we  have  worked  with  it  took  well  over 
six  months  for  the  child  to  relax  sufficiently 
to  allow  the  adult  to  massage  her.  This,  in 
turn,  led  to  her  taking  a  more  active  role; 
over  the  next  two  years  she  began  to 
develop  an  awareness  of  her  own  body  and 
she  gradually  started  to  relate  to  the 
adult's  body.  At  later  stages  it  was  possible 
to  introduce  'body  games',  'your  hand,  my 
hand',  for  example  forms  a  natural  extension 
of  massage  activities.  The  concept  of 
'more'  can  be  introduced  by  the  child 
indicating  (not  necessarily  by  formal  sign) 
that  he  wants  more  oil/cream  or  more 
massage  on  his  legs  or  arms.  The  idea  of 
choice  can  also  be  introduced  —  choosing 
between  oil,  a  perfumed  cream  or  a  velvet 
glove  can  present  quite  a  problem! 

The  hand  and  arm  massage  can  help 
facilitate  manual  manipulation  as  a  prelude 
to  gesture,  formal  sign  and  finger  spelling. 
Many  children  are  resistant  to  having  their 
hands  and  arms  shaped  into  signs.  This 
activity  can  help  a  child  accept  being 
touched  and  positioned  and  make  it  easier 
for  them  to  physically  make  gestures  and 
signs. 


Who? 

A  massage  programme  can  be  used  with 
any  child  who: 

•  has  not  formed  a  bond  with  another 
person,  one  of  the  hyperactive,  butterfly- 
like or  hypotonic  children  described  by 
Mclnnes  and  Treffry. 

•  is  'tactile  defensive',  resisting  all 
physical  contact,  rejecting  any  attempt  to 
make  them  part  of  the  outside  world; 

•  has  difficulty  with  manual  communic- 
ation due  to  poor  hand  manipulation  skills; 

•  has  a  poor  sense  of  body  awareness. 

Age  and  size  should  not  be  a  barrier,  if  it 
is  thought  a  child  would  benefit  from  these 
techniques  then  they  should  be  tried. 


Jane  Evans,  head  of  the  Deaf- 
Visually  Handicapped  Department 
at  Whitefield  School,  and  Karen 
Thiess-Tait,  teacher  in  the  Deaf- 
Blind  Department,  Northern  Counties 
School  for  the  Deaf,  Newcastle, 
describe  how  they  have  used 
massage  as  a  starting  point  with 
some  deaf-blind  children. 


What? 

Materials  to  use: 

•  hands  —  make  sure  they  are  not  cold! 

•  variety  of  hand  creams,  lotions,  oils, 
talcs,  perfumes; 

•  flavoured  essences.  These  can  be  used 
towards  the  end  of  the  session;  food 
flavouring  can  be  rubbed  into  the  adult's 
hands  and  then  onto  the  child's  to  provide 
an  extra  additional  stimulus; 


How? 

Start  gently  with  the  child's  hands,  stroking 
them  and  gently  rubbing  them  with  cream 
or  oil.  This  is  less  intrusive  than  starting 
with  any  other  body  part,  since  it  does  not 
involve  undressing  the  child.  After  initial 
contact  has  been  made  with  the  hands, 
gradually  move  up  the  arms.  For  the  next 
stages  the  child  needs  to  be  undressed 
and  the  best  time  to  start  may  well  be  when 
the  child  is  already  undressed,  after 
swimming,  at  bath  time,  or  after  PE. 
Gradually  move  on  to  the  body,  feet  and 
legs.  Some  children  are  very  sensitive  in 
one  part  of  their  body  and  may  well  need  to 
have  this  area  left  until  the  last  part  of  their 
programme.  The  important  thing  is  to  know 
your  child  and  be  aware  of  whether  they 
are  extra  sensitive  or  not. 

If  a  child's  hands  are  their  difficult  area 
then  you  would  start  with  another  body 
part.  What  does  matter  is  the  warm,  caring 


Above:  using  the 
hands— Flo  and 
Meral.  Right:  starting 
the  session— Madge 
and  Jessica 


•  Boots  massage  mit  or  sponge; 

•  velvet  glove  —  this  can  be  made  out  of  a 
piece  of  old  material  doubled  over  to  make 
a  mit; 

•  textured  materials; 

•  very  soft  brush; 

•  Pifco  facial  massage  (these  have  their 
own  instructions  to  follow); 

•  Scandinavian  back  massager; 

•  Japanese  massage  mit .  .  . 

The  list  is  endless.  The  important  thing 
is  to  be  creative  —  the  children  will  let  you 
know  what  their  favourite  things  are. 

Where? 

The  sessions  need  to  be  regular.  It  is  best  if 
they  take  place  on  a  mat,  rug  or  bean  bag, 
in  a  warm,  quiet  place  with  diffused  lighting 
(if  possible)  and  it  should  be  in  as  secluded 
a  place  as  can  be  managed.  It  may  be 
possible  to  arrange  a  child's  massage 
session  when  the  others  in  the  group  are 
out  of  the  classroom  for  another  activity  or 
in  a  quiet  corner  that  is  partially  enclosed 
from  the  main  teaching  area. 

When? 

We  have  found  it  best  if  the  sessions  take 
place  at  the  same  time  every  day.  Then  the 
massage  programme  becomes  part  of  the 
child's  regular  routine  and  it  can  help  them 
develop  the  realisation  that  there  is  a 
framework  to  the  day. 


atmosphere  and  gentle,  yet  firm  touch  that 
the  child  receives. 

The  'Interaction  Sequence'  (Mclnnes 
and  Treffry)  is  very  helpful  in  assessing 
how  the  programme  is  going  and  helping  to 
understand  where  a  child  is. 

•  resists 

•  tolerates 

•  co-operates  passively 

•  enjoys 

•  responds  co-operatively 

•  leads 

•  imitates 

•  initiates 

The  aim  of  the  programme  is  to  help  the 
children  develop  a  relationship  with 
another  person,  and  develop  concepts  of 
communication  and  body  awareness.  It 
does  not  involve  muscle  kneading  or 
manipulation.  The  action  is  a  gentle  stroke 
so  there  should  be  no  cause  for  concern 
about  hurting  the  children. 

These  are  just  a  few  ideas  that  have 
proved  helpful  to  us.  It  is  not  meant  to  be  a 
rigid,  formal  programme,  but  a  few  thoughts 
for  people  to  use  and  develop  for  their  own 
individual  circumstances  and  their  own 
children. 

Reference 

Mclnnes  and  Treffry,  Deal-Blind  Infants  and 
Children  —  A  Developmental  Guide,  Open 
University. 
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NatWest's  fiill  range  of  banking  services  in  Braille  and 
large  print  gives  the  visually  handicapped  the 
independence  they  deserve  and  enjoy. 

Translation  of  all  information  into  Braille  is  carried  out  by 
bank  staff  to  ensure  absolute  confidentiality.  This  also 
enables  us  to  provide  a  quick,  efficient  and  personal 
service. 

Statements  in  Braille  and  correspondence  when 
necessary  are  just  part  of  the  service.  Our  Brailled 
Cheque  Writing  Template  assists  visually  handicapped 
people  to  write  their  cheques  with  confidence.  NatWest 
also  provides  specially  written  Braille  instructions  to 
help  non-sighted  customers  use  Servicetills  for  easy  cash 
withdrawals.  All  these  services  are  also  available  in  large 
print  to  assist  partially  sighted  customers. 

The  visually  handicapped  may  also  use  the  convenient 
Access  Credit  Card  service  through  NatWest.  Statements, 


literature,  card  number  and  credit  limit  all  being 
provided  in  Braille  or  large  print. 

NatWest  Braille  and  large  print  services  are  available 
through  our  network  of  over  3,000  branches  and  are  free 
to  visually  handicapped  customers. 

four  local  NatWest  branch  will  be  pleased  to  provide  full 
details  and  a  friendly  welcome;  alternatively  write  to: 

General  Administration  Services 
National  Westminster  Bank  PLC 
73  Leman  Street 
London  El  8EG 

or  telephone  01-480  2285  and  ask  for  a  copy  of 

our  booklet  "Make  NatWest  Work  for  fou  -  in  Braille" 

(copies  are  available  in  Braille  and  inkprint). 

NatWest  appreciates  the  importance  of  independence  to 
the  visually  handicapped. 


A  NatWest 

The  Action  Bank 


Services  for  the  Blind 


RUBELLA 


Elimination  of 

Congenital  Rubella 

by  2000? 


As  part  of  the  policy  for  achieving  health  for 
all  by  the  year  2000,  the  World  Health 
Organisation  European  Regional  Commit- 
tee, meeting  in  Czechoslovakia  last  year, 
adopted  the  goal  of  eliminating  indigenous 
measles,  poliomyelitis,  neonatal  tetanus, 
diptheria  and  congenital  rubella,  write 
Dr  Norman  Noah  and  Dr  Norman  Begg  of 
the  Communicable  Disease  Surveillance 
Unit  in  a  recent  issue  of  the  British  Medical 
Journal. 

A  major  stumbling  block  to  the  elimin- 
ation of  congenital  rubella  will  be  the  two 
approaches  adopted  within  the  European 
region:  elimination  of  the  disease  by  mass 
immunisation  of  all  children  or  protecting 
girls  of  10-14  years  and  women  of 
childbearing  age  as  in  Britain.  For  those 
countries  adopting  the  former  approach, 
an  uptake  rate  of  95%  by  1995  is  the 
target.  The  British  approach  requires 
virtually  a  100%  uptake  rate  in  the  target 
population  to  eliminate  congenital  rubella. 
The  conference  urged  all  countries  to 
develop  effective  systems  for  the  sur- 
veillance and  investigation  of  all  suspected 
cases  of  congenital  rubella. 


The  Case  against  Britain's 
Rubella  Vaccination  Policy 


Second  Rubella 

Video 
Now  Shooting 


Following  the  success  of  Go  For  It,  the 
film/video  made  by  Sense  for  the  National 
Rubella  Council  (NRC),  a  second  video  is 
now  being  made.  It  is  aimed  not  at 
schoolgirls  but  at  adult  women,  since  the 
NRC  is  concentrating  on  this  target  group 
during  1986.  The  video  will  star  Jan 
Francis  and  will  feature  Sense  families.  It 
will  be  available  during  March.  Requests 
for  further  information  should  be  sent  to 
Gloria  Abramoff,  National  Rubella  Council, 
c/o  RNID,  105  Gower  Street,  London 
WC1E6AH. 


The  National  Rubella  Council  was  set  up  in 
1983  by  11  voluntary  organisations,  the 
DHSS  and  the  Health  Education  Council, 
to  so  increase  the  percentage  of  schoolgirls 
and  adult  women  vaccinated  against  Rub- 
ella that  congenital  Rubella  would  be  elim- 
inated. In  a  recent  issue  of  the  British  Med- 
ical Journal,  Dr  Christine  Miller  and  Dr 
Elizabeth  Miller,  together  with  medical  and 
nursing  staff  from  three  Manchester  hos- 
pitals, report  on  a  study  co-ordinated  by 
the  Communicable  Disease  Surveillance 
Centre  established  to  assess  the  impact 
already  made  by  Rubella  vaccination  on 
the  susceptibility  of  women  of  childbearing 
age  and  to  monitorfuturechanges  resulting 
from  the  campaign. 

The  study  began  in  Greater  Manchester 
in  January  1 984  and  in  laboratories  of  the 
Public  Health  Laboratory  Service  in  Ashford, 
Bristol,  Gloucester,  Hereford,  Leeds,  Luton 
and  Reading  during  the  year.  This  BMJ 
article  gives  the  results  for  Manchester  for 
1984.  It  makes  gloomy  reading. 

In  Britain  screening  for  immunity  to 
Rubella  is  part  of  the  routine  ante-natal 
examination,  and  in  most  areas  women  are 
screened  in  each  pregnancy  irrespective 
of  past  immunity  or  vaccination.  The 
effects  of  school,  prepregnancy  and  post- 
partum (following  birth)  vaccination  were 
assessed  by  comparing  susceptibility 
among  pregnant  women  with  that  of  men  in 
the  same  age  groups.  Since  non-pregnant 
women  are  also  screened  before  vaccin- 
ation the  immediate  effect  of  the'campaign 
was  monitored  by  recording  the  number  of 
these  requests  before  and  after  the 
campaign  began.  The  overall  value  of 
screening  pregnant  and  non-pregnant 
women  was  assessed  by  checking  the 
proportion  of  non-immune  women  who 
were  subsequently  vaccinated. 

The  study  found  that  in  the  Manchester 
area  between  1 979  and  1 984,  the  proportion 
of  susceptible  women  of  child-bearing  age 
fell  from  6.4%  to  2.7%.  In  1984,  4.2%  of 
nulliparous  women  (women  who  have  not 
borne  a  child)  were  susceptible  compared 
with  1.4%  of  women  in  their  second  or 
subsequent  pregnancy.  Eighty-five  percent 
of  pregnant  women  screened  and  found  to 
be  non-immune  were  vaccinated  after 
delivery  and  before  leaving  hospital. 
Requests  for  blood  tests  for  non-pregnant 
women  to  screen  for  Rubella  immunity 
increased  in  response  to  the  national 
campaign  and  at  the  time  of  local  outbreaks 
of  Rubella  —  but  only  two-thirds  of  those 
found  to  be  non-immune  were  subsequently 


vaccinated.  During  1 983  and  1 984  infection 
was  confirmed  in  57  pregnant  women  — 
2%  of  those  were  non-immune. 

The  outbreaks  of  rubella  in  1983  and 
1 984  were  smaller  than  in  1 978,  and  even 
with  the  increase  in  vaccination  figures, 
large  numbers  of  pregnant  women  sought 
diagnostic  intervention  after  contact  with 
the  disease,  demonstrating  the  anxiety 
aroused  when  Rubella  is  prevalent.  In 
1983  acute  Rubella  was  confirmed  in  30 
pregnant  women  in  the  local  population.  Of 
the  21  infected  during  the  first  16  weeks  of 
pregnancy,  1 6  had  a  therapeutic  abortion, 
and  congenital  infection  (but  no  manifest 
handicap)  was  diagnosed  in  five  infants  of 
whom  one  had  symptoms  at  birth  and  a 
second  was  subsequently  found  to  be 
deaf.  The  diagnosis  and  termination  of 
infected  pregnancies  are  still  essential, 
but  unacceptable,  factors  in  preventing 
congenital  rubella  syndrome. 

The  policy  of  selective  vaccination  in 
Britain  hasaimed  at  increasing  immunity  in 
the  childbearing  population  rather  than 
reducing  the  overall  incidence  of  rubella 
disease.  In  the  Manchester  area  a  high 
degree  of  immunity  has  now  been  achieved 
as  vaccinations  approach  the  recommended 
levels.  Preliminary  results  from  other 
laboratories  participating  in  the  study 
show  immunity  in  excess  of  97%  in 
populationsof  pregnant  women  elsewhere 
in  the  country.  Selective  vaccination  has 
had  considerable  effect,  but  it  is  clear  that 
1-2%  of  women  will  inevitably  remain 
susceptible,  either  because  they  miss  or 
refuse  vaccination  or  because  they  fail  to 
respond  to  vaccine.  The  findings  of  the 
study  show  the  consequences  of  allowing 
wild  Rubella  virus  to  circulate  while  even 
this  small  proportion  of  pregnant  women 
remains  susceptible. 

The  implications  of  the  study  are  clear 
—  that  even  when  the  present  policy  is  well 
implemented  congenital  rubella  syndrome 
will  not  be  eliminated  and  infection  in 
pregnancy  will  continue  at  an  unacceptable 
level.  The  study  group  proposes  that 
vaccination  of  the  present  target  groups 
should  continue  (which  would  reduce  or 
prevent  the  chaos  that  would  arise  from  a 
total  change  of  the  target  group)  but  it 
should  be  supplemented  by  mass  vaccin- 
ation of  infants  and  pre-school  children  of 
both  sexes  to  reduce  circulation  of  the 
virus  and  thereby  the  risk  of  contact  in 
pregnancy. 

Rodney  Clark 


Deaf-Blind  Choir  Use  a  Vibrating  Floor 


Six  deaf-blind  choristers  from  various  parts 
of  the  USA  have  come  together  at  the 
Helen  Keller  Centre  in  New  York  State, 
where  they  are  using  a  vibrating  floor  to 
help  them  practice  together. 

This  floor,  one  of  two  in  the  United 
States,  vibrates,  using  amplified  sound  from 
a  microphone.  By  feeling  their  own  vocal 
chords  and  the  floor  the  concept  of  what 
produces  sound  becomes  apparent,  some- 


times for  the  first  time.  Now  it  is  possible  for 
the  choir  to  train  together  by  comparing 
their  sounds  with  the  floor  vibrations. 

At  their  performance  on  June  27  in 
honour  of  Helen  Keller's  birthday,  three 
choristers  were  able  to  sing  whilst  the 
others  signed  rhythmically,  helped  by  the 
remarkable  floor. 
National  Center  News  USA 
September  1985 
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Taking  Over 

At  long  last,  after  months  of  deliberation 
and  legal  negotiations,  we  are  proud  to 
announce  that  Sense  is  now  the 
possessor  of  a  prestigious  Midlands 
Centre  in  Edgbaston,  Birmingham. 
Readers  of  previous  Newsletters  will 
know  of  our  attempt  to  acquire  the  Royal 
School  for  Deaf  Children  which  closed  as 
a  school  at  Christmas  1 984. 

The  possibility  of  developing  services 
in  the  Midlands,  for  many  years  the 
home  region  of  the  Association,  arose  in 
June  1984  when  the  British  Deaf  News 
bore  a  headline  announcing  the  tragic 
closing  of  this  pioneering  deaf  school, 
open  continuously  since  the  early  1880s. 
An  early  visit  by  Sense  staff  elicited  the 
information  that  the  school's  Committee 
of  Management  wished  to  continue  to 
develop  services  for  deaf  people  on  the 
site  by  establishing  a  campus  from  which 
a  number  of  organisations  could  operate. 
Sense  made  a  bid  for  about  1/3  of  the 
buildings  on  the  site  which  is  about  5 
acres  in  size  and  which  contains  some 
46,000  square  feet  of  accommodation. 

At  first  sight,  the  Centre  is  '  non- 
institutional  in  character  as  it  resembles 
a  row  of  domestic  houses  from  the  front. 
Residences,  classrooms,  playground, 
playing  field,  swimming  pool,  gym  and 
tennis  court  are  all  "hidden"  at  the  back. 
Fiveways  train  station  is  very  close,  and 
indeed  the  Centre  is  only  about  15 
minutes  walk  from  the  centre  of 
Birmingham. 

Sense's  offer  was  accepted  by  the 
school's  Committee,  but  unfortunately 
the  remaining  accommodation  was  not 
taken  up  by  the  other  organisations  and 
so  the  Trustees  of  the  charitable  trust 
which  owns  the  school  suggested  that 
Sense  take  over  the  whole  site, 
becoming  Corporate  Trustee  of  the  Trust. 
Much  heart-searching  took  place  before 
our  Council  decided  that  we  could  take 
on  our  largest-ever  project  but  in  March. 
1985,  the  decision  was  made  and  we 
began  to  negotiate.  Many  problems 
came  to  the  surface  which  caused  the 
completion  of  the  transfer  to  be 
protracted.  Firstly,  the  terms  of  the 
school's  Trust  Deed  had  to  be  varied  to 
allow  Sense  to  provide  services  for 
adults  on  the  site  as  well  as  for  children. 
The  site  is  leased  from  Calthorpe  Estate 


which  owns  much  of  Edgbaston,  and  the 
lease  was  very  out-of-date.  A  new  lease 
has  had  to  be  negotiated  plus  the 
general  details  of  any  sub-leases  that 
Sense  will  wish  to  issue.  A  third  problem 
was  the  requirement  by  the  Department 
of  Education  and  Science  to  repay 
capital  grants  made  during  the  '50s  and 
'60s  to  the  school,  which  requirement 
was  withdrawn  after  substantial 
approaches  by  political  supporters  to  Sir 
Keith  Joseph,  Secretary  of  State  for 
Education. 

As  mentioned  in  the  last  edition  of 
Talking  Sense,  John  Hatton  will  take  up 
his  post  as  Principal  in  April.  Bob  Snow, 
formerly  Deputy  Head  of  the  Royal 
Victoria  School  for  the  Blind  in 
Newcastle  is  Acting  Site  Manager  and 
other  staff  now  on  site  are: 

Wendy  Silverstone,  Administrative 
Secretary 

Doreen  Norris,  Peripatetic  Advisory 
Teacher  (Midlands) 

Lilian  Jones,  Housekeeper 

Bob  Jolly,  Caretaker 

Ron  Nash,  Assistant  Caretaker  (part- 
time) 

John  Hall,  Gardener  (part-time) 

Magda  Szilva,  Domestic  Assistant 
(part-time) 

Julia  Hennessey,  Domestic  Assistant 
(part-time) 

Mary  Olino,  Secretary  (part-time) 

Valerie  Brown,  Secretary  (part-time) 

As  we  go  to  press,  it  has  been 
arranged  that  John  Penton  will  unveil  his 
proposals  for  the  use  and  development 
of  the  buildings  on  the  site  at  a  meeting 
of  the  Edgbaston  Steering  Committee  on 
Friday  21  February.  These  proposals  will 
be  both  for  Sense's  projects  and  for  the 
use  of  buildings  by  sub-lessees,  as  Sense 
will  honour,  wherever  possible,  the 
wishes  of  the  previous  Trustees  in 
providing  a  range  of  services  on  site 
relating  to  sensory  impairment.  A  fund- 
raising  appeal  is  now  being  planned,  to 
be  launched  officially  later  in  the  year  — 
funds  will  be  needed  for  building 
modifications,  for  the  initial  costs  of 
residential  services  while  they  are  being 
built  up  and  for  any  services  which  do 
not  produce  revenue  income  and  so 
have  to  be  paid  out  of  donations. 

Sense  held  a  meeting  on  31  January 
to  consult  with  representatives  of  health, 
social  services  and  education  authorities 
and  of  local  voluntary  bodies  in 
Birmingham  on  our  plans  for  the  site. 
This  enabled   us  to  make  some  useful 


Sense-in-ti 


contacts  whilst  ensuring  that  the  local 
community  is  fully  aware  of  and  in  tune 
with  our  proposals.  A  report  is  to  be 
produced  and  it  is  intended  to  mount  a 
similar  exercise  for  the  representative  of 
authorities  and  bodies  in  the  West 
Midlands  Metropolitan  Boroughs  and  the 
Shire  Counties  surrounding  Birmingham. 


Our  Plans 


Briefly,    Sense's    proposed    services 
are  as  follows: 

•  A  Family  Centre,  such  as  the  Sense 
Centre  in  Ealing,  providing  supportive 
and  training  services  for  families  in  the 
Midlands  with  newly-diagnosed  deaf- 
blind  babies  and  young  children. 

•  A  Focus  for  Sense's  Peripatetic 
Advisory  Teaching  Service  to  families, 
schools,  hospitals,  etc.  caring  for  deaf- 
blind  children. 

•  A  residential  centre  providing  Further 
Education  and  Rehabilitation  services  to 
severely  handicapped  deaf-blind 
adolescents  and  young  adults. 

•  Long-term  residential  accommodation 
(with  differing  degrees  of  staff  support) 
for  deaf-blind  adults  who  are  always 
likely  to  require  some  form  of  dependent 
living. 

•  Support  services  for  deaf-blind  people 
who  are  living  and  studying  in  other 
settings. 

•  A  training  centre  for  adults  with 
Usher  Syndrome,  their  families  and 
professional  workers. 

•  A  base  for  Sense's  West  Midlands 
branch. 

•  An  administrative  base  for  Sense's 
Midlands  fundraising  and  educational 
services. 

•  A  training  centre  for  professionals 
working  with  multi-handicapped  sensory 
impaired  children  and  adults.  Already,  in 
1986,  a  number  of  residential  courses 
have  been  arranged  for  teachers, 
educators,  care  staff,  nursing  staff  and 
social  workers. 

All  of  these  proposals  will  be  described 
and  discussed  in  greater  length  in  this 
and  subsequent  Newsletters.  It  is  very 
important  that  we,  and  particularly  the 
Edgbaston  Steering  Committee,  hear 
back  from  the  members.  We  need  your 
views  on  proposed  services  and  we  need 
your  involvement.  Please  make  sure  that 
what  we  end  up  with  is  what  we  need  — 
only  you,  parents,  teachers,  doctors, 
social  workers  etc.  can  ensure  this 
happens  by  engaging  in  the  debate  and 
the  discussions. 


For  details  of  our  plans  for 
adult  services,  see  page  21. 


Other  Users 

Firm  proposals  for  the  use  of  the  site 
by  other  organisations  include: 

NDCS 

The    National    Deaf    Children's    Society 
plan   to   site  their  Aid    Information   and 
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Data  Centre  at  Edgbaston.  This  will  be  a 
new  national  service  for  parents  and 
professionals  working  with  hearing- 
impaired  children. 

Initially,  the  Aid,  Information  and  Data 
Centre  will  provide  an  information 
service  on  new  technology  as  it  affects 
deaf  children.  This  will  cover  such  things 
as: 

•  development  in  hearing  aid 
technology 

•  radio  hearing  aids  and  personal  FM 
systems 

•  environmental  aids 

•  visual  speech  display  systems 

•  computer  assisted  learning 

•  visual  telephones  and  computer  mail 
boxes 

•  communication  aids  for  multiply 
handicapped  children 

The  AID  Centre  will  produce  regular 
bulletins  and  equipment  up-dates  to 
professional  and  family  subscribers. 
There  will  be  a  Freephone  telephone  line 
for  enquiries. 


BLUE  PETER  Lending  Library 
for  Deaf  Children 

The  Aid,  Information  &  Data  Centre  will 
also  incorporate  the  BLUE  PETER 
Lending  Library  for  Deaf  Children.  This 
will  be  a  loan  scheme  through  which 
parents  of  deaf  children  and  schools  and 
units  for  the  deaf  may  borrow  equipment 
for  a  limited  period  to  assess  its 
suitability  or  to  replace  equipment 
temporarily  out  of  service.  Much  of  the 
capital  cost  of  setting  up  the  equipment 
loan  service  will  be  met  from  the  BLUE 
PETER  Lend-An-Ear  Appeal  which  ran  on 
BBC  TV  in  November  and  December 
1985. 

Staffing 

The  NDCS  Aid,  Information  &  Data 
Centre  will  be  staffed  initially  by  three 
staff.  A  Technology  Officer,  an 
Information  Assistant  and  an 
Administrative  Secretary.  The  first  of 
these  posts  has  already  been  advertised, 
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the  others  will  be  filled  in  the  Summer  of 
1986.  It  is  expected  that  the  BLUE 
PETER  Lending  Library  for  Deaf  Children 
will  be  employing  five  people  by  1987. 

Further  details  about  NDCS  Aid, 
Information  &  Data  Centre  are  available 
from:  The  Director,  The  National  Deaf 
Children's  Society,  45  Hereford  Road, 
London  W2  5AH. 

WMRHA 

The  West  Midlands  Regional  Health 
Authority  is  planning  a  Day 
Rehabilitation  Centre  for  people  who 
become  deaf.  This  will  incorporate  a 
comprehensive        service        by        NHS 
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professionals  involved  in  hearing 
impairment  and  will  be  the  first  such 
regional  service  in  the  country  provided 
by  an  NHS  authority. 

Further  details  are  available  from  Dr 
John  Beasley,  West  Midlands  RHA, 
Arthur  Thomson  House,  146  Hagley 
Road,  Birmingham  B16  9PA. 

QAC 

Queen  Alexandra  College  already  has  a 
number  of  visually  impaired  students 
resident  on  site.  It  is  hoped  to  continue 
this  provision  beyond  this  academic  year, 
and  much  fruitful  co-operation  with  the 
'blind  world'  in  Birmingham  is  anticipated. 


RNID 

The  Royal  National  Institute  for  the  Deaf 
has  been  establishing  a  national  network 
of  regional  advisers  over  the  past  5 
years.  Sheila  Grew,  their  Midlands 
adviser  is  already  on  site,  and  has 
helped  tremendously  so  far  by 
organising  the  first-ever  formal  training 
course  (under  the  auspices  of  the 
Council  for  the  Advancement  of 
Communication  with  Deaf  People)  on 
communication  with  deaf-blind  people. 

It  is  hoped  that  other  current  users  of 
the  site  will  continue  to  operate  here 
including  the  local  playgroup  and  Wendy 
Daunt's  sign  language  teaching  class. 

The  Steering  Committee  is  also 
considering  a  permanent  name  for  the 
Centre  —  SENSE-in-the-MIDLANDS  is 
its  interim  name  —  and  the  nature  of  the 
body  that  will  manage  the  site.  Much 
interest  is  being  shown  nationally  and 
locally  in  this  exciting  development 
which,  when  fully  functioning,  could  well 
be  employing  something  like  100  people. 


Looking  Forward,  Glancing  Back 


PROFILE 


Hearing  Peggy  Freeman  broadcast  on  a 
"Women's  Hour"  programme  in  the  early 
'60s  made  Midlands  teacher  Margaret 
White  aware  of  the  existence  of  a  Rubella 
Association. 

At  the  time  Margaret  couldn't  possibly 
have  known  how  significant  the  association 
would  become  in  her  own  life.  But  sadly, 
less  than  two  years  later,  she  gave  birth  to  a 
rubella-handicapped  daughter,  Helen. 

Remembering  Peggy's  broadcast, 
Margaret  reached  out  to  the  association 
for  help.  Now,  after  22  years,  she  is  one  of 
Sense's  longest-serving  members  and  for 
the  past  five  years  has  been  at  the  helm  as 
its  vice-chairman. 

Margaret,  who  lives  in  Nuneaton,  War- 
wickshire, with  her  husband  Geoff,  a 
retired  teacher,  has  a  busy  working  lifeasa 
head  of  a  comprehensive  school's  remedial 
department,  while  much  of  her  spare  time 
is  devoted  to  Sense  activities. 

Helen  is  the  youngest  of  her  three 
children  —  sons  Graham  (29)  and  Andrew 
(27)  live  and  work  away  from  home,  while 
Helen  has  been  at  Chelmsley  Hospital  in 
Marston  Green,  Birmingham  for  the  past 
1 1  years. 

"We  are  hoping  that  a  more  suitable 
place  can  be  found  for  her",  said  Margaret. 
"Her  name  is  down  for  Poolemead  but  it  is  a 
long  way  away  and  while  they  have  been 
open  for  some  time  and  are  experts,  I 
would  love  to  see  Helen  have  a  place  at 
Edgbaston  when  it  opens,  because  it  is 
near  to  us  and  we  could  be  more  involved." 

Ironically,  Margaret  was  well  aware  of 
the  dangers  of  rubella  in  early  pregnancy 
and  had  unsuccessfully  tried  to  catch  the 
disease  each  time  there  was  an  epidemic. 
She  was  devastated  when  she  developed 
rubella  just  six  weeks  into  her  third 
pregnancy,   and  when    Helen   was  born 
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severely  handicapped  she  was  determined 
to  find  whatever  help  she  could. 

"But  I  didn't  join  the  association  immed- 
iately because  it  took  me  about  nine 
months  to  obtain  an  address  to  contact 
Peggy  Freeman",  she  recalled.  "Eventually 
I  got  it  by  writing  to  a  magazine  and  I  joined 
in  1963." 


Margaret  attended  her  first  AGM  i 
1 964  and  has  missed  only  one  since.  He 
first  role  with  Sense  was  as  film  secretary 
then  in  1970  she  joined  the  Nations 
Council  as  a  parent  representative. 

"In  the  1970s  the  Midland  parent 
started  their  own  branch,  so  I  was  able  t 
act  as  a  means  of  liaison  between  th< 
branch  and  the  council",  she  said. 

When  the  Deaf-Blind  Helpers'  Leagui 
offered  Sense  the  Manor  House  at  Marke 
Deeping,  Margaret  was  asked  to  join  the 
planning  committee.  Once  the  Mano 
House  was  open  she  chaired  its  manage 
ment  committee  and  now  it  is  establishe< 
she  serves  on  its  advisory  committee. 

"I  was  especially  interested  in  th< 
Manor  House  because  it  is  in  Lincolnshire 
where  I  come  from,  and  I  saw  it  as  beinc 
relevant  for  the  people  of  Helen's  agi 
group",  she  said. 


When  Margaret  White  was  first  coming 
to  terms  with  the  fact  that  her  baby 
daughter  was  rubella-handicapped, 
Sense  existed  as  a  small,  self-help 
parents'  group. 

"In  those  days  it  was  parents  who 
wrote  to  each  other  and  visited  each 
other  if  they  could",  recalled  Margaret. 
"We  had  a  little  newsletter  which  Peggy 
Freeman  typed  and  duplicated.  We 
swapped  worries,  problems,  solutions 
to  problems  and  supported  each  other. 
We  had  general  meetings,  though  not 
annually  —  it  was  very  small  in  those 
days." 

Since  she  joined  in  1963,  Margaret 
has  seen  that  group  expand  into  a 
national  undertaking  with  a  large  budget 
and  staff,  its  own  centres  and  the  other 
trappings  of  a  professional  organisation. 

Yet  she  feels  that  Sense  has  lost 
none  of  the  caring  attitude  of  its  early 
days  —  even  if  it  is  less  'cosy'  now!  And 
she  believes  that  its  expansion  can 
bring  nothing  but  extra  benefits  for  the 
d<i3f-blind  and  their  families. 


One  major  benefit  of  Sense's  growth, 
Margaret  feels,  is  its  professional  staff. 
"We  have  been  able  to  take  on  staff  to 
do  the  day-to-day  grind  of  office  work 
and  we  have  experts  who  are  able  to 
approach  VI  Ps  for  the  purpose  of 
charitable  fund-raising",  she  said.  "Having 
expert  staff  also  means  we  have  a 
status  as  far  as  government  depart- 
ments and  local  authorities  are  concerned. 

They  now  respect  us,  which  means 
we  can  obtain  grants  for  what  we  want 
to  do  —  something  which  was  very 
difficult  for  us  when  we  were  just  run  by 
parents,  because  parents  don't  have 
the  time  to  devote  to  this  kind  of  work 
when  they  have  jobs,  families  and  a 
handicapped  child. 

What  thrills  me  also  is  that  so  many 
of  our  professionals  are  like  parents, 
because  they  care  so  much  for  our 
children  and  are  not  just  doing  a  job." 

As  a  parent  who  used  to  hope  that 
Sense  would  one  day  have  its  own 
school  but  envisaged  nothing  more 
ambitious  than  'a  couple  of  Portakabins 


somewhere  in  London  or  the  Midlands 
Margaret  is  "excited  and  thrilled"  by  the 
prospect  of  the  Edgbaston  site  opening 

"I  had  always  hoped  forsomething  ir 
the  Midlands  and  I  couldn't  be  happie 
that  it  is  going  to  have  so  man} 
functions.  I  think  Sense  is  beginning  tc 
meet  the  requirements  of  parents  anc 
with  the  Edgbaston  site  especially  we 
have  the  chance  to  do  that.  It  is  not  jus 
that  Edgbaston  is  such  a  big  site,  bu 
that  it  is  centrally-placed  in  the  country 
Somewhere  like  Edgbaston  can  offe 
training  and  education,  and  possibly 
'core  and  cluster'  permanent  accom 
modation  in  the  future.  There  wil 
always  be  some  of  our  less  able 
children  who  need  a  permanent  resi 
dential  home  with  a  lot  of  supervision 
but  it  is  a  step  in  the  right  direction." 

As  well  as  catering  for  pre  and  pos 
school  youngsters  and  offering  courses 
and  conferences  for  those  working  with 
them,  Margaret  would  like  to  see  i 
school  based  at  the  Edgbaston  site  one 
day,  if  viable. 
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"The  Manor  House  was  the  catalyst  of 
Sense's  growth.  Because  of  that  we  got 
the  Magpie  Appeal  on  television  and 
Sense  really  took  off  from  there.  For  the 
first  time  we  had  money  and  a  property 
which  became  the  focus  of  activity  and 
fund  raising.  People  will  give  money  when 
there  is  something  specific  to  give  it  to  and 
not  just  pie  in  the  sky." 

In  1980  Margaret  became  part  of  a 
small  policy  group  formed  to  plan  Sense's 
future  projects,  fund  raising  etc.  "The 
policy  group  did  a  complete  review  to 
decide  what  the  association  could  do,  what 
we  could  farm  out  to  other  bodies,  what 
parents  wanted,  what  needed  to  be  done, 
and  so  on",  she  explained.  "The  group  now 
meets  when  necessary  and  it  is  the  core  of 
the  Edgbaston  planning  committee." 

As  vice-chairman  of  Sense  Margaret 
also  serves  on  the  Executive  Committee. 
In  addition,  she's  organised  Christmas 
card  sales,  appeared  in  a  Sense  video, 
gives  regular  talks  to  women's  groups, 
Round  Table  and  Rotary  branches,  schools 
and  so  on. 

It's  a  busy  life,  but  Margaret  feels  that  by 
supporting  Sense  she  is  helping  not  only 
her  own  daughter,  but  the  many  others  like 
her.  "Speaking  for  myself,  I  want  to  see  my 
daughter  somewhere  that  is  more  suited  to 
her  particular -needs  than  where  she  is 
now,  before  I  get  too  old  to  visit  her  and  to 
have  her  at  home",  she  said.  "I  know  that 
I'm  speaking  for  a  lot  of  older  parents  when 
I  say  that  we  want  to  see  our  children 
properly  settled  before  we  die.  Because  of 
the  difficulties  we  have  faced  with  Helen,  I'm 
delighted  that  Sense's  expansion  and 
becoming  professionally  run  means  that  so 
much  more  can  be  done  to  help  other  deaf- 
blind  people  of  all  ages." 

Margaret  added:  "One  of  my  greatest 
hopes  is  to  see  rubella  cease  altogether  to 
be  a  cause  of  handicap  —  through 
vaccination,  not  abortion  —  and  then  we 
can  look  to  the  other  causes  of  deaf- 
blindness,  especially  hereditary  and  con- 
genital ones,  and  support  research  designed 
to  prevent  them  too." 


She  stressed  the  need  for  fully 
utilising  the  site  before  moving  on  to 
other  projects  because  of  the  financial 
implications,  but  added  that  she  would 
like  to  see  Sense  operating  hostels  and 
training  centres  in  other  areas,  e.g. 
Wales,  Ireland,  the  North  and  South. 

Another  advantage  of  Sense's  more 
professional  status,  says  Margaret,  is 
an  increasing  and  closer  collaboration 
with  other  charities,  and  she  believes 
that  the  Edgbaston  project  will  help 
foster  this. 

"I  know  there  are  people  who  regret 
the  cosiness  of  the  days  when  we  were 
a  small  group,  but  we  had  to  grow  in  this 
way  and  I  feel  we  will  meet  more 
people's  needs  because  we  are  bigger. 

And  if  anyone  thinks  we've  lost  the 
warm  closeness  that  used  to  exist 
between  the  parents,  all  they  need  do  is 
go  to  one  of  our  conferences  in 
Scotland,  Leicester  or  wherever."  said 
Margaret. 


Edgbaston  —  Services  for  Adults 


The  needs  of  our  young  adult  members 
have  long  been  the  highest  priority  of  the 
Association.  Now  our  new  site  at 
Edgbaston  gives  us  a  chance  to  increase 
significantly  the  services  we  offer  to  this 
group. 

Plans  are  now  being  formed  as  to  how 
we  can  best  use  the  site.  Of  course,  the 
major  limitation  will  always  be  money;  we 
can  dream  of  what  we  may  want,  but 
without  a  sound  structure  of  funding  it  will 
remain  a  dream.  So  our  plans  must  be 
practical. 

A  small  working  group  has  been  set  up 
to  consider  our  best  way  forward,  and  to 
advise  the  Steering  Committee  on  our 
proposed  adult  services.  The  group  is 
made  up  of  John  Hatton,  Tony  Best,  Bob 
Snow,  Paul  Ennals  and  Helen  Bradley,  and 
it  is  looking  to  take  account  of  as  many 
other  peoples'  ideas  as  possible.  So,  any 
comments,  proposals  or  criticisms  are 
welcome!  The  more  consultation  we  can 
have,  the  better  our  final  plans  should  be. 

Background 

•  We  know  there  are  hundreds  of  deaf- 
blind  and  rubella  handicapped  young 
adults  not  receiving  specialist  services.  In 
the  Birmingham  area  alone,  we  have  over  a 
hundred  names  on  our  files. 

•  Sense  is  receiving  new  requests  for 
help  from  hospitals  who  have  deaf-blind 
residents  at  the  rate  of  one  or  two  a  week. 

•  The  existing  specialist  units  all  have 
waiting  lists  stretching  to  the  skies. 

Needs 

Our  parent  members  tell  us  that  there 
need  to  be: 

•  more  specialist  training  places  like  the 
Manor  House  and  Poolemead. 

•  more  places  where  their  children  can 
be  cared  for  permanently. 

•  training  for  the  staff  who  work  with  deaf- 
blind  people. 

•  support  and  advice  for  non-specialist 
centres  who  are  catering  for  deaf-blind 
people. 

Principles 

Some  of  the  basic  principles  we  hope  to  be 
following  are: 

•  We  must  combine  with  existing 
services,  not  compete.  The  excellent 
services  already  situated  in  Birmingham 
for  other  groups  of  disabled  people  should 
be  a  help  to  us,  and  us  a  help  to  them. 

•  We  must  offer  a  flexible  service,  trying 
to  offer  something  to  deaf-blind  and 
rubella  handicapped  people  of  all  abilities. 
The  centre  should  not  only  be  of  use  to 
those  who  arrive  as  resident  students. 

•  We  must  recognise  the  needs  of  our 
less  able  members,  and  try  in  particular  to 
offer  a  service  to  them. 

•  We  must  be  innovative,  and  develop 
new  ideas  to  support  deaf-blind  people. 

•  We  must  provide  some  help  for  those 
families  concerned  about  the  long  term 
care  of  their  children. 

Elements  of  the  Service 

At  the  moment  we  are  thinking  of  our  Adult 
Services  consisting  of  five  main  components: 
1 .  Further  Education  and  Rehabilitation 
As  the  main  service  on  site,  we  hope  to 
offer  rehabilitation  over  a  period  of  years  to 
deaf-blind  young  adults,  many  of  whom  will 


have  been  living  in  mental  handicap  hospitals. 
Students  will  stay  on  the  site  —  which  will 
be  open  52  weeks  a  year  —  in  small  'family 
units'  containing  no  more  than  six  people  each. 
The  emphasis  will  be  on  the  development 
of  self-care  skills  and  communication.  Staff 
levels  will  be  very  high,  to  allow  us  to 
accept  some  of  the  more  severely 
handicapped  of  our  members. 

2.  Outreach 

For  those  who  are  not  accepted  as 
students  in  the  FE  Unit,  we  are  planning  an 
advisory  service,  available  to  give  support 
and  guidance  to  families,  day  centres  or 
residential  units  who  have  deaf-blind 
people.  This  service  should  include 
offering  assessments,  regular  support,  or 
special  courses  for  staff. 

3.  Training  for  Staff 

There  is  a  great  demand  for  a  variety  of 
courses,  as  is  shown  by  the  over- 
subscription of  any  courses  arranged  at 
present.  We  would  hope  to  provide  an 
increased  input  to  existing  courses,  as  well 
as  staging  our  own  ones  for  nurses,  care 
staff,  social  workers  and  other  professional 
groups,  as  well  as  to  parents. 

4.  Long-term  living 

Ultimately  we  must  offer  a  long-term  option 
to  our  families.  Different  people  have 
different  needs  which  are  best  met  in  a 
number  of  different  ways,  and  we  hope  to 
be  developing  a  range  of  provisions,  not  on 
the  site  itself  but  supported  from  the  site. 

5.  Usher  Syndrome  Rehabilitation 
Project 

This  group  of  deaf-blind  people,  who  are 
born  deaf  and  who  may  then  lose  their 
sight,  present  special  problems,  which 
Mary  Guest's  Awareness  Programme  is 
bringing  to  light.  Our  proposal  is  to  set  up  a 
rehabilitation  project,  offering  short 
courses  to  sufferers  to  help  them  to  adjust 
to  increasing  loss  of  vision,  as  well  as 
providing  support  to  families  across  the 
country. 

As  our  plans  develop  we  will  keep  you 
informed.  In  turn,  keep  us  informed  as  to 
what  you  think  is  needed. 


A  Language  for  Ben 

Sense  has  copies  of  the  pamphlet,  "A 
Language  for  Ben",  which  has  been  pro- 
duced by  Tyne  Tees  Television  to  follow 
up  a  programme  shown  on  Channel  4  TV. 
This  is  a  shortened  version  of  a  talk  given 
to  the  International  Congress  on  the 
Education  of  the  Deaf  at  Manchester  in 
1985. 

Lorraine  Fletcher  describes  her  exper- 
iences and  what  she  and  her  husband 
have  learned  in  trying  to  communicate 
with  their  son  Ben  up  to  the  age  of  41/2 
years.  She  describes  some  of  the  struc- 
ture of  the  'natural'  language  of  the  deaf 
child  and  the  importance  of 'British  Sign 
Language'. 

Another  article  in  the  pamphlet  out- 
lines the  historical  background  of  the 
various  methods  which  have  been  used 
in  communication  with  deaf  children  in 
education  —  and  current  and  future 
trends. 

If  you  would  like  a  copy  of  this  leaflet 
please  contact  Peter  Bennett  at  Sense 
Head  Office. 
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Office  Report 

Betty  and  I  hope  everybody  has  recovered 
from  the  festivities  and  that  1986  has  got 
off  to  a  positive  start.  My  last  Report  of 
1985  was  not  terribly  newsworthy.  Now  I 
can  tell  you  that  it  looks  like  Scotland's  first 
deaf-blind  unit  for  young  adults  will  be  a 
reality,  many  thanks  to  Quarrier's  Homes 
for  this.  Everybody  has  worked  very  hard 
and  it  would  be  impossible  to  mention  all 
the  people  involved  here.  The  major  boost 
for  the  post-school  unit  came  at  the  very 
end  of  1985  when  we  heard  that  we  had 
received  a  substantial  sum  of  money  from 
a  trust.  Sheena  and  John  Tulloch  were  the 
instigators  of  this  and  the  news,  I  am  sure, 
both  cheered  their  Christmas  and  served 
as  some  reward  for  their  tireless  work. 

It  means  that  we  can  proceed  fakly 
quickly  now  and  we  hope  to  appoint  a 
Principal  Officer  sometime  in  April  '86,  who 
will  then  be  writing  to  fill  you  in  on  the 


details  of  the  unit  itself;  places,  expected 
length  of  stay,  type  of  work  etc. 

We  are  holding  a  small  holiday  in  July 
for  some  of  the  deaf-blind  young  people  in 
Scotland  and  are  delighted  that  Norman 
and  Karen  Tait  from  the  Newcastle  Unit 
have  agreed  to  help  us  in  this  venture.  It  is 
our  first  holiday  and  we  approach  it  rather 
nervously  but  with  excitement  also. 

If  all  goes  well  this  year  with  funding  and 
fundraising  activities  we  hope  to  be  able  to 
appoint  another  Officer  in  Scotland.  This 
will  give  us  a  great  deal  more  scope  and  I 
will  keep  you  up  to  date. 

On  fundraising,  we  will  be  having  a  BBC 
Appeal  in  August  and  hope  that  this  will 
give  us  a  financial  boost.  London  HQ  are 
giving  us  lots  of  help  as  we  are  inexperienced 
in  this  and  their  advice  is  well  appreciated. 

All  our  parents  and  members  in  Scotland 
seem  well.  However,  we  have  a  problem 
because,  as  our  membership  grows,  only  a 
few  can  ever  attend  the  parent's  meetings. 
Tim  Collins  keeps  everybody  well  informed 


Scottish  Country  Cousins 


Over  the  past  few  weeks,  four  people,  all 
city  dwellers,  in  four  totally  different 
situations,  have  referred  to  the  part  of  the 
country  in  which  we  live  as  being  "in  the 
Styx",  "outlandish".  "God-forsaken",  "out- 
of-the-way"  —  because  we  have  a  handi- 
capped child! 

In  some  ways  they  are  absolutely  right 

—  we  are  many  miles  from  eye  and  ear 
clinics,  and  spent  many  weary  hours  of 
travel  to  these  when  Richard  was  a  baby. 
On  the  other  hand,  for  ordinary  medical 
and  surgical  emergency  services  and  care, 
our  District  Hospital  provides  some  of  the 
finest  specialist  care  in  Britain,  with  a 
personal  approach  to  the  patient  which  is 
totally  lacking  in  many  large  centres. 

The  bus  service  has  become  so  poor  as 
to  be  almost  useless  (except  for  the  school 
bus,  and  that  is  late  or  breaks  down  with 
remarkable  and  monotonous  regularity)  but 
for  those  who  cannot  drive  or  afford  to  run  a 
car,  the  generosity  of  those  who  can  is 
great.  The  nearest  station  is  1 2  miles  away 

—  unless  the  road  is  blocked  with  snow, 
when  the  alternative  route  adds  three  miles 
to  the  journey. 

Without  a  car,  travel  and  attendance  at 
meetings,  concerts  and  specialist  clinics 
would  be  difficult  indeed,  and  is,  in  any  case, 
lengthy,  although  it  is  travel,  not  the  stop- 
start  of  driving  in  town.  This  difficulty  of 
travel  is  probably  the  major  disadvantage 
which  affects  parents  of  a  handicapped 
child,  particularly  with  the  less  usual  type 
of  handicap  our  children  have;  this  may 
justify  all  the  descriptions  I  have  heard. 

Traffic-wise,  it  might  be  thought  that 
country  life  is  a  lot  safer  than  city  life.  Not 
so!  In  the  bad  days  of  winter  our  side  roads 
are  a  nightmare  (although  the  main  roads 
are  usually  ploughed  and  gritted  fairly  fast) 
and  in  the  summer,  being  a  tourist  centre, 
we  have  the  hazard  of  loads  of  enthusiastic 
people  dashing  through  our  long,  straight, 
smooth  (when  nobody  is  digging  it  up  for 
one  reason  or  another)  High  Street,  on 
which  we  have  —  officially  —  a  30  mph  limit, 
but  the  majority  of  people  go  through  at  50 
or  60,  in  their  eagerness  to  reach  the  'Good 
Life*  offered  by  our  muir,  or  the  two  beautiful 
glens  at  whose  feet  we  sit! 


Then,  in  all  weathers,  there  is  the  farm 
machinery.  Never  will  I  forget  the  day  when 
I  went  to  the  loo  and  couldn't  find  Richard 
when  I  came  out.  He  had  taken  himself  off 
on  his  bike,  and  a  neighbour  had  rescued 
him  from  beneath  an  approaching  combine- 
harvester,  quite  the  largest  and  highest 
vehicle  I  have  ever  seen,  whose  driver  was 
sitting  many  feet  above  one  small,  oblivious 
boy  on  a  bike,  and  probably  couldn't  see 
him! 

So  perhaps  we  are  "God-forsaken"  and 
"outlandish".  In  fact,  because  John  reaches 
retiring  age  this  year,  we  have  been  taking 
careful  stock  of  the  situation  because  we 
no  longer  need  to  live  here  for  his  job. 

But  where  else  could  Richard  be  accepted 
for  himself,  greeted  by  name  and  with 
pleasure  by  his  friends  when  he  comes 
home?  Where  else  would  there  be  com- 
munity parties  and  Caelidhs  where  he  could 
participate?  Where  else  would  it  be  so  flat 
that  we  can  keep  him  coming  home  regularly 
for  the  longest  possible  time  before  we 
become  too  old  (or  at  present  rates  of 
growth,  he  becomes  too  big),  to  cope  with 
him?  Where  else  could  we  keep  a  pony  at 
minimal  cost,  have  a  golf  course  and  a 
bowling  green  literally  across  the  road  and 
a  swimming  pool  five  minutes'  walk  away? 
Where  else  could  we  afford  our  nice  house? 
We  moved  here  when  Richard  was  two  and 
it  is  the  only  home  he  remembers. 

As  we  drive  home,  after  I  collect  him 
from  the  train  in  Edinburgh,  he  knows  the 
route  so  well.  "Going  home"  he  says  (in  his 
own  speech  of  course)  and  as  we  turn  off 
the  main  road  on  to  our  sometimes  icy  or 
muddy  road  to  the  Styx  "Dere  y'are"  (there 
you  are)  with  a  deep  sigh  of  satisfaction. 

We  have  decided  that  city  life,  with  all  its 
'attractions'  and  'conveniences'  can  wait. 
For  as  long  as  one  of  us  can  drive,  and  we 
can  afford  a  car,  we  will  stay  in  this  not 
really  out-of-the-way  place,  which  is  so 
very  beautiful,  and  which  to  Richard,  John 
and  me  is  Home. 

Sheena  Tulloch 

Parklands 

Edzell 

Angus  DD9  7TF 


but  it  is  not  the  same  as  meeting  each 
other.  I  think  we  therefore  have  to  consider 
very  seriously  asecond  Branch  in  Scotland 
this  year. 

I  think  that  is  most  of  our  Sense-in- 
Scotland  news,  and  hope  this  short  report 
serves  to  keep  you  up  to  date  with  our 
activities  and  that  it  finds  all  supporters, 
friends  and  fellow  parents  well. 

Gillian  Morbey 

Research  and  Development  Officer 


Scottish.  Law  and 
Mental  Handicap 

Mr  Adrian  Ward  recently  gave  a  talk  on  this 
subject  to  the  Scottish  Branch.  Gill  Morbey 
has  sent  us  a  summary. 

'Law  is  a  system  of  rules  governing  our 
relationships  and  dealings  which  is  backed 
by  state  authority,  this  authority  gives  dif- 
ferent status  to  us  according  to  our  age 
and  capacities.' 

Mr  Ward  discussed  the  various  attitudes 
of  the  law  towards  sensory  and  mental 
handicap  and  how  legal  rights  and  respon- 
sibilities can  be  affected  and  gave  examples. 

In  the  case  of  very  young  children,  handi- 
capped or  not,  there  is  a  limited  capacity  to 
manage  their  own  affairs  and  parents  or 
guardians  have  complete  responsibility.  In 
older  children,  girls  over  1 2  and  boys  over 
14  the  capacity  is  increased  and  parental 
responsibility  lessens  until  the  young  person 
at  1 8  becomes  fully  responsible  for  managing 
their  own  affairs. 

The  mentally  handicapped  youngster  is 
no  different.  It  is  sometimes  assumed  that 
those  having  care  and  control  of  a  mentally 
handicapped  adult  can  continue  to  act  as 
though  the  handicapped  person  was  a 
child  but  this  is  not  so.  Nor  can  it  be 
considered  a  voluntary  arrangement  be- 
cause the  mentally  handicapped  person  is 
not  able  to  consent  to  such  an  arrangement. 
A  Guardianship  Order  regularises  the  parent 
child  relationship. 

Handicap  does  not  prevent  a  person 
having  property  but  it  may  mean  that  they 
are  incapable  of  managing  it.  Nobody  has 
the  automatic  right  to  manage  another's 
affairs  —  there  is  a  procedure  to  be  followed. 
The  capacity  of  the  person  depends  on  the 
nature  of  the  transaction.  The  Court  may 
appoint  a  Curator  Bonis  whose  costs  are 
taken  out  of  the  handicapped  persons 
assets.  The  Curator  has  limited  scope  for 
discretion  and  must  consult  the  Court. 

Adrian  stressed  that  the  advice  of  a 
lawyer  was  essential  if  specific  advice  was 
needed,  and  mentioned  the  business  of 
damage  in  a  shop,  that  many  of  our  children 
are  hyperactive  and  we  know  all  too  well 
how  easily  breakages  can  happen.  Adrian 
informed  the  meeting  that  we  should  not 
always  necessarily  pay  out  immediately. 
Parents/carers  have  to  be  proven  liable; 
that  is,  shown  to  be  reckless  or  neglectful. 

Altogether  a  very  interesting  talk.  If  any- 
one wants  more  information  I  strongly  recom- 
mend Adrian's  book  entitled  Scots  Law  and 
the  Mentally  Handicapped,  published  by 
the  Scottish  Society  forthe  Mentally  Handi- 
capped, Cost  £3.50.  All  proceeds  to  the 
Scottish  Society  for  the  Mentally  Handi- 
capped. 
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The  Twig  becomes  a  Branch 

My  last  item  in  the  Winter  edition  of 
Talking  Sense'  was  of  three  Bristol 
families  sharing  a  holiday.  Maybe  prophet- 
ically, I  subtitled  the  paragraph  'A Twig'.  It  is 
delightful  to  begin  this  'Regional  Roundup' 
with  the  news  that  we  now  have  a  Branch  in 
Bristol.  Sense  —  Avon  has  arrived,  with 
Sally  Silverman  as  Chairman  and  Mavis 
Rudman  as  Secretary. 

I  was  lucky  enough  to  be  at  their  first 
and  informal  social  on  Friday  1 3th  December 
along  with  Lindy  and  Al  from  the  Family 
Centre.  Despite  the  ominous  date,  it  was  a 
very  enjoyable  occasion  with  families  and 
friends,  including  John  Clarke,  who  had 
ridden  from  Bristol  to  London  a  month 
before,  not  to  escape  the  party  but  to  raise 
money  for  Sense. 

I  also  discovered  that  the  new  Branch 
Chairman  sings  to  her  own  accompani- 
ment on  the  autoharp  but  the  next  meeting 
in  January  was  not  conducted,  as  was 
rumoured,  as  a  full  opera.  We  met  in  fact  to 
discuss  the  ways  and  means  of  best 
building  the  Branch. 

Sense  —  Avon  starts  with  the  advantage 
being  able  to  work  hand  in  hand  with  a 
Sensory  Impaired  Group  with  an  even 
larger  compass,  reflecting  the  good  work 
done  by  the  teachers  based  at  Elmfield 
House  in  Bristol.  It  is  good  to  see  such 
chances  of  co-operation  being  taken  and 
fostered.  I  know  we  all  welcome  Sense  — 
Avon  and  wish  them  every  success. 


A  Branch  over  the  Water 

Another  exciting  development,  and  one  we 
have  wished  for  a  long  time,  is  the  growth 
of  a  branch  in  Northern  Ireland.  As  the 
result  mainly  of  contacts  followed  up  by 
our  Family  Advisory  Service,  we  have 
found  a  small  group  of  parents,  profession- 
als and  friends  volunteering  to  start  a 
Branch  there.  We  are  still  taking  the  very 
first  step,  so  I  shall  leave  the  details  until 
the  next  'Talking  Sense',  but  if  anyone 
cannot  wait  for  news  or  wants  to  be 
involved  and  has  not  heard  from  me, 
please  write  demanding  to  know  why. 


Branch  Officer's  Weekend 

I  mentioned  in  the  last  edition  our  plans  to 
gather  together  representatives  from  all 
our  Branches  along  with  other  people 
keen  to  start,  so  that  we  can  learn  from  one 
another  and  from  our  'experts'  how  best  to 
make  this  vital  part  of  our  Association, 
more  effective. 

In  the  December  issue  of  'Newsleaf, 
which  I  send  to  all  Branches,  I  wrote  "We 
have  set  the  membership  of  the  Association 
off  along  a  new  road,  creating  new  hope 
and  potential  in  some  areas  while  leaving 
others  with  a  sense  of  loss.  I  am  very 
grateful  to  have  been  able  to  co-operate 
with  those  who  have  given  reality  to  new 
Branches  and  am  even  more  determined 
to  foster  more,  because  these  'mini- 
Associations'  are  able  to  give  the  mutual 
support  and  the  local  effectiveness  that  no 
Head  Office  ever  can.  It  is  one  way  of 
retaining  the  human  element  which  the  old 
Association  had  when  it  was  the  size  of  a 
present-day  Branch". 

Our  Branch  Officers'  Weekend  is  part  of 
this  co-operative  development.  We  have 
booked  our  new  Edgbaston  Centre  for  the 
weekend  of  6-8  June  1 986.  Try  to  make  it  if 
you  are  interested  in  Branch  growth.  There 
are  far  too  many  empty  spaces  on  my  wall 
map. 


Regional 
Roundup 


Sense  —  South  Wales 

Blwyddyn  Newydd  Dda  —  a  Happy  New 
Year  to  you  all!  The  message  from  South 
Wales  in  early  1986  would  seem  to  be  — 

WATCH  THIS  SPACE! 

Together  with  so  many  members  we  have 
been  very  concerned  about  the  future  of 
our  young  people  when  they  leave 
school.  Now  to  our  great  joy  an 
enlightened  local  authority  is  making  a 
real  attempt  to  investigate,  and  hopefully 
meet,  the  needs  of  our  youngsters.  The 
project  is  only  in  its  very  early  stages,  but 
we  are  all  very  excited  and  encouraged. 
We  will  keep  you  informed  of 
developments. 

From  time  to  time  we  receive  letters 
from  students  or  teachers  interested  in 
working  with  deaf-blind  children,  and 
then  other  letters  from  parents  who  need 
help  or  support,  perhaps  with  signing  or 
general  stimulation  of  their  children.  So 
far  we  have  not  been  able  to  link  such 
families  and  helpers,  mainly  because  of 
the  distances  involved,  but  if  any  parents 
in  the  South  Wales  area  feel  that  they 
need  such  help,  or  anyone  with 
experience  to  offer,  could  contact  me, 
perhaps  we  could  set  up  a  register  which 
would  be  of  benefit  to  all  involved. 

Hazel  Benjamin 

Sense  -  South  West 

For  news  of  the  South  West  I  shall  quote 
from  their  "Newsline  No  3" 

"We  would  like  to  take  this  opportunity  to 
wish  all  our  members  and  friends  of 
Sense  South  West  a  prosperous  1986. 

The  business  of  advertising  our 
presence,  both  locally  and  nationally, 
continues  with  media  publicity  which 
included  the  Sunday  People's  fund 
raising  for  Sense  and  the  reports  on  the 
launch  of  our  caravans  in  Goodrington, 
and  the  use  of  local  radio  and  television. 
The  South  West  Week  programme  we 
hoped  to  have  had  has  now  been 
suggested  for  the  Spring  which  gives  us 


the  opportunity  to  have  even  more  to 
report  on. 

Fund  raising  continues  and  we 
acknowledge  several  donations  from 
members  and  friends.  Mr  &  Mrs  Revell 
from  Exmouth  held  a  car  boot  sale  which 
boosted  funds  by  £49  and  Mrs  Hilda 
Apps  from  Teignmouth  raised  £51  from  a 
coffee  morning.  Our  thanks  go  to  them 
and  all  those  who  helped. 

Our  caravan  launch  was  held  on  25 
November  and  I  am  sure  that  those  who 
attended  would  agree  that  we  had  a 
splendid  afternoon.  Many  members  and 
representatives  from  other  Associations 
attended,  plus  new  friends,  all  of  whom 
had  the  chance  to  look  around  the 
caravans  and  see  for  themselves  how 
splendid  they  are.  Bookings  are 
beginning  to  come  in,  thanks  to  our 
'advert'  in  Sense's  quarterly .  Norman 
Brown  performed  the  ceremony  of  the 
launch  and  entertainment  was  provided 
by  the  Rydon  Springs  Rapper  Sword 
Dancers  who  also  gave  us  the  results  of 
a  pub  crawl  that  morning,  the  princely 
sum  of  £70. 

Our  research  programme  has  come  up 
with  some  interesting  details  into  the 
numbers  of  deaf-blind  in  the  County  of 
Devon.  We  have  been  able  to  uncover 
some  new  families  and  have  encouraged 
the  local  authorities  to  accept  that  there 
is  a  serious  need  to  view  this  in  a  new 
light. 

Local  authorities,  like  many  other 
areas  of  social  work,  are  under  great 
pressure  to  provide  good  services  for 
their  clients  and  it  is  important  we  stress 
that  each  case  should  be  viewed 
carefully,  especially  for  the  children,  so 
that  they  benefit  from  all  that  is  available. 

One  positive  step  in  this  direction  has 
been  taken  by  the  new  Headmaster  at 
the  Royal  School  for  the  Deaf:  Mr  H 
Jones  has  formed  an  Advisory 
Committee  to  the  Board  of  Governors, 
upon  which  Peter  Holman  serves  as  the 
parent  representative.  This  Committee 
has  the  opportunity  to  advise  on  new 
direction  and  methods  for  the 
progressive  teaching  of  our  children. 

Finally,  we  would  like  to  extend  our 
congratulations  to  Mrs  Julie  Small  of 
Exeter  on  the  birth  of  twin  boys  over 
Christmas.  We  wish  them  all  well.  There 
is  no  truth  in  the  rumour  that  one  is 
called  Noel  and  the  other  Christopher! 

Peter  and  Mary  Holman 


Sense  —  Colchester 

Last  year  Colchester  seemed  as  difficult  to 
reach  as  Samarkand.  I  think  I  was  foiled  on 
four  occasions.  Railway  engineering  works, 
motor  car  engineering  failures  and  the 
straight  clash  of  engagements  tempted  me 
to  think  I  would  have  to  leave  the  journey 
until  my  retirement.  But  this  year  I  have 
made  it  already.  I  am  glad  to  report  all  is 
well. 

After  the  pioneering  work  of  establishing 
Braiswick  Lodge  the  North  East  Essex 
Health  Authority  have  conducted  a  re- 
evaluation  study  and  are  looking  to  use 
their  experience  to  give  effective  care  in 
the  community  to  more  of  their  residents. 

Sense  — Colchester,  not  without  some 
fears  and  trepidations,  have  entered  into 
this  process,  to  the  benefit  of  all,  and  we 
had  a  very  fruitful  meeting  with  those 
involved  discussing  basic  issues  and  re- 
stating priorities.  It  would  be  good  if  such 
things  happened  elsewhere  also. 
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Scottish  Branch 

Tim  Collins  tells  me  that  our  Scottish 
Branch  is  progressing  very  well.  By  the 
time  you  read  this,  they  will  have  celebrated 
the  Official  Opening  of  Carnbooth  House 
on  7  February.  Tim  also  insists  I  pass  on  to 
you  all  their  best  wishes  for  a  healthy  and 
happy  1986.  I  wonder  whether  the  cele- 
brations of  the  Official  Opening  are  really 
the  last  celebrations  of  the  unofficial 
closing  of  Hogmannay.  Anyway  with  Cam- 
booth  and  Overbridge  and  the  other  plans 
afoot,  our  Scottish  parents  have  much 
worth  celebrating. 


North  by  North  West 

Margery  Harrison,  our  Northern  Region 
organiser  writes: 

It  was  with  very  great  pleasure,  that 
I  agreed  to  attend  the  Xmas  Social 
evening  of  the  Radcliffe  CB  Club, 
on  20  December.  I  was  to  receive  a 
cheque  for  over  £800  from  the 
Mayor  of  Radcliffe,  on  behalf  of 
Sense. 

This  generous  donation  was 
raised  by  the  CB  Club  largely  by 
undertaking  a  sponsored  walk 
during  the  summer,  from  Radcliffe 
to  Scarborough,  along  with  other 
projects  such  as  the  sale  of  scrap 
metal,  and  a  marathon  talk-in  over 
the  local  radio.  It  was  a  magnificent 
feat,  all  the  more  amazing  because 
they  hadn't  really  any  knowledge  of 
Sense  until  one  of  their  members 
picked  up  a  leaflet  at  work  and 
suggested  that  Sense  be  their 
charity  of  the  year.  However,  they 
do  know  a  little  more  about  us  now, 


On  Tour  Bike 


Dick  Turpin  rode  from  London  to  York,  or 
so  we  are  told.  Peter  Holman  and  some 
hardy  friends  plan  to  do  the  same  —  and  to 
keep  on  going. 

The  favourite  sponsored  journey  in 
Great  Britain  seems  to  be  southward  from 
John  O'Groats  to  Lands  End,  travelling 
down  the  west  side  of  the  country.  Trust  us 
to  be  different.  Peter  plans  going 
northward  and  up  the  eastern  side  of  the 
country. 

The  eight-day  journey  starts  in  London 
on  Monday  18  August  and  should  end  in 
Glasgow  on  Monday  25  August. 

The  object  is  not  only  to  raise  money  for 
Sense;  it  is  to  visit  some  areas  where  our 
presence  has  been  thin  and  to  help 
increase  awareness.  Hopefully,  also,  we 
may  run  across  (not  literally)  people  who 
would  like  to  get  together  as  a  Branch  or 
support  group. 

The  suggested  route  would  take  us  out 
to  Colchester  to  greet  our  Branch  there 
before  swinging  back  via  Bury  St  Edmunds 
and  Huntingdon  to  the  Manor  House,  on 
to  Lincoln  and  Scunthorpe,  York,  Thirsk, 
Darlington  and  Durham,  Newcastle,  Alnwick, 
Berwick  and  Edinburgh  and  finally  to 
Glasgow. 

If  anyone  would  like  to  make  use  of  the 
cyclecade'8  arrival  or  would  like  to  offer 
hospitality  to  the  pedallers  and  their 
support  vehicles,  or  wants  to  find 
-.y'-.h-.':  let  Janet  Hawkins  know 
at  Head  Office. 


since  we  (the  North  West  Branch) 
invited  them  to  our  New  Year  Party 
on  4  Jahuary,  at  Sunshine  Home 
for  the  Blind,  Southport,  which  they 
enjoyed  very  much,  and  even  more 
exciting  is  the  fact  that  they  are  to 
embark  on  an  even  longer 
sponsored  walk  this  year,  and 
Sense  is  to  benefit  once  more  from 
their  efforts.  Three  cheers  for  the 
Radcliffe  CB  Club! 

Also  present  that  December 
evening  was  the  president  of  the 
Radcliffe  and  Whitefield  Lions  Club, 
Mr  Eric  Dean,  who  kindly  presented 
a  cheque  to  Sense  —North  West 
for  £1 7.50,  from  his  members,  and 
then  on  4  January  at  our  party  he 
came  along  with  another  cheque, 
this  time  for  £20.  We  are  grateful  to 
the  Lion  Club,  Radcliffe,  both  for 
the  money  raised  and  for  their 
interest  in  our  Association. 

I  also  made  the  January  party, 
arriving  in  a  blizzard  to  be  amazed 
at  the  number  of  people  who  had 
gathered.  Long-time  friends,  newly 
met  families  and  friends,  we  gave 
the  young  Branch  an  excellent  first 
meeting.  Videos  of  the  children 
were  shown  and  a  chance  given  to 
learn  about  Sense  and  the  Branch 
before  we  moved  to  feasting  and 
singing.  With  such  a  cross-section 
of  interests  and  concerned  people 
to  build  on,  the  future  of  Sense  — 
North  West  looks  very  promising 
indeed. 

Margery  Harrison 
Northern  Region  Organiser 


Sense  —  London  West 

Sense  — London  West  were  uncharacter- 
istically quiet  over  the  Christmas  period. 
They  held  a  small  party  for  those  unable  to 
get  across  to  London  North  East's  cele- 
bration, and  in  January  held  the  first  of 
their  Life  Skills  sessions.  However,  all  will 
explode  again  on  15  February  when  Ealing 
Town  Hall  will  be  taken  over  for  a  1950s 
and  60s  Style  Disco  with  a  champagne 
prize  for  the  most  suitable  stylish  couple.  I 
expect  my  daughter  has  pinched  my  drapes; 
she's  already  got  my  dinner  jacket  ...  and 
my  shirt ...  really  ...  these  days. 


Sense  —  London  North  East 

New  Year  brings  new  hopes  and 
new  ideas,  and,  as  a  Branch,  we  all 
want  to  keep  active  and  viable.  So, 
Sue  Houston  —  Treasurer  and  Gary 
Taylor  —  Chairman,  not  being  well 
known  for  their  sylph-like  figures, 
have  decided  to  head  a  SENSE- 
ATI  ON AL  SLIM  for  fund  raising 
and  publicity  and  most  importantly 
for  themselves.  Sue  and  Gary 
started  their  slim  on  1  February. 

Next  issue  we  will  be  able  to 
report  on  a  meeting  addressed  by 
our  opthalmologist  David  Taylor, 
being  held  in  February  at  Whitefield 
School. 

Some  other  branch  activities  for 
the  rest  of  the  year  are,  a  Barn 
Dance  with  Fancy  Dress,  to  include 
a  Barbecue  and  Book  Sale  to  be 
held  in  the  autumn.  Venues  for 


these  will  be  decided  on,  closer  to 
the  actual  dates.  As  part  of  the 
branch's  objects  are  to  spread 
ourselves  and  the  word  as  far 
afield  as  possible  we  will  be 
holding  these  events  in  two 
different  parts  of  this  area.  All  our 
Branch  Officers  are  really  looking 
forward  to  the  Branch  Officers  Get- 
Together  in  June.  We  are  hoping  to 
hire  a  mini  bus  and  all  travel  up  to 
Birmingham  together.  Best  wishes 
to  everyone. 

Christine  Taylor 

Sense  London  North  East 

I  can  also  add  that  London  East  laid  on 
fabulous  Christmas  Party.  I  ate  too  muc 
and  danced  too  much  but  plead  in  m 
defence  that  so  did  everyone  else.  We  ha 
a  marvellous  time  and  were  treated  to  a  fu 
cabaret  by  the  Whitefield  Players,  many  c 
whom  bore  an  uncanny  resemblance  t 
members  of  staff,  but  maybe  I  had  jus 
drunk  too  much  as  well. 


Seeing  Less 
of  You 


This  year  Sense  aims  to  increase  its 
membership  while  at  the  same  time 
reducing  its  members. 

Foremost  (literally)  in  this  campaign 
is  Gary  Taylor,  Chairman  of  Sense- 
London  North  East.  Taking  his  courage, 
instead  of  his  knife  and  fork,  in  both 
hands,  Gary  is  determined  to  become  a 
shadow  of  his  former  self  —  and  his 
former  self  weighed  in  at  over  26 
stones. 

Gary  is  embarking  on  a  Sponsored 
Slim  to  raise  funds  for  his  Branch  and  for 
furnishing  the  new  residential  develop- 
ment at  Whitefield  School.  Joining  in  for 
the  same  causes  are  Jane  Evans  and 
Suzanne  Houston. 

News,  as  well  as  weight,  can  spread. 
Encouraged  by  the  effort  our  revered 
Director,  who  has  recently  been 
earning  the  title  'O  Great  One',  has 
decided  to  join  in.  Will  anyone  sponsor 
him  for  Sense? 

And  what  about  the  rest  of  us?  At  last 
a  chance  to  lose  those  extra  pounds 
and  gain  a  few  for  Sense.  You  can  slim 
for  Sense  or  for  your  Branch  or  for  your 
local  unit.  You  can  even  combine  all 
three. 

Slim  secretly,  if  you  wish,  and  send 
us  a  pound  for  every  pound  you  lose.  Or 
make  it  harder  to  give  up  by  finding 
sponsors  for  your  effort.  Janet  Hawkins 
at  Head  Office  will  supply  the  forms. 

There  must  be  no  over-ambitious 
time-limits,  for  you  must  always  slim 
with  care.  We  want  you  to  become  fitter, 
not  ill.  Think  about  it,  but  not  for  too 
long,  and  let  us  know.  We  can  put  all 
slimmers  in  touch  with  one  another  for 
mutual  encouragement  and  will  wait 
with  bated  breath  for  the  sylph-like 
creatures  who  will  gather  at  our  Annual 
Conference. 


Keep  in  touch 


—  Norman  Brov 
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The  Development  of  Deaf-Blind 
Services  in  Denmark:  Part  II 


The  establishment  of  the  Aalborg  deaf- 
blind  school  unit  and  the  recent  develop- 
ments of  a  pre-school  service  and  a  Further 
Education  centre  has  meant  that  North 
Jutland  has  become  the  focus  for  work 
with  deaf-blind  children  and  young  adults 
throughout  Denmark. 

Kurt  Vinterh0j,  Director  of  the  Further 
Education  centre,  and  his  colleagues  have 
established  a  working  party  to  plan  a  'cradle 
to  grave'  strategy  for  deaf-blind  people  in 
Denmark  as  represented  in  the  following 
diagram: 


Habilitation  and  rehabilitation 
centre  +  group  homes,  shel- 
tered workshops  and  extended 
Further  Education. 
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Ungdomshjem  for  Dovblinde 
(Residential  FE  centre) 

Aalborgskolen 

(The  deaf-blind  unit  at  Aalborg 

school  for  deaf  children) 

Pre-school  service  in  conjunc- 
tion with  the  deaf-blind  unit  at 
Aalborgskolen. 


The  FE  centre  (Ungdomshjem)  caters 
for  students  aged  18-23.  Thereafter  the 
student  would  move  to  a  group  home  and 
spend  25—30  hours  per  week  in  an  "activity 
house".  The  activity  house  is  a  sheltered 
workshop  providing  good  vocational  training 
but  it  also  provides  recreation  and  some 
non-vocational  training.  For  a  set  period  of 
time  eg  one  morning  plus  one  afternoon 
per  week,  the  student  would  remain  in  the 
group  home  for  education  in  daily  living 
skills  by  a  residential  social  worker  plus 
any  academic  education.  The  centre  intends 
to  have  one  group  home  open  this  year  in 
North  Jutland  initially  with  six  residents  — 
and  it  is  also  planned  to  have  one  activity 
house  in  this  region  for  both  deaf-blind 
people,  so  that  signing  and  general  com- 
munication will  improve.  Another  group 
home  was  planned  to  open  in  Copenhagen 
in  August,  1984,  but  it  was  delayed  and 
was  due  to  open  during  this  year.  Residents 
will  work  in  the  Deaf  workshop  run  by 
Karvig  Rasmussen.  Similarschemeswill  be 
established  elsewhere  in  Denmark  when 
demand  has  been  quantified. 

Aalborg  Group  Home 

Plans  are  underway  for  the  construction  of 
the  North  Jutland  group  home  mentioned 
above.  The  working-party  agonized  over 
where  to  place  the  home  —  in  town  or  next 
to  the  FE  centre.  There  are  a  number  of 
group  homes  in  Aalborg  itself  for  various 
disability  groups  —  the  school  and  FE 
centre  are  on  the  edge  of  town.  It  was 
decided  that  the  home  should  be  "on 
campus"  since  services  and  the  availability 
of  social  intercourse  are  there  —  the  working- 
party  were  convinced  that  the  deaf-blind 
would  be  isolated  in  town  and  any  benefits 
from  a  central  location  would  be  greatly 
out-weighed  by  the  disadvantages. 

The  group  home  will  total  400  square 
metres  in  area.  Each  resident  will  have 


In  the  Autumn  edition  of  Talking 

Sense,  Rodney  Clarke,  Sense 
Director  described  the  deaf -blind 

school  unit  and  new  Further 
Education  Centre  in  Aalborg,  North 
Jutland.  In  this  concluding  article, 
he  writes  on  the  Centre's  plans  for 

the  future,  the  formation  of  the 

Danish  Deaf-Blind  Association,  its 

plans  for  a  holiday  and  conference 

centre,  and  the  work  of  the  new 

Nordic  Staff  Training  Centre  for 

Deaf-Blind  Services. 


their  own  bed-sit,  with  a  bathroom  shared 
by  two.  There  will  be  a  guestroom  for  family 
and  other  visitors,  plus  a  training  flat.  Com- 
munal accommodation  will  include  rooms 
for  communication  skills,  recreational  act- 
ivities, utility,  kitchen,  lounge.  A  terrace  for 
use  in  spring  and  summer  will  be  provided 
and  there  will  be  "mobility  paths"  between 
the  home  and  the  other  buildings  on  the 
campus,  particularly  the  habilitation/re- 
habilitation  centre  (see  below).  The  home 
will  be  specially  designed  and  equipped  to 
the  same  high  standard  as  the  FE  centre. 


Jes  Kryger,  Director  of  the  Nordic  Staff 
Training  Centre 

This  group  home  will  serve  as  a  model 
for  others  throughout  Denmark.  Where 
demand  is  low,  it  is  considered  reasonable 
to  expect  eg  2-3  Local  Authorities  toform  a 
consortium  to  establish  a  group  home, 
administered  by  them,  but  professionally 
supported  from  the  Aalborg  hab/rehab  centre. 

Habilitation/Rehabilitation 
Centre 

The  intention  of  the  centre  will  be  the  long- 
term  support  of  deaf-blind  adults  in  Denmark. 
Consultants  were  to  be  appointed  last  sum- 
mer (initially  three)  to  survey  the  population 
and  locate  the  deaf-blind.  They  expect  to 
find  between  80-1  20  deaf-blind  adults  in  a 
wide  variety  of  locations  and  placements. 

•  Hab/Rehab 

Deaf-blind  adults  will  be  offered  an  initial 
10-week  assessment  course  at  the  centre 
—  to  get  them  "into  the  system"  as  much  as 
anything.  These  will  be  both  former  pupils/- 
students  of  the  school/FE  centre  respectively 
and  other  deaf-blind  citizens  of  Denmark. 

•  Consultants 

The  centre  will  be  a  base  for  the  peripatetic 
consultants  who  will  visit  their  clients  once 
a  month  wherever  they  are.  Consultants 
will  have  a  maximum  caseload  of  20. 


•  Personal  and  Family  Courses 

Courses  will  be  run  for  staff  from  other 
institutions  —  from  hospitals  and  other 
'intensive'  situations  to  group  homes  era  It 
is  hoped  to  establish  a  regular  relationship 
with  consultants  visiting  institutions  and 
institution  staff  visiting  the  centre  on  a 
planned  basis.  Ten  single  rooms  are  planned 
with  communal  rooms,  plus  teaching  rooms. 

•  Technical  Aids 

The  centre  will  aspire  to  encourage  the 
development  and  testing  of  technical  aids. 

The  intention  is  to  provide  1 6  staff  and  take 
five  clients  at  a  time.  It  is  envisaged  that 
local  authorities  will  pay  for  the  consultants 
in  the  same  way  as  they  do  the  peripatetic 
advisers  attached  to  the  schools.  The  rehab 
courses  for  individual  deaf-blind  persons 
would  be  paid  for  by  their  own  local  author- 
ities, as  in  the  UK. 

Danish  Deaf-Blind  Association 

The  Danish  Deaf-Blind  Association  was 
founded  at  a  meeting  in  the  Deaf-Blind 
Department  at  Aalborg  school  on  1 0  October 
1981.  Full  members  are  adult  deaf-blind 
people,  parents  and  other  near  relations. 
Associated  members  are  individuals,  firms 
and  institutions  who  want  to  support  the 
association  and  its  activity.  The  Association, 
which  two  years  ago  adopted  our  Associa- 
tion's previous  logo  has  grown  into  a  strong 
voluntary  organisation.  Their  major  activity 
has  been  the  designing  of  a  Holiday  and 
Conference  Centre  for  the  Deaf-Blind  to  be 
built  by  the  sea  in  N.  Jutland.  The  centre  will 
offer  a  wide  range  of  holidays  and  outdoor 
activities.  It  will  be  let  out  to  other  organ- 
isations when  not  required  for  deaf-blind 
activities  to  render  it  economically  viable. 
Henry  Jensen,  Chairman  of  the  Danish 
Association  and  a  long-time  friend  of 
Sense  is  rightly  proud  of  thisdevelopment, 
which  is  a  major  achievement  for  so  young 
an  organisation. 

Courses 

The  centre  considers  deaf-blindness  as  an 
independent  handicap  with  its  own  specific 
problems.  Most  staff  working  with  deaf- 
blind  clients  are  inexperienced.  They  may 
have  blind  —  or  deaf  —  teaching  experience, 
a  little  of  each  or  no  experience  at  all.  One 
intention  is  to  bring  different  categories  of 
personnel  together. 

Deaf-blindness  is  such  a  severe  sensorial 
handicap,  that  many  categories  of  personnel 
are  implied.  The  goal  of  the  Nordic  initiative 
is  to  bring  these  various  categories  of 
personnel  together,  so  that  thay  can  inspire 
each  other  and  thus  make  the  life  of  a  deaf- 
blind  person  less  shattered. 

All  categories  of  personnel  can  apply 
for  admission,  but  applicants  must  have 
been  working  oneyearwith  deaf-blind  per- 
sons after  they  have  graduated.  Three  types 
of  courses  are  offered:- 

•  A  six  week  course  for  personnel  working 
with  deaf-blind  children  and  adolescents 
(from  birth  to  about  22  years  of  age.) 
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•  A  six  week  course  for  personnel  working 
with  deaf-blind  adolescents  and  adults. 

•  A  two  week  study  group  for  all  personnel 
with  a  more  widespread  practical  and  theor- 
etical background.  This  course  is  for  mem- 
bers of  staff  with  several  years  of  experience 
who  have  previously  participated  in  the 
longer  courses. 

Details  of  these  courses  are  available  from 
Sense  for  interested  readers. 

Funding  of  a  Nordic  Service 

Nordic  Council 

The  council  is  composed  of  representatives 
from  the  Parliaments  of  the  five  countries 

—  Denmark.  Norway.  Sweden,  Finland.  Ice- 
land. It  is  very  much  like  the  European 
Parliament  —  all  parties  from  each  country 
are  represented.  A  proposal  from  one  mem- 
ber country  must  be  supported  by  all  five 
countries.  Once  agreed,  it  goes  to  the:- 

Nordic  Ministers  Council 

The  Nordic  Ministers  Council  is  the  focus 
for  meetings  of  Ministers  holding  the  same 
briefs  in  each  country:  Social  Security, 
Education,  Transport  etc.  The  Defence  and 
Church  Ministries  do  not  meet  together. 
Each  "ministry  group"  has  officials  with 
secretariats  who  are  the  regular  contact 
for  any  Nordic-wide  function  such  as  the 
Staff  Training  Centre.  The  Social  Security 
and  Education  groups  jointly  set  up  the 
steering  committee  on  Deaf-Blind  Services 

—  residential  social  workers  come  under 
Social  Security,  teachers  under  Education. 
There  are  two  members  of  the  Committee 
from  each  country  —  one  from  Social  Se- 
curity, the  other  from  Education.  The  com- 
mittee meets  twice  a  year  and  it  makes 
policy,  employs  staff,  makes  its  budget  and 
assesses  activities.  The  committee  pays 
all  costs fortheservice  which  has  an  annual 
budget  of  about  £300,000. 

Dronninglund 

The  service  did  not  have  a  permanent 
location  and  there  was  some  discussion 
over  where  it  should  be  based.  For  a  year. 
Jes  Kryger,  the  Director  of  the  centre,  held 
courses  in  Sweden.  It  was  finally  decided 
to  base  the  centre  in  N.  Jutland  and  the 
centre  was  very  lucky  to  find  a  castle  which 
had  the  amount  of  accommodation  required 
and  which  was  available.  It  was  a  studied 
decision  that  the  centre  should  not  be 
based  in  a  university  for  a  number  of  reasons:- 

•  The  steering  committee  saw  the  need 
to  reinforce  the  conception  of  a  Nordic 
Centre  —  attachment  to  a  university  would 
inevitably  flavour  it  with  the  country  the 
university  was  located  in. 

•  The  deaf-blind  specialism  could  become 
swamped  in  a  large  academic  setting  and 
its  future  possibly  distorted  by  local  political 
decisions  etc. 

•  The  centre  is  keen  to  attract  all  types  of 
personnel  working  with  the  deaf-blind  includ- 
ing untrained  residential  assistants.  They 
did  not  wish  to  be  bound  by  university  rules 
and  regulations  e.g.  academic  admission 
criteria  which  might  disqualify  some  staff. 

The  castle  is  currently  being  renovated 
and  converted,  thanks  to  the  decision  to 
site  such  an  activity  there.  The  costs  of  this 
work  are  being  borne  by  the  country  and 
four  local  communes  (i.e.  district  councils), 
and  when  the  accommodation  is  not  in  use 
by  the  Deaf-Blind  centre,  it  will  be  generally 
available  as  a  Nordic  Course  and  Conference 
Centre   The  castle  houses  its  owner  who 


Dronninglund  Castle,  home  of  the  Nordic  Staff  Training  Centre 


has  her  own  private  apartments  and  also 
contains  the  local  church  and  cemetry,  so 
that  regular  contact  with  the  community  is 
maintained. 

Accommodation  is  as  follows:- 

•  Three  admin  rooms  with  a  master  com- 
puter. 

•  A  resource  library,  including  a  new  gen- 
eral format  VHS  video  system  i.e.  it  can 
take  all  the  countries'  formats. 

•  A  conference  room  with  two  interpreting 
units  and  a  recording  system  that  can 
record  four  speakers  simultaneously,  i.e. 
speaker  +  three  translators.  Many  of  the 
talks  and  discussions  are  video-recorded. 

•  A  general  assembly  room  for  about  1 00 

people. 

•  Individual  bedrooms  with  bathroomsfor 
about  20  people,  including  one  suite  for  a 
deaf-blind  person  +  guide.  There  is  a  dining- 
room  and  three  small  kitchens  —  food  is 
provided  by  a  local  hotel. 

Staff 

The  centre  staff  are  currently  four  in  num- 
ber —  the  Director,  Jes  Kryger,  plus  two 
lecturers  and  a  secretary. 

Only  Jes  Kryger  had  any  background  in 
deaf-blind  services.  He  was  a  teacher  at 
the  Aalborg  school  for  Deaf  Children  —  but 
not  in  the  Deaf-Blind  department.  On  appoint- 
ment, he  spent  six  months  in  USA,  Holland. 
Germany  and  the  USSR  researching  Deaf- 
Blind  services  and  undertaking  in-service 
training  courses.  The  other  staff  had  no 
experience  in  deaf-blind  work  at  all. 

Resource  Centre 

A  major  activity  of  the  centre  is  as  a  resource 
for  the  five  Nordic  countries,  and  indeed 
for  a  wider  field.  Current  activities  and 
publications  include:- 

•  Deaf-Blind  bibliography; 

•  Newsletter; 

•  Special  Arctic  programme; 

•  IAEDB  Nordic  centre; 

•  European  centre  on  Usher  Syndrome: 

•  Study  tours  —  for  Nordic  personnel  to 
foreign  centres  for  visitors  to  Nordic  estab- 
lishments, the  centre  has  a  list  of  profession- 
al contacts  for  advising  travellers; 

•  Regular  meetings  with  colleagues  abroad 
and  the  sharing  of  information; 


•  Organise  programmesto  make  the  best 
use  of  visiting  lecturers  etc.  Foreign  person- 
nel will  not  only  lecture  on  courses  but 
make  advisory  visits  elsewhere. 

Definition  of  Deaf-Blindness 

The  UK  has  no  definition  of  deaf-blindness. 
One  of  the  most  important  reasons  why 
professional  work  with  deaf-blind  people 
has  advanced  so  rapidly  in  the  Nordic 
countries  has  been  the  adopting  of  adefin- 
ition:- 

"A  person  is  deaf-blind  when  he/she 
has  a  severe  degree  of  combined 

visual  and  auditory  impairment.  Some 
deaf-blind  people  are  totally  deaf 
and  blind,  while  others  have  residual 
hearing  and  residual  vision.  The 
severity  of  the  combined  visual  and 
auditory  impairments  means  that 
deaf-blind  people  cannot  automatic- 
ally utilise  services  for  people  with 
visual  impairments  or  with  hearing 
impairments. 

Thus  deaf-blindness  entails  extreme 
difficulties  with  regard  to  education, 
training,  working  life,  social  life,  cult- 
ural activities  and  information.  For 
those  who  are  born  deaf-blind,  or 
who  acquire  deaf-blindness  at  an 
early  age.  the  situation  is  complicated 
by  the  fact  that  they  may  have  addit- 
ional problems  affecting  their  person- 
ality or  behaviour.  Such  complications 
further  reduce  their  chances  of  ex- 
ploiting any  residual  vision  or  hearing. 
Deaf-blindness  must  therefore  be  re- 
garded as  a  separate  disability  which 
requires  special  methods  of  comm- 
unication and  special  methods  for 
coping  with  the  functions  of  everyday 
life." 

To  reiterate  Jessica  Hills'  message  in  the 
Autumn  issue  of  Talking  Sense,  talking  of 
the  desperate  need  in  Britain  for  a  National 
Plan  forthe  education  of  Deaf-Blind  Children. 
A  National  Plan  must  go  ahead,  a  definition 
of  deaf-blindness  must  be  accepted  which 
allows  for  clear  diagnosis  and  assessment 
and  a  training  scheme  forteachers  and  staff 
must  be  set  up  to  enable  specific  provision 
to  be  offered  nationwide". 

It  is  shameful  that  the  Nordic  countries, 
with  immensely  more  difficult  logistical  prob- 
lems than  ours  should  be  so  much  further 
on  in  their  provision. 
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Beading  and  Writing  for  Blind  People 


The  History  of  Braille  and 
Moon 

Louis  Braille  lost  his  sight  at  the  age  of 
three  through  an  accident  in  his  fathers 
saddlery  workshop  when  he  injured  his 
eye  with  an  awl.  Infection  set  in,  spread  to 
the  other  eye  and  he  became  completely 
blind. 

In  1819,  at  the  age  of  ten,  he  entered 
the  Royal  Institute  for  the  Young  Blind  in 
nearby  Paris.  The  head  of  the  school 
Valentin  Haiiys  had  tried  many  different 
ways  of  teaching  blind  children  to  read, 
even  forming  letters  with  crossed  twigs.  He 
had  also  devised  one  of  the  twenty  or  so 
embossed  alphabets  in  current  use;  his 
was  based  on  large  sized,  italic,  roman 
letters. 

Louis's  intelligence  and  aptitude  were 
quickly  recognised  and  he  became  a 
teacher,  whilst  pursuing  methodically  his 
own  research  into  practical  alphabets.  At 
the  time  the  French  army  were  using  an 
embossed  twelve  dot  code  for  commun- 
ication devised  by  Captain  Charles  Barbier. 
Based  on  this  idea  Louis  finally  produced 
his  system  of  six  dots,  like  the  design  of  a 
domino.  He  published  it  in  1 829,  before  he 
was  twenty  years  old. 

Despite  all  his  efforts  this  new  "Braille" 
alphabet  was  not  widely  accepted  in  his 
lifetime  and  he  died  poor  and  derided.  He 
was  buried  in  his  native  village  of  Coupvray 
in  January  1852,  aged  43,  a  victim  of 
tuberculosis. 

Braille  consists  of  six  dots,  and  its  63 
symbols  are  made  up  of  all  the  possible 
variations  of  the  dots.  There  are,  of  course, 
symbols  for  each  letter,  for  numerals  and 
for  punctuation  signs.  To  speed  up  reading 
and  writing  and  to  reduce  the  size  of  texts 
contractions  forming  higher  'grades'  of 
braille  have  been  devised.  For  example, 
other  symbols  are  used  to  represent  com- 
mon combinations  of  letters  such  as  OW 
and  ER  and  short  words  like  FOR. 

Longer  words,  such  as  THROUGH  may 
be  represented  by  only  two  characters. 
Specialist  codes  are  used  to  contract  special 
subjects  such  as  music,  mathematics  or 
computing.  Many  other  languages  are  now 
written  in  braille,  even  Chinese  and  Japanese. 
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Moon  Alphabet  and  Numerals 


Braille  was  introduced  into  Britain  by  Dr 
Thomas  Armitage,  the  founder  of  what  later 
became  the  Royal  National  Instituteforthe 
Blind. 

The  spread  of  braille  was  helped  by  the 
invention  of  the  braille  typewriter  in  the 
1890's  by  Frank  Hall,  and  in  the  1920's 
Interpoint  printing  was  devised  in  the  USA, 
enabling  both  sides  of  a  sheet  to  be  im- 
printed with  dots. 

Other  systems  of  writing,  loosely  based 
on  braille's  idea  have  been  used,  for  example, 
in  the  United  States  there  was  a  code  in 
which  the  symbols  were  graded  according 
to  the  frequency  with  which  letters  occur  in 
the  English  language.  The 'New  York  Point' 
used  symbols  only  2  dots  high  but  from  1  to 
4  dots  wide. 

Whatever  the  merits  of  these  other 
systems  the  need  for  uniformity  triumphed 
and  standard  English  braille  was  finally 
adopted  throughout  the  english  speaking 
world  in  1932. 

Recognition  came  at  last  to  Louis  Braille. 
In  1 952  his  body  was  disinterred  and  trans- 
ferred to  the  Pantheon  in  Paris  as  a  national 
hero.  His  home  village  has  become  a  centre 
of  homage,  with  a  museum  containing 
relics  of  his  life:  buildings  connected  with 
him  are  marked  and  his  statue,  appropriately, 
depicts  him  guiding  the  fingers  of  a  blind 
boy  over  a  page  of  braille. 


Moonwriter  Launched 


The  Moonwriter  which  was  launched  at  the 
RNIB  on  5  February,  probably  marks  the 
most  promising  advance  in  the  140  year 
history  of  Moon. 

The  new  machine,  about  the  size  and 
shape  of  a  portable  typewriter,  will  allow, 
for  the  first  time,  Moon  to  be  written  by 
anyone  who  can  read  Moon,  after  only  a 
few  minutes  instruction. 

The  Moonwriter  has  only  a  few  simple 
controls;  the  characters  are,  in  effect, 
drawn  freehand  by  the  writer  using  one 
finger  in  a  ring  above  a  grouved  guide 
plate.  A  lever,  following  the  shape  traced, 
transmits  it  to  the  stylus  of  the  embossing 
head  and  on  to  the  special  'braille-on' 
paper. 

The  design  concept  came  from  Mr  Gerd 
Sommerhoff  and  the  pupils  of  Sevenoaks 
School,  Kent,  and  the  machine  was 
developed  by  Possum  Controls  in  collabor- 
ation with  the  RNIB.  A  machine  purchased 


from  the 
£109. 


RNIB  will  cost  a  blind  person 


Moon 

Many  people  who  go  blind  in  later  life  find 
the  braille  system  too  difficult  to  master; 
they  may  well  be  unable  to  feel  the  fine  dot 
patterns.  Forthemtheanswercould  bethe 
Moon  system,  with  its  clear  bold  outlines 
based  on  ordinary  roman  letters. 

Dr  William  Moon  of  Brighton,  who,  after 
a  partially  sighted  childhood  became  blind 
at  21,  invented  his  system  in  1847.  He 
retained  only  nine  shapes  based  on 
simplified  roman  letters;  straight  lines, 
hooks,  curves,  circles.  Their  meanings 
depend  upon  which  way  up  they  are  used; 
for  example,  a  V  shape  means  V,  upside 
down  it  means  A,  and  on  its  side  K.  In  Moon 
the  lines  are  enclosed  in  brackets  for 
guidance  and  are  read  from  left  to  right, 
then  right  to  left  in  turn. 

William  earned  his  living  and  supported 
a  family  byteaching  blind  pupilstoreadthe 
current  embossed  systems  —  but  he  was 
able  to  write  in  his  diary,  having  devised  his 
own  alphabet,  that  "a  lad  who  had  in  vain 
for  five  years  endeavoured  to  leam  to  read 
by  the  other  systems  cou  Id  in  ten  days  read 
a  sentence". 

His  first  embossing  machine  was  made 
by  soldering  copper  wire  shapes  on  to  a 
metal  sheet,  the  wooden  press  that  he 
started  with  was  eventually  replaced  with 
an  iron  Albion  one. 

Moon  was  a  deeply  religious  man  and 
quickly  began  to  print  parts  of  the  bible. 
Much  work  followed  for  missionary  soc- 
ieties, so  that  by  1880  the  alphabets  of  194 
foreign  languages  were  available  in  Moon 
and  about  125,000  volumes  were  printed 
between  1847  and  1880. 

Since  1923  Moon  has  been  printed 
from  handset  type,  as  opposed  to  plates. 
Some  contractions  have  been  introduced. 
A  page  of  Moon,  measuring  12  by  10 
inches,  would  contain  about  900  letters 
and  could  be  composed  in  about  half  an 
hour.  The  paper  is  moistened  before 
printing  to  make  it  emboss  without  splitting 
and  is  later  heat  dried. 

This  printing  system  is  laborious,  and 
has  prevented  individual  blind  people  from 
having  the  ability  to  write  their  own  letters 
in  braille.  The  production  and  development 
of  the  new  Moonwriter  (see  below)  will 
change  this,  and  may  herald  a  new  growth 
in  the  popularity  of  this  alternative  writing 
system  for  blind  people. 

Peter  Bennett 
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Research,  into  Reproduction 


The  Formulation  of  Sense's 
Policy 

Since  1983,  when  Sense  was  preparing 
its  Development  Plan,  we  have  had  an  ad 
hoc  Policy  Group,  ready  to  meet  to 
respond  to  the  need  to  develop  policy 
proposals  as  and  when  required.  With 
the  formation  of  our  Advisory  Council 
about  which  Jessica  Hills  wrote  in  the  last 
issue  of  Talking  Sense,  we  now  have  the 
wherewithal!  to  establish  well-concerned 
and  developed  official  policy  in  those 
areas  of  education,  social  work,  medicine 
etc.  which  are  central  to  the  concerns  of 
our  members,  their  families  and  pro- 
fessional workers. 

One  such  issue  that  is  now  being 
forced  upon  our  attentions  is  that  of  in  vitro 
fertilisation  (IVF)  i.e.  test-tube  baby  treat- 
ment and  associated  research  into  repro- 
duction. Such  research  is  immensely 
important  to  Sense  in  as  much  as  it 
could  lead  to  the  prevention  of  genetic 
disease  and  to  the  early  diagnosis  during 
pregnancy  of  congenital  disease. 

Concern  was  expressed  in  many 
quarters  that  research  in  this  very  sensitive 
area  should  be  the  subject  of  strict 
control  under  Parliamentary  legislation 
and  for  this  reason  a  Committee  was  set 
up  under  Dame  Mary  Warnock  to  enquire 
into  Human  Fertilisation  and  Embryology. 
This  Committee  recommended  that  a 
new  licensing  authority  should  be  set  up 
to  control  research  and  to  permit,  within 
such  control,  a  limited  degree  of  research 
and  experimentation  on  human  embryos 
(or  pre-embryos  in  the  terminology  of 
researchers).  Opinion  was  as  widely  divided 
on  the  recommendations  of  the  Committee 
as  it  had  been  before  its  formation,  from 
the  most  pro-  to  the  most  anti-. 

On  the  basis  of  Warnock  recom- 
mendations, the  DHSS  has  been  preparing 
a  White  Paper  as  the  prelude  to  legislation. 
However,  what  has  alarmed  many  organ- 
isations, including  Sense,  has  been  the 
hasty  attempts,  firstly  by  Enoch  Powell 
MP  and  now  by  Kenneth  Hargreaves  MP, 
to  introduce  legislation  via  a  Private 
Members'  Bill  that  might  lead  to  a  total 
ban  on  In-Vitro  fertilisation  and  associated 
research. 

It  is  likely  that  opinion  on  this  subject 
is  as  widely  divergent  within  Sense's 
membership  as  it  is  in  society  at  large.  It 
may  be  that  we  can  only  take  a  'minimum 
stance'  in  our  policy  on  this  issue,  as  we 
do  on  the  issue  for  abortion.  Here,  we 


RNIB  Benefits 
Guide 


The  RNIB  has,  for  the  first  time,  produced 
it'j  own  guide  to  weekly  benefits  which  can 
be  claimed  by  visually-handicapped  people. 

And,  also  a  first  for  the  organisation,  the 
publications  are  available  in  four  formats  — 
tape,  Braille,  Moon  and  large  print. 

Two  editions  have  been  produced  — 
one  for  pensioners  and  one  for  people  of 
working  age. 

Both  are  available,  price  75p  each,  from 
Your  Benefit,  RNIB,  224  Great  Portland 
Street,  London  W1N  6AA.  Both  are  post 


are  often  approached  by  pro  and  anti 
abortion  groups  to  side  with  their  respect- 
ive causes  —  our  response  could  only 
ever  be  that  such  a  decision  is  an 
entirely  individual  one  to  be  made  by  the 
person  or  persons  involved  in  as  objective 
and  confident  a  state  of  mind  and  emotion 
as  possible. 

On  the  research  issue,  our  'minimum 
stance'  may  be  no  more  than  that  there 
should  be  legislation  based  on  full  and 
factual  understanding  of  the  issues  in- 
volved, and  that  exaggerated  and  over 
emotive  propaganda  which  might  distort 
judgement  should  be  avoided.  Even  this 
may  not  be  possible  and  the  only  realistic 
policy  may  be  one  of  no  policy  —  total 
neutrality. 

Already  a  number  of  organisations  are 
campaigning  for  a  variety  of  laws  to  be 
introduced  in  this  respect,  from  "pro-life" 
organisations  to  bodies  wishing  to  see 
legislation  permitting  limited  research. 
One  of  the  latter  bodies  is  a  new 
organisation  called  PROGRESS.  Wherever 
possible,  Sense  has  sought  observer 
status  with  the  involved  organisations  to 
help   us  define  our  own   policy  and  to 


keep  in  touch  with  all  shades  of  opinion 
and  with  current  research  activities. 
Hopefully  legislation  will  be  enacted  that 
will  effectively  prevent  practices  that 
would  be  repugnant  to  the  majority  of 
British  citizens,  whilst  permitting  proper 
research  that  will  provide  information  on 
genetic  disorders  which  will  lead  to  the 
prevention  of  handicap,  and  to  provide, 
at  the  earliest  possible  moment,  inform- 
ation and  treatment  to  women  at  risk  of 
giving  birth  to  a  child  with  handicaps.  It 
is  important  therefore  that  our  Policy 
Group  receives  from  all  interested  mem- 
bers their  opinions  and  views  on  such 
research. 

The  issues  are  too  involved  and  detailed 
to  be  fully  discussed  here,  but  we  have 
put  together  an  information  pack  for 
readers  which  is  available  from  Sense 
HQ  in  Gray's  Inn  Road.  This  pack  contains:- 

•  A  summary  of  the  Warnock  Report  by 
the  National  Children's  Bureau. 

•  The  arguments  for.  a  publication  by 
Progress. 

•  The  arguments  against:  a  publication 
by  Life. 

Please  let  us  have  your  views  in  this  very 
difficult  debate. 

Rodney  Clark 


Disabled  Persons  Bill 


Sense  has  joined  with  a  number  of  other 
disability  organisations  in  promoting  a 
new  Bill  in  Parliament,  called  the  Disabled 
Persons  (Services,  Consultation  and  Re- 
presentation) Bill.  If  successful  the  Bill 
aims: 

•  To  give  disabled  people  the  right  to 
select  someone  to  represent  their  interests 
in  situations  where  they  feel  unable  ade- 
quately to  represent  themselves. 

•  To  give  disabled  people  the  right  to  be 
consulted  in  the  making  of  decisions  by 
local  authorities  which  affected  them. 

•  To  highlight  the  needs  of  priority  groups 
of  disabled  people  who  are  in  transition 
from  one  form  of  care  to  another  —  people 
coming  out  of  long  stay  hospital  into  the 
community,  people  leaving  special  edu- 
cation at  19  years,  and  people  who  have 
been  cared  by  by  relatives  at  home. 

•  To  recognise  the  needs  of  those  who 
are  caring  for  disabled  people  within  their 
own  homes. 

Early  in  November,  Tom  Clarke  MP  came 
top  of  the  ballot  held  among  MPs  for  the 
right  to  introduce  a  Bill  of  his  own  choosing. 
Tom  felt  particularly  strongly  about  the 
needs  of  families  whose  severely  handi- 
capped children  had  grown  up  and  left 
school  to  find  no  suitable  services  available, 
and  he  wanted  to  introduce  a  Bill  to  help 
these  families  among  others.  Immediately 
a  small  group  of  advisers  was  formed,  with 
representatives  from  Mencap,  Mind,  Spastics 
Society,  Sense  and  others.  Many  of  Sense's 
proposals  were  accepted,  and  the  first 
draft  of  the  Bill  was  produced  by  Peter 
Mitchell  and  John  Healey  from  RADAR 
(Royal  Association  for  Disability  and  Rehab- 
ilitation), William  Bingley  from  Mind  and 
Paul  Ennals  from  Sense. 

A  Bill  introduced  in  this  way  is  called  a 
Private  Member's  Bill  and  it  is  unlikely  to  be 
accepted  unless  it  does  not  involve  any 


increased  money.  It  also  depends  upon 
some  degree  of  Government  approval,  so 
lengthy  discussions  were  held  with  Ministers 
from  the  DHSS  before  the  final  Bill  was 
printed  just  before  Christmas. 

The  Bill  received  its  Second  Reading  on 
January  17.  Four  hours  debate  contained 
speeches  in  support  from  all  parties  in  the 
House,  but  the  Health  Minister  Barney 
Hayhoe  made  it  clear  that  the  Government 
would  expect  to  amend  it  considerably  before 
allowing  it  to  become  law.  He  said:- 

"The  general  principles  that  the  Bill 
seeks  to  enshrine  are  the  ones  that, 
for  the  most  part,  the  Government 
wish  whole-heartedly  to  endorse.  How- 
ever, when  one  turns  from  general 
principles  to  specific  provisions,  I  am 
afraid  my  enthusiasm  becomes  rather 
less  glowing ...  (The  Bill)  must  inevitably 
put  pressure  on  local  authorities  to 
concentrate  some  of  their  efforts  on 
one  kind  of  client  rather  than  another 

and 

"...  any  extra  pound  that  a  local  auth- 
ority has  to  spend  on  services  to 
disabled  people  could  mean  a  pound 
less  for  other  groups  ..." 

The  Bill  has  now  entered  its  Committee 
Stage,  which  means  that  it  is  being  con- 
sidered line  by  line  in  a  Committee  of  MPs. 
This  will  probably  result  in  some  changes, 
before  the  Bill  is  presented  to  the  House 
for  its  Report  Stage,  when  the  Government 
is  likely  to  submit  some  amendments  to 
weaken  it.  At  the  end  of  Report  Stage  the 
House  votes  on  whether  the  Bill  should 
receive  its  Third  Reading.  This  is  the  crucial 
vote,  although  there  are  still  further  stages 
in  the  House  of  Lords  and  Commons  before 
the  Bill  could  become  law. 

Sense  will  continue  to  push  for  this  Bill 
which  we  believe  would  be  of  great  benefit 
to  all  our  members. 
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Books 


Sensory  Impairments  in 

Mentally  Handicapped 

People 

ed.  David  Ellis,  Croom  Helm,  Burrell  Row, 
Beckenham,  Kent  £28.50. 

If  you  must  have  an  impairment,  keep  it 
simple.  If  you  are  blind,  or  deaf,  or  mentally 
handicapped,  then  people  can  slap  a  handy 
label  upon  you  and  know  just  what  you 
need.  How  dreadfully  inconvenient  it  is  to 
discover  that  most  people  just  don't  fit  into 
the  labels  available. 

Our  families  know  about  the  frustrations 
of  finding  that  a  child  does  not  quite  'fit'. 
Nowadays  the  professionals  too  are 
beginning  to  realise  this,  and  more  work  is 
being  done  on  the  needs  of  children  and 
adults  who  have  a  mixture  of  impairments. 
By  editing  this  new  book,  Sensory 
Impairments  in  Mentally  Handicapped 
People,  David  Ellis  has  done  us  all  a  great 
service  and  produced  a  volume  which 
brings  together  contributions  from  a  wide 
range  of  professions. 

The  Numbers  Game 

The  first  part  of  the  book  asks  how  many 
people  are  there  with  combined  sensory 
and  mental  handicaps?  The  findings 
reported  should  raise  a  few  eyebrows, 
when  people  discover  the  size  of  the 
problem.  David  Ellis'  own  research  reveals 
the  extent  of  visual  handicap  among  the 
mentally  handicapped  population  —  ten 
times  higher  than  in  the  'normal' 
population,  and  usually  ignored.  From  the 
West  Country  Barbara  Kropka  and  Chris 
Williams  outline  the  major  causes  of 
hearing  impairment  in  the  mental  handicap 
population,  review  what  studies  have  been 
undertaken,  and  discuss  some  of  the 
issues  arising  from  them. 

Perhaps  the  most  disturbing  comment 
concerns  those  people  they  identified  who 
had  wrongly  been  classified  as  mentally 
handicapped  many  years  ago,  who  are  still 
living  in  hospital:  "It  would  appear  that 
there  is  a  large  number  of  able  hearing- 
impaired  people  living  in  institutions,  and 
attention  should  be  focused  on  identifying 
them  and  providing  habilitation  towards 
community  living. 

Christine  Best,  previously  Sense's 
Education  Officer,  reports  on  the  Sense 
survey  of  1983  which  identified  288  'new' 
deaf-blind  children  in  ESN(S)  schools,  and 
estimates  that  there  may  be  a  couple  of 
hundred  more  as  yet  unidentified.  In  the 
USA,  the  rubella  epidemic  of  1963-65 
struck  with  greater  intensity  than  here, 
which  prompted  the  Federal  Government 
to  respond  much  more  fully  than  here. 
Robert  Dantoma's  article  on  the  implications 
of  this  for  the  planning  of  services  for  deaf- 
blind  children  in  the  States  could  profitably 
be  studied  by  those  officials  in  our 
Department  of  Education  and  Science  who 
are  yet  to  produce  any  plans  for  deaf-blind 
education  in  this  country. 

Sensory  Impairments  in  Mentally  Handi- 
capped People  continues  to  provide  a  rich 
fare  in  the  rest  of  its  articles  from  experts 
across  the  world. 

Thorough  and  clear  summaries  of  the 
medical  and  genetic  origins  of  visual  and 
hearing  impairments  are  followed  by 
discussions  on  some  of  the  development 
aspects  of  sensory  impairment. 


Assessment 

The  sections  on  Assessment  mark  this  book 
out  as  something  special.  How  often  have 
we  heard  of  children  and  adults  failing  to 
have  their  skills  or  their  impairments 
recognised  by  those  'experts'  who 
approach  them?  For  a  deaf-blind  person  in 
hospital  it  seems  almost  impossible  to 
receive  a  reliable  assessment  of  hearing  or 
of  vision.  And  all  our  families  will  have 
stories  of  the  psychologists  who  have 
stared  in  bewilderment  at  their  child,  not 
knowing  how  to  test  their  abilities.  From 
here  on,  we  can  show  them  this  book. 

Cambridge  University  are  breaking  new 
ground  in  exploring  ways  of  assessing  how 
much  children  can  see,  and  these 
principles  can  be  extended  to  older  non- 
communicative  adults.  Janette  Atkinson's 
account  of  their  methods  gives  ideas  for  us 
all  to  use.  Assessing  hearing  can  be  even 
harder,  and  we  all  have  reason  to  be 
grateful  for  the  advances  made  in  this  area 
by  Mike  Nolan,  Ivan  Tucker  and  their 
colleagues  at  Manchester  University,  so 
ably  explained  here. 

For  psychologists  and  others  involved 
in  cognitive  assessment,  the  articles  by 
Beth  Langley  and  David  Bond  are  first 
class,  providing  clear  expressions  of  the 
underlying  principles,  summaries  of  existing 
assessment  tools  and  recommendations 
as  to  procedure.  If  it  is  deaf-blind  children 
you  are  most  interested  in,  many  people 
(including  Sense's  Family  Advisory  Service) 
choose  to  follow  the  Callier-Azusa  Scale, 
and  an  article  by  its  originators  illustrates 
the  principles  behind  the  scale,  which 
attempts  to  relate  behaviours  commonly 
observed  in  deaf-blind  children  to  the 
development  levels  they  indicate.  The 
revised  Callier-Azusa  Scale-H  is  possibly 
the  most  useful  assessment  tool  presently 
available,  and  Stillman  and  Battle's  article 
deserves  wide  circulation  among  psych- 
ologists who  are  contributing  to  statements 
on  a  deaf-blind  child. 

Teaching 

All  these  preceding  sections  set  the  scene 
for  the  final  part  of  the  book,  which  deserves 
a  separate  book  to  itself.  Entitled 
'Curriculum  Planning  and  Training  Methods' 
(am  I  being  fussy  when  I  wish  he  had  called 
it  'Teaching  Methods',  not  'Training'),  each 
article  crams  in  so  many  valuable  ideas 
that  it  does  seem  at  times  as  if  the  book  is 
trying  to  do  too  much.  Tony  Best  needs 
more  than  twenty  pages  to  outline 
approaches  to  teaching  people  with  visual 
and  mental  handicap,  as  does  David  Bond 
on  the  multi-handicapped  hearing  impaired., 
It  is  always  a  joy  to  read  of  Jan  van  Dijk's 
methods  of  teaching  deaf-blind  children  at 
his  pioneering  centre  in  Holland,  which 
contain  so  much  of  value  to  teachers  here, 
and  perhaps  Jan's  short  pieces  will  serve 
to  whet  some  appetites. 

Who  should  buy  this  book?  Clearly  it  is 
written  for  a  professional  audience,  to 
place  in  print  an  important  collection  of 
material  from  a  glittering  array  of  experts. 
The  outlandish  price  —  £28.50  for  438 
pages  —  instantly  restricts  its  appeal,  and 
targets  it  more  at  the  university  and 
training  market.  So  the  answer  must  be  to 
make  sure  your  library  orders  it,  and 
borrow  it  for  a  browse.  It  is  a  valuable 
reference  work,  and  David  Ellis  deserves 
our  congratulations  and  thanks. 

Paul  Ennals 


Adaptive  Play 

for  Special  Needs 

Children 


by  Caroline  Ramsay  Musselwhite,  pub- 
lished byTaylorand  Francis,  London,  Price 
£15. 

Adaptive  play  in  the  context  of  this  book 
refers  to  "play  that  has  been  altered  in 
form,  complexity  or  intent  to  serve  the 
needs  of  children  with  disabilities".  It 
covers  not  only  the  adaption  of  toys,  but 
the  use  of  modified  situations  and 
environments  as  well  as  the  employment 
of  particular  strategies  by  adults  in  order  to 
elicit  or  develop  the  desired  response  in 
the  child. 

The  book  is  divided  into  five  parts:  An 
Overview  of  Adaptive  Play;  Selecting, 
Adapting  and  Making  Play  Materials; 
Adaptive  Play  Strategies  for  Communicative 
Goals;  Developing  Support  for  Adaptive 
Play;  and  the  Appendices,  one  of  which  is  a 
well-annotated  bibliography. 

As  the  book  is  American  the  references 
to  toys  and  organisations  are  often  not 
familiar  and  I  found  that  jargon  at  times 
made  the  reading  difficult,  although  the 
content  was  generally  interesting. 

The  author  covers  a  wide  range  of 
topics  from  toy  selection  and  adaptation, 
through  the  development  of  such  skills  as 
tracking,  scanning  and  decision-making, 
object  interaction  skills  and  early  com- 
munication through  speech,  to  adaptive 
play  and  the  arts  and  adaptive  play  and 
lifetime  leisure  skills.  Some  interesting 
tables  are  presented  on  the  development 
and  observation  of  skills  in  certain  areas, 
for  instance  'Considerations  in  Assessing 
and  Teaching  Visual  Tracking  Skills'  and 
'Early  Communicative  Functions'.  (In  a 
chapter  entitled  "Enlisting  Community 
Support  Through  Bartering"  there  is  even  a 
table  of  "Bartering  Projects  for  Scouts"!) 

The  preface  states  that  the  book  is 
intended  for  professionals,  paraprofes- 
sionals  and  parents  . . ."  and  while  I  would 
doubt  its  usefulness  as  it  stands  to  parents 
it  is  a  worthwhile  book  for  the  library  shelf 
as  the  chapters  are  well  labelled  and 
relevant  sections  easy  to  pinpoint. 

Sheila  Houston 


ISIS  Large  Print 
Books 

ISIS  have  just  celebrated  their  first 
anniversary.  In  their  first  year  they  have 
published  sixty  titles,  including  fiction  and 
non-fiction. 

Now  they  are  about  to  start  producing 
their  new  juvenile  list  of  books  under  the 
imprint  'Windrush'.  The  first  book  will  be 
The  Lion,  the  Witch  and  the  Wardrobe  by  C. 
S.  Lewis. 

Isis  are  pleased  to  receive  suggestions 
and  hope  to  continue  to  fulfil  their  initial 
promise  —  to  publish  what  the  customer 
wants. 

ISIS  Books,  55  St  Thomas  Street,  Oxford 
OX1  1JG.  Telephone  0865  250333. 
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continued 


Aids  for  the  Deaf-Blind 

This  is  a  descriptive  catalogue  of  technical 
aids  for  deaf-blind  people  which  are 
available  in  the  Nordic  countries  (Denmark, 
Finland,  Iceland,  Norway  and  Sweden). 
Most  of  the  aids  described  are  made 
elsewhere  e.g.  the  USA,  and  are  therefore 
internationally  available.  Some  have  been 
specially  adapted  in  the  Nordic  countries. 
A  manufacturer  or  local  Scandinavian 
supplier's  address  is  given  for  each  device. 
The  aids  are  selected  on  the  basis  that 
neither  sight  nor  hearing  are  required  in 
order  to  use  them. 

It  should  be  said  that  the  aids  have  not 
been  selected  according  to  reports  on 
quality,  consumer  experience  or  test 
protocols. 

Each  of  the  seventy  aids  described  is 
categorised  into  one  of  five  groups  as 
follows: 

•  Aids  for  personal  care 

•  Aids  for  transport,  mobility  and 
orientation 

•  Household  aids 

•  Aids  for  communication,  information 
and  perception 

•  Alerting  devices,  signals  and  alarms. 
Each  device  is  described  according  to 

its  function  and  expected  usefulness  — 
further  brief  technical  data  with  a  drawing 
or  a  photograph  is  added.  Sufficient 
descriptive  information  is  given  for  a  social 
worker  or  counsellor  to  assess  each 
device  and  for  a  technician  to  judge  its 
technical  points. 

This  guide  was  published  in  April  1985 
and  it  is  the  intention  of  the  authors  to 
publish  a  revised  and  enlarged  edition  in 
collaboration  with  the  British  Brunei 
Institute  for  Bioengineering  within  the  next 
eighteen  months. 

Peter  Bennett 

The  book  may  be  obtained  from:  ICTA 
Information  Centre,  Box  303  S-161,  26 
Bromma,  Sweden.  Price  35  krone. 

Directory  of  Aids  for 
Disabled  and  Elderly  People 

Compiled  by  Ann  Darnborough  and  Derek 
Kinrade,  176  pages,  paperback,  price 
£14.95  from  Woodhead-Faulkner,  Fitz- 
william  House,  32  Trumpington  Street, 
Cambridge  CB2  1QY. 

This  is  a  comprehensive  directory  and 
refereni»e  source  book  of  aids  to  daily 
living  for  people  with  disabilities;  basic 
information  about  each  type  of  aid  and  the 
choice  available  is  given. 

Two  kinds  of  aid  are  included,  those 
specially  made  for  disabled  people  and 
those  generally  available  which  are 
functionally  useful  to  people  with  impair- 
ments. Details  of  manufacturers'  and 
suppliers'  addresses  are  given,  with 
approximate  prices. 

The  main  categories  listed  are  aids  for: 
communication,  dressing,  mobility,  personal 
hygene,  domestic  living  ,  motoring,  sports, 
gardening  and  leisure  activities. 

Useful  advice  is  given  on  government 
and  local  authority  help  available,  along 
with  information  on  reliefs  from  VAT,  car 
ta/  and  import  duties.  Further  references 
cover  helpful  organisations  and  centres, 
and  publications. 


Hasicom 


Hasicom,  the  Hearing  and  Sight  Impaired 
Communication  Project,  is  a  new  service 
whereby  deaf-blind  people  are  able  to  com- 
municate over  a  distance.  Individual  users' 
braille  terminals  are  connected  through 
the  telephone  system  to  a  central  computer, 
Telecom  Gold.  Details  of  the  system  are 
available  from  the  Hasicom  Council,  311 
Grays  Inn  Road,  London  WC1X  8PT. 

Hasicom  now  has  a  full-time  technical 
officer,  Sarah  Forde,  who  is  based  at  the 
Royal  National  Institute  for  the  Deaf.  She 
writes  about  her  work: 
"I  come  from  a  technical  background  and 
knew  very  little  about  deaf-blind  people, 
so,  first  of  all,  I  have  been  trying  to  learn 
about  their  needs  and  how  to  talk  to  them. 

At  present  I  am  trying  to  build  on  work 
already  done  by  Hasicom  by  showing  users 
of  the  system  how  to  get  everything  possible 
out  of  it,  according  to  individual  needs. 

In  future  I  want  to  extend  Hasicom's 
services  to  more  people  including  some 
with  different  communication  skills." 


Hasicom  is 
Changing  My  Life 


Derek  Hornby  is  the  most  recent  deaf-blind 

person  to  join  the  Hasicom  Service.  Here  he 

gives  us  his  early  impressions. 


I  have  been  asked  to  say 
what  Hasicom  means  to  me. 
Really  I  am  lost  for  words  to 
express  how  much  it  has 
changed  my  life  now,  and 
will,  for  sure,  change  the 
future. 

I  have  only  been  on  the 
system  for  just  over  two 
months,  and  wonder  how  I 
managed  before.  It  is  wonder- 
fu  I  to  be  able  just  to  connect 
up  to  the  phone  and  find  a 
couple  of  letters  waiting  for 
me  and  then  to  be  able  to 
answer  them  as  and  when  I 
please.  I  am  able  to  write 
to,  and  even  receive  letters 
from,  people  who  do  not 
know  braille.  Before,  when  I 
had  a  letter  in  print,  some- 
one would  have  to  read  it  to 
me.  Now,  there  is  no  prob- 
lem, all  are  ready  by  me  in 
braille,  even  if  they  are  sent 
in  print. 

Then  there  is  chat.  Having 
a  chat  through  the  system 
brings  great  pleasure  and 
fun.  This  is  a  two-way  thing, 
as  I  am  getting  lots  of  pleas- 
ure out  of  the  system  I  try  to 
give  pleasure  and  fun  to 
others.  If  in  any  way  I  am  able  to  help 
one  I  am  always  willing  to  do  so. 

If  I  was  asked  what  I  do  not  like  about 
the  Telecom  Gold  system,  I  would  say  the 
cost.  Because  the  cost  of  being  on-line  is 
so  high,  this  prevents  most  people  getting 
the  most  out  of  the  system.  So,  my  wish  for 
the  future  is  to  try  and  bring  the  cost  of 
using  the  system  down. 

I  am  soon  to  have  even  more  doors 


some- 


opened  for  me.  I  am  to  have  a  BBC  micro- 
computer which  will  mean  that  I  will  be  able 
to  read  any  information  that  is  on  Ceefax. 
This  is,  of  course,  another  story  and  maybe 
I  will  tell  you  about  it  sometime. 

I  would  like  to  take  this  opportunity  to 
thank  those  who  have  supported  me  and 
chatted  to  me  since  I  have  been  on  the 
system  and  I  look  forward  to  doing  the 
same  for  any  new  users  that  come  onto  the 
system. 
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Members'  News 


Timothy  Boardman 

The  photograph  shows  Timothy  on  his 
latest  Christmas  present.  He  has  now 
decided  that  he  can  trust  the  horse  not  to 
do  anything  hostile  and  has  worked  out 
how  to  make  it  move.  Hopefully,  the 
rocking  horse  will  prove  to  be  one  of  our 
better  buys.  Tim  still  prefers  to  play  with  the 
wrapping  paper  on  his  new  toys  before 
going  back  to  his  toy  area  and  extracting 
something  he  has  had  for  ten  years. 

Timothy  is  now  fourteen  years  old  and 
still  attends  Elmete  Hall  Deaf-Blind  Unit  in 
Leeds  where  he  has  been  since  the  age  of 
three.  His  progress  is  slow  but  steady  and 
because  of  a  stubborn  streak  he  is  not  too 
receptive  to  new  ideas  and  routines, 
making  things  difficult  for  his  teachers.  It 
takes  a  good  deal  of  patience,  persuasion 
and  strength  of  will  (his  own  is  beyond 
question)  to  succeed  in  developing  new 
skills  in  Timothy.  It  has  taken  us  a  long  time 
to  get  him  to  go  up  and  down  the  stairs  at 
home  entirely  on  his  own  but  now,  given 
the  rights  frame  of  mind  and  a  suitable 
amount  of  goading  he  will  do  it. 

Timmy  is  now  at  the  age  where  he  is  into 
everything  —  if  it  doesn't  move  or  isn't 
supposed  to  he  will  make  sure  it  does  —  he 
does  not  discriminate  —plant-pots,  fruit 
and  vegetables,  pots  and  pans,  books,  etc, 
all  receive  the  same  treatment  —  still,  it  is 
always  preferable  to  benign  inaction. 

Timmy  likes  to  be  warm  —  he  can  home 
in  on  a  fire,  radiator,  oven  or  tumble  drier 
with  his  own  built  in  thermal  detector  from 
any  distance.  He  also  gets  very  uptight  if 
someone  else  is  in  the  way  of  whichever 
appliance  is  his  chosen  target  and  will  go 
to  any  lengths  to  impose  his  small  frame 
into  the  more  favourable  position  and  oust 
the  incumbent. 

Despite  his  handicap  —  Timmy  is  totally 
blind  with  very  limited  hearing  —he  is  for 
most  of  the  time  a  very  happy  soul  with  an 
infectious  laugh.  He  also  derives  great 
pleasure  from  hearing  people  squeal  and 
those  innocents  who  have  not  learned 
their  lesson  are  his  preferred  targets  for  a 
well  placed  nip.  His  paternal  grandfather 
with  a  selfless  degree  of  indulgency  is  the 
main  butt  of  Timothy's  violent  forays. 

One  handicap  which  does  not  appear  on 
Timmy's  list  is  a  lack  of  appetite  —  his 


capacity  for  food  of  all  kinds  is  second  only 
to  that  of  his  mother  after  whom  he 
presumably  takes  in  this  area  as  well  as  in 
his  occasional  flashes  of  temper. 

There  are  at  the  moment  no  long  term 
plans  for  Timmy's  future  but  everyone  who 
has  his  interests  at  heart  will  continue  to 
persevere  in  an  effort  to  keep  up  the  slow 
momentum  and  just  as  importantly  to 
maintain  his  happiness  and  sense  of 
humour. 

Peter  and  Jane  Boardman 

13  Moorside  Gardens 

Drighlington 

W.  Yorks  BD1 1  1  HZ 


Brian  Chivers 

Brian  is  now  eight  years  old  and  attends 
the  Royal  School  forthe  Deaf  in  Exeter asa 
weekly  boarder,  where  he  is  very  happy  in 
Miss  fwigg's  care. 


Brian  was  born  with  very  limited  vision  in 
both  eyes  due  to  detached  retinas. 
Unfortunately  an  operation  to  attach  them 
failed  and  his  sight  is  now  lost  completely. 
Brian  has  coped  very  well  and  has  a 
remarkable  memory,  only  going  to  a  place 
once  and  remembering  the  layout. 
Recently  he  pleased  us  by  signing  'bed' 
spontaneously,  which  was  a  breakthrough. 

Brian's  hobbies  are  eating,  swimming 
and  walking  to  the  sweet  shops.  He  loves 
playing  with  his  sister  Marcelle  who  helps 
him  at  weekends  and  holidays.  At  the 
moment  we  are  waiting  to  take  him  to 
Plymouth  for  a  hearing  test. 

The  school  staff  have  been  very  good 
and  have  helped  us  and  Brian  through  a 
period  of  adjustment  to  coping  in  a  world 
with  no  sight,  we  are  very  thankful.  Brian 
loves  his  phonic  ear  (see  photo)  and  seems 
to  get  a  lot  of  benefit  from  amplification. 

Rosemary  and  Paul  Chivers 
8  Allen  Road 
Trowbridge 
Wilts 


Sandy  Morse 

Sandy  is  ten  years  old  now.  Her  consultant 
at  the  Brompton  Hospital  advised  us  that 
she  ought  to  have  a  second  heart  operation 
now  that  she  is  ten  (the  first  was  at  8  weeks). 
It  would  be  difficult  as  she  had  three 
chambers  instead  of  four,  but  that  the 
success  rate  was  96%. 

Sandy  had  the  operation  on  1 9  July  last 
year.  It  was  awful  walking  round 
Kensington,  trying  to  fill  six  to  eight  hours 
looking  at  shops  when  all  the  time  I  was 
thinking  about  Sandy  in  the  operating 
theatre. 
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When  we  came  back,  I  couldn't  go  up  to 
Intensive  Care,  but  Bill,  my  husband,  went 
up  first.  It  seemed  an  age  before  he  came 
down  again  and  told  me  she'd  pulled  through. 
I  went  up  to  see  her.  I  am  not  a  strong  person 
at  the  best  of  times,  and  to  see  my  little  girl 
with  all  those  tubes  coming  out  of  her  so 
small  and  frail  body,  oxygen  mask,  monitor 
bleeping  away,  was  really  too  much. 

Surprisingly  quickly  she  was  eating  an 
ice-cream.  Sadly,  only  the  next  day  she  had 
a  cardiac  arrest.  The  following  week  was  a 
fight  for  her  life,  her  kidneys  failed  and  she 
was  only  saved  after  another  heart 
operation.  Sandy  spent  the  next  four 
weeks  in  the  Intensive  Care  Unit  slowly 
recovering,  thanks  to  the  devoted  work  of 
the  doctors  and  nurses. 

At  the  end  of  August  she  seemed  well 
enough  to  be  transferred  to  our  local 
hospital  here  at  Catterick,  however  she 
developed  fluid  on  her  right  lung  and  had  to 
go  back  to  the  Brompton.  Eventually  she 
came  home  and  gradually  put  back  on  the 
weight  she  had  lost  in  hospital. 

In  October  Sandy  went  back  to  her 
small  MH  school  at  Morton-on-Swale,  near 
Northallerton  where  she  is  happy  with  her 
pals.  Mrs  Bell  the  head  teacher,  has 
arranged  for  her  to  have  a  home  teacher 
two  half  days  a  week  as  well. 

It  seems  that  the  two  operations  have 
'  not  quite  cured  the  leak  in  her  heart,  she  is 
still  incontinent  and  on  kidney  tablets  but 
happily  all  her  other  organs  have 
recovered.  It  is  hard  to  see  anyone  so  ill. 
But  it  was  the  child  who  I  had  fed,  clothed, 
loved,  taught  to  walk  and  talk,  and  when 
she  was  in  that  ward  there  was  nothing  I 
could  do  but  sit  and  watch. 

My  Mum  has  been  a  tower  of  strength  to 
us  through  all  this,  looking  after  our  other 
daughter  Katy  so  that  my  husband  Bill 
could  stay  with  Sandy  through  her 
operations,  giving  tremendous  support  to 
both  of  us. 

Victoria  Morse 
5  Willow  Avenue 
Catterick  Garrison 
North  Yorkshire 
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John  Sheehan 

John  is  deaf-blind  and  lives  happily  at  St 
Michael's  House  Residential  Unit  in  Dublin. 
We  bring  him  home  very  often  and  his  sisters 
are  always  very  pleased  to  see  him.  Dad 
goes  swimming  with  him  once  or  twice  a 
week  which  John  enjoys  and  which  seems 
to  benefit  his  asthma. 

At  nineteen  John  is  tall,  slim  and  good 
looking  and  we  are  grateful  that  he  got  one 
of  the  scarce  places  in  the  unit,  as  we 
would  find  it  very  difficult  to  look  after  him 
at  home.  The  staff  at  St  Michael's  are  so 
dedicated  and  love  their  young  people. 

Thelma  Sheehan, 
39  Mt  Prospect  Grove, 
Clontarf.  Dublin  3, 
Ireland 


Cheryl  Cox 

Our  daughter  still  amazes  us,  doing  certain 
things  we  thought  we  would  never  see  or 
expect  her  to. 

She  has  greatly  improved  in  her  dres- 
sing programme  and  her  learning  in 
general.  She  no  longer  has  a  bottle  and  to 
see,  or  rather  hear,  her  drinking  from  a  cup 
is  smashing. 


Cheryl  loves  to  go  swimming  and 
without  arm  bands  too.  A  big  challenge. 
Her  brother  Glen  bought  her  this  inflat- 
able racing  car  for  Christmas  and  she  really 
enjoys  sitting  on  it,  especially  when  she 
squeezes  the  steering  wheel  which 
squeaks. 

Cheryl  is  less  frustrated  now  and  likes 
to  learn  and  be  taught  how  to  do  things.  We 
all  love  her  very  much  and  hope  that  she 
may  continue  to  learn  for  her  own 
satisfaction.  Thanks  to  all  her  teachers  at 
Carnbooth  School. 

Mrs  Elizabeth  Cox, 
26  Blantyre  Crescent, 
Carleith  Estate, 
Hardgate, 
Clydebank. 


Gillian  Wylie 


It  is  now  over  a  year  since  we  first  told  you 
about  Gillian.  What  a  difference  a  year 
makes. 


Gillian  had  her  second  birthday  in 
September.  Although  she  is  profoundly 
deaf,  she  makes  up  for  her  loss  in  other 
ways.  She  is  now  fully  mobile,  doesn't  walk 
but  runs. 

We  are  still  having  problems  getting  her 
to  accept  her  Ear  Mould  but  with  the  help  of 
her  home  teacher  form  'Carnbooth  House' 
this  is  becoming  easier  all  the  time. 

Like  any  two  year  old  Gillian  is  full  of 
mischief.  Only  the  other  day  I  found  her 
washing  her  hair  with  baby  lotion.  Ah  well!  I 
suppose  this  is  the  joy  of  the  terrible  two 
year  olds! 

Gavin  and  Nancy  Wylie, 
6  Lauder  Gardens, 
Priory  Bridge  Estate, 
Blantyre, 
Glasgow  G72  9NL. 


Claire  Dyson 

Claire  is  now  eight  years  old,  she  is 
partially  sighted  and  partially  hearing,  and 
attends  Sylvan  First  School,  which  has  a 
unit  for  Hearing  Impaired  Children. 
However  Claire  is  integrated  with  the  main 
school  as  much  as  possible,  returning  to 
the  unit  mainly  for  speech  work. 

Claire's  use  of  speech  has  improved 
greatly  during  the  past  year,  using  long 
sentences,  although  it  can  be  difficult  for 
people  not  used  to  her  to  understand  all 
she  says. 

School  is  her  favourite  place  and  she  is 
extremely  industrious  there,  eagerly 
taking  part  in  whatever  is  going  on.  She 
copes  very  well  with  reading,  writing  and 
arithmetic  and  keeps  up  with  her 
classmates  who  are  the  same  age,  but  she 
does  have  to  do  a  lot  of  homework.  Her 
favourite  lessons  at  present  are  swimming 
and  learning  the  recorder. 

We  hope  she  will  continue  to  make 
good  progress  and  be  able  to  transfer  to 


the  Middle  School,  which  also  has  a  unit. 
Claire  has  put  her  name  forward  to  the 
local  Brownie  pack  and  is  very  keen  to  join. 
Hopefully  this  will  give  her  an  opportunity 
to  make  some  friends  locally. 

Gillian  Dyson, 
197  Symes  Road, 
Hamworthy, 
Poole, 
Dorset. 


Paul  Taylor 

Paul  will  be  7  this  March,  by  Easter  he  will 
have  been  a  pupil  of  Whitefield  Deaf- 
Visually  Handicapped  Unit  for  2  years.  He 
now  cooperates  well  in  individual  sessions 
with  his  teacher  Ursula  Walker,  as  long  as 
he  gets  his  reward  after  doing  something 
for  her.  Ursula  says  that  Paul's  targets  for 
the  last  6  months  were  nearly  all  achieved, 
and  that  now  she  is  thinking  of  him  starting 
to  count  marbles  and  hold  a  pencil  in  the 
correct  way,  among  other  things. 

Paul  has  his  best  friend  Andrew 
Thornley  with  him  in  his  class,  DVH  5  but 
last  September  Paul  had  a  rude  awaken- 
ing, Faria  Ijaz  joined  it  and  boy,  was  he 
jealous!  His  reaction  was  —  how  dare  this  girl 
come  here  to  my  class  and  take  over  my 
position  as  the  newest  and  youngest 
child?  So  we  had  a  few  temper  tantrums  at 
school,  and  a  few  tears  at  home  too,  but 
hopefully  Paul  has  accepted  Faria  now. 

David  Taylor  at  Great  Ormond  Street 
has  told  us  to  stop  patching  and  glasses. 
Paul  uses  his  right  eye  which  has  some 
good  vision  anyway.  We  go  to  the  hospital 
again  in  a  years'  time,  quite  a  change  from 
monthly  visits!  The  Wolfson  Centre  are  now 
satisfied  that  Paul  is  well  placed  and 
improving,  so  we  don't  need  to  go  there 
again. 

Over  the  past  6  months  Paul  has  been 
going  to  The  Nuffield  Centre  more  often  as 
now  that  he  will  cooperate,  a  marked 
improvement  has  been  noticed  with  his 
hearing.  A  post  aural  aid,  on  his  right  ear, 
with  no  compression,  seems  to  suit  him 
very  well.  His  right  ear  does  respond  to  a  lot 
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of  different  sounds.  The  left  ear  still  has  a 
profound  hearing  loss,  but  at  least  the 
Rubella  virus  has  settled  down,  or  so  it 
seems.  I've  always  thought  it  strange  that 
all  the  damage  done  to  Paul  by  Rubella 
seems  to  be  on  his  left  side,  his  eye,  ear 
and  heart. 

He  has  started  "conditioning"  at  home, 
and  at  school,  and  hopefully  by  the  end  of 
this  year,  an  accurate  audiogram  can  be 
achieved.  We  try  and  get  him  to  bang  when 
he  hears  a  sound,  but  at  the  moment  all  he 
wants  to  do  is  just  bang  all  the  time. 

Last  October  we  moved  from  Southend  to 
Walthamstow.  It  was  a  big  step,  and  our 
other  son  Mark  was  uppermost  in  our 
thoughts  at  the  time.  He  has  now  settled 
down  well  in  his  new  school  and  although 
he  does  miss  the  wide  open  spaces  of 
Essex,  there  are  advantages.  Epping 
Forest  is  just  down  the  road,  and  the 
education  system  in  Waltham  Forest 
seems  much  better. 

The  local  Mencap  run  a  bridge-in 
service  so  there  are  no  more  problems 
about  a  baby-sitter,  and  we  are  able  to  go 
out  more  often. 

Paul  now  goes  to  school  on  the  same 
minibus  as  Kelly  Smith,  the  journey  time  is 
5  minutes,  he  now  leaves  home  at  9.1 5  am 
and  arrives  home  at  3.40  pm.  I  have  gained 
peace  of  mind,  as  he  isn't  so  far  away 
anymore. 
Christine  Taylor 
26  Albion  Road, 
Walthamstow, 
London,  E17 


Kevin  Smith 

Kevin  is  1 1  years  old  in  February.  He  goes 
to  school  at  Pathways  deaf-blind  unit.  His 
progress  continues  to  improve  slowly, 
showing  interest  in  baking,  cooking  and  a 
little  gardening.  His  favourite  TV  pro- 
grammes are  'Top  of  the  Pops'  and  Tom 
and  Jerry'.  He  is  quite  independent  at 
dressing  himself  now  except  for  tieing  his 
shoes.  The  last  hurdle  he  overcame  was 
his  shirt  buttons.  Being  a  typical  boy  he's 
not  the  slightest  bit  interested  in  washing. 


Kevin,  left,  with  a  schoolmate  at  Pathways. 

Kevin  only  wears  his  splints  at  night  and 
we  are  really  pleased  with  the  successful 
job  they  have  made  making  Kevin  walk 
properly.  He  seems  to  suffer  from  some 
stiffness  in  his  right  leg  which  we  intend  to 
look  into. 

Kevin  enjoys  Christmas  festivities 
especially  when  all  the  family  are  to- 
gether. He  enjoyed  playing  with  his  'Lights 
Alive'  and  his  spotlights  which .  Santa 
brought.  When  the  spotlights  are  dimmed 
you  could  gaze  all  night  at  them  without 
hurting  your  eyes.  He  also  liked  his 
cousin's  'Roland  Rat'  game.  Kevin  was 
quite  disturbed  for  a  time  at  Christmas 
holiday  until  we  came  to  the  conclusion  it 
must  be  his  eyetooth  pushing  its  way 
through.  We  gave  him  aspirin  and  within 
half  an  hour  he  was  all  right. 

The  older  he  gets  the  more  stimulation  he 
needs  to  keep  him  from  becoming 
frustrated  and  we  have  to  think  up  little 
tasks  that  are  not  beyond  him  to  carry  out. 
He  likes  to  help  and  there  is  a  look  of 
satisfaction  when  he  has  finished  taking 
the  clothes  out  of  the  spinner,  setting  or 
clearing  the  table  or  mixing  up  the  gravy. 

Kevin  settles  down  quite  well  when 
returning  to  Pathway's.  I  find  it  helpful  to 
visit  the  school  as  you  get  other  people's 
opinions  and  views  on  Kevin.  Also  it  is  very 
pleasing  to  know  that  the  staff  are  both 
willing  and  interested  in  your  views,  as  a 
result,  at  the  end  of  the  day,  it  helps  to  put 
any  ideas  or  worries  into  perspective. 

Mr  and  Mrs  H  Smith, 
8  Killin  Avenue, 
Dundee,  DD3  6ED. 


Helen  White 

Helen  is  twenty  three  and  is  deaf-blind 
from  Rubella.  It  is  a  long  time  since  I  sent  a 
report  about  her.  I  think  she  was  still  at  Lea 
Hospital,  Bromsgrove.  She  did  so  well 
there  that  she  went  on  to  the  Rudolf 
Steiner  organisation's  waiting  list,  and 
soon  after  started  at  the  Sheiling  School, 
Thornbury  when  she  was  about  eleven 
years  old. 

This  was,  we  discovered  later,  a  bad 
time  for  her  to  make  such  a  move.  Whether 
the  upheavals  of  adolescence,  or  the 
Steiner  Methods  of  Stimulation  or  a 
combination  of  both,  caused  Helen  to 
become  hyperactive,  especially  at  night, 
we  cannot  know;  but  they  were  only  able  to 
keep  her  for  a  year. 

Parents  often  say  they  are  on  duty  for 
twenty-four  hours  a  day  every  day; 
whereas  professionals  who  work  with  our 
children  can  have  time  off.  Unfortunately, 
at  the  Sheiling  School  Helen's  teacher 
Margaret  was  also  her  House  Mother,  and 
was  not  well  during  Helen's  time  there. 
During  the  seven  months  after  Helen  left 
Thornbury  we  were  to  discover  what 
Margaret  had  had  to  put  up  with.  We  were 
lucky  to  get  as  much  as  two  hours  sleep  a 
night  as  that  was  the  most  Helen  ever  had, 
preferring  to  use  her  bed  as  a  trampoline. 
We  have  the  four  holes  in  the  floor  to  show 
where  the  legs  started  to  sink  through. 

We  asked  for  educational  provision  for 
her.  Eventually  Helen  went  for  a  while  to  a 
special  school  in  our  area,  by  minibus.  One 
day  the  escort  on  the  minibus  wanted 
Helen  to  sit  in  a  different  place  from  where 
she  had  sat  for  some  weeks,  so  she  tried  to 
pull  Helen  further  along  the  bus.  Helen  could 
not  understand  why  she  was  not  being 
allowed  to  go  to  "her"  seat  and  resisted, 
with  the  result  that,  as  the  bus  was  moving, 
the  escort  ended  up  on  the  floor.  The  bus 
turned  back  and,  ten  minutes  after  leaving, 
Helen  was  home  again. 

We  were,  by  this  time,  in  quite  a  low 
state,  and  our  doctor  arranged  that  we 
should  take  Helen  to  Chelmsley  Hospital.  I 
seem  to  remember  crying  daily  and  nightly 
for  about  three  weeks.  Geoff,  who  did  not 
have  that  release,  lost  two  and  a  half 
months  from  work  with  what  the  doctor 
called  'insomnia  and  depression'. 

Helen  is  over  those  awful  disturbed 
years  and  has  calmed  down  into  the  lovely, 
amenable  girl  she  had  been  earlier.  She 
undoubtably  regressed  during  that  time. 

The  last  few  years  have  been  a  time  of 
constant  battling,  to  find  a  different  place 
for  Helen  to  live,  and  to  get  the  authorities 
agreement  to  fund  such  a  placement. 

Lately  though,  I  have  been  to  two  case 
conference,  and  funding  has  been  found, 
but  now  there  is  no  place  available.  But  it 
will  come,  either  at  Poolemead  or  perhaps 
Edgbaston. 

In  the  meantime,  we  had  a  lovely  time 
on  Christmas  Day.  Both  our  sons  and 
Helen  were  home  togetherforthe  first  time 
for  four  or  five  years. 

The  ward  staff  did  Helen's  hair  in  a 
variety  of  different  ways  while  it  was  long. 
Now  it  has  been  cut  it  has  sprung  into 
attractive  waves.  Seeing  her  in  her  rather 
sophisticated  dress,  one  of  my  friends  said 
"whose  secretary  is  she  now?"  because 
Helen  looked  such  a  grown-up  young  lady. 

She  giggles  happily  in  the  car  and  all  the 
way  home  tucks  into  any  food  we  put 
before  her,  enjoying  the  cuddles  she  gets. 
She  was  growing  sideways  rather  but  has 
lost  some  of  her  fat  and  looks  much  better 
thinner.  She  still  enjoys  going  into  the 
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water  and  now  has  the  additional  pleaure 
of  horse-riding. 

I  hadn't  the  heart  to  write  for  some 
years.  Now  at  last  things  seem  more 
hopeful.  Perhaps  there'll  be  even  better 
news  next  time.  It  is  important  to  keep  on 
trying  to  get  what  our  youngsters  have  a 
right  to. 

Margaret  White 

115  Lutterworth  Road 

Nuneaton 

Warks 


Mark  Evans 

My  first  account  about  my  son  Mark 
appeared  in  'Talking  Sense'  Summer 
1 984.  It  looked  back  over  Mark's  schooling 
and  interests.  Now  in  1986  I  am  looking 
forward  to  a  glorious  future  for  him  in  the 
deaf-blind  unit  at  Poolemead. 

Mark  went  to  Bath  the  week  before 
Christmas  and  took  to  it,  'like  a  duck  to 
water".  He  came  home  for  a  family  Christ- 
mas talking  more,  talking  more  clearly,  and 
talking  about  a  lot  of  new  things  too. 
Christmas  came  and  went,  when  'sale  time' 
arrived  I  asked  Mark  what  he  wanted  to  buy 
from  the  shops,  back  came  a  prompt  reply, 
"a  large  case  on  wheels,  to  go  back  to 
Poolemead". 

We  owe  so  much  to  Sense  because  it 
was  at  the  Sense  Conference  of  1984 
where  we  met  Simon  Banks,  the  Principal  of 
Poolemead,  who  invited  us  to  a  guided  tour 
and  convinced  us  that  they  had  a  lot  to 
offer.  We  had  a  great  day  in  October  1 985 
when  Mark  showed  off  his  animals,  his 
hens,  but  most  of  all  his  tractor,  greenhouse 
and  very  large  garden.  Simon  saw  at  first 
hand  all  the  problems  here  —  no  transport, 
we  have  only  one  bus  a  week  —  no  mobility 
training  —  no  speech  therapist  and  no 
social  contacts  except  those  within  the 
confines  of  a  small  family. 

Mark  had  a  very  enjoyable  holiday  with 
Sense  in  August  1985  at  Butlin's  in  Barry, 
making  many  friends,  including  some  who 
write  to  him.  He  learned  of  all  the  goodies 
that  were  in  store  for  him  in  Bath,  his 
favourite  activities,  riding,  swimming  and 
snooker,  which  he  now  enjoys  weekly. 

Mark's  special  people  at  Poolemead, 
Richard  and  Celia  understand  him  so  very 
well.  They  are  improving  his  signing  and 
total  communication  beyond  all  my 
aspirations. 

We  have  visited  Mark  on  three  occas- 
ions, each  time  meeting  more  members  of 
staff  and  students,  and  we  come  away 
each  time  joyfully  singing  the  praises  of 
Poolemead. 

Margaret  Evans 
"Caswell" 
Ankerdine  Road 
Cotheridge 
Worcester 
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APPEALING 
FOR 


Fund  Raising  Strategy 

Over  the  past  year  the  Appeals  Department  has  been  developing  the  range  of  fund 
raising  activities  from  which  Sense  will  benefit,  and  the  coming  year  will  see  the 
consolidation  of  this  programme.  It  may  be  helpful  to  readers  to  see  this  strategy  set 
down  in  print.  The  reason  is  that  some  of  our  activities,  particularly  special  events, 
have  a  very  high  profile,  and  it  can  sometimes  seem  that  all  we  are  doing  is  staging 
some  form  of  entertainment,  or  selling  Christmas  cards! 


In  fact.  Sense  fund  raising  falls  into  a 
few  distinct  categories,  and  these  are  as 
follows: 

Corporate  Appeals 

This  range  of  activities  is  underthe  control 
of  Chris  Dyer,  Corporate  Appeals  Manager, 
and  is  concerned  with  direct  appeals  to 
corporate  bodies  —  grant-making  trusts, 
industry  and  commerce,  the  Forces,  and 
voluntary  organisations  where  they  wish  to 
make  a  donation  to  Sense.  This  also 
includes  broadcast  appeals,  sponsorship 
by    companies,     and     advertising. 

Direct  Mail 

Sense  now  has  a  "Warm  List"  of  some 
1 8,000  names.  These  are  people  who  have 
donated  to  Sense  in  the  past,  and  who  are 
likely  to  do  so  again.  We  will  mail  these 
people  four  times  a  year  with  additional 
information  about  our  work  and  a  request 
for  further  support,  and  on  a  fifth  occasion 
with  our  Christmas  Catalogue.  In  addition, 
we  are  engaged  in  a  programme  of  cold 
mailing  —  writing  to  people  who  have  not 
donated  before,  to  ask  them  to  support  us. 
If  they  donate,  they  are  added  to  the  Warm 
List. 

Retailing 

For  the  first  time  Sense  brought  its 
Christmas  Card  operation  'in  house'  in 
1 985,  and  all  the  orders  were  packed  and 
despatched  by  Geoff  and  Margaret  White. 
The  sale  of  Christmas  cards  and  gift  items 
is  not  only  a  good  way  to  raise  funds  for 
Sense,  it  also  greatly  increases  public 
awareness  about  us. 

During  1985  we  operated  two  short- 
term  charity  shops.  One  of  these  has  since 
closed,  but  the  site  in  Tottenham,  North 
London,  still  produces  between  £250— 
£300  per  week  for  us.  As  a  pilot  study  we 
are  now  planning  to  lease  a  shop  in  Petts 
Wood  in  Bromley  as  a  permanent  site.  If 
this  is  successful  we  will  look  to  extend  the 
principle,  and  gradually  set  up  a  chain  of 
Sense  shops,  raising  money  for  Sense 
and  publicising  our  name. 

Specific  Campaigns 
There  are  a  number  of  fund  raising 
functions  which  we  promote  throughout 
the  year.  Legacy  income  is  vital  to  every 
charity,  and  in  addition  to  the  standard 
advertising  which  we  place  in  the  legal 
press,  we  have  produced  a  booklet  on 
making   wills,   which   concludes   with   an 


exhortation  to  leave  some  money  to  Sense 
at  the  same  time! 

Covenants  are  another  vital  source  of 
income.  We  have  a  number  of  covenants  at 
present,  but  plan  a  campaign  in  1986  to 
greatly  increase  our  income  from  this 
source. 

We  place  advertising  in  selected 
journals  for  support  for  specific  projects. 
Advertisements  in  Scouting  and  Guiding 
magazines,  for  example,  have  produced  a 
number  of  carol  singing  groups  for  us.  An 
advertisement  in  Practical  Astronomy 
promotes  a  draw  for  a  model  of  Giotto,  the 
Aerospace  probe  which  was  sent  up  to 
meet  Halley's  Comet.  We  advertise  in 
some  running  magazines  to  obtain 
Marathon  runners  for  Sense. 


In  addition  to  this  national  activity,  we 
have  two  capital  appeals.  The  Manoi 
House  Appeal  is  well  underway,  and  the 
Birmingham  Appeal  is  being  prepared  al 
present. 

Special  Events 

Yes,  of  course,  there  are  special  events  as 
well.  Our  plan  for  1986/7  is  to  have  as 
many  of  these  as  possible  to  be  arrangec 
by  outside  agencies,  both  voluntary  anc 
professional,  with  as  little  work  for  Heac 
Office  staff  as  possible.  Special  events  car 
raise  considerable  sums  of  money  anc 
keep  Sense  in  the  public  eye.  What  we 
have  to  avoid  in  1 986  is  a  situation  in  whicr 
they  distract  us  from  other  forms  of  func 
raising. 

Summary 

Sense  fund  raising  is  now  broad  based 
and  brings  in  financial  support  from  manv 
sectors  of  the  British  economy.  Each  alsc 
supports  the  other;  as  Sense  becomes 
better  known  as  a  name  and  as  ar 
organisation  through  its  more  'public'  func 
raising  activities,  potential  donors,  ir 
whatever  sector,  will  become  more 
inclined  to  support  us.  We  have  laid  some 
important  foundations  in  1985/86.  It  is 
now  up  to  us  to  build  on  them  in  1 986/87 
And  we  will! 


Sense  Appeals 


The  Bare  Essensuals 

Our  newly-constituted  Special  Events 
Committee  got  off  to  a  flying  start  just 
before  Christmas,  by  arranging  a  Fashion 
Show  and  Auction  at  Bonham's  Auction 
Rooms  in  London.  The  show,  which  was 
masterminded  by  Susie  Hobday,  featured 
lingerie  and  fashions  by  top  designers, 
modelled  by  a  number  of  celebrities 
including  Jane  Asher  and  Angie  Best. 
There  was  music  from  the  British 
Aerospace  Wingate  Band,  an  auction  of 
outstanding  and,  shall  we  say,  remarkable 
lots,  and  much  more  besides.  It  was  a 
glittering  occasion,  and  has  raised  in 
excess  of  £12,000  for  Sense. 

Christmas  Concert, 

Royal  Naval  College,  Greenwich 

Jane  Asher  also  read  seasonal  extracts  at 
our  Christmas  Concert,  arranged  by  Chris 
Dyer  (Corporate  Appeals  Manager).  The 
event  was  made  possible  by  our  well  con- 
nected Appeals  Chairman,  Charles  Dewey. 
A  somewhat  disappointing  audience  enjoyed 
a  magnificent  evening  which  raised  in  excess 
of  £1000  for  Sense. 

The  Family  Centre  Revisited 

The  celebrities  were  certainly  turning  out 
for  Sense  at  Christmas,  and  these 
included  Esther  Rantzen  and  Desmond 
Wilcox.  They  were  guests  at  a  reception  at 
the  Family  Centre,  where  they  were  able  to 
inspect  the  new  soft  play  room,  officially 


Radiant  Jane  Asher 


opened  that  day  by  Taylor  Woodrov 
executives  who  had  donated  it,  and  tc 
hand  over  a  giant  cheque  for  the  tota 
raised  by  Esther's  television  appeal  for  uj 
earlier  in  the  year  —  an  astonishinc 
£38, 1 78.67.  We  were  pleased  to  be  able  tc 
have  this  opportunity  to  thank  Esther  foi 
presenting  the  Appeal  for  us,  and  to  thant 
Desmond  for  all  the  good  which  his 
programme,  The  Visit  —  Fighting  for  Jamie 
did  for  Sense.  Among  those  present  a: 
guests  were  Mr  Tony  Parker,  assistan 
Managing  Director  of  Taylor  Woodrow,  Mrs 
Jane  Fitz,  headmistress  of  Notting  Hill  anc 
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Ealing  High  School,  Harry  Greenway,  MP 
for  Ealing,  the  Reverend  Ron  Swann  of  St 
Stephen's  Ealing  and  Hilary  Edwards 
representing  local  friends. 

Forthcoming  Sense  Events 

We  are  pleased  to  be  able  to  announce  two 
prestigious  events  for  1 986.  The  first  is  our 
second  Gala  Greyhound  Night  at  Brighton 
Stadium  on  27  March.  Last  year's  event  set 
the  mould  for  a  thoroughly  enjoyable  even- 
ing in  the  presence  of  many  celebrities,  and 
this  year's  promises  to  be  even  better. 

On  Sunday  20  April  the  Shaftesbury 
Theatre  in  London's  West  End  will  be  the 
scene  for  'A  Night  of  100  Stars',  a  major 
entertainment  spectacular  exclusively  for 
Sense. 

Further  details  on  both  of  these  events 
are  available  from  the  Appeals  Department. 

The  Manor  House  Appeal 

An  Appeal  to  raise  £150,000  for 
improvements  at  the  Manor  House,  and  to 
set  up  a  second  group  home  in  Market 
Deeping  is  now  well  underway.  Much  good 
groundwork  was  prepared  by  Barry 
Mather,  who  left  us  at  Christmas  to  work  for 
Action  Research  into  Multiple  Sclerosis. 
His  place  has  been  taken  by  George 
Farnham,  who  has  already  successfully 
invited  the  Duke  of  Rutland  to  become  the 
Manor  House  Appeal  President. 

The  Deepings  Round  Table  raised  a 
magnificent  £12,500  towards  a  second 
group  home,  and  the  balance  required  to 
set  this  up  has  been  added  to  the  target  of 
the  Manor  House  Appeal. 

Christmas 

A  great  debt  of  gratitude  is  due  to  Geoff 
and  Margaret  White,  who  were  responsible 
for  the  despatch  of  all  last  year's  Christmas 
Card  orders.  The  cards  and  gifts  were 
generally  well  received,  although  inevitably 
some  sold  better  than  others.  We  expect  to 
produce  a  'remainder  sheet'  along  with  the 
1 986  catalogue,  so  if  you  had  a  favourite  in 

1985  you  may  well  be  able  to  order  further 
supplies  —  at  last  year's  prices  of  course! 

Selection  of  1986  cards  has  already 
taken  place,  would  you  believe,  but  we 
await  the  results  of  our  Christmas  Art 
Exhibition  to  produce  a  card  or  two  for  our 

1986  range  designed  by  one  of  our  deaf- 
blind  members. 

It  Makes  Sense  to  Make  a  Will 

It  certainly  does,  and  we  have  now 
produced  a  free  booklet  explaining  why, 
and  how,  in  simple  language.  At  the  end  of 
the  booklet  there  is  a  suggestion  that, 
whilst  you  are  at  it,  you  might  leave  a 
legacy  to  Sense,  but  it  is  not  compulsory. 
Copies  are  available  from  the  Appeals 
department,  either  for  your  own  use,  or  to 
pass  on  to  others  who  might  make  use  of  it. 

Stamp  Duty 

Jack  Snow  is  continuing  to  sort  and  sell 
used  postage  stamps  collected  on  our 
behalf.  This  is  a  way  of  raising  money  that 
costs  absolutely  nothing,  so  do  put  the 
word  about,  and  collect  all  you  can  for  us. 
One  or  two  members  have  commented  on 
the  cost  of  posting  stamps  to  us,  and  they 
are  right.  It  is  not  worth  it.  May  we  suggest 
that,  instead,  they  are  stockpiled,  and 
either  given  to  the  next  person  going  to 
Head  Office  by  car,  or  brought  to  a  Sense 
event  which  is  to  be  attended  by  someone 
from  Head  Office  arriving  by  car. 

Staffing 

Our  appeals  department  has  been 
strengthened  by  the  addition  of  Janet 
Hawkins  as  Appeals  Assistant.  Janet 
joined  us  late  in  1985. 


CONFERENCES 


■  The  Second  Canadian  Con- 
ference on  Deaf-Blind  Education 
and  Services 

This  conference  follows  a  very  successful  first 
conference  mounted  by  the  W  Ross  MacDonald 
School,  Brantford,  Ontario  in  March  1983. 
It  is  to  be  held  from  16-18  March  1986  at  the 
School  and  is  being  held  in  conjunction  with 
Sense's  sister  organisation  The  Canadian  Deaf- 
Blind  and  Rubella  Association.  Places  are  limited 
to  150  and  those  interested  in  participating 
should  contact  John  or  Jackie  MclnnesatThe  W 
Ross  MacDonald  School,  Brant  Avenue, 
Brantford,  Ontario  N3T  3JQ.  Telephone  (0101) 
519  759-0730. 

■  Breaking  the  Sound  Barrier 

Monday  7th  April  City  of  London 

A  one-day  conference  to  launch  a  campaign  to 

help  elderly  hard  of  hearing  people.  This  is  a 

major  event  organised  by  the  RN  ID,  AgeConcern 

and  The   British  Association  of  the   Hard  of 

Hearing.  It  will  be  addressed  by  the  Minister  for 

the  Disabled  and  is  aimed  at  senior  personnel 

and  officers  from  the  Health,  Social,  Welfare  and 

Voluntary  sectors. 

Contact:  Mrs  Ann  Clark,  FIN  ID,  105  Gower  Street, 

London  WC1E  6AH.  Telephone  01-387  8033. 

■  International  Downs  Syndrome 
Congress 

10-12  April  1986  Brighton 

Contact:  Irene  Harris  Associates,  25  Park  Road, 

London  NW1  6XN. 


Bristol  to  London 
by  Bike 


I  was  so  moved  by  The  Visit  on  TV,  about 
young  Jamie  Rogers,  that  I  decided  to 
cycle  from  Bristol  to  London  for  Sense.  I 
did  it  as  part  of  the  Telethon,  the  only 
person  outside  London  to  take  part.  My 
cousin  David  agreed  to  help  me  and  we 
trained  for  several  months  to  be  fit  for  the 
big  day,  when  I  was  up  at  4  am.  I  had 
prepared  the  bike  and  my  kit  the  night 
before. 

David  and  I  set  off  in  the  dark  at  five  on 
deserted  roads,  it  felt  rather  eerie.  We 
made  Reading,  our  first  stage  of  70  miles, 
in  four  hours.  Then  the  next  fifty  miles  led 
us  through  Slough,  Uxbridge  and  Northolt 
to  Wembley  to  our  destination,  the 
Ladbroke  Hotel. 

I  was  interviewed  and  photographed  by 
our  local  British  Telecom  paper  and  met 
some  of  the  Sense  people  before  being 
introduced  to  Katie  Boyle.  On  TV  I 
explained  to  her  the  purpose  of  my  ride  and 
my  hope  that  it  would  raise  about  £500  for 
Sense. 

In  the  evening  we  were  all  taken  to  the 
Royalty  Theatre  in  the  West  End  to  watch 
the  final  couple  of  hours  of  the  Telethon. 

We  were  taken  home  to  Bristol  by  car, 
having  had  a  most  enjoyable  day.  I  later 
learned  that  I  had  indeed  raised  £500 
through  my  sponsors  and  hope  that  this 
money  will  benefit  the  children  and  their 
parents  to  overcome  some  of  the 
difficulties  they  have  to  face. 

John  Clarke 


■  European  Conference  on 
Education  for  Deaf-Blind  Children 

A  conference  on  the  education  of  deaf-blind 
children  is  to  be  held  from  Monday  7  — 
Thursday  10  July  1986  at  the  Spermalie 
Institute,  Bruges  Belgium.  It  is  intended 
for  practitioners  and  parents  throughout 
Europe.  No  details  have  yet  been  received 
but  members  wishing  to  go  should  inform 
Rodney  Clark  at  Sense  HQ.  Details  will  be 
forwarded  on  arrival.  Sense  intends  to 
organise  a  group  for  the  conference,  so  early 
notification  of  your  interest  would  be 
appreciated. 

■  1987 

The  three-yearly  conference  of  the 
International  Association  for  the  Education  of 
the  Deaf-Blind  will  next  be  held  in  Paris  from 
27-31  July  1987.  It  will  be  followed  by  the  8th 
Quinquenniel  Conference  of  the  International 
Council  for  the  Education  of  the  Visually 
Handicapped  in  Wuerzburg,  West  Germany 
from  2-8  August  1987. 
Sense  intends  to  organise  groups  for  both 
conferences  and  details  will.be  announced  in 
future  editions  of  Talking  Sense. 


COURSES 


■  New  Developments  in 
Technology  and  Disability 

Friday  21  March  1986  Central  London 
Covering  a  range  of  technical  aids,  equipment 
and  techniques  developed  mainly  for  young 
people  with  special  needs.  Some  aids  and 
computers  on  display. 
Contact:  Miss  Hilary  Came,  Headteacher, 
Richard  Cloudesley  School,  Golden  Lane, 
London  EC1Y0TJ.  Telephone  01-251  1161. 

■  RNIB  Courses 

Recreational  Activities  for  Visually 
Handicapped  People 
Thursday  13  March  1986  Leamington  Spa 
Visually  Handicapped  Teenagers 
Monday  21  March  1986  Leamington  Spa 
Contact:  Center  Administrator,  RNIB 
Conference  Centre,  13  Warwick  New  Road, 
Leamington  Spa,  CV32  5JB.  Telephone  0926 
25921. 

■  Communication  through 
Computers 

Wednesday  30  April  1986,  llford,  Essex 

Talks  on  a  broad  range  of  technical  aids, 
software,  equipment  and  techniques  for  young 
people  with  special  needs,  plus  a  small 
exhibition  of  aids  including  computers. 
Suitable  for  professional  and  non- 
professionals. 

Contact:  Andrew  Fluck,  Director,  Redbridge 
SEMERC,  Dane  Centre,  Melbourne  Road,  llford, 
Essex  IG1  4HT.  Telephone  01-478  6363. 


SENSE  COURSE 


■  Gallaudet  College 

As  mentioned  in  the  Christmas  edition  of 
Talking  Sense,  a  course  for  teachers  of  deaf- 
blind  children  and  other  interested  teachers  is 
to  be  held  at  Sense's  Birmingham  Centre  from 
7  July— 1  August  1986.  The  course  is  under 
the  management  of  Gallaudet  College, 
Washington  DC.  Full  details  and  an  application 
form  are  enclosed  with  this  Newsletter.  A 
number  of  sponsored  places  will  be  available, 
so  applicants  who  are  unable  to  obtain  funding 
are  asked  to  make  this  known  when  applying. 
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Philip  Gafga  receiving  his 
award  from  Lord  Snowdon. 
The  full  story  is  on  page  9 


Sir  Richard  Attenborough  presented 

the  first  CACDP  Certificates  for 

"Communicating  with  Deaf-Blind 

People"  in  November.  Jessica  Hills 

and  John  Hatton  had  been  on  the 

first  course  in  May. 


SENSE-in-the- 

MIDLANDS  —  in  the 

centre  pages  we 

describe  our  plans 

for  the  exciting  new 

venture  at 

Edgbaston. 
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Music  hath. 
Charms  ... 

Music  therapy  with  deaf 
blind  people?  Not  as 
strange  as  it  may  seem, 
as  Louise  Ridley 
demonstrated  to  us  at 
Edgbaston.  Read  about 
it  on  page  9. 


Weekend 
Away 

Plans  for  Sense's 
Annual  Weekend  Away 
are  now  in  full  flow. 
Reserve  the  weekend  of 
19-21  September.  See 
the  enclosed  draft 
programme  for  details. 


Fighting  for 
Rights 

Some  things  never 
change.  Our  parent 
members  still  show 
their  fighting  spirit 
when  looking  for  the 
education  they  feel  their 
children  need.  See 
page  25  for  the 
Slingsby's  experience. 


In  the  Swim 

Can  we  make  swimming 
sessions  more  than  just 
fun?  Ann  Greswell 
showed  us  how  on  the 
Edgbaston  Course.  We 
splash  the  story  on 
page  8. 
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Sense  The  eyes  and  ears  of  deaf-blind  people. 
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Sense-in-tlie-Midlands 


John  Hatton  took  up  his  post  as  Principal  at 
Edgbaston  on  Monday  7  April  and  he  is 
beginning  to  pull  together  all  the 
developments  planned  for  our  new 
Midlands  Centre. 

At  the  last  meeting  of  the  Steering 
Committee,  a  strategy  for  the  development 
of  services  on  the  site  was  concluded.  The 
new  residential  Further  Education  and 
Rehabilitation  Centre  for  young  deaf-blind 
adults  will  be  opened  in  stages,  to  allow  for 
a  gradual  growth  in  numbers  and  as  money 
becomes  available  for  the  necessary 
building  works. 

Our  architects  are  currently  preparing 
drawings  for  an  application  for  planning 
permission  and  for  the  documents  seeking 
tenders  from  building  firms.  Stage  One  of 
the  building  works  will  provide  about  20 
places  in  five  family-style  living  units.  This 
will  be  described  in  greater  detail  in  future 
editions  of  Talking  Sense. 

Included  in  Stage  One  will  be  building 
adaptations  for  the  Midlands  Family 
Centre  which  will  provide  a  service  similar 
to  that  at  the  Ealing  Centre  for  the  families 
of  young  deaf-blind  children.  These  Stage 
One  building  works  should  be  completed 
by  March  1987,  but  serious  consideration 
is  being  given  to  a  first  intake  of  students 
this  coming  October  into  existing  accom- 
modation. 

Stage  Two  will  begin  in  April  1987  —  if 
we  manage  to  raise  sufficient  funds  by  this 
point  to  pay  for  the  additional  works.  If  all 
goes  according  to  plan  there  should  be 
places  for  36  students  by  the  end  of 
January  1988. 

Meanwhile  the  staff  group  that  we  are 


building  up  at  Edgbaston  are  greatly 
involved  in  a  wide  range  of  activities  both 
on  —  and  off  —  site.  These  include: 

•  Advisory  visits  to  long-stay  hospitals 
with  deaf-blind  patients. 

•  Holding  courses  and  day-seminars  for  a 
variety  of  professional  staff  and  family 
members. 

•  Sense's  teacher-training  course  in  July 
which  is  being  mounted  in  conjunction 
with  Gallaudet  College,  Washington  DC. 

•  Two  summer  holiday  projects  for  deaf- 
blind  children  and  adults. 

John  Hatton  is  now  deeply  involved  in  a 
substantial  number  of  negotiations  con- 
cerning, for  example,  the  funding  of 
students,  joint  finance  agreements  with 
local  health  authorities  and  social  services 
departments  and  registration  of  the  Centre 
with  the  local  authority. 

We  mentioned  in  the  last  Newsletter 
the  consultative  seminar  we  held  for 
statutory  and  voluntary  organisations  in 
Birmingham.  We  are  repeating  this 
seminar  in  June  for  similar  organisations 
throughout  the  Midlands  —  the  shire 
counties  and  the  other  metropolitan 
boroughs  like  Birmingham,  which  came 
within  the  bounds  of  the  now  defunct  West 
Midlands  County  Council.  John  has 
already  learnt  that  working  for  Sense 
means  saying  goodbye  to  family,  friends 
and  a  normal  life! 

A  permanent  name  for  the  Centre  is 
currently  under  discussion.  In  the  interim, 
a  temporary  name  is  in  use:  SENSE-in-the- 
MIDLANDS. 
Rodney  Clark 


Sense-in-Scotland 


The  new  deaf-blind  unit,  Overbridge,  is  at  Pollockshields,  Glasgow.  The  first  students  will 
come  to  this  Further  Education  and  Rehabilitation  Centre  in  September. 


We  are  busy  here  with  the  Overbridge 
project  and  just  re-advertising  for  the  Prin- 
cipal Officer.  It  is  taking  a  lot  of  our  time  but 
we  are  finding  it  exciting  as  we  are  now 
choosing  colour  schemes,  decorations  and 
carpets. 

Our  Research  Project  is  going  on  and  I 
hope  to  tell  you  all  about  it  in  the  next 
'Talking  Sense'.  Already  we  have  met  a  lot 
more  families  and  I  am  sure  some  of  them 
will  come  to  the  Sense  weekend  in  Sep- 
tember, thus  giving  our  English  friends  a 
chance  to  meet  them. 

I  should  mention  that  we  are  not  having 


our  Glasgow  Conference  this  year,  as 
there  is  the  annual  Sense  weekend  and  as 
the  two  of  us  staff  here  are  kept  very  busy 
running  the  two  holidays  and  all  sorts  of 
other  ventures  we  felt  we  should  limit  it  to 
every  second  year. 

Congratulations  to  those  of  you  in 
London  who  never  seem  to  be  off  the 
television  screen  or  out  of  the  press;  we 
are  noticing  a  greater  awareness  of  deaf- 
blindness  in  Scotland  and  put  it  down  to 
your  efforts! 

Gillian  Morbey 


Chairman's  Letter 


^>e_s3o^      V-rxej^s 


Our  campaign  for  a  "National  Coordinated 
Policy"  for  the  Education  of  Deaf-Blind 
Children  took  us  to  the  Houses  of 
Parliament  on  March  20th  when  the  All 
Party  Disablement  Group  arranged  a 
meeting  for  us  with  Sir  Keith  Joseph, 
Secretary  of  State  for  Education. 

Rodney,  Paul  and  I  had  addressed  the 
All  Party  Disablement  Group  in  February 
on  the  same  day  as  the  Rt  Hon  Jack  Ashley, 
MP  received  written  answers  from  Sir 
Keith  Joseph,  to  his  Parliamentary 
Questions  on  the  education  of  deaf-blind 
children  and  the  training  of  teachers.  Jack 
was  shocked  by  the  replies  which  stated 
that  the  DES  had  no  statistics  of  the 
numbers  of  deaf-blind  children  or  their 
educational  placements  and  knew  of  no 
research  into  these  and  did  not  know  how 
many  teachers  were  qualified  to  teach 
them.  After  we  had  explained  what  our 
aims  in  the  campaign  were,  the  All  Party 
Disablement  Group  and  the  Children's 
Committee  of  the  House  of  Commons 
agreed  to  support  us. 

Paul  and  I  went  to  see  Sir  Keith 
supported  by  Jack  Ashley,  Chairman,  and 
John  Hannam,  Secretary,  of  the  All  Party 
Disablement  Group  and  by  an  observer 
from  the  Children's  Committee. 

The  issues  that  we  raised  with  Sir  Keith 
were: 

The  current  situation: 

The  majority  of  deaf-blind  children  are  in 
schools  for  children  with  severe  learning 
difficulties.  Whether  these  children  are 
developmentally  delayed  because  they 
have  severe  learning  difficulties  or 
whether  the  delay  is  directly  due  to  the 
dual  sensory  impairments,  the  deafness 
and  blindness  make  a  significant  difference 
to  their  educational  needs.  The  normal 
channels  of  learning  of  sight  and  hearing 
are  available  to  most  children,  including 
those  in  special  schools  for  children  with 
severe  learning  difficulties.  Without  these 
channels,  deaf-blind  children  must  have 
special  educational  treatment,  which 
requires  highly  skilled  teaching.  If  deaf 
children  and  visually  impaired  children 
have  a  mandatory  right  to  qualified 
teachers,  deaf-blind  children  should  also 
have  qualified  teachers. 

The  Consultative  Document: 

The  Consultative  Document  to  be  issued 
by  the  DES,  which  will  survey  through 
Local  Education  Authorities  (LEA's),  all  the 
deaf-blind  children  in  the  country,  has 
been  long  awaited.  It  was  due  to  be  issued 
in  January  1985  according  to  Mr  Peter 
Middleton  of  the  DES,  when  he  talked 
about  it  at  our  Leicester  Conference  in 
September  1984.  It  never  appeared.  We 
urged  its  rapid  issue  when  we  went  to  the 
DES  in  February. 

When  we  saw  the  Secretary  of  State  in 
March  we  asked  him  to  consult  all  the 
special  schools  individually,  as  well  as 
going  through  the  LEAs,  as  Chris  Best's 
Survey  had  done  in  1983.  Chris  obtained 
such  accurate  numbers  then  because 
each  school  looked  carefully  at  its  pupils 
rather  than  relying   on   LEAs  to  search 


through  Statements  which  may  not  give 
enough  information  and  detail.  We  have 
come  across  discrepancies  in  the  numbers 
of  deaf-blind  children  as  stated  by  LEAs 
and  by  those  working  with  the  children, 
sometimes  because  the  LEAs  have 
counted  as  deaf-blind  those  they  have 
placed  in  Special  Units  and  not  those  in 
other  settings.  If  the  Survey  is  really  to  be 
complete  it  must  go  to  LEAs,  individual 
schools,  visiting  teacher  services,  profess- 
ional and  voluntary  organisations  and  of 
course  the  parents.  Sir  Keith  Joseph  and 
Mr  David  Barwick  of  the  DES  agreed. 


Staff :  Pupil  Ratios 

At  our  meeting  with  the  DES  in  February 
we  had  discussed  the  Revision  of  Circular 
4/73,  which  gives  the  DES  recommended 
teacher  :  pupil  and  classroom  assistant  : 
pupil  ratios  for  different  groups  of  disabled 
children,  according  to  nature  and  degree 
of  disability.  It  had  been  agreed  that 
children  with  hearing  and  visual  impair- 
ment would  be  given  special  consideration. 
A  draft  which  gave  no  such  consideration 
had  come  to  our  notice  so  we  stressed  to 
Sir  Keith  that  deaf-blind  children  need  1  : 1 
for  much  of  the  time  so  a  staffing  ratio 
should  be  the  same  as  that  provided  by 
Walthamstow  LEA  for  the  Whitefields  deaf- 
blind  unit,  one  teacher  and  almost  two 
assistants  to  three  children.  Mr  Barwick 
again  assured  us  that  specific  reference 
would  be  made  in  the  Revised  Circular  to 
ratios  for  deaf-blind  children. 

Teacher  Training: 

It  has  been  agreed  from  the  start  of 
consultations  that  training  teachers  spec- 
ifically to  work  with  deaf-blind  multi- 
handicapped  children  is  an  essential  part 
of  any  educational  plan  for  the  children. 
For  three  years  Sense  has  been  working 
with  other  organisations  planning  acourse 
and  obtaining  the  agreement  of  a 
University  to  set  up  the  course.  We  were 
able  to  show  Sir  Keith  that  all  the  courses 
Sense  has  run  on  working  with  deaf-blind 
children,  from  short  day  and  weekend 
courses  to  the  four  week  course  to  be  held 
this   summer,    have   been    heavily   over- 


subscribed. Many  of  the  teachers  in  Chris 
Best's  survey  have  asked  for  help  and 
further  training.  There  is  no  doubt  that  a  full 
one  year's  course  is  essential  with  perhaps 
opportunities  for  a  distance  course,  an  in- 
service  course  similar  to  BATOD's  for 
teachers  of  the  deaf  or  a  series  of  short  or 
modular  courses  similar  to  the  American 
and  Scandinavian  systems.  All  could  be 
based  at,  and  organised  from,  the 
University  course.  We  asked  Sir  Keith  to 
agree  to  the  requirements  which  would 
enable  the  course  to  start,  namely: 

•  agreement  to  an  increase  in  the  number 
of  student  places; 

•  agreement  from  the  DES  to  increase 
the  staffing  allowance  at  the  University; 

•  funding  as  from  January  1 987  from  the 
DES  funds  for  priority  needs  and  special 
courses. 

Sir  Keith  agreed  to  follow  this  up  again 
through  his  Department. 

National  Policy 

The  purpose  of  the  Consultative  Document 
was  to  discover  the  numbers  and  needs  of 
deaf-blind  children  in  terms  of  their 
educational  provision.  The  resulting  inform- 
ation would  provide  the  basis  for 
subsequent  planning  to  fulfil  those 
educational  needs.  Mr  John  Hannam,  MP, 
reminded  Sir  Keith  about  the  National 
Plans  for  the  education  of  the  hearing 
impaired  and  for  the  visually  impaired  that 
had  followed  the  Regional  Standing 
Conferences.  We  compared  these  to  the 
National  Plan  that  would  be  needed  for 
deaf-blind  children.  The  Secretary  of  State 
agreed  that  we  could  begin  to  consider  "an 
approach  to  a  National  Coordinated 
Policy"  but  that  no  firm  plans  could  be 
made  till  the  results  of  the  Consultative 
Document  and  the  Survey  were  complete. 
We  urged  Sir  Keith  and  the  DES  to 
encourage  LEAs  to  cooperate  with  each 
other  in  making  educational  provision  for 
deaf-blind  children,  in  the  way  they  already 
do  for  the  hearing-impaired  and  the 
visually-impaired. 

Paul  and  I  came  away  from  the  meeting 
encouraged  by  the  enthusiasm  and 
support  of  the  MPs  and  the  interest  Sir 
Keith  had  shown  in  what  we  had  to  day.  We 
hope  very  much  that  the  points  we  raised 
will  be  given  full  consideration.  We  thank 
Jack  Ashley  and  John  Hannam  for  giving 
us  such  excellent  support.  Now  we  await 
the  results  of  the  Consultative  Document 
from  which  we  shall,  for  the  first  time  in  this 
country's  educational  history,  have  sound 
statistical  evidence  of  the  numbers  of  deaf- 
blind  children,  their  educational  needs  and 
present  placements.  We  shall  at  last,  with 
the  DES  and  Local  Education  Authorities, 
be  able  to  plan  properly  for  their  future 
education  and  set  up  training  for  their 
teachers.  Please  support  the  Survey  in  any 
way  you  can  by  giving  full  information 
about  your  children  and  encouraging 
teachers  to  do  the  same.  This  is  a 
wonderful  opportunity.  We  must  make  the 
most  of  it. 

With  best  wishes  to  you  all, 


JjlS%\- 


Jessica  Hills 


See  Slop  Press  on  page  31. 


COMPUTERS 


Pursglove  Wing  is  the  department  for 
multi-handicapped  deaf  children  at  the 
Royal  School  for  Deaf  Children,  Margate. 
One  group  within  Pursglove  comprises 
three  young  deaf-blind  children,  two  of 
whom  (Mandy  and  Anthony)  have  some 
sight.  Now  read  on... 

A  television  is  a  wonderful  source  of 
coloured  light ...  Mandy  and  Anthony  know 
that  as  well  as  I  do,  so  the  arrival  of  a 
computer  in  Pursglove  provided  an  oppor- 
tunity to  put  the  knowledge  to  good  use.  I 
knew  what  I  wanted  the  computer  to  do;  I 
knew  that  commercially  available  programs 
wouldn't  do  it;  I  didn't  know  (then)  about  the 
work  of  Paul  Blenkhorn  and  his  colleagues 
at  the  RCEVH  (Research  Centre  for  the 
Education  of  the  Visually  Handicapped),  so 
the  only  solution  was  to  write  the  programs 
that  I  wanted  ... 


We  now  have  a  series  of  six  programs 
which  use  a  BBC  computer,  disc  drive  and 
concept  keyboard.  The  programs  are  de- 
signed to  introduce  the  child  to  the  computer, 
and  to  help  him  understand  that  he  can 
control  what  happens  on  the  screen.  (A 
child  who  can  confidently  cope  with  the 
final  program  in  the  series  is  likely  to  benefit 
from  some  of  the  commercially  available 
software,  although  obviously  this  must  be 
carefully  chosen  to  suit  the  child.) 

Watch  is  designed  to  encourage  the 
child  to  watch  the  screen.  An  adult  chooses 
one  of  five  patterns,  each  of  which  con- 
stantly changes,  and  transfers  to  a  different 
pattern  as  soon  as  the  child  loses  interest 
in  the  one  on  show.  Mandy  and  Anthony 
rapidly  developed  preferences  for  particular 
patterns,  and  were  prepared  to  watch  the 
screen  for  longer  than  would  be  predicted 
by  their  usual  attention  spans.  (My  con- 
fidence in  coloured  light  and  clear  patterns 
remains  unshaken...) 

Move  uses  the  same  patterns  as  Watch, 
which  means  that  the  child's  preferences 
can  be  taken  into  account.  This  time  a 
small  part  of  the  pattern  appears  on  the 
screen,  which  then  remains  boringly  still 
until  the  child  touches  the  concept  key- 
board. Touching  the  keyboard  makes  the 
pattern  change,  and  'scribbling'  across  the 
keyboard  creates  constant  movement.  Both 
Anthony  and  Mandy  quickly  realised  the 
cause-and-effect  process  involved,  and 
became  adept  at  touching  the  keyboard 
and  looking  for  the  change  on  the  screen. 
They  were  intrigued  by  their  control  over 
the  patterns,  and  Anthony  in  particular 
used  his  visual  tracking  and  searching 
skills  with  great  keenness  and  excitement. 

Hatves  involves  a  new  set  of  four  patterns, 
each  of  which  moves  to  the  left  or  right 
depending  on  which  side  of  the  concept 
keyboard  the  child  presses.  Mandy  will 
;,"■■.■.>.'  ■■;'<', ii  hh\'.X\  n<<;  mo/f.-rrK.-nt  of  thr; 
pattern  and  laugh;  I  think  she  is  beginning 


Heather  Murdoch,  Teacher-in- 

Charge  of  deaf-blind  group,  Royal 

School  for  Deaf  Children,  Margate 

talks  about  how  Mandy  and 

Anthony  use  their  computer. 

to  make  the  connection.  Anthony  is  still 
intrigued  by  moving  the  pattern  anywhere, 
but  his  interest  remains  undiluted  by  time. 
The  limitations  of  the  concept  keyboard 
with  our  children  become  more  evident  at 
this  stage;  the  arrow  dictating  direction  is 
marked  on  a  board  quite  separate  from  the 
screen,  and  the  cause-and-effect  chain 
becomes  quite  complex. 

Choose  involves  more  complicated 
concepts  again,  and  a  different  set  of  five 
patterns.  Four  arrows  are  marked  on  the 
concept  keyboard,  and  pressing  one  of 
these  dictates  the  movement  of  the  pattern 
up,  down  or  to  the  left  or  right. 

MazeOne  involves  a  principle  common 
to  much  computer  software:  you  obey  the 
directions  of  the  program,  rather  than  the 
program  responding  to  your  every  whim. 
This  program  comprises  six  'mazes',  each 
of  which  has  a  man  at  one  end  and  a  house 
at  the  other.  The  child  uses  the  concept 
keyboard,  with  the  same  set  of  arrows  as 
for  Choose,  to  move  the  man  to  his  house. 
The  first  two  'mazes'  are  straight  lines,  and 
the  others  have  one  corner  each;  the  man 
cannot  'fall  off  the  edge  of  the  maze  if  the 
wrong  arrow  is  pressed  (he  just  waits  for  a 
more  suitable  arrow);  and  a  flashing  smiley 
face  greets  his  arrival  home,  so  the  child 
who  understands  Choose  has  relatively 
few  problems  to  face  with  MazeOne.  This 
program  and  the  next  are  also  proving 
useful  for  some  of  our  older  children  with 
co-ordination  problems,  as  well  as  giving 
practice  in  visual  tracking  and  interacting 
with  the  computer. 


One  of  the  mazes  from  'Maze  Two' 

MazeTwo  follows  MazeOne  fairly  logic- 
ally, retaining  the  man,  house,  face  etc., 
but  increasing  the  complexity  of  the  'mazes' 
to  two  and  three  corners. 

The  whole  series  of  programs  haven't 
been  in  use  for  long  enough  yet  to  make 
many  comments  valid,  but  a  couple  of 
observations  spring  to  mind. 

I  have  found  problems  with  the  concept 
keyboard;  although  it  beats  the  traditional 
keyboard  hollow  with  children  such  as  Mandy 
and  Anthony,  it  still  places  another  step 
between  the  child  and  the  screen,  and  I  am 
pining  (mildly)  for  a  touch  screen.  We  are 
also  investigating  different  types  of  overlay 
for  the  concept  keyboard;  the  most  success- 
ful so  far  are  a  series  of  plywood  frames, 
which  are  fairly  childproof,  safe  under  super- 
vision and  have  the  added  benefit  of  im- 
mobilising the  'shift  lock'  panel. 

These  programs  are  also  used  by  other 
multihandicapped  deaf  children  in  the  unit, 


and  I  have  now  made  a  second  set  of  the 
programs  so  that  one  set  has  a  'delay' 
factor  each  time  the  child  touches  the 
keyboard,  and  the  second  set  doesn't.  The 
delay  gives  Mandy  and  Anthony  a  chance 
to  look  from  the  keyboard  to  the  screen, 
focus  on  the  screen  and  then  see  the 
pattern  change.  The  'non-delayed'  programs 
give  a  quicker  response  for  our  fully  sighted 
children,  and  prevent  the  frustration  in- 
curred by  waiting  for  the  pattern  to  change 
each  time. 

Other  changes  for  particular  children 
are  also  feasible.  One  child,  who  prefers 
buses  to  faces,  has  his  own  set  of  'maze' 
programs,  with  a  flashing  bus  instead  of  a 
smiley  face  as  the  reward. 

Changes  for  staff  have  also  been  made; 
the  programs  have  received  a  lot  more  use 
since  I  put  an  autoboot  system  on  the  disc. 
Staff  now  only  have  to  press  two  keys,  and 


A  directional  pattern  from  "Choose" 

a  menu  program  appears;  all  further  instruc- 
tions are  shown  on  the  screen  at  the  relevant 
time. 

Finally,  there  is  no  way  that  such  programs 
can  act  as  a  substitute  for  other  work 
(particularly  in  real-life  everyday  situations) 
on  visual  skills,  cause-and-effect  and  the 
rest.  I  think,  though,  that  they  can  form  a 
useful  supplement  to  such  work,  particularly 
in  our  video-game  and  computer  orientated 
age,  and  (equally  importantly)  they  are  fun, 
and  the  children  like  them! 


Tech.  Toys 

Tech  Toys  are  a  newly  formed  small 
company  created  within  the  Telford 
Opportunites  Centre.  They  aim  to  develop 
and  adapt  electronic  teaching  and 
learning  aids  and  to  manufacture,  at  cost, 
products  which  are  specifically  designed 
to  meet  the  needs  of  the  mentally  and 
physically  handicapped. 

The  users  of  the  various  toys  (which  are 
already  available  as  prototypes)  will  have 
their  sensory  perceptions  stimulated  by 
using  speech  synthesisers  and  other 
electronic  devices  in  imaginative  play. 

From  contact  with  schools,  hospitals 
and  other  institutions  new  ideas  for  future 
developments  are  being  considered. 
Beside  toys  the  range  of  products 
available  includes  computer  programmes 
which  will  enable  multi-handicapped  deaf- 
blind  children  to  use  new  technology 
hardware. 

For  descriptive  leaflets  and  further 
information  contact: 

Tech  Toys,  Telford  Opportunities  Centre 

Halesfield  14 

Telford 

Shropshire  TF7  4QR 

Tel:  Telford  (0952)  588599 


The  Natural  Language  Approach 

for  the  Deaf-Blind  Multihandicapped  Child 


The  gathering  or  absorbing  of  information 
happens  quite  naturally  for  most  normal 
children.  Exposure  to  a  variety  of  people, 
situations,  and  environments  provides  the 
child  with  a  constant  bombardment  of  the 
senses.  It  is  usually  the  mum  who  rambles 
on  to  the  child  —  whether  it  is  at  home 
while  toileting  or  preparing  a  meal,  or  while 
out  at  the  shops  asking  the  child  to  choose 
the  biscuits  or  cereal  he  would  like.  Mum  is 
always  there  —  explaining,  clarifying  and 
reinforcing  what  the  child  is  experiencing. 
This  natural  and  automatic  interaction  is 
on-going  in  the  lives  of  normal  children, 
and  from  this,  even  at  the  earliest  stages  of 
infancy,  the  child  gradually  learns  to  make 
sense  of  his  environment  and  the  people  in 
it. 

Why  then,  should  this  be  any  different 
for  the  deaf-blind/multihandicapped  child? 
It  is  a  well-established  fact  that  most  deaf- 
blind  children  pick  up  very  little  information 
incidentally,  thus  making  the  need  for  in- 
tensive intervention  crucial.  All  the  adults 


There  is  growing  interest  in  the 

'Natural  Language'  approach  to 

teaching  communication  skills. 

Karen  Theiss-Tait,  teacher  at  the 

deaf-blind  unit  at  the  Northern 

Counties  School  for  the  Deaf  in 

Newcastle,  discusses  its 

applicability  to  deaf-blind  students. 

be  assisted  to  perceive  accurately  the  results 
of  his  basic  attempts  at  communication, 
and  unless  the  child's  language  is  based  in 
experience,  it  can  become  mere  expression 
without  meaning.  We  must  keep  in  mind 
that  limited  experience  leads  to  limited 
understanding.  With  the  broadening  of  ex- 
perience and  the  increased  understanding 
of  the  "cause  and  effect"  basis  of  comm- 
unication comes  the  child's  ability  to  antici- 
pate his  actions  and  those  of  others.  With 
the  broadening  of  the  child's  experiences 
will  also  come  the  beginnings  of  curiosity, 
another  external  motivator. 


in  the  deaf-blind  child's  life  must  seize  any 
and  all  opportunities  to  bring  language  to 
the  child  —  whether  by  speech,  sign,  gesture, 
co-actively  taking  the  child  through  the 
activity,  or,  any  relevant  combination.  We 
must  not  allowthechild's  limited  expressive 
abilities  to  inhibit  what  language  we  are 
feeding  in  to  him.  Total  communication, 
with  the  use  of  any  augmentative  measures 
should  be  on-going  —  informing  the  child 
about  his  environment,  who  is  in  it,  and 
what  is  happening.  This  training  across  a 
broad  range  of  environments  and  situations 
will  help  increase  the  likelihood  of  expanding 
the  child's  language  functions  and  the 
chance  that  the  child  will  learn  to  general- 
ize already  acquired  skills  and  transfer  his 
understanding  from  concrete  to  more  ab- 
stract forms. 

Without  adequate  means  of  commun- 
ication any  child  is  unable  to  progress 
through  the  stages  of  cognitive  develop- 
ment appropriate  to  his  own  age.  The  minimal 
progress  is  not  necessarily  due  to  low 
potential,  but  may  be  due  to  lack  of  comm- 
unication tools  needed  for  the  child  to 
perceive  accurately  and  respond  meaning- 
fully to  his  environment.  Even  when  the 
child  is  in  an  individualized  programme  it  is 
important  that  the  teacher  uses  every  exper- 
ience to  help  develop  the  communication 
skills.  The  multisensory  deprived  child  must 


What  is  important  for  us  to  realize  as 
professionals,  is  that  language  intervention 
for  these  children  can  not  consist  of  two 
thirty  minute  training  sessions  at  a  desk,  or 
as  I've  called  it  'language  in  a  box',  where 
the  child  chooses  articles  from  a  box  and  is 
taught  to  level  using  'stimulus-response' 
methods.  It  is  often  found  that  when  such  a 
restrictive  approach  is  used  the  remainder 
of  the  day  is  ignored.  A  more  effective 
format  superimposes  the  language  instruc- 
tion over  the  many  daily  training  activities 
and  events. 

For  example,  a  child  can  practice  counting 
just  as  easily  while  preparing  to  set  the 
table  for  his  classmates  as  he  can  counting 
blocks.  Learning  colours  need  not  be  taught 
solely  by  rigidly  academic  means.  Why  not 
reinforce  colour  work  during  dressing  ses- 
sions—choosing  clothes  and  talking  about 
their  colours  or  maybe  while  making  a 
salad  —  talking  about  the  red  tomatoes, 
green  cucumbers,  etc.  Intensive  individ- 
ualized structured  sessions  can  be  bene- 
ficial to  reinforce  and  introduce  specific 
new  subject  matter. 

Naturally,  it  is  obvious  that  it  is  not 
always  possible  to  rely  on  the  occurance  of 
natural  events  to  teach  specific  concepts. 
With  only  a  little  creativity  the  parent  or 
teacher  can  construct  a  variety  of  situations 
and  cleverly  structure  them  in  such  a  way 


as  to  enhance  both  the  acquisition  and 
generalization  of  response. 

The  natural  language  approach  is  a 
flexible  one  that  can  be  applied  to  all  levels 
of  communication  and  to  any  specific  method 
of  communication.  Therefore,  the  natural 
language  approach  would  seem  suitable 
for  use  with  any  child.  It  is  important,  how- 
ever, to  give  consideration  to  making  sure 
that  the  language  we  are  using  is  appro- 
priate. Itiscrucialthatallthechildren  inthe 
child's  world  are  using  communication 
appropriate  to  the  child's  level  of  develop- 
ment and  also  that  it  is  presented  in  a 
consistent  manner. 

It  must  be  remembered  that  language 
can  not  grow  from  sterile  lists.  It  must  be 
based  upon  concrete  experience  —  activities 
that  the  child  enjoys  and  the  dialogue  that 
grows  from  these  activities.  Only  with  this 
constant  input  will  the  child  gradually  learn 
to  make  sense  of  his  environment,  and  the 
role  of  himself  and  others  in  it. 


The  Tactile  Acoustic  Monitor 
(TAM) 

The  TAM  was  launched  on  14  May  at  the 
RNID. 

This  British  invention  is  an  elegant  and 
light-weight  sound  monitor  for  profoundly 
deaf  people.  It  follows  the  pattern  of 
speech  precisely,  and  easily  distinguishes 
between  everyday  sounds  such  as  the 
telephone  ringing,  a  door  slamming  etc.  It 


is  a  support  for  lip  reading  and  voice  level 
control. 

It  will  also  direct  attention  to  speech  or 
signals  outside  the  line  of  sight  or  the 
immediate  surroundings.  In  conversation  it 
adds  to  existing  understanding  by  giving  a 
vibrating  signal  following  the  pattern  of 
speech. 

The  TAM  has  a  small  body  worn  control 
box  which  contains  a  very  sensitive 
microphone  to  pick  up  speech  and 
environmental  sounds.  Every  sound  above 
the  level  which  it  is  set  will  make  the  wrist 
band  vibrate,  so  that  the  wearer  will  begin 
to  recognise  many  familiar  sounds  and  feel 
as  though 'hearing' the  sounds  through  the 
vibration  on  the  wrist. 

TAM  is  powered  by  rechargeable 
batteries.  There  is  a  range  of  watchstraps 
for  men,  women  and  children  which  carry 
the  unobtrusive  vibrator.  TAM  is  available 
from  Summit,  74  Wheeleys  Road, 
Edgbaston,  Birmingham  B15  2LN  (tele- 
phone 021-440  8078)  at  a  basic  price  of 
E125. 


The  National  Plan  :  another  view 


Dear   Sir, 


Sense  has  received  a  lot  of  publicity  recently  for  its  efforts  to  secure  a  national 
strategy  for  deaf-blind  education.  When  our  chairman  Jessica  Hills  accompanied 
an  all-party  delegation  of  MPs  to  meet  Sir  Keith  Joseph  in  February  the  TV  cameras 
were  there  to  record  the  action. 

Jessica  has  reported  on  that  meeting  in  her  Chairman's  Letter  on  page  3. 

The  Government  has  promised  to  issue  a  consultation  document  shortly,  asking 
for  the  comments  of  a  wide  range  of  people.  Meanwhile  we  print  here  a  letter  from 
Dick  Aird,  headmaster  of  a  school  for  children  with  severe  learning  difficulties,  in 
which  he  is  critical  of  Sense's  campaign. 

We  also  print  a  short  reply  from  Jessica  Hills,  to  be  followed  in  the  next  issue  by  a 
statement  of  Sense's  Educational  Policy. 

We  invite  other  comments  on  the  way  education  for  deaf-blind  children  in  this 
country  should  be  structured,  and  on  our  campaign. 


In  recent  years  considerable  public  attention 
has  rightly  been  given  to  the  relatively  poor 
provision  for  children  who  are  blind  and 
deaf.  In  particular,  Sense  has  been  at  the 
forefront  in  the  enlightenment  of  govern- 
ment, professionals  and  public  to  the  special 
needs  of  children  with  sight  and  hearing 
loss.  However,  emotive  lobbying  to  have 
children  with  these  special  needs  strictly 
categorized  en  masse  could  well  create 
misunderstandings  amongst  professionals 
and  parents  drawn  into  lobbying  and  could 
well  result  in  many  children  with  multiple 
sensory  loss  failing  to  have  their  personal 
needs  met. 

Within  any  recognised  category  of 
special  needs,  be  it  Rubella  Syndrome, 
Downs  Syndrome  etc.,  there  will  be  found  a 
wide  range  of  individual  abilities  and  dis- 
abilities not  readily  recognised  as  pertaining 
to  the  category  of  special  need.  The  specific 
needs  of  one  deaf-blind  child,  although 
generally  similar,  may  indeed  be  very  different 
to  those  of  another  deaf-blind  child.  For 
instance,  Meadow  (1 980)  reports  children 
suffering  from  Rubella  syndrome  are  three 
times  more  likely  to  show  emotional  mal- 
adjustment than  children  with  hereditary 
deafness,  Chess  (1 97 1 )  reports  that  autism 
amongst  Rubella  sufferers  stands  at  6.8% 
(compared  to  7  per  10,000  in  the  general 
population)  plusahigh  risk  of  severe  learning 
difficulty  and  physiological/mobility  difficulty. 
The  1 98 1  Special  Education  Act  has  stressed 
the  importance  of  identifying  individual 
special  needs  as  opposed  to  categorizing 
children  under  general  titles  of  less  objective 
handicapping  conditions. 

It  could  be  assumed  on  a  general  scale 
that  through  the  identification  of  a  particular 
group  of  children  with  a  similar  handi- 
capping condition  an  umbrella  pre- 
scription of  relevant  education  and  care 
can  then  be  issued;  unfortunately  this  is 
not  always  the  case.  Exclusive  units  for 
deaf-blind  children  (particularly  those  of  a 
residential  nature)  are  appealing  and  certainly 
there  is  a  need  to  improve  facilities  for 
children  with  multiple  sensory  loss  but 
perhaps  there  is  room  yet  for  discussion  to 
determinethe  best  policyforthe  establishing 
of  such  units.  The  following  comments  are 
but  a  number  of  observations  which  could 
be  considered  before  lobbying  and  press 
coverage  reach  maximum  pressure. 

Sense  have  commented  and  have  been 
publicly  quoted  that  children  who  are  deaf- 
blind  are  inappropriately  placed  in  "schools 
for  the  mentally  handicapped  where  their 
potential  may  not  be  realised".  Any  school 
placement  for  any  child  does  not  guarantee 
that  potential  will  be  realised  and  it  is  a 
little  unfair  of  Sense  to  single  out  schools 
for  children  with  severe  learning  difficulties 
as  not  realising  potentials  in  their  pupils. 
Schools,  of  this  nature,  which  offer  early 
prescriptive  and  multi-disciplinary  assess- 
ment on  an  individual  basis,  probably 


guarantee  a  higher  success  rate  at  identifying 
needs  and  potential  than  assessments  at 
other  types  of  establishment  or  unit.  The 
basic  teaching  and  behavioural  techniques 
which  have  been  stated  as  proving  effective 
with  deaf-blind  children  such  as  task  analysis 
prompting  and  shaping,  extinction  etc.  have 
actually  been  at  the  core  of  good  teaching 
methodology  in  schools  for  severe  learning 
difficulties  for  as  long  as  twelve  years, 
supported  by  such  courses  as  the  Hester 
Adrian  E.D.Y.  Course  which  has  been 
operated  in  a  good  proportion  of  these 
schools.  A  school  of  this  nature  also  has 
immediate  access  to  supporting  pro- 
fessionals such  as  peripatetic  teachers  for 
the  partially  sighted  and  hearing,  physio- 
therapists, speech  therapists,  clinical  and 
educational  psychologists,  all  of  whom 
contribute  to  the  structuring  of  individual 
learning  programmes  within  such  schools. 
Staff  within  these  schools  are  100  times 
more  likely  to  have  experience  of  teaching 
children  with  complicated  sensory  loss 
(Hyvarinen  &  Lindstedt  1981)  and  in  the 
use  of  alternative  communication  techniques 
such  as  B.S.L.,  Makaton,  communication 
through  touch  etc. 

The  lack  of  teachers  trained  specifically 
forthe  education  of  deaf-blind  children  is  a 
national  lack  which  should  be,  and  hope- 
fully will  be,  rectified  as  awareness  of  the 
need  is  generated.  Experienced  teachers 
from  schools  for  severe  difficulties  already 
have  much  of  the  basic  behavioural  teaching 
background  skills  required  for  the  teaching 
of  deaf-blind  children  and  are  the  likely 
candidates  to  be  the  teachers  in  fact  to 
transfer  their  expertise  to  this  area  of  child 
education  as furthertrainingbecomesavail- 
able.  It  is  very  unfortunate  that  Sense 
comments  tend  to  dismiss  schools  for  severe 
learning  difficulties  in  a  negating  and 
damaging  manner  and  employ  the  now 
long  outmoded  phrase  'mentally  handicapped' 
to  stir  public  sympathy  towards  the  needs 
of  the  deaf-blind.  It  is  true  that  there  probably 
are  poor  schools  within  this  type  which 
have  not  met  the  needs  of  some  deaf-blind 
children;  there  are  poor  schools  of  every 
type  or  organisation;  but  there  are  many 
schools  for  severe  learning  difficultieswhich 
are  at  the  forefront  in  educational  research 
for  meeting  special  needs. 

Units  for  the  teaching  of  deaf-blind  children 
could  effectively  be  housed  within  the 
campus  of  schools  for  severe  learning  diff- 
iculties and  particularly  those  which  operate 
integration  programmes  with  mainstream 
schools.  Access  could  then  be  guaranteed 
to  the  special  school  staffing  resources  (in 
addition,  hopefully,  to  specially  trained 
teachers  for  the  deaf-blind)  and  the  children 
in  question  could  have  adequate  peer  inter- 
action with  children  from  the  school.  Small 
units  of  a  wide  age  range  of  deaf-blind 
children  would  not  allow  for  peer  interaction 
and  the  siting  of  such  a  unit  within  the 


grounds  of  a  mainstream  school  would  not 
necessarily  guarantee  peer  interaction  as 
effective  as  that  with  peers  from  a  school 
for  severe  learning  difficulties.  Residential 
aspects  pertaining  to  the  needs  of  deaf- 
blind  children  could,  with  a  little  re-organ- 
isation and  resourcing,  be  accommodated 
within  the  many  excellent  examples  of  long 
and  short  terms  Respite  Care  facilities  that 
are  in  operation  throughout  the  country  for 
children  with  learning  difficulties.  Re- 
organisation of  a  local  respite  care  home  to 
accommodate  deaf-blind  children  coupled 
with  a  local  educational  unit  (even  for  two 
or  three  children  sited  on  the  grounds  of  a 
special  school)  would  provide  relevant  and 
effective  care  and  education  for  deaf-blind 
children  without  the  need  for  heart 
breaking  placements  at  a  unit  many  miles 
from  home.  Sense  members  should 
explore  the  possibilities  within  the  1981 
Act  of  making  local  LEA's  more  responsible 
to  individual  special  needs  and  making 
more  use  of  their  local  amenities. 

There  are  many  examples  of  sound 
practise  within  local  areas  for  meeting 
special  educational  needs  which  can  be 
built  upon  bettertomeetthe  needs  of  deaf- 
blind  children.  In  seeking  to  publicize  the 
overall  needs  of  deaf-blind  children,  care 
must  be  taken  not  to  lose  the  needs  of  the 
individual  child  or  lose  the  support  and 
expertise  from  the  service  for  children  with 
severe  learning  difficulties. 

Mr  Dick  Aird,  Headmaster 
Hawkesbury  Fields  School 
Coventry 

/  shall  be  responding  in  detail  to  Mr  Aird's 
article  in  the  next  issue  of  the  Newsletter 
but  I  would  like  to  make  one  or  two  points. 
Firstly  it  has  never  been  our  view  that 
educational  provision  should  be  the  same 
for  all  deaf-blind  children.  Because  we  say 
that  children  with  a  combined  sensory 
handicap  require  special  educational 
treatment  that  does  not  imply  that  all 
combinations  and  degrees  of  disability 
should  be  placed  in  one  Unit  within  a 
Region.  A  variety  of  types  of  provision  will 
be  necessary. 

Secondly,  the  publicity  surrounding  our 
campaign  sometimes  gives  rise  to  mis- 
representation of  our  views  in  the  press. 
Articles  maybe  written  about  the  campaign 
but  we  have  no  control  over  what  is  said. 
We  greatly  regret  any  offence  that  has 
been  caused. 

I  am  sure  that  most  people  realise  that 
we  have  expressed  our  views  strongly  in 
this  campaign  in  order  to  improve  the 
education  of  deaf-blind  children.  All  those 
who  have  the  interests  of  deaf-blind 
children  at  heart  will  accept  this  and  must 
surely  support  us  in  our  campaign. 

Jessica  Hills 
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Edgbaston  '86 

In  1984  Sense  and  Mobility  International,  with  funding  from  the  RNIB,  ran  a 

five  day  course  at  the  Green  Park  Centre  in  Aylesbury.  Ten  deaf-blind  teenagers 

were  invited  for  a  week  of  workshops  and  activity. 

The  success  of  the  event  prompted  Sense  to  repeat  it  at  the  new  Edgbaston 

Centre  in  March  of  this  year.  The  RNIB  again  provided  funding  for  which  we  are 

extremely  grateful. 


During  the  five  day  course  there  were  two 
parallel  areas  of  activity.  Firstly,  a  formal 
element  which  involved  specialists  lect- 
uring on  visual  assessment,  auditory 
assessment,  communication  and  mobility. 


It  wasn't  all  hard  work!  Ricardo  Allay 
relaxing  at  the  end  of  the  day. 

Secondly,  workshops  were  organised  by 
Jean  Flynn,  Head  of  the  Physiotherapy 
Department  at  Olive  Mount  Hospital  in 
Liverpool  and  by  Louise  Ridley,  a  music 
therapist  from  Harperbury  Hospital  in 
Hertfordshire. 

As  the  week  was  split  into  two  parts  it 
was  necessary  to  invite  two  staff  members 


Jacqueline  Coles  waits  with  Helen  Bradley, 
Sense  psychologist,  for  her  turn  on  the 
trampoline. 

with  each  deaf-blind  student  on  the 
course.  It  was  a  big  commitment  for  many 
of  the  establishments  represented  to  lose 
two  staff  members  for  a  week  and  we  are 
grateful  for  their  co-operation.  Students 
came  from  schools,  Adult  Training 
Centres,  Hostels  and  Hospitals  and 
accompanying  staff  included  nurses, 
classroom  assistants,  houseparents,  a 
psychologist  and  a  head-teacher.  The 
majority  of  the  students  were  not  used  to 


travelling  so  far  from  home  and  were 
certainly  not  used  to  the  varied  and  hectic 
life  which  they  lead  for  the  five  days  they 
spent  at  Edgbaston. 

The  week  started  with  a  collection  of 
people  who  had  never  met  before  and  who 
were  understandably  nervous  about  what 
was  to  come.  In  this  atmosphere,  Nick 
Mounsey  of  Worcester  Social  Services 
contributed  some  invaluable  group  work 
exploring  relationships  and  feelings  and 
laid  the  foundations  of  what  became  an 
extremely  tight  and  supportive  group  of 
students  and  staff  by  the  end  of  the  week. 

In  their  respective  workshops,  Jean 
Flynn  explored  basic  physiotherapy  tech- 
niques   using    conductive    methods    of 


The  rope  trail  caught  Kathy  George's 
interest.  She  came  down  from  Prudhoe 
Hospital  in  Northumberland  to  join  the 
course. 

teaching.  She  was  able  to  extend  the 
group  way  beyond  their  normal  physical 
abilities.  Louise  Ridley  spent  four  days 
achieving  miracles  through  the  medium  of 
sound  and  rhythm. 

Swimming  sessions  under  the  guidance 
of  Anne  Greswell  and  Beryl  Kelsey  from 
the  Association  of  Swimming  Therapy 
were  the  highlight  of  most  days  for  both 
staff  and  students,  not  only  for  the 
pleasure  of  being  in  the  water  but  also  for 
the  skill  and  intuition  of  Anne  and  Beryl. 

During  the  whole  of  the  week  Joan 


Shields  of  the  RNIB  and  Uffa  and  Anna 
Davidson  from  Denmark  were  able  to  offer 
encouragement  and  practical  advice  to  all 
the  participants.  This  was  highly  valuable 
and  should  ensure  that  provision  for  the 
students  continues  to  improve  beyond  the 
end  of  the  course.  Overall  the  format  of  the 
course  was  a  great  success.  In  many  ways, 


A  happy  smile  from  Nigel  Brayley  as  he 
learns  to  operate  the  fan. 

the  idea  of  introducing  a  group  of  our 
young  people  to  a  totally  new  environment 
and  then  expecting  them  to  cope  with  a 
bombardment  of  new  activities  and  ideas 
is  a  contentious  one.  The  fact  that  it 
worked  so  well  is  a  testimony  to  the 
resilience  of  the  young  people  and  the 
dedication  of  the  staff  who  came  with 
them. 

By  the  end  of  the  week,  all  of  the 
students  had  found  some  new  interests 


Kathy  Matthews  showed  some  interest  in 
the  Pethna  apparatus,  which  rewarded  her 
with  a  fan  when  she  pressed  a  switch. 


Jean  Richards  shows  Jacqui  a  vibrating  toy. 

and  excitements.  As  far  as  the  staff  were 
concerned,  they  had  learnt  some  new 
techniques  but,  more  importantly,  they  had 
gained  new  insights  into  the  abilities  of  the 
young  people  they  cared  for. 

I  would  like  to  thank  everybody  who  was 
involved  in  the  course  for  all  their  hard 
work  in  creating  this  unique  experience. 
Bob  Snow 
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Swimming  by  the  Halliwick 

Method 


The  Halliwick  Method  for  teaching  the 
handicapped  to  swim  was  devised  by 
James  McMillan,  MBE,  who  began  the 
work  in  1949  at  the  Halliwick  School  for 
handicapped  girls  in  Southgate,  London. 
The  method  is  used  by  the  Association  of 
Swimming  Therapy,  which  has  clubs 
throughout  the  United  Kingdom,  and  by 
clubs  in  Europe  and  Australia. 

It  is  important  that  the  club  sessions  are 
made  enjoyable,  but  the  aim  of  the  method 
is  not  just  to  teach  swimming  but  to  teach 
the  handicapped  person  to  be  safe  in  the 
water.  For  example,  there  are  handi- 
capped swimmers  who  swim  confidently 
on  their  backs,  but,  if  they  roll  on  to  their 
fronts  in  rough  water,  are  unable  to  roll 
back  into  a  safe  position.  So,  the 
'swimmers'  are  taught  to: 

•  Maintain  a  safe  breathing  position  with 
the  face  clear  of  the  water. 

•  Regain  such  a  position  from  any  other 
position. 

•  Control  exhalation  whenever  the  face  is 
immersed  in  the  water. 

No  bouyancy  aids  are  used,  for  a  variety 
of  reasons: 

•  Handicapped  'swimmers'  often  have 
problems  with  balance  control  in  the  water, 
because  of  the  asymmetrical  nature  of 
many  handicaps.  This  leads  to  unwanted 
rotational  movements  in  the  water  which 
they  must  learn  to  control.  Buoyancy  aids 
do  not  allow  them  to  experience  the 
control  of  these  movements,  because  they 
give  too  much  support.  Also  they  may 
stabilise  'swimmers'  in  a  position  where 
they  cannot  breathe. 

•  One  of  the  aims  of  the  Halliwick  method 
is  social  integration.  If  aids  are  worn  by  a 
'swimmer'  a  demarkation  could  be 
established,  especially  in  the  case  of 
adults. 

•  Such  aids  tend  to  keep  the  head  clear  of 
the  water,  so  the  'swimmer'  may  not  learn 
breath  control,  leading  to  a  loss  of 
confidence  when  the  aids  are  discarded 
and  the  body  assumes  a  much  lower  level 
in  the  water. 

•  Many  handicapped  people  have  to 
wear  appliances  and  if  bouyancy  aids  are 
NOT  used  in  the  water,  they  have  a  chance 
to  experience  and  enjoy  free  movement. 

•  When  buoyancy  aids  are  used, 'swimmers' 
(and  sometimes  helpers)  are  reluctant  to 
remove  them. 

Although  buoyancy  aids  allow  inde- 
pendence in  the  water,  we  feel  that  their 
use  by  handicapped  'swimmers'  may  not 
necessarily  be  safe  and  that  the  above 
reasons  outweigh  the  early  independ- 
ence achieved. 

Each  'swimmer' works  with  an  instructor 
who  allows  him  to  perform  any  movement 
as  independently  as  possible.  They  are 
grouped  together  according  to  ability  (not 
handicap)  and,  led  by  a  group  leader,  learn 
control  in  the  water  through  a  variety  of 
games,  including  the  use  of  songs,  stories, 
bails,  sponges!  etc.  This  group  system  is 
used  as  it  is  easier  to  play  games  and  sing 
songs  in  a  group.  In  addition  to  giving 
confidence  to  nervous  'swimmers'  this 
allows: 


Ann  Greswell  guided  the  swimming 
sessions  at  the  Edgbaston  86  Course. 
She  has  sent  us  this  report  which  she 
wrote  with  her  colleague  John  Woodley. 
They  are  respectively  Chief  and  Tutor 
Instructor  at  the  Oxford  Swans  —  a 
swimming  club  for  the  handicapped. 

•  demonstration  of  activities 

•  learning  through  watching  those  more 
competent 

•  competition,  and 

•  the  learning  of  skills  without  any 
conscious  thought  about  that  particular 
skill  (e.g.  with  all  the  'swimmers'  lying  on 
their  backs  —  supported  if  necessary  —  in 
a  circle,  with  their  feet  towards  the  centre, 
passing  articles  round  the  circle  to  allow 
them  to  experience  and  control  rotational 
movements). 

The  teaching  method  is  based  on  the  1 0 
point  programme: 


1 .  Mental  Adjustment  The  non-swimmer 
has  to  become  mentally  adjusted  in  many 
areas,  e.g.  to  a  new  environment,  including 
the  sounds  and  smells  of  a  pool,  to  feeling 
the  upthrust  of  the  water,  to  submerging, 
etc.  Not  only  has  he  to  become  used  to  the 
water  and  its  effects  but  he  must  be  aware 
of  the  risks.  For  example,  a  mentally 
handicapped  person  may  be  over- 
confident and  needs  to  be  taught  to 
appreciate  that  he  could  get  into 
difficulties  and  must  be  able  to  cope. 

2.  Disengagement  is  the  process  of  the 
'swimmer'  becoming  less  dependent  upon 
the  instructor. 

3.  Vertical  Rotation  is  any  movement  in 
the  vertical  plane,  e.g.  lying  back  to 
standing  up. 

4.  Lateral  Rotation  is  any  movement 
round  the  vertical  axis  of  the  body  e.g.  from 
lying  on  one's  front  to  rolling  onto  one's 
back. 


5.  Combined  Rotation  is  a  combination  of 
vertical  and  lateral  rotation,  e.g.  from  lying 
on  one's  front  to  rolling  over  and  standing 
up,  in  one  movement. 

Points  3,  4  and  5  cover  not  only  being 
able  to  perform  these  movements  but  also 
preventing  the  movements  happening  e.g. 
in  turbulent  water  or  because  the  nature  of 
one's  handicap  makes  one  roll. 

6.  Upthrust  the  'swimmer*  has  to  become 
aware  of  the  buoyancy  effect  of  the  water 
and  that  this  is  reduced  in  turbulent  water. 

7.  Balance  is  Stillness  For  a  'swimmer"  to 
become  totally  competent  he  must  be  able 
to  maintain  a  balanced  position  in  the 
water  without  movement  of  any  part  of  the 
body.  From  this  balanced  position  he  can 
learn  further  skills,  e.g.  treading  water,  a 
swimming  stroke,  etc.  To  find  these  stable 
positions  in  the  water  a  'swimmer'  can 
adopt  a  certain  shape,  and  wait  to  see  what 
happens.  When  all  rotations  cease,  and  if 
the  'swimmer'  keeps  still,  he  will  be 
'balanced'  in  the  water.  By  experimenting 
with  different  shapes,  he  can  learn  to  float 
in  a  position  that  is  not  only  stable  but  is 
also  a  safe  breathing  position,  e.g.  a 
person  with  hemiplegia  may  have  to  turn 
his  head  to  one  side  to  counteract  the 
rolling  caused  by  the  asymmetry  of  his 
body. 

8.  Turbulent  Gliding  is  achieved  by  the 
floating  'swimmer*,  who  makes  no  propul- 
sive movements,  being  drawn  through  the 
water  by  the  instructor  without  any  contact 
between  them.  The  'swimmer^  moves 
because  of  the  turbulence  created  by  the 
instructor  and  must  be  able  to  maintain  the 
floating  position,  counteracting  any  tend- 
ency to  roll. 

9.  Simple  Progression  is  the  first  simple 
propulsive  movements  made  by  the 
'swimmer',  and  may  be  achieved  by  limb 
movements  or  by  merely,  for  example, 
wriggling  the  hips. 

10.  Basic  Swimming  Stroke  is  a  recog- 
nised stroke,  adapted  if  needs  be  for  that 
'swimmer'. 

These  points  are  not  followed  through 
in  a  rigid  order  but  a  'swimmer"  would 
eventually  be  expected  to  be  competent  in 
all  areas. 

As  he  learns  new  skills  he  can  be  tested 
for  badges  and  eventually  may  want  to  take 
part  in  competitive,  personal  survival,  life 
saving  or  even  synchro  swimming. 

In  our  club,  the  Oxford  Swans,  we  have 
used  the  Halliwick  method  for  a  number  of 
years,  and  have  been  very  impressed  with 
the  progress  of  our  'swimmers'. 

For   any   further   information    on   the 
Halliwick    Method    or    starting    a    club 
contact: 
Secretary  AST 
M  W  M  Wood 
Treetops 
Swanhill 
Ellesmere 
Shropshire  SY1 2  OLZ 

A  film  to  be  recommended  is  'WATER 
FREE',  available  from:  Town  and  Country 
Productions  Ltd.,  21  Cheyne  Row,  London 
SW3. 


Music  Therapy 

An  approach.  linking  music  and  movement 


Assessment 

Whilst  music  therapy  techniques  and  ways 
of  working  can  be  identified  that  are 
helpful  with  all  high  dependancy  sensorily 
impaired  people,  we  must  remember  the 
individual  differences  which  make  each 
person  unique.  Assessment  is  the  process 
of  identifying  these  differences. 

A  music  therapy  assessment  helps 
towards  forming  a  complete  assessment 
picture  of  an  individual.  Music  can  be 
particularly  used  as  a  tool  in  the 
assessment  of  sensory  abilities.  An  initial 
music  therapy  assessment  may  take  place 
over  the  course  of  a  number  of  sessions 
(3— 4),  but  the  assessment  and  recognition 
of  individual  differences  will  be  a  process 
of  discovery  throughout  therapy. 

An  initial  assessment  is  only  a 
beginning.  We  stress  the  need  to  discover 
what  the  individual  can  do,  his  abilities,  and 
then  go  on  to  use  and  build  on  this 
information.  Assessment  is  seeking  an 
answer  to  the  question:  what  is  the 
foundation  on  which  we  can  build  in  this 
person's  life? 

Why  move? 

We  may  find  a  common  feature,  particularly 
among  "rubella  handicapped"  young 
people,  is  that  of  passivity.  The  reasons  for 
this  may  be  organic  or  environmental  (in 
the  broadest  sense)  or  both,  but  whatever 
the  reasons  it  seems  clear  that  a  passive 
individual  will  become  a  dependant 
individual  and  that  a  dependant  individual 
may  in  turn  become  an  increasingly 
passive  individual.  We  must  face  the 
question:  are  we  positively  teaching  these 
people  the  principle  that  if  they  sit  still 
everything  will  simply  happen  for  them? 

There  seem  to  be  two  predominant 
reasons  why  most  people  move:  pleasure 
and  purpose.  Focusing  on  the  element  of 
purpose,  it  can  be  said  in  simple  terms  that 
we  move  because  our  senses  tell  us  there 
is  something  to  move  towards,  usually 
something  that  we  deem  to  be  worth 
moving  towards  (e.g.  a  person,  a  scented 
rose,  a  meal).  Memory  and  anticipation  are 
obviously  also  involved;  we  get  up  and  go 
downstairs  in  the  morning  because  we 
remember  that  yesterday  there  was  such  a 
thing  as  downstairs  and  anticipate  that 
there  will  be  today.  However,  on  a  basic 
level  we  can  say  that: 

sensory  information 
goal-directed  movement 

we  learn  to  function  in  our  environment 

We  need  now  to  consider  the  effect  of  a 
severe  reduction  or  distortion  of  sensory 
information.  How  will  this  affect  motivation 
to  move?  Try  silently  offering  a  sweet  to 
someone  with  their  eyes  shut.  We  can 
hypothesize  that: 

(i)  reduction  of  sensory  information 

(ii)  reduction  of  goal-directed  movement 

(iii)  we  do  not  learn  to  function  in 
our  environment  (passivity) 


Louise  Ridley  gave  a  workshop  at 

Edgbaston  86;  she  is  a  music 
therapist  at  Harperbury  Hospital  in 

Hertfordshire.  In  her  article  she 
describes  her  techniques  used  with 

her  students,  who  are  high 

dependency  residents  with  hearing 

and  visual  impairment. 

In  order  to  address  ourselves  to  the 
needs  of  people  who  are  sensorily 
impaired  and  passive  and  dependant  (iii), 
we  must  consider  how  to  redress  or 
compensate  for  (i)  and  (ii). 

Why  music? 

Of  the  five  basic  senses  that  provide  us 
with  information  about  our  environment 
and  which  in  turn  become  a  stimulus  to 
movement,  music  involves  three:  sight, 
hearing  and  touch.  It  is  important  to 
remember  that  few  rubella  handicapped 
and  sensorily  impaired  people  are  likely  to 
be  totally  deaf  and  blind.  Neither  must  we 
forget  that  their  senses  of  touch,  taste  and 
smell  are  intact. 

I  see  an  important  part  of  my  work  as  a 
music  therapist  working  with  these  people 
to  involve  the  careful  use  of  music  as  a  tool 
to  stimulate  the  residual  degree  of  sight 
and  hearing  and  the  sense  of  touch,  in  such 
a  way  as  to  motivate  goal-directed 
movement. 

But  why  should  music  motivate? 
Subjectively  we  can  talk  about  attraction, 
pleasure,  enjoyment,  fascination.  From  a 
more  objective  point  of  view  music  and 
sound,  created  in  an  otherwise  still  and 
quiet  environment,  present  a  very  concen- 
trated and  specific  stimulation  of  the 
senses  (sight,  hearing  and  touch),  cf.  the 
smell  of  burning  toast  in  an  otherwise 
relatively  smell-free  environment. 

In  the  use  of  music  and  of  musical 
instruments  with  hearing  and  vision 
impaired  people,  the  music  therapist 
needs  to  think  very  carefully  about: 

(i)  how  it  looks: 
colour,     shape, 
dullness 

(ii)  how  it  feels: 
hard,  soft,  flexible,  cold,  rough,  smooth, 
plastic,  metal,  wood 

(iii)  how  it  sounds: 
high  or  low  pitch,  loud  or  soft,  a  simple  or 
complicated  sound 

In  music  therapy  I  am  looking  to  develop 
amongst  other  things: 

Response  to  sound  and  music,  e.g. 
turning/lifting  head  towards  sound  source, 
reaching  out  or  moving  towards  source, 
becoming  still  and  quiet,  producing  vocal 
sounds,  visually  tracking  instrument,  etc. 

Control  over  musical  instruments.  The 
young  person  has  available  the  opportunity 
to  manipulate  and  affect  an  object  in  away 
that  can  be  self-reinforcing,  e.g.  to  produce 
vibrations  or  sound  or  light  patterns  that 
she  can  sense.  She  can  make  an  object  do 
something. 

Interaction  with  people.  On  a  basic  level 
to  become  sensorily  aware  of  others.  To 
create  situations  in  which  more  specific 
interaction  can  be  developed. 


size,     brightness     or 


Environment.  The  living  environment  of  a 
sensorily  impaired  person  may  be  noisy, 
busy,  active  and  cluttered.  The  individual 
may  be  overloaded  with  distorted  sensory 
information  which  was  not  addressed  to 
him  and  of  which  he  may  be  able  to  make 
little  use.  The  environment  for  therapy 
sessions  needs  to  be  different.  A  regular 
location  for  therapy  sessions  with  inter- 
ruptions being  avoided  is  helpful.  A 
basically  quiet  and  calm  atmosphere  is 
essential  if  the  individual  is  to  respond  to  a 
specific  sensory  stimulation. 

A  question  of  control.  Issues  relating  to 
prompting,  handling,  physical  interaction 
etc.  A  music  and  movement  approach  in 
therapy  can  suggest  anything  from 
directive  handling  of  physically  handi- 
capped children  on  mats,  to  freely 
expressive  movements  of  independent 
individuals  to  music.  Music  and  movement 

with  sensorily  impaired,  low-functioning 
people  can  incorporate  both  ends  of  the 
spectrum  of  control  from  physical  direction 
to  freely  responsive. 

Continuum  of  control: 

physical  direction 
\  physical  prompt 
\  gestural  prompt/sign/cue/verbal  prompt 

V  sensory  prompt 

41  spontaneous  act 

However  much  we  may  want  to  and  feel 
it  right  to  incorporate  into  the  lives  of  these 
people  opportunities  for  them  to  respond 
to  and  act  in  their  environment  of  their  own 
volition,  a  degree  of  physical  handling  will 
always  be  necessary.  Directive  prompting 
and  handling  is  not  inherently  wrong.  A 
normal  new-born  baby  will  gradually  pass 
from  receiving  total  handling  to  total 
independence  of  movement.  A  baby  born 
with  the  handicaps  we  are  talking  about 
will  not  gain  total  independence  in  his  life, 
but  we  can  work  towards  ensuring  that: 

•  Directive  handling  is  kept  to  a  minimum 
(to  prevent  where  possible  patterns  of 
dependence  and  passivity  being  set  up). 

•  That  we  are  clear  of  our  reasons  for 
using  directive  handling  (because  it  is 
quicker/easier?) 

•  Directive  handling  takes  place  within  a 
framework  of  trust,  pleasure  and,  where 
possible,  reciprocity. 

When  I  use  total  prompting  in  the  music 
therapy  situation  it  is  to  make  available  to 
the  young  people  sensory  (specifically 
tactile  and  visual)  information  and  ex- 
periences that  they  are  otherwise  unlikely 
to  receive.  Our  current  thinking  and  care 
models  for  these  people  often  mean  that 
groups  of  similarly  handicapped  individuals 
often  live  together.  If  we  are  in  any  way  to 
convey  to  an  individual  that  the  world  is  not 
exclusively  populated  by  a  breed  of  super- 
beings  (carers)  who  provide  for  him,  but 
that  it  also  includes  other  individuals 
similar  to  himself,  then  some  contact 
between  such  individuals  is  necessary. 
The  nature  of  the  dilemma  is  that  left  alone 
in  a  room  they  may,  or  more  likely  may  not, 
make  contact.  Hence  the  need  for  an  initial 
directive  approach,  an  introduction. 

Another  area  in  which  I  use  a  directive 
approach  is  that  of  simply  increasing  the 
repertoire  of  ways  of  moving  available  to 
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Music  Therapy 

(continued  from  page  9) 

the  resident.  I  wonder  if  we  would  have 
ever  jumped,  hopped,  skipped  or  run  if  we 
hadn't  seen  someone  do  this  or  been 
taught?  Apart  from  the  experiential  benefit 
of  this  more  energetic  approach  is  the 
effect  of  improved  body  function:  heart- 
rate,  circulation,  breathing,  digestion, 
muscle  development  and  so  on.  The 
contribution  of  music  here  is  to  provide  a 
temporal  framework  for  the  duration  of  the 
activity  and  a  rhythmic  structure  which  will 
help  impart  and  stimulate  rhythmically 
organised  movement  in  an  individual 
whose  body  movements  (such  as  walking) 
may  more  usually  be  arhythmic.  An 
externally  imposed  rhythmic  structure  to 
movements  also  helps  to  increase  the 
individual's  anticipation  of  a  series  of 
regular  events  and  hence  possibly  herown 
involvement  in  those  movements. 

Beyond  the  therapy  session 

The  particular  therapeutic  approach  I  am 
presenting  has  sought  to  identify  and 
clarify  some  of  the  positive  aspects  of 
movement  and  music  that  are  true  for  all 
and  to  apply  them  in  a  specific  way  within 
therapy  for  low-functioning  sensorily- 
impaired  people.  But  we  must  be  careful 
not  to  apply  these  aspects  or  ideas  drawn 
from  "normal  life"  merely  to  the  confines  of 
a  therapy  session.  What  I  hope  to 
communicate  is  not  so  much  a  technique 
as  an  approach.  The  learning  and 
changing  experience  of  a  normal  child  is  a 
24-hour  thing  —  we  must  ensure  that  it  is 
so  for  the  young  people  for  whom  we  care. 
Indeed  it  will  be,  without  our  efforts; 
perhaps  what  we  must  endeavour  to  think 
carefully  about  and  have  some  control  over 
is  what  are  these  young  people  going  to 
learn  in  their  24  hours. 


Music  Therapy  Department  Assessment  Form 


Assessment  of: 


Activity: 


Response  to  Assessment 
Activity: 


Response  to  specific  visual 
and  aural  stimuli 


Hello  song  (individual) 


Round  and  Round  the  Village 


Join  the  Band 


Focus  on  Instrument 


Listening  (live) 

Response  to  specific  visual 

Silent  Instrument 

stimuli 

Adult  movement  around  the  room 

Response  to  specific  aural 

invisible  Instrument 

stimuli 

Listening  (recorded) 

Active  use  of  senses 
(e.g.  visual  search) 

Invisible  instrument 

Response  to  physical  involvement 
(interactive) 


Hands  on  shoulders- 
sideways  swaying 


Palm  to  palm 
swaying 


gentle  sideways 


Palm  to  palm- 
alternate  pushes 


Drunken  Sailor 


Swing  Low 


Reponse  to  physical  handling 
(directive) 


Hello  song  (interactive) 


High  &  Low  Instruments 


Touching  song 


Sharing  Instruments  (1) 


I  can  walk 


Physical  response  to  musical 
instruments 


Round  and  Round  the  Village 


Join  the  Band 


Focus  on  Instrument 


Sharing  Instruments  (2) 


Group  Bass  Drum 


Unprompted  playing 

Behaviours  when  not  attended  by  adult,  e.g.  self-stimulating  mannerisms,  spontaneous  explorative  movement,  vocal 
output,  turning  to  aural  or  visual  stimuli,  initiating  contact  with  others,  etc. 


General  impression  during  session: 


by  others  to  differ  from  assessment  findings: 


Pathways'  News 


At  the  end  of  term  David  O'Hare  left  us  to 
continue  his  education  at  Hethersett,  in 
Surrey.  David  was  Head  Boy  of  the  school 
and  he  had  been  at  Pathways  since  1 976. 
We  were  sorry  to  see  him  go,  but  we  recall, 


Dorothy  Entwhistle  with  some  of  the  boys. 

with  fond  memories,  the  days  when  David 
was  tempestuous.  As  his  communication 
improved  so  did  David's  behaviour.  David 

-/'<:'  ■'■'.>.  ed  to  u-,  the  times  //her.  he 
kicked,  aa  a  little  boy,  and  was  always 

-./-•  :.■:"':•  '.  ",  '"'-.  i',i^'\':'  children  who 


suffered  similar  frustrations.  What  did 
develop  over  the  years  was  his  sense  of 
humour  and  a  great  sense  of  fun.  Both 
should  be  valuable  assets  in  the  years  to 
come. 

Last  term  was  a  busy  one  for  house  staff 
and  our  nurse  because  a  number  of 
children  developed  chicken  pox.  Not  being 
selfish  they  passed  it  onto  the  staff,  too. 
Hopefully,  it  has  cleared  up  and  we  will 
have  no  more  cases. 

Mr  Evans  has  again  started  up  his  egg 
business.  He  has  obtained  twelve  chicks  of 
very  good  quality  —  excellent  eggsamples 
we  are  told!  Mr  Evans  reports  that  the 
children  were  nervous  of  the  chickens  at 
first.  They  obviously  did  not  like  being  hen 
pecked,  but  who  does?  The  children  help 
to  feed  the  chickens  and  to  sell  the  eggs. 

The  silverware  has  changed  hands 
again  —  legally.  The  Endeavour  Cup  was 
won  by  Ben  Scaife  for  his  improvement  in 
Self  Care  skills.  James  Mann  won  the 
Swimming  Trophy  for  his  hard  work.  The 
Eisteddfod  Cup  was  won  by  the  Blue 
Family  —  in  charge  of  the  competitions  was 
Miss  Susan  Fulton,  Housemother  of  the 
Blue  Family.  This  result  is  a  little 
suspicious! 

Last  term  the  BBC  came  to  film  two 
children.  One  of  them  was  David  O'Hare. 
The  Eisteddfod  and  the  Swimming  Gala 
were  filmed.  The  director  and  the  producer 


Ben  Scaife  receiving  the  Endeavour  Cup 

are  returning  again  this  term.  Mr  Lewis  will 
also  appear  on  the  film.  The  children  were 
unable  to  take  part  in  the  Gala  because  of 
the  chicken  pox. 

Four  of  our  staff,  Mr  M  Lewis,  Mrs  R 
Thomas,  Miss  D  Entwistle  and  Miss  S 
Fulton  are  preparing  to  attend  the 
Conference  in  Brussels  next  July.  We  hope 
they  will  have  a  very  pleasant  time  and  play 
a  successful  part  in  its  proceedings. 
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Condover  Hall's  Self  Care  Schemes 


Part 
One 


Condover  Hall  (RNIB)  is  a  residential  school 
for  blind  children  with  additional  handicaps, 
including  intellectual,  physical  and  emo- 
tional. The  school  has  a  long  history  of 
developing  self  care  skills  with  very 
handicapped  children.  Thirty  of  the 
children  at  school  are  attached  to  the  deaf- 
blind  unit. 

It  is  vital,  if  our  visually  and  auditory 
handicapped  children  are  to  progress,  that 
teaching  and  child  care  staff  work  together 
as  a  team  to  make  the  pupils  as  socially 
acceptable  and  as  capable  of  adapting  to 
normal  life  as  possible. 

This  first  article  examines  how  the 
needs  of  deaf-blind  children  are  met  by 
following  the  self  care  schemes  used  in  the 
school. 

There  are  two  schemes  —  a  basic  one 
and  an  advanced  one.  In  part  one  the 
advanced  scheme  is  described,  alongside 
these  schemes  other  appropriate  guide- 
lines are  used  by  the  staff. 

Difficulties  in  Teaching  Self 
Care  Skills 

I  asked  the  house  staff  what  particular 
problems  they  face  when  teaching  deaf- 
blind  children  self  care  skills.  Here  are 
their  answers: 

•  Lack  of  communication.  With  the 
younger  children  the  staff  experience 
great  difficulties  because  it  is  not  possible 
to  explain  to  the  children  what  is  required. 
Without  the  ability  to  comprehend  the 
need  for  learning,  even  the  simplest  task 
makes  the  job  all  that  more  difficult.  Also 
there  is  no  way  of  getting  through  to  the 
children  a  sense  of  urgency  in  their 
learning. 

•  Co-operation  and  Continuity.  In  order 
to  make  the  best  use  of  time,  it  is  essential 
that  all  staff  work  together  and  that  what  is 
to  be  taught  is  agreed  by  all.  The  children's 
achievements  must  depend  on  a  common 
approach  so  that  there  is  continuity. 

•  Other  Additional  Handicaps.  These 
are  bound  to  make  the  task  of  the  learner 
much  more  difficult  and  must  be  taken  into 
consideration. 

•  Motivation.  The  problem  posed  by 
some  of  the  children  is  that  it  is  very 
difficult,  if  not  impossible,  to  get  them 
motivated  to  learn  the  skills  needed. 
Nothing  seems  to  appeal  to  them. 

•  Adequate  Lighting.  This  is  an  important 
point  and  possibly  one  not  given  sufficient 
prominence.  There  must  be  good  lighting 
in  situations  where  self  care  skills  are 
being  taught. 

•  Practising  Skills.  The  children  who  are 
acquiring  new  skills  must  be  given  the 
opportunity  to  practise  them  whenever 
possible.  If  they  are  learning  to  spread, 
they  need  the  chance  to  do  so  in  a  variety 
of  situations,  e.g.  butter,  cement,  paint. 

Acknowledgement 

Although  I  have  written  these  two  articles 
and  explained  how  those  people  teaching 
deaf-blind  children  use  the  scheme,  I  am 
pleased  to  acknowledge  the  role  played  by 
Miss  A  Ashley  and  Miss  J  Davies.  Both 
have  helped  to  compile  the  schemes  over 
the  years  and  have  operated  them  with  the 
children  in  the  main  part  of  the  school. 


John  Peter  Jones,  who  is  Teacher  in 

Charge  of  Pathways  at  Condover  Hall 

(RNIB)  School,  describes  the  basic  and 

advanced  self  care  schemes  taught  at 

the  school  in  a  two  part  feature. 

Parents  should  be  aware  of  the  aims  in  self 
care  so  that  they  can  continue  the  work  at 
home. 

•  Stress  Abilities.  Often  one  can  hear 
people  emphasising  what  the  children 
cannot  do.  This  does  seem  a  negative 
attitude.  There  should  be  greater  emphasis 
on  what  the  children  are  achieving. 


•  Confidence.  Building  up  confidence  is 
very  important.  This  can  be  achieved  by 
doing  the  same  activity  over  and  over 
again,  but  not  to  the  stage  where  boredom 
sets  in. 

Advanced  Scheme 

Some  of  our  more  able  students  have  been 
able  to  complete  this  scheme  before 
leaving  school.  They  are  usually  presented 
with  a  special  gift  which  will  be  of  use  to 
them  when  they  leave  school  and  a  framed 
certificate  for  their  bedroom  wall.  To 
achieve  this  high  standard,  they  must  be 
expected  to  be  competent  in  the  following: 


Health  &  Hygiene 

Cleanliness 

Is  sensitive  to  need  for  personal  cleanliness; 

Manicures  competently; 

Can  use  public  toilets  unsupervised; 

Goes  to  barber/hairdresser  when  appropriate; 


Cosmetic 

Manages  hair  in  an  acceptable  style; 

Can  care  for  beard/moustache; 

Can  remove  cosmetics 

Applies  own  cosmetics  competently 

Can  use  hand  and  body  lotions;  perfume; 

Medical;  Health 

Understands  the  basic  rules  of  diet; 

Knows  own  weight  and  ideal  weight; 

Administers  own  drugs; 

Cares  for  'aids'  -  hearing,  spectacles,  teeth  etc.; 

Can  deal  with  minor  injuries,  cuts,  bites,  etc.; 

Can     consult    a    doctor,     nurse,     chiropodist     when 

appropriate; 
Understands  contraception; 
Can  arrange  own  dental  appointments; 

Personal  Effects 

Wearing;  Buying;  Storing; 

Distinguishes  own  garments; 

Wears  appropriate  clothing  (weather,  functions  etc.); 

Has  a  socially  acceptable  appearance; 

Changes  clothes  often  enough; 

Considers  fashion; 

Buys  own  clothes; 

Knows  own  body  measurements; 

Can  hang  clothes  -  to  dry  or  to  store; 

Puts  away  clothes  flat; 

Brushes  clothes  when  necessary; 

Can  pack  a  suitcase; 

Mending 

Can  use  scissors; 

Can  carry  out  simple  repairs  (buttons,  etc.); 
Is  able  to  seek  help  when  appropriate  -  repairs,  cleaning 
etc.; 

Domestic  Skills 

Eating 

Sets  a  table  according  to  meal  requirements; 

Can  lay  a  tray; 

Can  cut  bread; 

Can  spread  butter,  jam,  etc.; 

Can  boil  a  kettle  of  water; 

Can  pour  sauces; 

Knows  appropriate  sauces  (mint,  mayonnaise,  etc.); 

Can  undo  jars,  bottles,  tins,  packets,  etc.; 

Can  cut  cake  into  slices; 

Can  replenish  condiments; 

Can  serve  food; 

Can  eat  boiled  egg; 

Can  eat  grapefruit; 

Can  eat  chops; 

Can  eat  chicken; 

Can  eat  fish; 

Can  eat  peas; 

Can  deal  with  napkin,  napkin  ring; 

Can  use  restaurant; 


Cooking 

Can  operate  a  gas/electric  cooker; 

Can  prepare  and  cook  a  snack; 

Can  prepare  and  cook  a  simple  meal; 

Can  make  hot  drinks; 

Knows  the  name  and  uses  of  kitchen  utensils; 

Understands  simple  weighing; 

Knows  some  useful  cooking  quantities,  (fat  for  frying, 

etc.); 
Can  prepare  and  cook  vegetables; 
Can  prepare  and  cook  fruit; 
Understands  storage  of  food; 
Can  operate  fridge,  deep  freeze; 

Cleaning,  etc. 

Can  clean  kitchen  surfaces,  sink  etc.; 

Can  clean  toilet; 

Can  clean  kitchen  equipment,  fridge,  cooker  etc.; 

Can  cope  with  hot  water; 

Can  deal  with  spillages,  breakages; 

Can  sort  waste  materials  and  dispose  of  them; 

Can  clean  the  inside  of  cupboards; 

Can  polish  furniture; 

Can  keep  own  bedroom  tidy; 

Knows  how  and  when  to  open  and  close  windows; 

Knows  how  and  when  to  draw  curtains; 

Understands  locks  bolts,  switches,  etc.; 

Laundry 

Can  change  linen  (bedrooms,  bathroom,  kitchen); 

Knows  how  to  dispose  of  dirty  linen; 

Can  change  mattress  and  spring  covers; 

Uses  launderette; 

Uses  washing  machine; 

Washes  clothes  by  hand; 

Washes  stained  clothes; 

Knows  appropriate  methods  forwashing  different  fabrics; 

Uses  iron;  ironing  board; 

Can  fold  sheets,  towels,  etc.  neatly; 


Community  Sense 

Is  generally  polite; 

Is  not  attention  seeking; 

Is  not  rudely  inquisitive; 

Tries  to  control  mannerisms  in  public; 

Can  interrupt  conversation  politely; 

Integrates  with  sighted  people; 

Is  reliable; 

Is  trustworthy; 

Is  safety  conscious; 

Knows  colour  codes; 

Behaves  well  in  emergencies; 

Is  able  to  seek  help  when  necessary; 

Has  an  appropriate  sense  of  privacy; 

Can  control  own  behaviour; 

Can  be  admonished; 

Can  look  after  own  money; 

Knows  when  to  replace  personal  effects; 

Can  shop  for  personal  needs; 

Can  stamp  and  post  mail; 

Can  make  up  a  parcel  for  the  post; 

Can  write  signature; 

Keeps  effects  and  equipment  tidy; 

Uses  leisure  time  appropriately; 

Communicates  adquately  with  home; 


Not  all  our  children  can  achieve  this  very  high  standard.  The  majority  of  the  children 
will  work  through  the  Basic  Scheme.  The  Basic  Scheme  will  be  explained  in  some 
detail  in  the  next  article. 
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USHER 
SYNDROME 


Poems  from  Adversity 


Stella  spent  her  school  years  in  a  variety  of 
schools,  culminating  in  St  John's  School 
for  Deaf  Children  in  Yorkshire.  She  enjoyed 
her  education  here,  but  as  her  vision 
deteriorated  she  found  it  increasingly  hard 
to  lipread.  The  school  forbade  signing,  and 
although  Stella  was  successful  in  many 
subjects,  her  problems  started  to  increase. 


I  found  myself  staring  at  lip  movements 
that  had  become  rather  meaningless  to 
me.  I  was  in  panic.  I  began  to  suffer  unfair 
treatment  and  punishments  from  many  of 
the  teachers.  Yet  I  displayed  a  smile  in 
emotional  pain.  My  housemother  didn't 
allow  me  out  on  my  own,  for  she  believed  I 
was  bound  to  be  run  over  if  I  tried  to  cross  a 
road.  I  couldn't  understand  what  such  a 
fuss  was  about.  I  found  the  cumulative 
effects  of  not-alloweds  exasperating  and 
dreary. 

In  fact,  I  became  useless  at  ballgames, 
and  it  was  terrifying.  I  steadfastly  refused 
to  play  badminton  and  the  teacher  got 
furious  with  me.  The  whole  school  thought 
I  had  a  gloomy  attitude  towards  life,  as  they 
noticed  that  I  was  behaving  bizarrely.  My 
mates  scolded  at  me  that  I  failed  to  see 
hands  waving  at  my  side  for  their  attention 
or  I  missed  the  ball.  No  one  really 
understood  me.  I  didn't  understand  what 
was  wrong  with  me.  I  bottled  up  emotions. 
I  steered  away,  particularly  from  the 
idea  of  boyfriends.  I  had  fantasies  about 
what  I'd  like  to  have  done,  but  was  too 
frightened  to  do.  Therefore,  I  used  my  ritual 
as  a  means  of  acting  out  feelings  in  a 
passive,  safe  way.  Eventually  I  became 
withdrawn  and  depressed.  But  I  struggled 
on  with  deep  troubles,  and  experienced  a 
social  conscience,  my  heart  rising  in 
delight  and  sinking  in  despair. 

Ever  so  anxious  and  tense  I  became, 
and  kept  silent,  withdrawing  further  into 
myself.  I  refused  to  eat.  I  didn't  believe 
others  when  they  praised  or  complimented 
me.  I  believed  I  was  stupid  and  ineffective,  I 
let  myself  wait  for  someone  else  to  kick  me 
into  action.  I  envied  other  schoolmates, 
who  seemed  to  have  theirfutures,  for  I  had 
none  to  which  I  could  look  forward  with  any 
confidence.  I  threw  myself  into  academic 
studies  working  harderand  harder.  Further 
and  further  weight  loss  came  on. 

I  had  started  to  think  of  becoming  a 
fashion  designer,  but  I  changed  my  mind 
because  I  dislike  needlework.  When  I  was 
leaving  school  at  1 7, 1  was  threatened  with 
hospitalization  so  I  struggled  to  put  a  few 
pounds  on.  After  two  years  of  uncertainty 
had  passed,  I  decided  that  I'd  like  to  study 
A  levels  and  explore  career  possibilites 
through  Art  and  Design  education.  I 
passed  6  CSEs  and  4  O  levels.  I  did  not  feel 
any  great  sense  of  accomplishment,  but 
the  end  of  my  school  life  came  as  an 
extreme  relief  and  I  looked  forward  to 
moving  on  to  College  in  London. 

Life  with  the  hearing  went  on  amazingly 
well  for  all  my  serious  disabilities.  I  studied 
A  level  textiles  and  graphics,  and  went  to 
evening  classes  for  English  Literature.  In 
general,  I  had  episodes  of  normal  eating 
behaviour    interspersed    with    bouts    of 


Sfe//a  Mqadi  is  deaf-blind  with  Usher 

Syndrome.  Recently  some  of  her 

poetry  was  featured  on  the  'See 

Hear'  programme  on  the  BBC.  Here 

whe  writes  honestly  about  how  she 

has  struggled  to  overcome  the 

effects  of  her  disability. 


anorexia.  Sometimes  I  went  to  deaf  clubs, 
but  I  didn't  enjoy  socializing  and  got  easily 
tired  of  it.  However,  I  got  on  much  better 
with  hearing  people  in  the  other  world. 


What  I  was  most  unhappy,  though,  was 
not  the  inconsolable  depression  of  a  deaf 
adolescent,  not  the  crippling  anxieties  of  a 
deaf  woman,  it  was  rather  the  deepening 
inner  conviction  that  there  must  be 
something  wrong  with  me.  I  didn't  know 
what.  Outwardly,  I  struggled  to  keep 
ahead,  for  I  had  to  admit  to  my  innate 
determination  and  willpower.  I  felt  small 
and  forsaken  in  a  world  that  I  didn't 
understand. 

In  1978,  I  developed  asthma,  due  to 
emotional  stress.  I  struggled  the  harder 
way  with  my  eating  and  studies.  I  was 
increasingly  worried  about  the  obstacles 
of  becoming  a  deaf  textile  designer  who 
had  visual  problems,  and  couldn't  bring 
myself  to  mention  my  fears.  During  the  few 
years  that  proved  an  endless  battle  against 
my  dual  handicap,  life  eventually  became  a 
drag.  But  I  thought  I  might  be  able  to  take 
up  a  BA  degree  course  in  the  long  run. 


In  1979,  I  was  accepted  a  place  at 
Harrow  Art  School.  Things  immediately 
began  to  look  up.  For  all  that  I  couldn't 
lipread  and  see  properly,  and  with  no 
interpreters,  I  managed  to  beat  the 
terrifying  challenges.  I  studied  principles 
of  drawing  and  painting,  3-dimensional 
work,  and  autographic  processes. 

I  had  hard  times.  Each  evening  I  went 
home  mentally  and  visually  exhausted,  I 
felt  extremely  fed-up  with  life  in  general. 
But  I  was  keeping  up  good  humour,  hard 
work  and  determination.  My  asthmatic 
attacks  became  more  frequent  and  eating 
deteriorated.  Despite  the  continuous 
support  and  help,  I  felt  as  if  tottering  on  a 
string.  Tutors  wanted  me  to  widen  and 
improve  my  talent  to  the  extent  of 
masculine  capabilities.  I  was  deeply  torn 
between  ambition  and  horror. 

Anyway,  I  declined  the  invitations  to 
joing  a  deaf  club,  for  I  couldn't  feel  a  part  of 
it.  I  was  scared  because  I  couldn't  see  in 
the  dark.  I  kept  myself  to  myself.  This 
distressed  me,  although  I  felt  better  and 
more  comfortable  to  be  alone  in  many 
situations.  My  parents  and  friends  didn't 
understand  why  I  behaved  like  this. 

But  my  feelings  of  insecurity  and  failure 
were  greatly  intensified.  However,  I 
recognised  I  had  inborn  artistic  skills  thrust 
upon  the  condition  of  Usher  Syndrome. 
Everybody  seemed  to  drive  me  to  do  more 
than  I  was  physically,  emotionally  or 
intellectually  capable  of.  The  pressures 
became  so  devastating  that  I  could  take  no 
more,  and  I  was  admitted  to  hospital  with 
anorexia  nervosa. 

Later,  in  1981,  I  gave  up  College 
because  I  could  notice  that  my  vision  had 
still  been  deteriorating.  I  couldn't  express 
my  uneasiness.  After  three  years  during 
that  I  kept  coming  in  and  out  of  hospital 
because  I  couldn't  eat,  the  doctors  anyway 
diagnosed  that  I  had  Usher  Syndrome.  I 
became  shattered.  They  sent  me  to 
Rehabilitation  Centre  in  Blackburn,  where 
I  stayed  for  one  year  learning  skills  of 
readjustment  and  doing  a  sort  of 
community  editorial  work. 

In  May  last  year,  I  had  a  very  exciting 
experience  when  Prince  Philip  visited  the 
Centre.  During  his  tour,  he  stopped  beside 
me  and  asked  me  to  show  him  some  of  my 
writings.  He  took  a  real  interest  in  my 
poems  and  asked  me  if  I  had  thought  about 
writing  a  book.  I  replied  'Oh  yes,  Sir, 
hopefully  one  day  ...'  We  had  a  chat  for  1 0 
minutes.  It  was  fabulous!  When  he 
disappeared  with  his  army  of  lords  and 
guardsmen,  the  Centre's  bosses  and 
photographers,  I  sat  down,  raised  my  eyes 
to  heaven,  and  said  'I  can't  believe  it.  What 
a  charming,  witty  person  he  is,  indeed!' 

A  few  days  later,  I  received  the  news 
that  BBC  Television  wanted  a  copy  of  my 
poems  and  invited  me  to  appear  in  'SEE 
HEAR'  programme.  Last  February,  on  TV  I 
was  interviewed  about  how  I  wrote  poems 
and  Jean  St  Clair,  who  is  the  actress 
currently  taking  part  in  'Children  of  a 
Lesser  God',  dramatised  my  poems  in  sign 
language.  Of  course,  such  great  exper- 
iences have  given  me  a  psychological 
boost  and  I  feel  proud.  Also,  I  would 
continue  writing  poems  for  a  book. 
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We're  getting  there 


Since  we  attended  the  One  Day  Meeting  in 
October  '85  we  have  noticed  a  marked 
change  in  Billy's  attitude  to  life  in  general. 
After  explaining  as  best  we  could  to  him 
what  exactly  the  purpose  of  the  meeting 
was  he  seems  to  have  gone  all  out  to  prove 
that  he  is  not  as  helpless  as  he  seemed  in 
the  past. 

We  used  to  get  negative  responses 
such  as  'I  can't  because  I  can't  see  or  hear', 
when  we  asked  him  to  do  comparatively 
simple  tasks  like  taking  the  dog  for  a  walk 
or  going  to  the  shop.  This  was  frustrating  to 
us  at  the  time  as  we  didn't  know  to  what 
extent  to  push  or  cajole  him  into  doing 
things,  thinking  —  'What  if  he  can't  really 
see  to  do  it,  are  we  constituting  a  danger  to 
his  safety?'  Now  he  will  willingly  do  these 
things  and  many  more  —  spontaneously, 
pushing  himself  to  the  limit  at  times. 

He  also  gains  a  lot  of  confidence  having 
his  dog  with  him.  She  is  not  'officially'  a 
guide  dog  but  he  uses  her  as  such,  taking 
her  with  him  whenever  possible.  A  practically 
all-white  English  Bull  Terrier  —  stocky  — 
sturdy,  very  gentle  and  loving  and  excep- 
tionally tolerant  when  being  stood  on  or 
tripped  over! 

Now  he  seems  to  be  trying  to  prove  a 
point  in  as  much  as  saying  "I'm  not  really 
useless,  and  determination  and  encourag- 
ment  to  do  things  will  produce  results  for 
my  benefit". 

Another  contributory  factor  to  this  new 
found  independence  has  been  the  intro- 
duction of  a  befriending  scheme  run  by  the 
Catholic  Deaf  Club  in  Newcastle-upon- 
Tyne.  With  the  help  of  Manpower  Services 
Commission  —  hearing  young  people  of 
similar  age  with  signing  skills  etc.  have 
been  recruited  to  go  out  into  the  homes  of 
deaf  or  deaf-blind  people  to  act  as  a  friend. 
Although  reluctant  at  first  Billy  agreed  to 
allow  a  friend  to  visit  him,  and  they  have 
met  on  a  regular  basis  since.  It  gives  Billy 
the  opportunity  to  converse  with  someone 
outside  his  home,  and  so  widen  his  social 
awareness.  A  great  relief  for  Mam  &  Dad 
that  he  doesn't  have  to  be  1 00%  reliant  on 
us. 

I  am  also  in  the  process  of  teaching  him 
basic  cooking  skills,  which  I  think  would 
have  been  helpful  if  taught  at  school. 
Things  like  cheese  on  toast,  scrambled 
eggs  etc.  with  not  too  many  pans  or 
cooking  utensils  in  use  at  the  same  time. 

Billy  does  not  like  to  be  left  alone  for 
long  periods  of  time.  We  have  tried  leaving 
him  for  a  couple  of  days  at  a  time  with 
everying  organised  at  home  for  him,  but  he 
does  not  like  it.  We  hope  by  making  him 
more  independent  in  these  things,  and, 
bearing  in  mind  that  he  is  now  26,  that  he 
will  build  up  more  confidence  to  be  able  to 
cope  better  on  his  own. 

At  work,  Billy  seems  to  have  adapted  to 
his  rather  mundane  job  of  assembling 
wheelchairs  ( at  Remploy)  a  lot  better  than 
he  used  to.  He  has  recently  been  involved 
in  a  strike  at  work,  although  not  a  good 
situation  as  such,  it  is  the  best  way 
possible  of  being  involved  in  finding  out 
about  the  everyday  outside  world. 

Since  Xmas  Billy  has  added  a  new 
dimension  to  his  life  by  finding  he  has  the 
ability  to  use  a  home  computer.  Just  for 
playing  games  at  the  moment  —  especially 
chess  at  which  he  excels.  He  has  an 
excellent  memory  and  plays  by  touch 
rather  than  looking  at  the  keys.  Unfort- 
unately none  of  the  rest  of  us  are  proficient 


Margaret  Taylor  continues  her 
observations  about  Billy,  her  26  year 
old  son,  whose  life  she  began  to 
describe  in  the  Spring  Talking 
Sense'. 

enough  yet  to  take  him  any  further  with  it, 
but  it  does  open  up  possibilities  for  the 
future. 

We  are  also  looking  into  the  possible 
use  of  a  teletext  TV  to  see  if  that  will 
increase  his  knowledge  of  reading  any 
better.  As  yet  it  is  difficult  to  assess  exactly 
what  the  extent  of  his  reading  vocabulary 
is.  We  do  know  it  is  fairly  limited  and  his 


USHER 
SYNDROME 


light-hearted  way,  after  learning  the  hard 
way  that  worrying  unnecessarily  about 
everything  is  not  the  answer.  That  partly 
lead  to  my  husband  suffering  three  heart 
attacks  in  twelve  months  and  con- 
sequently having  to  finish  work,  and  that 
lead  us  to  take  a  good  hard  look  at 
ourselves.  Additional  problems  are  not 
needed,  and  most  of  the  answers  to  our 
problems  are  now  based  on  common 
sense. 

We  will  all  be  off  on  our  annual  holiday  to 


speaking  vocabulary  is  virtually  nil,  so  that 
perhaps  teletext  may  provide  him  with  a 
more  easily  understood  version  of  things, 
than  a  sketchy  knowledge  gleaned  from 
picking  up  odd  bits  from  a  converstion  on 
TV. 

I  suppose  the  biggest,  problem  facing 
caring  parents  of  any  handicapped  child 
has  got  to  be  what  happens  to  them  when 
we're  no  longer  around.  We  try  to  think 
positively  of  the  future,  but  not  too  far 
ahead,  as  you  can  find  yourself  in  a 
position  looking  for  things  that  might  never 
happen.  We  try  to  look  at  everything  in  a 


the  West  Coast  of  Scotland  shortly,  where 
Billy  will  try  his  hand  at  fishing  again.  As 
soon  as  the  weather  picks  up  he'll  be  off 
with  his  Dad  and  brother  in  their  boat 
fishing  in  the  bay  at  Newbiggin.  He  also 
takes  a  great  delight  in  joining  in  the  tall 
fishing  tales  of  "the  one  that  got  away", 
with  the  rest  of  the  fishing  club. 

Happily  after  years  of  painfully  slow, 
frustrated  progress  things  are  beginning  to 
come  together  for  us  as  a  family.  We  don't 
know  what  the  future  holds  but  we  do 
believe  that  we  have  all  strived  to  gain  the 
ability  to  cope. 


Rouglimoor  Revels 


At  the  beginning  of  May  the  Usher 
Syndrome  Adventure  Weekend  took  place 
near  Swindon.  This  was  for  a  small  group  of 
deaf-blind  people  from  all  over  the  UK.  It 
was  with  some  trepidation  that  I  agreed  to 
go  on  this  Weekend.  This  was  partly  due  to 
my  lack  of  ability  to  sign,  but  more  to  the 
prospect  of  James  driving!  James  Rice,  our 
Holidays  Assistant  drove  the  mini-bus,  for 
the  first  time,  down  the  M4  and  into  the 
wilds  of  Wiltshire. 

People  came  from  as  far  as  Northern 
Ireland  to  this  prestigious  gathering  at  the 
Roughmoor  Centre  which  is  run  by  Terry 
and  Ethel  Waters. 

The  most  popular  activity,  in  retrospect, 
seems  to  have  been  the  horseriding.  Many 
people  were  nervous  as  they  mounted 
extremely  placid  horses.  (But  who  am  I  to 
talk  —  I  didn't  even  dare  go  riding!).  But 
once  they  galloped  back  into  the  corral ... 
well,  John  Wayne  eat  your  heart  out! 
Prizing  Mary  Guest  out  of  the  saddle  in  her 
too  tight  jeans  was  most  amusing. 

Swimming,  orshould  I  say  ducking,  was 
a  great  success.  Dennis  Stringer  took 
great  delight  in  fearlessly  diving  on  to  local 
Swindon  juveniles.  Doreen  Heath  "the 
photo  queen",  insisted  on  filming  us  with 


her  cinecamera  much  to  the  embarrass- 
ment of  all  the  helpers. 

Later  on  we  were  force-marched  along 
the  scenic  Ridgeway  path.  Now,  on  a 
sunny  day,  this  would  have  been  great  but 
it  was  a  trifle  blowy!  My  outstanding 
memory  of  the  weekend  is  a  group  of 
eleven  (James  was  hiding  in  the  bus) 
people  huddled  under  one  hawthorn  tree 
in  torrential  rain.  No  one  complained  but 
Michael  Corneysummed  up  the  mood  with 
his  long-suffering  look  of  total  disbelief. 

Am  I  making  things  sound  bad?  Well  I 
didn't  mean  to.  What  we  lost  on  the 
weather  we  made  up  on  the  socializing. 
Doreen  kept  us  in  stitches  all  Sunday  night 
with  her  amazingly  astute  impressions  of 
everyone  from  Eric  Morecambe  to  Mary! 

But  I  think  what  struck  us  all  was  the 
amazing  variation  of  communication 
methods.  Did  you  know  Northern  Irish 
signing  was  vastly  different  from  English? 
Kate  (Gerta)  Courtenay  taught  us  all  lots  of 
new  signs  but  Mary  has  forbidden  me  to 
mention  the  signs  Roger  Ford  taught  us! 

Helpers  and  holidaymakers  alike  now 
want  to  know  when  and  where  the  next 
holiday  will  be. 
Janet  Hawkins 
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Considering  Brothers 
and  Sisters 


• 


It  is  difficult  to  write  about  some  occasions. 
They  contain  so  much  that  even  as  you  lift 
your  pen  you  know  you  are  going  to  fail. 
The  weekend  when  February  ran  into 
March,  a  group  of  us  gathered  at  Castle 
Priory  for  our  Conference  "Considering 
Brothers  and  Sisters". 

The  conference  arose  from  a  workshop 
held  at  our  last  Annual  Conference  in 
Leicester  when  we  turned  our  minds  to  our 
other  children  and  the  effects  upon  them  of 
having  a  handicapped  brother  or  sister. 
Conscious  that  it  could  prove  a  sensitive 
and  maybe  painful  area,  in  which 
experience  is  limited,  I  did  not  feel 
confident  enough  to  go  straight  to  them 
and  therefore  turned  first  to  drawing 
together  other  parents,  to  see  whether 
wisdom  and  guidance  would  emerge.  As 
usual  when  one  takes  that  route  it  did.  Our 
conference  was  that  meeting  of  minds. 

Each  family  represented  seemed  so 
different  from  the  rest  in  one  or  more 
particular  ways  that  you  would  have 
thought  there  could  be  no  common 
ground,  yet  that  became  the  enriching 
factor.  We  not  only  found  so  much  common 
ground  that  we  could  have  wandered 
around  chatting  in  it  for  days  but  it  also 
meant  that  the  conference  did  more  than 
speak  to  the  participants;  it  spoke  very 
clearly  for  the  whole  Association  and 
produced  guidelines  for  future  action. 

The  only  word  which  stands  for  brother 
or  sister  is  "sibling"  and  although  no-one 
seems  to  like  it,  it  has  its  uses  in  saving 
words  and  complicated  sentences,  so 
forgive  me  it  its  use  cannot  sometimes  be 
avoided. 

In  considering  the  needs  of  the  siblings 
of  a  disabled  brother  or  sister,  we  did  have 
some  advantages.  Janet  Bater  and  Pauline 
Fairbrother,  who  founded  SIBS  (Support 
and  Information  for  Brothers  and  Sisters) 
were  both  able  to  give  us  time  on  the 
Saturday,  while  Elizabeth  Port  was  able  to 
share  the  whole  weekend  with  us. 

Janet  has  two  handicapped  brothers.  It 
was  her  concern  and  initiative  that  led  her 
to  put  forward  the  idea  of  a  service  for  and 
on  behalf  of  brothers  and  sisters.  Pauline, 
as  Vice-Chairman  of  MENCAP  as  well  as  a 
parent,  was  able  to  provide  the  means 
along  with  further  experience  and  the 
service  was  launched.  Although  still 
young,  SIBS  has  learnt  from  meetings, 
contacts  with  similar  groups  overseas  and 
from  response  to  its  own  newsletter. 
Elizabeth  we  know  of  as  Christopher 
Brock's  sister  but  few  have  met  her  as 
herself.  She  gave  us  a  constant  reference 
point  and  source  of  insight,  together  with 
stimulation  and  humour. 

We  also  had  that  deep  mine  of 
experience  provided  by  watchful  and 
thoughtful  parents. 

On  the  Friday  evening  we  gathered  to 
meet  one  another  and  to  swap  experiences 
so  that  we  could  more  forcefully  direct  the 
rest  of  the  conference.  It  was  in  many  ways 
the  most  crucial  meeting,  for  if  we  had 
been  unable  to  approach  honesty  with  one 
another  we  should  have  wasted  much  of 
the  time  to  follow.  As  it  turned  out,  under 
the  gentle  prompting  of  Margaret  White, 
we  were  all  able  to  open  our  hearts  even  if 
at  times  it  meant  opening  old  wounds.  By 
the  time  we  returned  to  sleep  the 
conference  was  already  worth  it. 


After  the  next  day's  first  morning 
session,  aimed  at  spotting  which  problems 
could  not  usefully  be  brought  into  the 
conference  because  they  had  other 
causes  and  other  solutions,  we  gave  the 
rest  of  the  day  to  Pauline,  Janet  and 
Elizabeth.  The  evening  was  left  free  for 
unwinding  or  private  heart-to-hearts. 

Sunday  morning  started  with  a  session 
on  problem-solving  by  Paul  Ennals.  I  think 
his  greatest  problem  was  stopping  us 
talking  and  he  solved  it  by  announcing 
coffee-break.  Afterwards  we  had  an 
excellent  positive  concluding  session  with 
definite  recommendations. 

So  what  did  we  learn?  For  individual 
benefit  it  was  in  many  cases  so  deep  that 
you  would  have  to  speak  to  the  individuals. 
I  could  not  begin  to  write  even  my  own 
thoughts.  I  shall  therefore  open  my 
notebook  and  share  the  jottings. 

There  would  appear  to  be  three  main 
areas  or  age-groups  of  which  we  can  be 
aware.  I  know  that  as  I  write  of  them,  you 
will  realise  I  am  forced  to  generalise  and 
will  allow  for  that. 

1 .  Pre-adolescent:  Nora  Brookes  wrote  in 
the  SIBS  Newsletter  (Spring  1 985)  "Since 
the  meeting  in  Manchester  I  have  been 
asking  the  younger  siblings  who  attended, 
(including  my  1 3-year  old  daughter)  if  they 
would  like,  and  feel  the  need  to  form,  a 
small  group.  The  general  reaction  was 
firstly,  they  do  not  see  themselves  as 
having  a  problem  created  by  the  existence 
of  their  handicapped  brother  or  sister. 
Secondly,  they  rather  resent  being  asked 
what  problems  they  have,  since  this 
implies  the  existence  of  a  problem,  and 
makes  them  feel  as  if  they  ought  to  have 
one.  Consequently  they  do  not  want  to 
form  a  group  which  by  its  existence  would 
put  a  sort  of  handicapped  label  on  them  ... 
Adults  may  be  capable  of  analysing  any 
difficulties  which  arise  for  them  ...  but 
perhaps  it  is  unreasonable  for  us  to  expect 
such  analysis  from  younger  people". 

For  this  group  of  children,  the  chance  to 
meet  one  another  in  a  relaxed,  recreational 
setting,  where  shared  experience, 
questions  and  answers  and  a  feeling  of 
common  bonds  can  naturally  arise  or 
remain  recognised  but  unspoken  may  be 
much  of  the  answer.  If  older  siblings, 
especially  those  with  some  kind  of 
appropriate  training,  can  be  in  charge  of 
such  a  setting,  then  so  much  the  better.  For 
the  Association  this  kind  of  setting  has 
been  evolving  unknowingly  in  the  activities 
groups  we  run  at  our  Annual  Conferences, 
especially  for  brothers  and  sisters.  It  only 
requires  further  development  to  become 
such,  although  it  is  only  one  weekend  a 
year  and  for  a  limited  number  of  siblings. 
With  our  thin  scatter  over  the  country,  any 
more  frequent  occasions  would  have  to  be 
engineered  by  Branches  or  within  local 
self-help  groups  like  Contact-a-Family  or 
some  of  the  new  sensory  impaired  groups. 
I  wonder,  by  the  way,  whether  any  older 
siblings  would  like  to  help  out  in  the  non- 
handicapped  children's  creche  at  this 
years  Annual  Conference,  September  19 
—  21? 

2.  The  Teenage  Years:  Everyone  passing 
through  this  troubled  period  of  major 
growth  and  change  has  such  a  strong 


focus  on  self  and  such  a  turmoil  of  feelings 
and  uncertainties,  that  it  is  not  a  good  time 
for  adding  problems.  Puberty,  public 
exams,  end  of  school,  start  of  adulthood, 
search  for  identity,  prising  free  from 
parents,  physical  changes:  there  is  more 
than  enough  to  be  going  on  with.  Although 
this  may  be  a  time  of  breaking  away  or  even 
breaking  apart,  it  may  be  both  too  late  and 
too  early  to  deal  with  the  effects  of 
disablement  in  the  family.  There  may  be 
little  we  as  an  Association  can  do  formally 
to  help,  except  to  allow  or  provide 
opportunity  for  like  minds  to  meet  in  a 
dance  hall,  informal  discussion  or  holiday 
setting.  Ideas  please. 

3.  Post  Adolescence:  Entering  the 
twenties,  brothers  and  sisters  begin  to 
realize  some  of  the  factors  which  have 
influenced  them  and  made  them  what  they 
are.  They  have  a  growing  maturity  and 
perspective  when  looking  back.  It  is  a  time 
for  analysis  and  the  laying  of  ghosts. 

This  is  a  group  maybe  easiest  to  help, 
for  all  they  need  is  the  opportunity  and  they 
will  help  each  other.  Their  major  need 
seems  to  be  an  unburdening,  a  discharge 
of  emotion  and  needless  guilt  and  the 
reassurance  that  they  are  neither  set  apart 
nor  condemned. 

Sometimes  just  one  meeting  has 
proved  to  be  enough  for  a  person  to  dare  to 
speak  of  deeply  buried  feelings  and  to  find 
freedom  from  seeing  them  lose  their  power 
to  hurt  when  out  in  the  open  and 
recognised  by  others.  Others  may  need 
further  contact  and  are  capable  of 
preserving  that  once  the  links  are  made. 

To  give  this  opportunity,  we  shall  be 
running  special  sessions  at  our  Annual 
Weekend  Away  this  year,  alongside  the 
workshops  for  parents  and  professionals 
so  that  brothers  and  sisters,  without 
parents,  can  meet  and  talk. 

But  how  to  spread  the  benefits  to  those 
who  cannot  or  will  not  make  conferences! 
Talking  Sense  is  still  our  major  contact 
line  and  the  topic  is  too  large  for  me. 

Some  of  the  points  I  covered  in  my 
articles  on  The  Handicapped  Family  but  it 
deserves  more!  I  shall  have  to  write  again. 
Maybe  later  editions  will  carry  articles  from 
brothers  and  sisters  themselves.  I  hope  so. 

Let  me  close  with  my  notes  of  Pauline 
Fairbrother's  concluding  advice  to  families: 

•  Recognise  each  others  needs  and 
rights  —  everyone's. 

•  Talk  about  it. 

•  Give  freedom  to  express  hatred  as  well 
as  love. 

•  Give  time  to  listen. 

•  Stimulate  and  use  community  support, 
e.g.  "Home-from-Home",  Befrienders, 
Short-term  Care,  self-help  groups. 

•  Find  ways  for  adult  siblings  to  get 
together. 

I  am  unable  to  unscramble  the  debts 
owed  Janet,  Elizabeth,  Pauline  and  my 
fellow  attenders  at  the  conference,  nor  to 
Carmel  Perry  and  James  Rice  who 
ensured  its  smooth  and  happy  functioning 
nor  to  Jim  and  his  team  of  volunteers  who 
gave  the  children  their  own  weekend  away 
and  left  us  free  for  thought.  You  will  have  to 
share  the  same  large  bundle  of  thanks. 

Norman  Brown 
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Rubella  Figures 

The  number  of  laboratory 
reports  of  rubella  cases  has 
been  rising  steadily  since  the 
beginning  of  the  year.  The 
pattern  so  far  detected  by 
the  Communicable  Disease 
Surveillance  Centre  suggests 
that  this  year's  epidemic  will 
be  similar  in  size  to,  or 
slightly  smaller  than,  that  of 
1984. 
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Women  Targetted  in  the  New  Campaign 


When  actress  Jan  Francis,  star  of  BBC's 
"Just  Good  Friends",  met  Princess  Diana, 
Patron  of  the  National  Rubella  Council,  at 
the  Public  Health  Laboratories  in  Kent,  she 
was  playing  the  first  scene  in  what  could  be 
her  most  important  role  of  1 986.  For  Jan 
introduced  and  presented  our  new  video 
"Why  Worry?",  which  was  successfully 
launched  at  BAFTA,  Piccadilly,  last  month. 
The  video  launch  was  just  one  of  many 
events  that  are  taking  place  this  year  to 
highlight  the  dangers  of  congenital 
rubella. 

This  message  will  be  conveyed  in  a 
series  of  activities  that  start  with  the  North 
East  Thames  Regional  Rubella  Conference 
to  be  held  at  the  Robin  Brook  Centre,  St 
Bartholomew's  Hospital  on  Tuesday,  1 
July.  The  conference,  to  be  run  in 
conjunction  with  the  National  Rubella 
Council,  expects  to  attract  health  pro- 
fessionals, representatives  from  the 
education  services,  womens'  organisations, 
and  the  voluntary  and  statutory  sector.  As 
with  the  previous  nine  conferences  that 
have  been  held  in  the  various  Regional 
Health  Authorities,  we  anticipate  a  Rubella 
Action  Committee  being  formed  and 
working  on  the  same  lines  as  the  other 
groups  around  the  country.  At  the  end  of 
May,  members  of  these  groups  met  at 
MENCAP,  in  London,  for  an  informal  lunch 
toexchangeideasandhearaboutthework 
of  the  National  Campaign. 

Other  Regional  Health  Conferences 
planned  for  this  year  include  South  West 
Thames  and  South  Western  England,  both 
in  October. 

As  the  emphasis  of  the  campaign  has 
shifted  from  schoolgirls  to  women  of  child 


bearing  age,  we  are  holding  a  Women's 
Conference  at  the  House  of  Commons 
Grand  Committee  Room  on  Thursday  3 
July.  It  is  our  intention  to  attract  women 
MPs  together  with  representatives  of 
womens'  organisations  and  ethnic  groups. 
To  this  end,  we  are  currently  negotiating  to 
produce  another  video,  presented  by 
Asian  women  and  in  the  relevant  language. 
We  expect  this  to  be  the  first  of  many 
'ethnic'  films  aimed  at  the  Chinese,  Greek, 
Asian,  West  Indian  and  Welsh  communities. 
These  proposals  will  be  discussed  at  the 
conference  along  with  a  presentation  by 
Professor  Catherine  Peckham  and  Jan 
Francis. 

After  the  success  of  our  Media  Training 
Day  in  March  of  this  year,  many  of  our 
regional  committees  have  initiated  publicity 
in  their  areas.  North  Wales  held  an  open 
day  where  they  presented  certificates  to 
the  schools  that  had  achieved  100% 
uptake;  this  attracted  a  lot  of  media 
attention  as  did  the  forthcoming  events  in 
Oxford.  Oxford  group,  at  its  second 
meeting,  decided  to  concentrate  its  efforts 
on  the  promotion  of  vaccination  through 
doctors'  surgeries,  family  planning  clinics 
and  occupational  screening.  And  in 
Yorkshire,  we  anticipate  that  their  forth- 
coming conference  on  October  9  will  draw 
the  same  media  consideration. 

It  is  only  through  constant  publicity  and 
consciousness  raising  amongst  our  target 
groups  are  we  to  achieve  our  goals. 


Gloria  Abramoff 

Co-ordinator,  National  Rubella  Campaign 


Assembled  at  BAFTA  in  Piccadilly  to  launch  the  new  video  are  (left  to  right): 

Elaine  Rose  the  producer,  Norman  Brown,  Catherine  Peckham,  Professor  of  Paediatric 

Epidemiology  at  the  Institute  of  Child  Health  and  a  leading  UK  authority  on  Rubella,  Jan 

Francis,  the  Rt  Hon  Jack  Ashley  CH  MP,  Debbie  Smith,  Mary  and  Peter  Holman  and  Josie 

Connolly. 


RUBELLA 


Why  Worry 


This  year,  the  National  Rubella  Council 
is  concentrating  its  efforts  on  promoting 
Rubella  vaccination  for  adult  women  of 

childbearing  age  a  much  more 

difficult  proposition  than  the  Schoolgirls 
Campaign  it  launched  with  great 
success  two  years  age. 

"Why  Worry"  is  a  20  minute  audio/visual, 
presented  by  Jan  Francis,  perhaps  best 
known  for  her  role  in  the  TV  Comedy  "Just 
Good  Friends". 

The  video  is  aimed  principally  at  women 
of  child-bearing  age,  and  it  illustrates  the 
importance  of  Rubella  immunisation 
through  several  fictional  situations  in 
which  a  pregnant  woman  comes  into 
contact  with  Rubella.  The  message  is 
further  endorsed  by  sequences  showing 
interviews  with  four  Sense  families  who 
have  Rubella  children.  The  families  are: 

Peter  and  Mary  Holman  with  son 
Richard  (aged  7) 

Frank  and  Josie  Connolly  with  son 
Malachy  (aged  1 7) 

Debbie  Smith  with  daughter  Lucy 
(aged  3) 

Norman  Brown  with  son  Stephen 
(aged  19) 

"Why  Worry"  is  available  in  VHS  format  at  a 
cost  of  £15.00  including  postage  and 
packing.  A  limited  number  of  copies  are 
available  on  short-term  loan. 


Videos  and  posters  available  through  the 
National  Rubella  Council,  105  Gower 
Street,  London  WC1 E  6AH. 


Death  of  a  Child 

We  have  heard  recently  of  the  tragic  case 
of  a  mother  who  killed  her  nine-month  old 
rubella  handicapped  daughter. 

The  child  had  been  born  prematurely, 
with  severe  heart  defects,  breathing 
difficulties,  deafness.visual  damage  and 
other  problems.  The  mother  was  said  to 
have  'performed  miracles'  in  keeping  the 
child  alive  during  the  early  months  and  she 
pinned  all  her  hopes  upon  the  doctors 
performing  a  heart  operation.  The  doctors 
finally  brought  her  to  the  brink  of  despair 
when  they  told  her  the  operation  would  not 
be  possible. 

With  another  baby  on  the  way  and  in  a 
state  of  acute  depression,  she  decided  the 
baby  would  be  better  off  dead. 

At  the  Old  Bailey,  the  Judge  heard  her 
described  as  a  'perfect'  mother.  He  also 
heard  the  tragic  irony  that  the  doctors  had 
not  expected  the  child  to  last  much  longer, 
yet  had  not  told  the  mother.  He  decided 
'this  is  not  a  case  for  punishment'  and 
released  the  mother  under  two  years 
probation. 

This  is  a  case  which  must  stir  deep 
emotions  among  Sense  members.  We 
would  welcome  letters  on  the  subject. 
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Manor  Ho 


The  Computer  at  the  Manor  House 


At  present  the  programs  that  we  use  are 
of  three  types.  The  first  of  these  are  the 
programs  that  encourage  the  student  to 
watch  the  screen.  Patterns  and  noises 
are  controlled  by  the  student  using  the 
space  bar,  initially,  and  then  the  concept 
keyboard.  The  aim  is  to  show  the  student 
that  the  control  of  the  program  is  in  their 
hands. 

The  second  type  of  program  is 
connected  with  the  student  learning. 
These  programs  are  for  colour  matching 
and  signing  practice.  The  colour 
matching  program  produces  a  coloured 
picture  on  the  screen  if  the  coloured  box 
on  the  concept  keyboard  is  pressed  (red 
box  produces  a  red  house).  There  is  a 
choice  of  12  pictures  at  present,  in  four 
colours.  A  simpler  version  is  being 
produced  with  only  two  colours  available. 
This  program  gives  practice  in  matching, 
(coloured  discs  matched  to  keyboard, 
pressed  to  get  picture  on  screen)  signing 
—  press  red.  green  etc.  to  get  reward  of 
picture:  names  of  objects  (make  a  red 
house  —  press  concept  keyboard  to  get 
red  house):  and  for  same  and  different  — 
producing  like  and  unlike  pictures 
pointed  to  on  screen. 

We  are  trying  to  develop  other 
programs  for  signing.  We  now  have  one 
with  a  knife,  a  fork  and  a  spoon  stuck  to 
a  sheet  of  paper.  If  the  correct  article  is 
touched  the  reward  is  a  flashing  picture 
of  the  object  on  the  screen  and  a  noise. 
The  next  stage  of  this  program  is  to  use 
a  picture  of  the  object  and  then  finally 
the  words. 

One  of  the  aims  with  all  these 
programs  is  that  eventually  the  student 
can  work  unaccompanied,  selecting  their 
own  programs  and  running  them. 

Other  programs  we  use  are 
connected  with  movement,  running, 
walking,  jumping,  swimming  etc.  and  with 
sequences.  Here  the  student  has  to  get 
the  actions  in  the  correct  order. 


€et  the  St 


Tony  Kirk,  Community  Officer  at  the 

Manor  House,  describes  how  the 
computer  is  used  with  the  students. 

We  use  a  program  to  help  with  simple 
adding  up  and  counting  (how  many  cars? 
—  if  correct  cars  move  off). 

We  also  use  a  program  called  prompt, 
which  is  a  simple  word  processor.  This 
can  be  used  to  write  letters  or '  to 
communicate     with     the     student.     An 


of   being    scored    in    our   usual   way   to 
assess  the  progress  of  our  youngsters. 

Perhaps  the  most  important  use  for 
our  BBC  computer  at  present  is  as  part 
of  a  link  between  The  Manor  House  and 
our  house  in  the  community.  Using  a 
modem  at  each  end  we  are  able  to 
establish  a  back  to  back  link  up.  We 
phone  the  house,  where  a  large  light  on 
the  wall  flashes  in  conjunction  with  the 
telephone    ringing.    Karen,    one    of    the 


Paul  meets  the  computer 

overlay  is  available  to  allow  the  use  of 
the  concept  keyboard  with  large  letters. 

The  last  program  in  regular  use  by  our 
more  able  students  is  one  with  games  on 
it.  These  are  most  popular  and  are 
valuable  in  helping  with  hand  and  eye 
co-ordination. 

We  have  gradually  reduced  the 
number  of  programs  which  are  being 
used,  so  that  now  we  have  a  file  of  well 
documented  progams  which  are  capable 


students  in  the  house,  picks  up  the 
'phone,  plugs  in  the  computer  and 
modem,  and  the  link  is  established- 
Karen  is  able  to  ring  The  Manor  House, 
when  the  tone  of  the  computer  is 
recognised,  the  link  is  made.  This  ability 
to  hold  a  "conversation"  over  the 
telephone  has  been  extremely  valuable. 

Tony  Kirk 
Community  Officer 


We  got  some  of  the  staff  sitting  for  long  enough  to  introduce  you.  More  next  issu< 


LEFT:  Jill  and  John  Blanchard.  with  June  Brooks  (deputy) 


RIGHT:  The  Werrington  Workshop  Staff. 

Top  Row:  Tony  Kirk  (Community  Officer),  Tony  Knight  and  Scott  Hall 

Bottom  Row:  Jenny  Knight,  Jan  Leader  and  Jean  Woodward 
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NEWS  FROM  THE  NATIONAL  RUBELLA  COUNCIL 


MAY  1986 


Princess  of  Wales  finds  out  the  facts 

On  11  December  1 985,  HRH  the  Princess  of  Wales  launched  the 
National  Rubella  Council's  Drive  to  increase  the  uptake  of 
rubella  immunisation  among  adult  women. 

The  Princess  visited  the  Public  Health  Service  Laboratory  at 
Ashford,  Kent  and  was  shown  how  blood  samples  are  tested  for 
rubella  antibodies.  The  Patron,  who  was  accompanied  by  Jan 
Francis  (see  story)  presented  rubella  credit  cards  to  six  women 
who  had  recently  had  their  rubella  status  checked. 


Li 


|JJ 


BAFTA  Premiere  of 
Why  Worry? 

The  National  Rubella  Council's  new 
video  film,  "Why  Worry?''  will  be 
launched  at  the  British  Academy  of 
Film  and  Television  Arts,  Piccadilly, 
on  Tuesday  13  May  1986  in  the 
Princess  Anne  Theatre. 

_  This  20  minute  film,  presented  by  Jan 
Francis,  is  aimed  specifically  at  adult 
women.  Far  too  many  women  think 
they  have  had  rubella  and  become 
pregnant  without  having  a  simple  blood 
test  to  determine  whether  or  not  they 
are  immune.  Equally  worrying,  is  the 
number  of  women  who  have  had  one 
child  and  think  they  are  immune.  In 
theory  all  women  should  be  tested  for 
rubella  antibodies  during  their  antenatal 
clinic  visit  and  those  who  are  found  not 
immune  should  be  offered  the  vaccina- 
tion post  partum  to  protect  future  pre- 
gnancies. Unfortunately,  records  show 
that  this  is  not  always  done  and  over 
half  of  the  infants  born  with  the  con- 
genital rubella  syndrome  are  second  or 
later  births. 

The  film  includes  interviews  with 
families  of  rubella  damaged  children 
and  also  shows  the  everyday  circumst- 
ances in  which  women  can  come  into 
contact  with  rubella.  The  message  is 
clear:  check  your  rubella  status  now 
and,  if  necessary,  have  the  rubella 
vaccination  three  months  before  you 
plan  to  become  pregnant. 

Running  time  20  minutes.  The  video 
(on  VHS)  can  be  purchased  for  £15  or 
can  be  hired  from  the  National  Rubella 
Council,  105  Gower  Street,  London 
WC1E6AH. 

Princess  Diana,  Patron  of  the 
National  Rubella  Council,  at  the 
public  health  laboratory  at  the 
William  Harvey  Hospital  in  Ashford, 
Kent 


"WHY  WORRY?"  —  a  new  video  —  see  page  3 

"So  you  see  it  really  is  easy  to  prevent  and  vitally  important..." 

(Jan  Francis) 


UP,  UP,  UP  AND 
AWAY  FOR  THE 
RUBELLA 
CAMPAIGN 

A  unique  publicity  campaign  in  north 
Staffordshire  has  sent  the  rubella  mes- 
sage all  the  way  to  France.  The  bal- 
loons were  launched  into  the  sky  by  Dr 
Keith  Williams  and  Dr  Douglas  Garvie 
as  part  of  a  campaign  to  persuade  girls 
to  be  vaccinated  against  rubella. 

The  campaign  —  linked  with  com- 
puterisation of  the  vaccination  service 
and  the  appointment  of  extra  staff  to 
ensure  all  girls  are  contacted  —  in- 
creased the  uptake  of  rubella  im- 
munisation by  youngsters  aged  1 2  to  1 4 
to  95%. 

Said  Dr  Williams,  "The  campaign  has 
been  a  great  success  and  north  Staf- 
fordshire must  now  have  the  highest 
rates  in  the  West  Midlands.  And  by 
accident,  balloons  might  have  encour- 
aged some  girls  in  France  to  have  the 
rubella  vaccination!". 

Why  Worry?' 

A  new  video  from  the  National 
Rubella  Council. 

Running  time  20  minutes.  The  video 
(on  VHS)  can  be  purchased  for  £15  or 
can  be  hired  from  the  National  Rubella 
Council,  105  Gower  Street,  London 
WC1E  6AH. 


Jan  Francis,  presenter 
of  'Why  Worry?' 

A  scene  from  'Why  worry?'  featuring 
Debbie  Smith  and  her  daughter  Lucy. 


REGIONAL  ACTION 

COMMITTEES 

LUNCH 

Members  of  the  National  Rubella  Coun- 
cil and  Regional  Rubella  Action  Com- 
mittees will  meet  together  at  a  lunch  on 
Friday,  30  May  1986  in  the  Roof  Room 
at  MENCAP.  They  plan  to  exchange 
ideas,  learn  more  about  the  role  of  the 
Council  in  the  campaign,  and  define 
clearly  the  role  of  the  Action  Groups. 

RUBELLA  GROUP  CALLS 
FOR  VOLUNTEERS 

The  South  Wales  Rubella  Action  Group 
says  their  task  is,  "to  make  the  popula- 
tion aware  of  rubella  and  then  convert 
that  awareness  into  positive  action  in 
every  family  in  every  community".  They 
now  need  volunteers  to  distribute  their 
posters  and  anyone  interested  should 
contact  them  direct. 


WOMAN  MAGAZINE  HELPS 
RESEARCH  PROJECT 

Last  year  WOMAN  Magazine  chose  a 
particular  research  project  to  benefit 
from  reader's  generosity  and  £18,000 
was  set  aside  for  it. 

A  team  lead  by  Dr  Arnold  Cohen  at 
University  College  Hospital,  London  is 
developing  a  test  which  will  eventually 
enable  doctors  to  detect  whether  a 
baby  whose  mother  has  suffered  from 
rubella  in  pregnancy  has  been  affected. 

If  rubella  is  caught  in  early  pregnancy 
it  can  result  in  severe  abnormalities  in 
the  unborn  child  which  cannot  be 
detected  with  an  ultrasound  scan.  Be- 
cause of  this,  women  who  are  known  to 
have  rubella  during  pregnancy  are 
advised  to  have  an  abortion.  But  the  sad 
fact  is  that  from  30-50%  of  babies  will 
not  have  been  affected. 

Dr  Cohen's  team  is  on  the  way  to 
perfecting  a  simple  test  which  would 
show  if  the  unborn  baby  has  rubella  as 
well  as  the  mother. 
(WOMAN  February  1986) 
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Sense 


SENSE-in-the-Midlands 
Principal:  JOHN  HATTQN 


The  National  Deaf-Blind  and  Rubella 
Association 

4  Church  Road,  Edgbaston,  BIRMINGHAM 


SENSE  IN  THE  MIDLANDS 


SENSE  -in-the-Midlands, the  Midlands  Centre  of  The  National 

Deaf-Blind  and  Rubella  Association  has  been  established 

on  the  site  of  the  former  Royal  School  for  Deaf  Children 

in  Birmingham.  The  Centre  occupies  a  large,  easily  accessible 

site  near  the  centre  of  Birmingham,  and  will  offer  a 

number  of  services,  for  deaf-blind  and  rubella  handicapped 

people  themselves,  for  their  families  and  for  the  people 

who  work  with  them.  Services  will  be  offered  both  on 

site  and  off,  and  will  be  both  residential  and  day. 

The  services  offered  can  be  listed  under  three  headings. 

1.  Department  of  Further  Education  and  Rehabilitation. 

2.  Family  Centre. 

3.  Support  Service  Department. 

1 .  Department  of  Further  Education  and  Rehabilitation 

The  Further  Education  and  Rehabilitation  Centre  will 
take  its  first  group  of  students  in  October  1986,  and 
during  the  next  eighteen  months  it  will  build  up  its 
residential  facilities  to  cater  for  up  to  thirty-six 
students.  Throughout  a  student's  placement  with  us,  a 
close  relationship  with  the  family  and  a  named  person 
from  the  Local  Authority  will  be  essential. 

Accommodation,  which  is  being  specially  designed,  will 
be  for  family  units  of  up  to  five  people.  Each  unit  will 
have  its  own  entrance,  common  room  and  kitchen  area  and 
a  combination  of  single  and  double  bedrooms.  The  first 
8  students  will  be  housed  in  existing  accommodation  until 
Stage  1  of  the  building  modifications  has  been  completed. 

Throughout  the  Course,  which  will  last  for  a  period  of 
up  to  five  years,  work  with  students  will  reflect  their 
individual  needs,  with  an  emphasis  on 

(a)  Training  in  the  use  of  residual  vision  and  hearing. 

(b)  Communication  skills. 
( c  )  I  ndependence . 

(d)  Leisure  and  work  skills. 

(e)  Physical  development. 

(f)  Social  and  emotional  development. 


After  an  initial  assessment,  there  will  be  reviews  at 

six  and  twelve  months  and  thereafter  annually,  to  monitor 

the  students'  needs,  their  progress  and  their  future  placement 

The  Centre  is  planning  off-site  long-term  care  facilities 
in  the  future.  Although  no  guarantee  can  be  given  as 
to  placement  at  the  end  of  the  Course,  the  Centre 
will  do  all  that  it  can  to  ensure  that  an  appropriate 
placement  is  found. 

Although  the  Course  will  be  based  on  individual  programmes, 
the  Centre  will  have  a  bias  initially  towards  those  deaf- 
blind  people  with  a  low  level  of  attainment. 

The  staffing  level  will  reflect  the  high  level  of  contact 
necessary  for  the  care  and  education  of  these  students. 
The  Centre  will  be  open  for  fifty-two  weeks  a  year. 

Applications  on  behalf  of  deaf-blind  persons  over  the 
age  of  16  are  welcome.  Referrals  should  be  made  to  the 
Department  of  Further  Education,  SENSE-in-the-Midlands . 


2.  The  Family  Centre 

The  Family  Centre  at  SENSE-in-the-Midlands  is  part  of 
SENSE'S  national  Family  Advisory  Service.  The  services 
offered  by  the  Family  Centre  will  include  a  Home  Visiting 
Service,  family  weekends,  parents'  meetings  and  workshops, 
holiday  play  schemes,  courses  and  teacher  support.  The 
Home  Visiting  Service  has,  in  fact,  been  operating  in 
the  Midlands  since  May  1984,  and  family  weekends  have 
been  arranged,  using  the  Family  Centre  in  Ealing.  A  new 
Family  Centre  at  Edgbaston  will  mean  that  more  can  be 
offered  and  supplied  from  a  Midlands  base.  The  new  Family 
Centre  will  be  on  site  from  February  1987,  and  will  include 
a  large  house  and  garden,  providing  overnight  accommodation 
for  families  visiting  for  assessment,  family  weekends, 
etc.,  meals  for  families  visiting  the  Centre  and  a  safe 
play  area  for  young  deaf-blind  children  and  their  siblings. 
It  will  also  provide  a  teaching  unit  linked  to  the  house, 
including  a  play  room,  small  training  room  for  observing 
and  assessing  individual  young  deaf-blind  children,  organising 
play  activities  for  small  groups  of  young  deaf-blind 
children,  etc.  This  area  will  also  provide  a  venue  for 
parent  and  professional  workshops  and  small  courses. 


The  Centre  will  serve  the  same  area  as  the  one  at  present 
covered  by  the  present  Peripetatic  Advisory  Teacher. 
As  this  site  is  easily  accessible  for  much  of  this  area, 
it  could  be  used  by  families  and  professionals  for  day 
visits,  as  well  as  extending  the  possibility  of  weekend 
visits  by  families  for  whom  the  Family  Centre  at  Ealing 
is  not  a  possibility.  Further  details  can  be  obtained 
from  Mrs  D.Norris,  Head  of  the  Family  Centre,  SENSE-in- 
the-Midlands  . 


3.  Support  Services  Department 

A  Support  Service  Team  will  be  built  up  on  site  to  consist 
of  a  range  of  professionals,  e.g.  Educational  Psychologist, 
Movement  Specialist,  Communications  Officer,  Rehabilitation 
Officer,  Social  Worker  and  a  Course  Organiser. 

This  Team  will  provide  support  and  in-service  training 
to  the  staff  that  exist  on  site,  but  also  offer  an  off- 
site  service  to  those  professionals  working  with  individual 
deaf-blind  people  in  a  variety  of  settings.  This  Department 
will  be  available  to  run,  or  to  take  part  in,  In-Service 
Training  Courses  for  such  professionals,  either  in  their 
place  of  work  or  on  site  here  at  Edgbaston. 

Courses  will  be  offered  on  aspects  of  work  with  deaf- 
blind  people,  and  these  will  be  open  to  any  interested 
worker.  Reguests  for  help  in  this  way  should  be  made 
to  the  Principal,  SENSE-in-the-Midlands . 

For  any  more  information,  please  contact: 


SENSE- 

-IN-THE 

-MIDLANDS 

4 

Church 

Road 

Edgbas 

ton 

BIRMINGHAM 

B15  3TD 

Tel 

:  021  454  2405 

-:  :■-■•■-.  *-.■:■•:■  ■.■■,,.■■■■■■.-.■:     :■■:;■    //'./*'-' 


A  Company  Limited  by  Guarantee  Registered  in  England 
and  Wale*   Company  No   1825301 


Registered  in  accordance  with  the  National  Assistance 
Act  1948  and  the  Chanties  Act  1960  Charity  No.  289868 


POINTS  FROM  THE  POST 

Family  Doctor  (January  1986)  printed 
an  article,  "The  case  for  immunisa- 
tion ".  The  National  Rubella  Council 
replied:  "The  article  gives  most  wel- 
come publicity  to  our  Campaign.  We 
are  however,  concerned  about  two 
pieces  of  misinformation  which 
appeared  in  the  last  two  paragraphs. 

In  the  schoolgirl  vaccination  prog- 
ramme, all  girls  are  vaccinated  without 
screening  and  are  not,  as  you  advised, 
given  a  blood  test. 

Although  a  woman  who  is  known  to 
be  pregnant  would  not  be  vaccinated 
and,  indeed,  women  are  advised  not  to 
become  pregnant  for  three  months  after 
vaccination,  there  is  increasing  evi- 
dence to  suggest  that  vaccination  dur- 
ing pregnancy  does  not  affect  the 
foetus". 


"BE  HEALTHY  BE 
HAPPY" 

This  "Be  Healthy  Be  Happy"  series, 
compiled  by  the  Health  Education  Unit 
at  the  Barony  Hospital,  Nantwich  fea- 
ture rubella  immunisation.  It  stresses 
the  importance  of  not  confusing  rubella 
with  ordinary  measles  and  says,  "You 
may  think  German  measles  (or  rubella) 
is  a  disease  so  harmless  you  don't  need 
to  bother  about  it.  You  may  think  your 
daughter  has  had  it  so  she  won't  get  it 
again.  If  you  think,  for  either  or  these 
reasons,  there  is  no  need  for  your 
daughter  to  be  immunised  you'll  be 
wrong!  .  .  .  Remember,  when  you  have 
your  daughter  immunised  against 
rubella  you  are  protecting  your  unborn 
grandchildren". 


USING  YOUR  LOCAL  RADIO 

BBC  local  radio  training  unit  held  a  special  training  day  in  February  for 
representatives  from  Rubella  Regional  Action  Groups.  Members  attended  from 
three  Welsh  areas  —  west,  north  and  south  Wales,  Oxford,  northwest  and 
southeast  Thames,  MENCAP  and  SENSE.  The  purpose  of  the  day  was  to  provide 
participants  with  skills  in  making  contact  with  local  radio  stations,  interviewing, 
writing  press  releases  and  getting  the  message  across. 


WHAT  THE  PAPERS  SAY 


"The  battle  to  bring  Andrew  a 
better  life" 

Andrew,  who  is  11,  is  deaf  and  blind 
because  his  mother  contracted  rubella 
during  pregnancy.  The  special  skills 
needed  to  teach  Andrew  are  very  thin 
on  the  ground,  in  fact  there  are  ony  6 
people  in  Britain  who  are  qualified.  But 
help  is  on  the  way  in  the  shape  of  the 
Campaign  launched  by  Jack  Ashley  MP 
who  himself  is  deaf.  Andrew's  parents 
are  backing  Mr  Ashley's  campaign  and 
say  that  if  it  is  a  success  it  could  mean  a 
whole  new  life  for  children  like  Andrew 
and  families. 

The  tragic  thing  about  Andrew's  case 
is  that  it  could  have  been  prevented. 
Despite  tests  early  in  the  pregnancy 
after  she  found  a  rash  on  her  body,  Jill 
was  told  she  was  clear  of  rubella.  At  the 
time  the  doctors  were  not  even  con- 
vinced she  was  pregnant  and  by  the 
time  the  mistake  in  the  tests  had  been 
discovered  it  was  too  late.  Dick  and  Jill 
Derwent  are  fighting  for  more  public 
awareness  about  the  dangers  of  rubella 
and  believe  that  the  Princess  of  Wales' 
involvement  in  the  Campaign  has 
helped  a  lot.  Mr  Derwent  said,  "It  is 
essential  that  every  mother  has  her 
daughter  vaccinated  against  rubella 
and  that  way  perhaps  we  can  prevent 
this  happening". 

(Letchworth  &  Baldock  Citizen,  February 
1986) 

SENSE  The  National  Deaf  Blind  and  Rubel- 
la Association  has  said  it  knows  of  least  600 
deaf-blind  cases  —  mostly  through  rubella 
and  more  coming  in  every  day.  Of  that 
figure,  200  are  under  5  years  of  age  and 


there  are  certainly  many  more  people 
suffering  from  rubella  damage  who  have  not 
yet  contacted  SENSE. 

NORTH  WARWICKSHIRE 
CLAIMS  LEAD  IN  RUBELLA 
CAMPAIGN 

North  Warwickshire  Community  Health 
Council  published  statistics  showing 
that  while  the  average  national  uptake 
of  rubella  immunisation  is  84%,  it  has 
been  98%  for  two  years  in  north 
Warwickshire  with  a  predicted  99%  this 
year.  The  CHC  report  praised  the 
enthusiasm  of  the  school  health  staff 
and  GPs  and  said  it  hopes  100% 
immunisation  will  soon  be  achieved  in 
north  Warwickshire  to  stamp  out  the 
illness  totally. 

(Evening  Tribune,  Nuneaton  February 
1986) 

BOOST  FOR  VACCINE  RATE 
ON  THE  WAY 

Wigan  Health  Officers  have  drawn  up 
new  ideas  to  improve  the  total  number 
of  school  girls  who  are  vaccinated 
against  rubella.  Over  the  1984/1985 
period  94%  of  the  possible  figure  of  girls 
received  the  vaccination  but  the  area 
aims  to  reach  the  national  target  of 
95%.  One  suggestion  would  change 
vaccination  back  from  the  1st  year  in 
secondary  school  to  the  last  year  in 
primary  school.  It  is  thought  this  would 
result  in  improvement  of  the  number  of 
girls  being  vaccinated.  Other  possibili- 
ties include  operating  the  health  prog- 
ramme to  the  school  year  and  involving 
health  visitors. 
(Wigan  Evening  Post  February  1986) 


A  family   §■■ 
tragedy  that 
could  and 
should  have 
been 
prevented 

Last  September  a  mother  suffocated 
her  severely  handicapped  daughter 
two  hours  after  she  and  her  husband 
were  told  by  specialists  that  there 
was  "no  hope"  of  their  child  ever 
being  normal.  The  baby  aged  eight 
months,  was  born  partially  blind,  deaf, 
and  with  heart  and  brain  damage 
because  her  mother  contracted  rubella 
during  pregnancy. 

The  mother,  who  was  not  told  that  her 
child  probably  had  only  months  to  live, 
was  pinning  all  of  her  hopes  on  the  baby 
recovering.  When  told  that  nothing 
further  could  be  done  for  her  child  she 
suffocated  the  baby  because,  "I  didn't 
want  her  to  suffer  any  longer". 

Mrs  Irani  is  now  pregnant  with  a 
second  child.  She  was  placed  on  proba- 
tion for  two  years  after  admitting  the 
infanticide  of  her  daughter. 

The  lessons  are  twofold.  First,  had 
Mrs  Irani  been  protected  against  rubella 
before  her  pregnancy  the  chances  are 
that  her  child  would  have  been  born 
healthy.  Secondly,  why  were  the  pa- 
rents not  given  help  and  support  with 
their  severely  handicapped  infant?  Very 
often  the  support  of  voluntary  organisa- 
tions and  other  parents  who  have  faced 
the  same  problems  can  enable  parents 
to  cope  with  the  crises  and  come  to 
terms  with  their  child's  handicaps. 

The  National  Rubella  Council's  prim- 
ary objective  is  to  increase  immunisa- 
tion against  rubella  and  to  prevent  the 
birth  of  infants  with  the  congenital 
rubella  syndrome.  But,  at  the  same 
time,  the  Council's  member  organisa- 
tions' aims  are  to  advise  and  support 
families  with  handicapped  children,  and 
to  ensure  that  they  receive  the  services 
and  benefits  to  which  they  are  entitled. 

The  voluntary  organisations  provide  a 
nationwide  network  of  support  groups 
and  regional  officers.  Readers  are 
urged  to  find  out  the  contacts  of  their 
local  organisations  and  to  try  to  in- 
crease local  awareness  of  them  and  the 
services  that  they  provide.  (Addresses 
of  the  voluntary  organisations'  national 
headquarters  are  listed  on  page  4.  All 
will  supply  information  packs,  including 
regional  and  local  contacts.) 


Who's  Who  at  the 
National  Rubella 
Council  office 

Gloria  Abramoff  joined  the  National 
Rubella  Council  as  full  time  Campaign 
Coordinator  at  the  beginning  of  October 
1985.  Shestarted  her  career  working  in 
day  centres  for  elderly  and  physically 
handicapped  people  in  Camden.  After 
she  completed  her  professional  training 
in  social  work,  she  joined  BBC 
Television  as  a  researcher  in 
community  programmes  and  then 
moved  to  BBC  Radio  London  to  work  in 
their  education  department  for  the  next 
six  years.  During  thattime  she 
produced  programmes  of  interest  to 
women,  community  groups  and 
handicapped  people,  and  award 
winning  documentary  features.  Her  last 
year  at  the  BBC  was  spent  in  Radio  4, 
Continuing  Education,  specialising  in 
health  education  programmes. 

Vanessa  Casson  joined  the  campaign 
office  as  full-time  PA  at  the  end  of 
October  1985.  Previously  she  worked 
for  the  BBC  for  five  years,  spending  two 
years  with  BBC  Local  Radio  —  London 
in  their  Education  Department  working 
on  educational  and  ethnic  program- 
mes, in  addition  to  organising  a  daily 
two  hour  off-air  advice  line  on  a  variety 
of  subjects.  She  spent  the  next  three 
years  with  BBC  Radio  4  working  in  their 
Drama  Department. 

DIARY  OF  EVENTS 

1 3  MAY  1 986  —  BAFTA 

Launch  of  the  campaign's  new  video 
"Why  Worry?",  aimed  at  adult  women 
of  childbearing  age. 

1  JULY  1986  —  THE  ROBIN  BROOK 
CENTRE.  ST  BARTHOLOMEWS 
HOSPITAL 

NE  Thames  Regional  Rubella  Confer- 
ence. 

3  JULY  1986  —  HOUSE  OF  COM- 
MONS 

Conference  for  women  from  all  over 
Britain. 


Readers  are  invited  to  send  their 

newsand  ideas  for  the  campaign  to: 

The  National  Rubella  Council 

1 05  Gower  Street 

London  WC1E6AH 

(01-387  8033) 

Chairman: 

Lady  Wilson,  OBE 

Vice-chairmen: 

Mary  Holland,  Rodney  Clark 

Coordinator: 

Gloria  Abramoff 


House  Of  Commons 
Meeting 

On  3  July  1986  women  from  all  over 
Britain  will  meet  together  in  the 
House  of  Commons  to  discuss  how 
to  promote  the  Campaign  to  ensure 
that  all  women  beyond  school  age 
are  protected  against  rubella. 

Speakers  will  include  Professor 
Catherine    Peckham,    Jan    Francis 

Cresenter   of    "Why   Worry?"    and 
ady  Wilson,  OBE,  Chairman  of  the 
National  Rubella  Council. 


GO  FOR  IT' 

This  video  on  VHS,  or  Betamax  or 
16mm,  starring  Kim  Wilde,  can  be  hired 
or  purchased  for  £12.50  from  the 
National  Rubella  Council.  In  a  special 
letter  to  schoolgirl  viewers  Kim  Wilde 
says,  Thanks  for  watching  the  video 
and  I  hope  you  now  understand  how 
important  it  is  for  you  to  be  vaccinated 
against  rubella  ...  All  it  takes  is  a 
completely  safe  injection  .  .  .  why  wait 
—  vaccinate  when  it's  offered  to  you  at 
school.' 


The  National  Rubella  Council  was  formed  in  1 983.  It  brings  together  the 
Health  Departments  of  England,  Wales  and  Northern  Ireland,  the  Health 
Education  Council  and  1 1  national  voluntary  organisations. 


SENSE  (National  Deaf-Blind  & 

Rubella  Association) 

311  Grays  Inn  Road, 

London  WC1X8PT 

Contact:  Rodney  Clark  (Co-Vice 

Chairman  of  Council) 

01 -278 1 000  &  1009 

The  Royal  National  Institute  for  the 

Blind 

224  Great  Portland  Street, 

London  W1N6AA 

Contact:  Anne  Hare-Brown 

01-3881266 

The  Royal  National  Institute  for  the 

Deaf 

1 05  Gower  Street, 

London  WC1E6AH 

Contact:  Alan  Purves 

01-3878033 

The  Spastics  Society 
12  Park  Crescent, 
London  W1N4EQ 
Contact:  Anita  Maunsell 
01-6365020 

Department  of  Health  &  Social 
Security 

Alexander  Fleming  House, 
Elephant  and  Castle, 
London  SE16BY 
Contact:  Len  Wilson 
01 -407  5522  ext  7749 

Welsh  Office 

Health  Policy  Division, 
Cathays  Park, 
Cardiff  CF12NQ 
Contact:  Richard  Hughes 
Cardiff  (0222)  8251 1 1  ext  3393 

DHSS  (Northern  Ireland) 

Dundonald  House, 
Upper  Newtownards  Road, 
Belfast  BT4  3SF 
Contact:  Mr.  Phelim  Green 
Belfast  (0232)  6501 1 1  ext  634 

Health  Education  Council 

78  New  Oxford  Street, 
LondonWC1A1AH 
Contact:  Dr.  Margaret  Jones 
01-6310930 


Action  Research  for  the 

Crippled  Child 

31  North  Parade, 

Horsham,  West  Sussex  RH1 2  2DA 

Contact:  Eric  Stonefield 

Horsham  (0403)  641 01 

British  Heart  Foundation 

1 02  Gloucester  Place, 

London  W1H4DH 

Contact:  Professor  J. P.  Shillingford 

01-9350185 

IRIS  Fund  for  the  Prevention  of 

Blindness 

York  House  (Ground  Floor), 

1 99  Westminster  Bridge  Road, 

London  SE17UT 

Contact:  Mrs.  S.  Burr 

01-9287743 

MENCAP  (Royal  Society  for  Mentally 

Handicapped  Children  and  Adults) 

123  Golden  Lane, 

London  EC1Y0RT 

Contact:  Mary  Holland  (Co-Vice 

Chairman  of  the  Council) 

01-2539433 

National  Deaf  Blind  Helpers'  League 
18  Rainbow  Court, 
Paston  Ridings, 
Peterborough  PE4  6UP 
Contact:  Mrs.  A.  Barnett 
Peterborough  (0733)  7351 1 ) 

National  Deaf  Children's  Society 
45  Herefor  Road, 
London  W2  5AH 
Contact:  Mrs.  Joanna  Gray 
01-2299272 

IMPACT 

22  The  CI  iff, 

Roedean, 

Brighton, 

East  Sussex  BN25RE 

Contact:  Lady  Wilson  OBE 

(Chairman  of  Council) 

Brighton  (0273)  607667 

Addresses  of  Regional  Action 
Committees  are  available  from  The 
National  Rubella  Council  office. 


The  National  Rubella  Council  is  grateful  to  The  Spastics  Society  for  supporting  the  production  of  this  issue  of  UPTAKE. 

Primed  by  Spider  Web 


»e  Reports 


Princess  Anne  meets  the  Manor  House  students!  Kanhai  (left),  David  and  Janet 
demonstrated  their  skills  when  the  Princess  visited  their  riding  stables  in 
Peterborough. 


Using  a  Simple  Symbol  System 


The  notion  of  language  without  speech 
grew  on  me  rapidly  and  frighteningly  when 
I  tried  to  imagine  what  it  might  be  like  to  be 
totally  blind  and  deaf  without  the  advantage 
of  previously  acquired  language. 

I  surmised  that  some  sort  of  concrete 
language  would  be  necessary  —  then  I 
took  the  matter  further,  soon  realising  that 
the  concrete  language  I  had  in  mind  was 
based  upon  familiar  words,  sentences  and 
language  structure. 

Where  to  begin?  How  to  begin?  These 
were  questions  I  could  not  start  to  answer 
until  I  had  experienced  at  first  hand  the 
problems  of  helping  one  or  two  severely 
mentally  handicapped  deaf-blind  young- 
sters to  acquire  a  few  language  labelled 
concepts. 

Gradually  I  was  able  to  organise  my 
|  thoughts  about  programmes  which  might 
I  help  non-communicating  students  to  acquire 
t  a  basic  symbol  vocabulary. 

|  "The  symbol  system  has  several  specific 

but  not  exclusive  advantages.  No  attention 
I  span  is  required.  There  is  no  reliance  on 

short  term  memory  during  training,  because 
:  the  word  or  sentence  remains  on  the  board 

during  the  learning  process,  (Deich  and 

Hodges  1977). 

A  common  format  for  introducing  new 

symbols  to  students  has  been  devised  as 

follows: 

•  Sort  and  match  symbols. 

•  Associate  symbols  with  their  meanings. 

•  Remember  shape  and  form  of  symbol 
by  the  use  of  templates,  cutting  out  etc. 

•  Discriminate  new  symbol  with  learned/- 
unlearned  symbols. 


Reference  -  Language  without  speech,  p.200,  R. 
Deich  and  P.  Hodges  1977  Human  Horizons 
Series,  Souvenir  Press 


John  Blanchard,  Principal  at  the 

Manor  House,  describes  a  Symbol 

System    devised    for    one    of    his 

students. 

•  Re-associate  meaning  of  newly  learned 
symbol. 

•  Communicate  with  symbol(s). 

•  Enlist  the  help  of  a  third  person  to 
generalise  learning. 

•  Associate  newly  learned  symbol  with 
sign. 


At  present,  the  student  using  the  symbol 
system  has  very  poor  vision;  sight  in  one 
eye  only.  He  is  severely  mentally  handi- 
capped. He  cannot  speak  and  does  not 
appear  to  have  acquired  a  signing  vocabulary. 

His  present  understanding  of  symbols 
is  as  follows:  He  can  associate  food,  drink, 
knife,  fork,  cup,  plate.  He  can  go  to  toilet/- 
bedroom  (when  handed  the  symbol).  He 
has  spontaneously  fetched  the  food  symbol 
to  request  food. 

To  date  the  introduction  of  new  symbols 
has  been  as  follows: 


1  me/you 


2  toilet 


u 


&n 


3  go 


4  food/drink 


« 


5  bedroom 


6  please-give 


«7 


7  knife/fork 


I 


8  box 


9  put 


XI^ 


0 


10  discriminate  put  and  please-give 

1 1  plate/cup 


O  SJ) 


. 
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The  Canadian  Conference 


I  arrived  at  the  W  Ross  Macdonald  School 
in  Brantford,  Ontario,  just  before  midnight 
on  a  Saturday.  I  was  not  expected  until 
lunch-time  the  following  day,  but  my  sudden 
appearance  was  met  with  delighted  surprise 
and  a  warm  welcome  very  typical  of  the 
hospitality  I  was  to  experience  throughout 
the  Conference. 

A  Wide  Range  of  Topics 

The  range  of  topics  covered  during  the 
three  days  of  the  Conference,  on  "Deaf- 
Blind  Education  and  Services"  was  tantal- 
isingly  wide  and  some  difficult  decisions 
were  needed  as  it  was  only  possible  to 
attend  a  third  of  the  thirty  sessions  offered. 


Dr  Sherrill  Butterfield  of  the  Multi- 
handicapped/Deaf-Blind  program  at 

Boston  College,  Massachussetts, 
USA,  who  gave  the  keynote  address. 

Topics  included  "Immunisation",  "Working 
with  the  Intervenorin  Home  and  Community 
Settings",  "Planning  and  Programming  for 
Integration",  "Seizure  Activity",  "Parents 
Look  at  the  Residential  School  Programme", 
"Genetic  Abnormalities",  "Funding  Support" 
and  "The  Impact  of  Professionals  on  the 
Family". 

Most  mealtimes  saw  lots  of  collusion 
between  friends,  colleagues  and  recent 
acquaintances  to  sort  out  who  was  attending 
which  sessions  so  that  later  informal  feed- 
back could  ensure  that  as  much  information 
as  possible  was  shared. 

A  comforting  safety  net  will  be  provided 
by  the  published  Proceedings  of  the  Con- 
ference later  this  year.  The  Proceedings  of 
the  1 983  Canadian  Conference  have  been 
very  useful  to  me  in  my  work  over  the  past 
two  years  and  I  look  forward  eagerly  to  the 
arrival  of  the  Proceedings  of  this  year's 
Conference. 

Family  Involvement 

Dr  Sherrill  Butterfield,  from  Boston,  opened 
the  Conference  with  a  talk  on  "The  Needs 
of  the  Deaf-Blind  and  their  Families"  and 
set  the  tone  for  the  whole  three  days  by  the 
stress  she  placed  on  the  word  "families".  In 
speaking  of  parents'  rights  she  included 
several  which  would  still  be  considered 
very  controversial  in  this  country  —  the 
right  to  be  angry,  the  right  to  a  second 
opinion,  the  right  to  keep  trying  and  the 
right  to  stop  trying,  the  right  to  be  recognised 
as  the  expert  in  charge. 

John  Mclnnes  "Intervention  is  the  Key" 
stated  the  essential  starting  point  for  a 
■..'.'.<■/. -.'  j  '  ><-.' i<;xA\'jt\  programme  -  the 
mtervenor  must  recognise  the  parents  as 
the  main  experts  on  their  child,  and  must 
turn  to  them  as  his/her  first  resource.  Connie 


Daw'd  Brown,  profiled  elsewhere  in 

this  newsletter,  attended  the  recent 

Second  Canadian  Conference  for 

Sense  Here  he  reports  its 

proceedings. 


Southall  "Choosing  An  Intervenor"  felt 
strongly  that  the  best  training  for  an  inter- 
venor was  'hands  on'  experience  with  the 
child  under  the  direct  supervision  of  the 
child's  parents.  Linda  Mamer  "Working  with 
the  Intervenor  in  Home  and  Community 
Settings"  stressed  the  direct  links  between 
the  success  experienced  by  professionals 
working  with  a  multi-sensorily  impaired  child, 
and  the  frequency  of  those  professionals' 
contacts  with  the  child's  family. 

Parents  Confidence 

If  'Parent  Power'  means  anything  in  Britain 
it  seems  to  mean  very  much  more  in  Canada. 
The  ease  and  confidence  with  which  many 
parents  spoke  of  their  children,  their  prob- 
lems, their  needs,  their  rights  and  their 
intentions  was  far  beyond  what  I  have 
experienced  in  this  country.  I  do  not  mean 
parents  speaking  to  an  audience  but  parents 
simply  chatting  over  a  meal  to  a  worker 
from  another  country  who  was  interested 
in  them  and  their  child. 

One  factor  in  this  is  the  existence  of  a 
growing  range  of  specialist  services  from 
provincial  and  municipal  educational  auth- 
orities; having  statutory  authorities  acknow- 
ledge by  their  actions  that  your  child  has 
very  specific  difficulties  which  require  very 
special  educational  provision  must  be  one 
of  the  greatest  boosts  imaginable  for  a 
parent's  confidence. 


were  looking  forward  to  the  next  one,  whilst 
staff  of  the  W  Ross  Macdonald  School 
looked  justifiably  tired  and  didn't  jump  at 


\> 


Wmm 

ASSOCIATION 


The  stand  of  the  Canadian  Deaf-Blind  and 

Rubella  Association,  SENSE'S  sister 

organisation 

Another  factor  behind  parents'  con- 
fidence was  the  understanding  and  insight 
they  all  showed  into  the  whole  philosophy 
of  working  with  a  multi-sensorily  impaired 
child,  which  comes  across  particularly  well 
in  the  book  by  John  Mclnnes  and  Jacquelyn 
Treffry  "Deaf-Blind  Infants  and  Children". 
This,  of  course,  depends  upon  the  avail- 
ability of  a  body  of  professionals  with  the 
skills  and  the  time  to  help  parents  come  to 
this  understanding.  How  much  more  a  parent 
and  a  professional  can  achieve  together 
when  they  meet  for  whole  day  every  fort- 
night! 

At  the  end  of  the  Conference  many 
people  commented  on   how  much  they 


David  Brown  in  conversation  with  John 
Mclnnes  from  W  Ross  McDonald  School. 

John  is  the  author,  with  Jacqueline 

Treffrey,  of  the  classic  book  'Deaf-Blind 

Infants  and  Children'.  He  and  Jacqueline 

will  be  speaking  at  SENSE'S  Weekend  Away 

on  September  20th. 

the  opportunity  to  discuss  1989!  I  do  very 
much  hope  that  there  will  be  a  Third  Canadian 
Conference  to  look  forward  to  —  they  have 
far  too  many  good  things  happening  over 
there  not  to  take  every  opportunity  of 
spreading  the  word  abroad. 


"Large  Cell 

Brailler" 

now  available 


Howe  Press  of  Perkins  School  forthe  Blind 
in  Watertown,  Massachusetts,  USA  is  a 
non-profit  manufacturing  organisation  which 
primarily  produces  the  "Perkins  Brailler". 

For  many  years  Howe  Press  has 
produced  a  modified  Brailler  known  as  the 
Jumbo  Dot  Brailler  which  produced  a 
larger  dot  within  a  larger  cell.  In  addition, 
the  spacing  between  the  cells  was  greater. 
This  type  of  Braille  was  found  especially 
useful  for  persons  with  decreased  tactile 
sensitivity,  especially  the  elderly  and  those 
with  diabetes. 

They  were  also  producing  a  special 
version  of  Jumbo  which  used  the  usual 
Perkins  Braille  Dot  housed  in  the  larger 
cell  and  with  the  increased  spacing. 
Consumer  feedback  told  them  that  this  is 
actually  easier  to  read  and  superior  to  the 
old  Jumbo  Dot  Braille,  therefore  they  are 
retooling  to  make  this  option  readily 
available  to  all.  They  are  calling  this  "Large 
Cell  Braille"andwillrefertothemachineas 
a  "Large  Cell  Brailler". 

Sample  sheets  are  available  from  Howe 
Press  at  no  charge  which  show  the  three 
versions  of  Braille;  Regular,  Large  Cell  and 
Jumbo.  Interested  persons  should  call  or 
write  to  Howe  Press  at  the  address  and 
phone  number  below. 

The  "Jumbo"  Brailler  will  still  be 
available.  When  ordering  the  customer 
must  be  specific  about  the  model  desired. 
Howe  Press  of  Perkins  School  for  the 
Blind 

175  North  Beacon  Street 
Watertown,  MA  02172,  USA 
Tel:  (617)  924-349 
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Sense-Northern  Ireland 

Yes,  it  has  happened  again;  a  new  issue  of 
Talking  Sense  announces  a  new  Branch. 
Once  more  it  is  a  result  of  joining  hands,  of 
old  and  new  families  and  friends  responding 
to  the  time  and  to  one  another  in  saying, 
"We'll  do  it".  It  is  also  a  result  of  the  unsung 
but  invaluable  work  of  our  Family  Advisory 
Service,  which  forged  and  renewed  links 
across  the  Irish  Sea. 

By  the  time  you  read  this,  I  should  have 
been  there  and  back,  having  more  to  tell 
you  in  the  next  issue.  Meanwhile,  welcome 
to  Sense  —  Northern  Ireland.  All  our  best 
wishes  go  to  you. 

Sense-Northern  Ireland 
Muriel  Mathers,  5  Old  Quay  Court, 
Holywood,  Co.  Down  BT1 8  OHT. 
Tel:  023-174-242 

Sense  —  Avon 

Our  healthy  'twig'  in  Avon  is  blossoming. 
These  early  months  have  been  a  time  of 
getting  to  know  one  another  and  of  gently 
drawing  new  contacts  in.  Mavis  Rudman's 
telephone  seems  often  the  first  avenue  of 
approach,  while  Sally  Silverman  spreads 
the  news  as  her  work  takes  her  around. 

As  usual  among  our  parents,  boundaries 
are  seen  as  points  of  co-operation  and  not 
points  of  division,  so  it  is  not  surprising  to 
see  links  developing  with  members  of  other 
groups,  to  the  benefit  of  all. 

It  is  a  good  beginning  and  I  am  looking 
forward  to  going  down  next  week  to  meet 
the  new  members  and  to  share  in  this 
period  of  growth.  Judging  from  what  I  am 
being  asked  to  take  with  me,  there  is  ob- 
viously no  thought  of  pruning  yet. 

Sense  —  Colchester 

Hidden  talents  are  emerging  all  the  time. 
The  new  Treasurer  of  our  Colchester  Branch 
has  revealed  his  signwriting  skills  in  the 
creation  of  a  large  and  expertly  painted 
banner-board  for  the  Branch.  They  now 
have  no  fears  of  passing  unnoticed  any- 
where. 

They  are  also  determined  that  Peter 
Holman  and  friends  will  not  pass  unnoticed 
when  they  cycle  through  in  August  on 
route  to  Scotland.  Plans  are  afoot  to  pepper 
the  streets  with  collectors  and  seize  the 
opportunity  to  make  their  presence  known. 
I  don't  think  we  can  ask  Ernie  to  wave  his 
banner  though;  it  weighs  more  than  he 
does.  Anyone  else  in  the  area  want  to  have 
ago? 

Meanwhile,  it  is  good  to  find  our  Col- 
chester meetings  still  include  represent- 
atives of  the  North  East  Essex  Health  Auth- 
ority. With  so  much  being  planned  there  in 
the  way  of  effective  placement  in  the  comm- 
unity, such  meetings  and  exchanges  of 
experience  can  only  bring  good,  and  to 
many  more  than  those  fortunate  enough  to 
be  living  in  Braiswick  Lodge. 

Next  meeting:  July  27,  Braiswick 
Lodge,  Colchester. 

Eastern  Region 

On  the  16th  March  I  joined  in  a  lively 
meeting  at  Chelmsford.  It  was  a  good  turn- 
out for  the  Region;  a  meeting  of  old  and 
new  friends.  We  were  especially  pleased 
to  see  again  Mrs  Martin  who,  after  coping 
on  her  own  for  some  time  now,  was  able  to 
introduce  us  to  her  new  husband  and  name. 
We  give  all  our  good  wishes  to  Mr  and  Mrs 
Martin-Covell. 

A  major  concern  for  the  parents  in  the 
East  is  still  long-term  and  suitable  place- 
ment for  their  children.  Growing  with  it  now 


Regional 
Roundup 


is  also  the  worry  over  what  an  individual 
can  do  to  pass  on  even  monetary  security 
to  a  child  who  outlives  the  caring  parent. 
No  charity  has  yet  solved  that  problem.  The 
only  safeguard  seems  to  be  in  the  place- 
ment, not  the  money.  However,  it  is  an  area 
the  Eastern  Region  will  be  exploring  further 
for  us  in  the  coming  year. 

On  the  lighter  side,  support  for  our  work 
is  coming  from  the  Felixstowe  Dock  Co. 
who  will  have  run  a  Treadmill  Race  for  our 
benefit  at  the  Suffolk  Show  on  28th  May.  I 
am  agog  to  know  exactly  what  that  was  and 
how  it  went.  I  hope  Elizabeth  has  a  photo- 
graph for  us. 

Next  meeting:  July  1 3  RADD  St  Mark's 
Centre,  Cottage  Place,  Chelmsford. 

Sense  —  North  West 

Chester  was  the  venue  for  the  North 
Western  AGM  on  4  May.  We  gathered  in 
Robert  Stones  front  room,  which  was  just 
able  to  take  us,  so  it  was  as  well  you 


couldn't  make  it.  Although  tempted  by  that 
demon  we  all  know  who  claims  we  haven't 
done  enough,  those  present  were  forced 
to  admit  that  the  truth  is  otherwise.  In  the 
seven  months  since  its  formation,  Sense 
—  North  West  has  become  an  established 
presence  in  the  area,  not  the  least  of  its 
attributes  being  the  focus  it  has  provided 
for  the  attention  and  giving  of  others. 

There  is  now  a  steadily  growing  network 
of  supporters  whose  efforts  are  bringing 
benefit  to  Sense  nationally  as  well  as  in  the 
North.  Such  things  are  not  to  be  taken 
lightly.  By  the  time  you  read  this,  Radcliffe 
Carnival  will  have  seen  two  organisations 
backing  us.forthe  Whitefield  Lionsandthe 
CB  Club  will  have  made  their  involvement 
known.  This  is  on  top  of  their  and  others' 
contributions  already.  Branch  success  is 
not  just  what  the  members  themselves  do 
but  what  they  stimulate  and  enable  others 
to  do.  Things  look  promising  for  the  North 
West. 

Future  meetings:  June  17,  10.30  am 
coffee  morning  at  6  Tidal  Lane,  Padgate 
Warrington.  July  5, 7.00  pm,  Barbecue  at  3 
The  Briars,  Eccleston,  Nr  Chorley. 


Sense  —  London  West 

I  sometimes  wonder  whether  a  Branch  can 
overeach  itself  a  little.  London  West  not 
only  held  a  dance  seventy  miles  up  the  M1 , 
they  also  popped  up  in  an  American  mag- 
azine! Actually  it  all  stems  from  one  family 
and  all  is  good. 

Val  Waite  happens  to  work  in  Milton 
Keynes  for  the  British  subsidiary  of  an 
American  Company.  It  was  their  own  mag- 
azine, which  ran  an  article  on  Val,  his  family 
and  Sense.  Val's  colleagues  in  Milton 
Keynes  provide  the  rest  of  the  answer. 
Twice  they  drove  down  to  London  to 
support  events  there  and  on  the  second 
occasion,  a  1950s  style  disco,  said  "Next 
time,  you  come  to  us  and  we'll  run  it".  The 
small  team  who  actually  took  it  on  worked 
wonders  and,  when  the  Branch  members 
arrived  to  pitch  in,  success  was  assured.  It 
is  good  to  find  such  friends. 

A  bonus  lay  in  discovering  that  one  of 
our  families  lived  just  around  the  corner 
from  the  dance  hall,  so  that  Mr  and  Mrs 
Musker  were  able  to  join  us  for  a  night  out. 

But  London  West  has  not  been  concen- 
trating solely  on  enjoyment,  important  as 
that  is.  Their  AGM  on  1 3  April  saw  serious 
thought  given  to  hosting  a  mini-conference 


Val  Waite  collecting  the  proceeds  of  a  Sponsored  Marathon  for  SENSE  —  London  West  from 
Alison  Palmer. 
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for  parents  nationally  as  well  as  giving 
support  to  those  in  their  own  area.  This 
could  be  a  new  step  for  Branch  activity  and 
we  await  their  conclusions  on  its  feasibility 
with  more  than  interest. 

Future  dates:  June  29,  Barbecue  at  the 
Family  Centre,  Ealing.  July  19,  Nostalgia 
Disco  at  St  Matthias  Church  Hall, 
Richmond.  Sept  28,  Reportback  from  the 
Annual  Conference.  Nov  9,  Hearing  Aids 
and  Fireworks  —  two  separate  sessions. 

Scottish  Branch 

Our  Scottish  Branch  members  are  both 
consolidating  their  positions  and  preparing 
to  jump  —  not  an  easy  feat.  With  so  much 
recently  happening  in  Scotland  and  with 
so  much  planned,  it  has  been  necessary  to 
pause  for  breath  and  to  look  around  at  one 
another  to  check  perspectives.  At  the  same 
time  there  is  a  definite  urge  to  take  the 
plunge  and  start  another  Branch.  Time  will 
tell  —  and  I  may  well  find  out  when  I  go  to 
their  AGM  on  2  June. 

Meanwhile  all  is  healthy,  with  strong 
links  developing  with  Carnbooth  and  with 
hopes  and  determination  rising  for  others 
not  so  happily  placed. 

Sense  —  London  North  East 

As  I  sit  writing  this,  some  noble  members  of 
London  North  East  are  watching  over  a 
stall  at  a  Mayday  Fair.  I  am  glad  the  sun  has 
come  out,  for  it  was  wet  and  miserable 
earlier  and  I  couldn't  helpfeelingforthem.  I 
know  they  have  plenty  to  sell  and  won't 
give  up  until  the  goods  or  the  light  has 
gone.  Never  mind;  their  next  event  is  indoors. 
In  a  week's  time  David  Taylor,  the  eminent 
eye  surgeon  you  have  have  seen  on  the 
BBC's  Q.E.D.  programme,  will  be  giving  the 
talk  on  Children's  Eyes  that  he  had  to 


postpone  in  February  because  of  that  very 
programme.  I  am  quite  relieved  that  the 
occasion  will  be  in  the  past  by  the  time  you 
receive  this  edition  of  Talking  Sense,  be- 
cause Whitefield  School  have  given  the 
use  of  their  70-seat  Lecture  Theatre  and 
Gary  has  already  given  out  71  tickets.  I 
think  I  know  who  will  be  the  one  sitting  on 
the  floor.  At  least  it  should  be  dry. 

At  their  AGM  on  1 5  April,  London  North 
East  were  able  to  look  back  on  an  eventful 
first  year  of  life.  With  talks  already  being 
arranged  for  four  different  areas  of  medical 
and  social  interest,  it  looks  as  if  the  second 
year  may  prove  just  as  full. 

For  your  diary:  Oct  15,  Pauline 
Fairbrother  speaking  on  'Brothers  and 
Sisters',  Whitefield  School,  Macdonald 
Road,  Walthamstow. 

Sense  —  South  Wales 

I  shared  a  lovely  evening  in  South  Wales  on 
21  March.  Our  Branch  there  had  arranged 
a  Craft  Fair  in  Briton  Ferry.  Besides  con- 
tributing the  results  of  their  own  and  friends' 
skills,  they  made  a  feature  of  the  crafts 
currently  being  produced  at  our  own  Manor 
House.  The  standard  of  workmanship  there 
repeatedly  amazes  me.  Having  seen  the 
first  tentative  beginnings,  I  now  find  that 
each  delivery  of  goods  reveals  a  new  step 
in  skill  and  a  fresh  flowering  of  ideas. 

It  took  three  tables  adequately  to  display 
the  output  of  our  Manor  House  craftsmen 
and  women  and  the  circle  of  tables  was 
completed  with  the  output  of  Welsh  needles, 
tools  and  ovens.  Selling  was  brisk  and  it 
was  easy  to  judge  the  favourites  of  the 
moment  by  their  rapid  disappearance. 

One  of  the  bonuses  for  me  was  that  so 
many  of  our  South  Wales  Branch  were  able 
to  be  there,  even  though  some  journeys 
were  by  no  means  short.  It  is  always  difficult 
for  our  members  to  gather  together  but 


really  lovely  when  it  can  be  managed.  That 
evening  was  one  such  occasion. 

Behind  the  scenes  our  South  Wales 
Branch  is  still  working  within  the  Consultative 
Committee  set  up  by  West  Glamorgan  to 
look  at  the  need  for  post-school  provision. 
Further  meetings  have  been  held  and  every- 
one is  trying  to  keep  a  calm  and  patient 
approach  to  a  subject  which  is  so  close  to 
all  our  hearts  and  hopes. 

Next  meeting:  June  11,  Consultant 
Paediatrician  speaking  on  the  medical  prob- 
lems associated  with  Congenital  Rubella 
Syndrome. 

Sense  —  South  West 

On  St  George's  Day  I  was  not  fighting 
dragons,  although  I  was  in  the  neighbour- 
hood of  cliffs  and  caves.  Perhaps  our  young 
men  and  maidens  need  rescuing  from  diff- 
erent dangers  these  days.  Certainly  our 
South  Western  Branch  is  out  to  safeguard 
some.  At  their  AGM  their  committee  were 
not  only  able  to  report  on  a  year  of  growth 
and  consolidation  but  also  to  unveil  a  cam- 
paign plan  to  secure  a  ten-bedded  resi- 
dential setting  fortheiryoung  people  when 
the  years  of  Statutory  Education  are  over. 

Such  a  project  needs  careful  thought 
and  research,  and  close  contact  with  Sense 
HQ  and  with  all  the  other  experts,  asso- 
ciations and  authorities  in  the  area.  Our 
parents  are  by  now  more  than  aware  of 
such  facts  and  the  South  West  initiative  is 
therefore  starting  from  a  solid  basis.  It  is 
good  to  find  such  an  extension  of  the 
effectiveness  of  Sense  coming  from  a 
Branch  at  a  time  when  the  main  Association 
could  not  otherwise  have  contemplated  it. 

The  Royal  West  of  England  School  for 
the  Deaf  in  Exeter  is  trailblazing  in  the 
education  of  our  children  in  that  part  of  the 
country.  Now  there  is  hope  for  post-school 
provision  also. 
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A  Night  of  100  Stars 


From  the 

Shaftesbury  Theatre  London 

on  April  20th 


Some  of  the  Stars  who  gave  their  time  and  money  for  SENSE 


Finale 


Photographs  by  Amanda  Rayner 


Our  thanks  to  them  and  all  the  others 
too  numerous  to  mention,  who  helped. 
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A  day  in  the  life  of ... 


a  Sense  Advisory  Teacher 


I  don't  have  a  typical  week,  Monday  is 
the  only  routine  day.  The  morning  is 
usually  spent  in  a  staff  meeting  or  doing 
administrative  work.  In  the  afternoon  I 
talk  to  the  five  people  we  have  working 
here  from  the  Manpower  Services 
Commission.  I  discuss  their  work  and  we 
set  various  things  up.  After  Monday  the 
rest  of  the  week  is  chaotic! 

I'll  read  to  you  from  my  diary  what  I 
did  last  week.  On  Tuesday  the  National 
Rubella  Council  were  filming  here.  It  is 
the  second  film  they've  made  aimed  at 
encouraging  young  women  to  have 
rubella    vaccinations.    I    had    to    find    a 


David  Brown  has  been  a  Peripatetic 

Teacher  for  The  Family  Advisory 
Service  for  the  past  two  and  a  half 

years.  He  is  based  at  the  Family 
Centre  in  Ealing  which  caters  mainly 

for  preschool  children  and  their 
families.  Here  he  talks  about  his  life 

and  work  to  Christa  Rumbelow. 


family  with  a  pre-school  rubella  girl 
willing  to  be  in  the  film.  On  Tuesday  I 
had  to  amuse  the  various  children  taking 
part  and  introduce  peope  to  each  other. 


David  Brown  making  friends  with  Shari  Waite 


At  the  start  of  this  year  we  had  a  third 
Peripatetic  teacher  start  work.  At  the 
moment  we  are  in  the  process  of  "handing 
over"  families  to  her.  On  Wednesday  I 
went  to  Kent  to  "hand  over"  one  of  my 
families. 

On  Thursday  my  most  frequent  visitor 
came  to  the  centre.  He  comes  every  two 
weeks  with  his  mother  and  teacher.  He 
stayed  all  morning.  In  the  afternoon  I  went 
to  North  London  on  a  home  visit  to  see  a 
little  girl  and  her  mother.  A  lot  of  play 
took  place! 

On  Friday  I  went  on  another  home  visit. 
This  time  it  was  to  Kent.  I  went  to  see 
two  families  who  live  near  to  each  other. 
I  see  them  about  every  two  months. 

We  use  several  methods  of  teaching. 
With  a  new  family  a  lot  of  listening  must 
take  place.  I  always  ask  them  as  many 
questions  as  I  feel  I  can  without  prying. 
Most  important  though  is  to  listen  to  the 
answers.  I  also  do  a  lot  of  observing. 
Listening  and  observation  are  the  two 
most  crucial  points  when  you  work  with  a 
family.  It  is  important  to  play  with  the  child. 
The  aim  of  play  is  to  help  the  child  develop. 
Deaf-blind  children  develop  in  the  same 
way  as  normal  children  but  much  more 
slowly.  So  it  is  important  to  play  on  the 
same  level  as  the  child. 

We  always  aim  to  work  with  parents 
giving  them  ideas  and  advising  them  on 
what  they  can  do  with  their  child.  I  feel 
the  emphasis  is  on  being  able  to  work 
with  the  parents.  I  try  to  pass  on  my  skills 
to  them,  it  is  very  much  trial  and  error  in 
a  very  informal  situation. 


...  Sense's  Liaison  Officer 


"I  joined  Sense  at  a  stage  of  growth  when 
there  were  no  specific  jobs.  As  the 
organisation  has  developed  more  specific 
roles  have  been  established.  But  someone 
still  has  to  do  a  bit  of  everything  and  bring 
the  organisation  together.  That  person 
tends  to  be  me.  Because  I  have  a  deaf- 
blind  son  myself  I  often  deal  with  personal 
problems  which  perhaps  other  people 
cannot  handle  so  well. 

At  8.30  this  morning  a  mother  rang  me 
at  home.  She's  worried  that  her  daughter  is 
being  neglected  by  the  mental  hospital 
she  is  in.  It  was  a  cry  from  the  heart. 
Because  I  am  a  parent,  people  often 
unburden  themselves  on  me.  They  feel 
that  I  understand  them.  I  point  them 
towards  other  people  and  agencies  who 
can  help  them.  I  don't  really  mind  people 
ringing  me  at  home.  I'm  just  glad  that  I  am 
someone  they  can  reach  and  talk  to. 

I  get  into  the  office  in  Gray's  Inn  Road 
about  1 0  am.  I  always  check  at  reception  to 
see  if  there  are  any  telephone  calls  that  I 
have  to  follow  up.  Today  there  were  none. 
Then  I  go  upstairs  to  the  office.  Linda 
Ricardo,  who  works  as  the  Regional 
Assistant  two  or  three  days  a  week,  is 
usually  already  in  We  discuss  anything 
which  needs  to  be  done  immediately.  Then 
I  check  my  desk  to  see  if  there  are  any 
-v.--.  v.--'  ",  '■':  nterna  /  from  other 
members  in  the  office. 


We  continue  our  occasional  series 
illustrating  the  work  of  different 
Sense  staff  members.  Here  Norman 
Brown,  Sense's  Liaison  Officer, 
speaks  to  Christa  Rumbelow  about  a 
typical  working  day. 


I  normally  receive  three  or  four  letters 
containing  personal  problems  each  week.  I 
tend  to  get  the  letters  that  other  people 
cannot  answer  because  a  fellow  parental 
response  is  needed.  People  usually  seek 
advice  or  want  to  find  out  where  their  local 
Sense  branch  is.  Some  people  ask  about 
educational  assessments. 

A  foster  parent  in  the  South-West  of 
England  rang  me  up  the  other  day  seeking 
help  and  advice.  She  wanted  her  child  to 
be  assessed  under  the  1981  Education 
Act.  The  Act  states  that  once  a  child's 
needs  are  identified  education  must  be 
given.  This  child  was  born  inone  county  but 
fostered  in  another.  Thus  responsibility  for 
her  was  split  between  two  authorities  and 
the  question  of  where  she  would  be 
assessed  and  educated  was  complicated.  I 
talked  to  the  foster  parent  on  the 
telephone  and  we  tried  to  sort  out  a  few 
problems. 

Sometimes  I  get  letters  on  the  medical 
aspect  of  Rubella.  Recently  a  woman  rang 


me  up  who  had  a  rubella  vaccination  but  it 
had  not  been  effective.  After  talking  to  her  I 
rang  Dr  Nick  Sidle,  our  medical  specialist, 
and  asked  him  to  telephone  her  too. 

People  tend  to  ring  me  up  rather  than 
write  to  me.  I  deal  with  requests  for 
photographs  when  people  are  organising 
fund-raising  activities  or  publicity.  At  the 
moment  I'm  putting  together  an  updated 
Manor  House  leaflet.  I'm  finalising  the 
pictures  for  that  too. 

I  also  ring  new  referrals  and  tell  them 
about  Sense  and  its  facilities.  Unfortunately 
I'm  often  not  contacted  by  someone  until 
something  goes  wrong. 

When  a  group  of  parents  and 
professionals  get  together  and  want  to  set 
up  a  new  branch  of  Sense  I'll  send  them  a 
reference  pack  containing  information 
about  Sense  and  various  addresses  they 
can  contact.  I'll  often  visit  the  branch  and 
help  the  members  get  organised.  Many  of 
my  weekends  are  soaked  up  doing  this.  If 
my  son  Stephen  is  not  at  home,  weekends 
tend  to  be  my  galloping  around  time.  This 
year  I've  visited  Birmingham,  Wales,  Bath. 
Bristol,  Soutnport,  Chester  and  Exeter. 

When  the  office  closes  at  5.30  pm  I 
normally  start  to  write.  The  evenings  are 
often  the  most  fruitful  time  of  the  day  for  me 
because  they  are  so  quiet.  I  work  until  8  or 
9  pm  before  returning  home  by  tube  to 
Brixton  in  South  London". 


22 


Mobility  Allowance  Campaign 


The  campaign  to  receive  mobility 
allowance  for  deaf-blind  applicants 
continues  with  some  success.  Deaf- 
blind  people  should  now  have  a  fighting 
chance  of  being  awarded  the  allowance, 
if  they  stress  various  important  points  in 
their  submission. 

Politics 

May  20th  saw  Sense  staff  addressing  a 
special  meeting  of  the  All-Party  Disablement 
Group  considering  the  problem  of  mobility 
allowance  for  deaf-blind  and  multi- 
handicapped  blind  people.  We  hope  to 
harness  this  powerful  group  of  MPs  and 
Lords  to  our  efforts. 

Publicity 

The  Link  programme  on  ITV,  May  1 1 , 
showed  a  film  of  Margaret  and  Christopher 
Brock.  Margaret  was  shown  taking  her 
deaf-blind  rubella  handicapped  son 
Christopher  across  Waterloo  Station,  and 
trying  to  find  someone  who  could  escort 
him  to  the  gents  toilet.  Margaret  made  the 
point  that  although  Christopher  can  walk, 
he  cannot  travel  anywhere  independently. 

Behaviour 

The  Tribunal  of  Commissioners  held  a  test 
case  considering  the  situation  of  an 
autistic  child  who  periodically  refused  to 
walk.  The  case  was  intended  to  establish 


to  what  extent  behavioural  problems  can 
be  considered  as  relevant  when  considering 
someone's  walking  ability.  The  result  was 
extraordinary. 

The  result  suggested: 

•  we  can  still  argue  that  if  a  child  or  adult 
periodically  refuses  to  walk,  or  throws  a 
tantrum,  they  are  virtually  unable  to  walk; 

•  a  crucial  factor  is  whether  the  medical 
board  or  tribunal  consider  that  the 
child/adult  has  made  a  conscious 
decision  not  to  walk,  or  whether  the 
behaviour  can  be  seen  as  a  direct  result  of 
their  disabling  condition; 

•  medical  practitioners  have  to  consider 
whether  a  'reasonable'  level  of  reward  or 
punishment  could  induce  the  applicant  to 
walk  normally. 

Clearly  there  is  going  to  be  an 
enormous  amount  of  confusion  following 
this  judgment.  It  is  good  news  that  a  child's 
tantrums  or  behaviour  problems  can  be 
considered  as 'virtually  unable  to  walk'.  But 
how  do  we  make  the  philosophical 
judgement  as  to  whether  a  child 
'consciously  decided',  to  refuse  or  simply 
could  not  help  it?  And  how  do  we  decide 


what  a  'reasonable'  reward  is?  Above  all, 
are  we  meant  to  consider  threatening 
punishment  to  our  child  to  force  them  to 
walk?  What  does  the  DHSS  think  we 
should  do  by  way  of  punishment? 

Following  this  judgement,  Sense  and 
the  RNIB  went  to  see  some  DHSS  officials 
to  discover  how  they  expected  this 
judgement  to  be  interpreted.  They  too 
were  alarmed  by  this  judgement,  but 
recommended  that  parents  whose  child 
shows  behavioural  problems  when  out 
should  keep  a  diary  of  the  kind  of 
misbehaviour,  when  it  occurred,  and  with 
whom. 

If  the  medical  practitioners  are  now 
expected  to  decide  how  much  punishment 


or  reward  is  being  given  when  a  child 
walks,  perhaps  it  is  a  good  idea  to  suggest 
that  the  doctor  tries  to  guide  the  child  or 
adult.  That  should  give  them  a  true  picture 
of  what  is  involved  when  travelling  with  the 
child. 

The  DHSS  also  accepted  several  other 
points  we  raised.  In  the  near  future  we 
hope  to  introduce  a  new  leaflet  on  "How  to 
Apply  for  Mobility  Allowance". 

We  are  also  hoping  to  produce  a  leaflet 
for  doctors,  explaining  the  mobility 
problems  deaf-blind  people  face,  to  help 
them  understand  how  to  assess  a  deaf- 
blind  claimant. 

In  the  meantime  our  advice  is  —  APPLY 
NOW. 


Disabled  Persons  Bill 


In  the  last  edition  of  Talking  Sense  we 
described  a  new  Bill  progressing  through 
Parliament  —  The  Disabled  Persons  Bill. 
Sense  was  involved  in  the  initial  planning 
of  this  Bill,  and  has  supported  it  throughout. 
We  asked  all  our  members  to  write  to  their 
MPs  supporting  the  Bill,  since  it  appeared 
likely  that  the  Government  was  intending 
to  weaken  it  during  its  later  stages.  Many 
members  took  up  the  challenge,  and  we 
have  reports  that  several  MPs  were 
flooded  with  letters  from  parents  and 
concerned  professionals.  During  the  week 
of  the  debate  in  the  House,  Margaret 
White,  Sense  Vice-Chairman,  appeared  on 
national  TV  with  her  daughter  Helen 
arguing  forcibly  for  the  Bill. 

To  everyone's  surprise  and  relief,  the 
Bill  was  passed  unopposed  and  virtually 
unamended  through  the  House  of 
Commons.  Tom  Clarke,  the  Scottish  MP 
who  promoted  the  Bill,  has  succeeded  in 
introducing  legislation  which  may  bring 
enormous  benefits  to  our  members.  The 
Bill  has  still  to  be  debated  in  the  House  of 
Lords  before  receiving  final  approval  from 
MPs  in  the  Commons,  but  it  seems  as  if 
these  stages  should  merely  dot  a  few  i's 
and  cross  a  few  t's.  The  battle  will  then  start 
to  see  that  the  Government  makes 
available  the  small  amount  of  money 
needed  to  put  the  Bill  into  effect. 

The  crucial  measures  the  Bill  introduces 
are  as  follows: 


Representation 

Disabled  people  will  be  able  to  appoint 
someone  to  represent  them  in  meetings 
with  authorities.  These  representatives 
will  be  entitled  to  attend  meetings  with  the 
disabled  person,  to  make  sure  that  their 
interests  are  protected.  Parents  of 
children  under  1 6  can  also  appoint  such  a 
representative  for  their  child,  if  they  are 
unable  to  look  after  their  child's  interest  for 
any  reason. 

Disabled  people  living  in  mental 
handicap  hospitals  will  also  be  able  to 
appoint  (or  have  appointed)  a  rep- 
resentative to  act  on  their  behalf.  However 
there  is  still  some  discussion  going  on  to 
work  out  the  fairest  way  of  appointing  a 
representative  for  some  of  our  members 
who  are  unable  to  choose  and  appoint  one 
themselves. 


Assessments 

When  the  local  authority  assesses  the 
needs  of  a  disabled  person, 

•  the  disabled  person  (or  their  represen- 
tative) can  state  what  services  they  feel 
they  need. 

•  the  local  authority  must  explain  in 
writing  the  decisions  they  make  as  to  what 
services  they  have  offered,  and  if  the 
services  offered  are  not  what  the  disabled 
person  requested  then  the  discrepancy 
must  be  explained. 

•  if  they  are  not  satisfied,  the  disabled 
person  can  make  further  representations. 

•  the  LA's  then  have  to  reconsider  their 
services. 

•  if  the  disabled  person  cannot  comm- 
unicate their  needs  easily  because  of 
disability  (through  deafness  or  deaf- 
blindness),  local  authorities  will  have  to 
ensure  that  interpreting  facilities  are 
available  to  allow  representations  to  be 
made. 

School  Leavers 

When  a  disabled  child  approaches  school 
leaving  age,  the  local  authorities  must  be 
informed,  and  carry  out  an  assessment  of 
the  young  person's  needs  before  they 
leave  school.  This  should  prevent  the 
frequency  with  which  social  services  seem 
to  be  'taken  by  surprise'  when  a  child  has  to 
leave  school  with  nowhere  to  go. 

Leaving  Hospital 

People  moving  out  of  long-stay  hospital 
into  community  care  will  have  an  assess- 
ment of  their  needs  before  discharge. 

Carers 

The  measures  intended  to  improve 
support  for  people  caring  for  a  disabled 
person  at  home  have  been  weakened  by 
the  Government.  The  original  Bill  would 
have  given  carers  the  right  to  call  for  an 
assessment  of  their  own  needs  if  they  felt 
unable  to  cope.  Government  amendments 
diluted  this  so  that  when  a  disabled 
person's  needs  are  being  assessed,  the 
local  authority  has  to  have  regard  to  the 
ability  of  the  carer  to  carry  on  coping. 

Pressure  will  continue  from  the 
voluntary  organisations  to  ensure  that  the 
Bill  gets  through  its  remaining  Parliamentary 
stages  by  the  summer  without  further  loss. 


23 


News  from 
Exeter 


The  Royal  School  for  Deaf  Children, 
Exeter,  provides  support  and  education  to 
a  number  of  our  deaf-blind  members.  Their 
new  Educational  Psychologist,  Phillipa 
Clark,  has  written  in  with  information 
about  the  many  new  developments  taking 
place  there. 

Among  these  projects  is  a  new 
assessment  centre  for  hearing  impaired 
children  (with  or  without  additional 
handicaps).  The  centre  will  offer  three  day 
residential  assessments  during  which  full 
audiological,  psychological  and  eductional 
investigations  can  take  place. 

Phillipa  Clarke  writes: 
The  advantages  of  a  three  day  assessment 
include: 

a)  the  child  can  be  observed  in  a  variety  of 
settings;  classroom,  mealtimes,  leisure 
time  etc.  A  complete  picture  of  the  child 
can  be  built  up  in  this  way  identifying  his 
strengths  as  well  as  any  weaknesses. 

b)  parents  are  welcome  to  stay  in  the 
school  with  their  child  and  are  invited  to 
attend  assessment  sessions. 

c)  the  views  of  parents  are  welcomed,  and 
there  are  no  time  constraints  in  collecting 
this  valuable  information. 

d)  the  chMd  has  plenty  of  time  to  relax, 
become  familiar  with  his  surroundings  and 
perform  to  the  best  of  his  ability. 

e)  reports  from  the  assessments  may  help 
parents  by  offering  practical  advice.  They 
may  also  be  used  by  parents  or  Local 
Education  Authorities  as  part  of  the 
statementing  procedure  under  the  1981 
Education  Act. 

f)  the  assessors  not  only  offer  specialist 
expertise,  but  also  a  sympathetic  under- 
standing of  the  associated  difficulties 
facing  children  with  hearing  losses  and  a 
desire  to  communicate  with  all  children, 
whetherthrough  speech,  sign  language  or 
just  looking  for  non-verbal  cues. 

These  assessments  are  offered  as  a 
service.  They  are  not  a  pre-requisite  to 
entering  the  school,  nor  are  they  designed 
to  give  biased  advice  that  all  children  need 
to  come  to  the  Royal  School  for  the  Deaf, 
Exeter. 


Poolmead 
News 

Good  News  at  Bath 

I  am  pleased  to  report  that  the  Housing 
Corporation  have  agreed  funding  for  Knight- 
stone  Housing  Association  to  acquire  and 
convert  51  Newbridge  Hill,  Bath,  to  provide 
the  Group  Home  we  desperately  need. 
'.<:<:  v,ue  Autumn  1985  Talking  Sense 
'Planning  a  Group  Home').  As  yet  I  have  no 
date  for  the  completion  of  the  project  but  I 
am  hopeful  that  residents  will  be  moving  in 
m  the  early  Autumn. 
Simon  Banks 
Poolemead 


We  are  doing  our  best  —  but  even  so! 

SENSE  is  computerising  its  mailing  list!  and  therefore  for  the  next  issue  or 
two,  there  may  be  come  hiccups  in  terms  of  families  getting  more  than  one 
copy  of  Talking  Sense,  addresses  having  errors,  etc.  We  apologise  for  any 
inconvenience  that  may  occur  and  would  be  grateful  if  members  and  other 
recipients  could  notify  Gray's  Inn  Road  of  any  corrections  required.  Many 
thanks. 
Carmel  Perry 


Talking  Calculator 

A  talking  scientific  calculator  for  visually 
handicapped  people  is  being  made  avail- 
able by  the  Open  University,  primarily  to 
help  mathematics,  science  or  technology 
students.  The  calculator  has  been 
developed  by  John  Fitzgerald,  of  the 
technical  department  of  the  RNIB,  who 
wrote  the  software,  and  Dave  Jones  of  the 
OU's  electronics  department  who  was 
responsible  for  its  production  engineering. 

The  calculator  —  the  TCALC  —  is  the 
first  of  its  kind  widely  available  in  the  UK.  It 
has  a  battery  charger,  rechargeable 
battery,  earphone,  instruction  manual 
(Texas  Instruments  TI-66)  also  in  braille. 
There  is  a  built-in  miniature  loudspeaker.  It 
weighs  less  than  a  pound  and  is  about 
three  times  the  size  of  the  normal  TI-66 
calculator. 

The  TCALC  costs  £195  (inc  VAT)  and 
can  be  obtained  from  Dave  Jones,  Facility 
of  Engineering,  Open  University,  Walton 
Hall,  Milton  Keynes,  MK7  6AA.  Tel:  (0908) 
653356.  Cheques  made  out  to  the  OU.  OU 
students  who  are  visually  handicapped 
may  loan  a  calculator  from  the  Disabled 
Students  Office;  the  RNIB  will  give  further 
advice. 


Special  Care  Agency 

This  licensed  agency  will  try  to  provide 

nannies  and  mothers  helps  for  families 

with  problems.  The  proprietor  is  herself  the 

mother  of  a  handicapped  child  and  offers 

her  personal  experience  to  solve  her  clients 

problems.  The  address  is: 

Mrs  Linda  Layton 

Special  Care  Agency 

Kiln  Bolton  House 

Upper  Basildon 

Reading 

Berks  RG8  8TB 

Tel:  0491  671842 


Dressing  for  People  with  a 
Mental  Handicap 

A  Request  for  Information 

The  Disabled  Living  Foundation  (DLF)  is 
undertaking  a  1 5  month  project  to  produce 
a  textbook  and  training  package  dealing 
with  the  clothing  and  dressing  needs  of 
children  and  adults  who  have  a  mental 
handicap.  It  will  be  based  on  examples  of 
local  good  practice,  on  the  experience  of 
those  professionally  or  personally  con- 
cerned and  on  other  advice. 

DLF  seeks  the  help  of  our  readers  about 
clothing  problems  encountered  or  over- 
come, including  design  or  adaptation  of 
garments,  fabrics,  techniques  for  indepen- 
dent or  assisted  dressing,  examples  of 
good  and  bad  practice,  laundering,  etc. 

Anyone  who  can  assist  this  project  is 
invited  to  contact: 

Philippa  Moore 

DLF  380-384  Harrow  Road 

London  W9  2HU 

Tel:  01-289  6111 


Sound  Press  for  the  Blind 

is  planning  to  launch  a  National  Talking 
Magazine  in  the  spring  and  would  very 
much  welcome  short  stories  by  visually- 
handicapped  authors.  Reading  time  should 
be  about  five  minutes,  and  if  accepted  a  fee 
of  £10  would  be  paid.  Contributions  on 
cassette,  in  braille  or  in  print,  should  be 
sent  to:  Owen  Power,  Sound  Press  for  the 
Blind,  81 A  Dawes  Road,  London  SW6. 


'Use  It  Again'  Campaign 

Any  books  or  apparatus  for  the  visually 
handicapped  no  longer  required  can  be 
used  by  other  people,  mostly  abroad. 
Please  send  any  equipment  you  can  give 
to  Dave  Clark,  Dorton  House  School  forthe 
Blind,  Seal,  Sevenoaks,  Kent,  and  books  to 
the  National  Library  for  the  Blind, 
Cromwell  Road,  Bredbury,  Stockport,  SK6 
2SG.  Please  accept  thanks  now  to  save 
sending  acknowledgements. 


Blind  Authors 

The  Blind  Authors'  Association  has  become 
much  more  widely  known  during  the  past 
year  and  has  enrolled  new  members  from 
many  parts  of  the  world,  notes  the  Assoc- 
iation's second  annual  report.  Established 
writers,  both  seeing  and  blind,  have  con- 
tributed advice  and  criticism  to  two  quarterly 
tape  programmes,  'The  BAA  Review'  and 
'My  Words'.  Members  have  given  radio 
talks  and  contributed  articles  about  the 
Association's  work.  "Congratulations  are 
extended",  says  the  report,  "to  the  many 
members  whose  work  has  been  published 


during  the  year  and  especially  the  six  or  so 
members  whose  novels  and  textbooks  have 
appeared".  The  professional  writing  course 
has  played  its  part  in  getting  material  pub- 
lished. 

New  members,  beginners  or  established 
writers,  are  welcome.  The  annual  subscrip- 
tion is  now  £3,  and  members  are  expected 
to  supply  a  good  quality  C90  cassette,  a 
plastic  postal  wallet  and  a  doubly-addressed 
card.  The  address  is:  Blind  Authors'  Assoc- 
iation, "Brierdene",  Croit  e  Quill  Road,  Lonan, 
Isle  of  Man. 
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Fighting  for  Rights 


Throughout  Sense's  history  parents  have  had  to  fight  to  achieve  the 

educational  opportunities  they  feel  their  children  deserve.  Since  the  Education 

Act  of  1 981  new  ways  have  opened  for  parents  to  express  a  personal  view  of 

their  child's  needs.  But  this  does  not  always  ensure  that  things  run  smoothly. 

Guy  Slingsby's  parents  have  just  fought  a  long  campaign,  which  ended  on 

the  desk  of  the  Secretary  of  State  for  Education  and  Science,  they  write  ... 


Guy  is  now  just  four  years  old.  He  is 
profoundly  deaf,  a  spastic  quadriplegic 
and  even  has  a  chemical  imbalance  within 
his  blood,  rendering  him  immobile  and 
totally  dependent  upon  us  for  all  his  needs. 

Adam,  his  seven  year  old  brother,  is 
rather  put  out  by  having  a  brother  who 
cannot  play  with  him  but  who  demands  first 
attention  from  his  parents.  Should  our 
family  unit  have  been  created  like  this  in 
the  first  place?  Miscarriage  threatened 
and  was  prevented  at  28  weeks  but  Guy 
still  arrived  early  at  37  weeks.  It  would 
seem  that  good  old  mother  nature  knew  of 
Guy's  problems  but  modern  medical 
practice  thought  otherwise.  Guy  came  into 
the  world  premature  and  went  straight  into 
an  incubator  in  Special  Baby  Care  for  a 
fortnight.  He  wasn't  going  to  have  any  of 
this  parental  bonding/breast  feeding  lark 
and  eventually  came  home  as  our  delicate 
second  normal  son. 

As  the  months  went  by,  this  child  had  a 
floppy  neck  and  didn't  seem  to  hear  very 
well.  Both  paediatrician  and  ENT  consultant 
said  there  was  nothing  to  worry  about;  it 
was  because  he  had  been  a  premature 
baby!  But  we  began  to  wonder  and 
question. 

Deafness  was  first  diagnosed  at  six 
months.  Our  whole  world  collapsed.  Our 
child  would  be  disadvantaged,  although 
this  was  only  to  be  the  tip  of  an  iceberg!  In 
the  first  nine  months,  Guy's  health  had 
been  suspect,  he  had  been  in  hospital  but 
he  then  became  dangerously  ill,  lost  a  third 
in  body  weight  and  various  tests  began. 
Blood  tests  were  inconclusive,  even 
though  there  were  only  1 1  recorded  cases 
of  his  type  of  blood  imbalance  in  the  world, 
but  one  thing  was  clear,  he  was  spastic 
and,  as  a  last  resort,  Guy  had  a  CT  Scan  and 
there  it  was  —  a  picture  of  a  rare  brain 
malformation  which  seemed  to  explain  his 
problems. 

Guy  now  had  consultants  at  Sheffield 
Children's  Hospital  as  well  as  in  Doncaster 
and  regular  trips  to  Sheffield  for  tests  and 
consultations  ensued.  Our  world  had  been 
shattered  once  again,  not  only  was  Guy 
deaf,  he  was  likely  never  to  be  able  to  walk, 
talk,  or  care  for  himself. 

There  were  no  apologies  from  anyone, 
no  reasons  for  the  malformation,  and  no 
prospects  for  the  future.  We  were 
physically  shattered  with  never  having  a 
full  night's  sleep  and  looking  after  Guy's 
every  need.  Guy  had  to  be  in  visual  contact 
with  one  of  us  all  the  time,  he  could  not  sit 
or  even  lie  down  because  of  the  extension 
thrust  of  his  body. 

At  one  year  of  age,  we  found  that  we 
were  unable  to  cater  for  Guy's  24  hour 
needs  as  well  as  ourfamily  needs.  Since  no 
one  decided  to  volunteer  help,  we 
swallowed  our  pride  and  told  Social 
Services  that  we  could  not  cope.  We 
should  have  had  a  Social  Worker  by  then 
but  had  been  forgotten,  a  paediatric  Social 
Worker  came  along  to  sort  us  out. 


Could  Doncaster  take  our  multiple 
handicapped  child  for  half  a  week  each 
week  for  our  respite?  Hostel  provision  was 
available  for  "mentally"  handicapped  but 
there  was  no  precedent  for  caring  for  a  one 
year  old  multiple  handicapped. 

After  much  searching,  a  childminder 
was  offered.  This  lady  was  a  trained  nurse, 
and  her  husband  was  a  nurse  and  they 
were  willing  to  try  having  Guy  for  three 
days  and  nights  per  week  —  so  we  started 
—  with  trepidation  (probably  on  both  parts). 
This  was  going  to  be  better  than  a  hostel 
but  would  they  be  able  to  cope  with  all  his 
needs?  We  had  to  learn  all  about  the  art  of 
compromise,  but  it  worked!  It  worked  for 
Guy  because  he  went  to  another  family 
and  had  the  stimulation  of  their  three 
children  as  well  as  other  childminded 
children  and  it  worked  for  us  because  we 
got  a  little  time  to  recharge  our  batteries  — 
sufficient  to  be  able  to  see  from  week  to 
week.  It  took  another  9  months  for  us  to 
have  the  energy  to  understand  the  position 
we  were  in  —  "Family  Based  Respite  Care". 
We  discovered  that  many  authorities 
provided  this  as  a  service  at  little  or  no  cost 
to  parents  but  we  were  paying  £1 0.00  per 
day  at  the  time  and  with  only  Family 
Allowance  to  help  us,  we  found  ourselves 
financially  stretched. 

Doncaster  Social  Services  refused  to 
use  the  legislation  that  other  authorities 
used  to  fund  such  care  and,  as  much  as  we 
pressed,  we  drew  a  blank.  We  pursued 
Social  Services  over  the  issue  and  gained 
the  sympathy  of  the  Deputy  Director  who 
reported  to  the  Committee  that  Doncaster 
was  lacking  in  this  type  of  care  and  made  a 
request  regarding  assistance  for  us:  this 


we  were  denied,  but  Social  Services  were 
asked  to  assess  the  need.  Our  involvement 
was  so  great,  that  we  ended  up  writing  a 
questionnaire  for  the  Deputy  Director  so 
that  he  could  assess  the  need  —  ultimately 
this  was  identified,  reported,  and  a  pilot 
family-based  respite  care  scheme  com- 
menced but,  unfortunately,  as  an  exercise 
and  not  a  commitment. 

So,  we  were  now  paying  £  1 2.00  per  day 
(nearly  £2,000  per  year),  Social  Services 
had  got  away  with  not  helping  us  and  the 
Children's  Legal  Centre,  RADAR  and  our 
MP  could  not  find  a  way  round  it.  We 
continued  because,  at  whatever  expense, 
it  was  meeting  Guy's  needs,  although  poor 
Adam  was  being  denied  his!  Guy  was 
regularly  ill  with  ear  infections  or  tonsilitis 
but  at  least  we  were  coping  — 
notwithstanding  one  nervous  breakdown 
each  and  emotional  traumas  for  Adam. 

Initially  we  resisted  assessment  for 
schooling  when  Guy  was  two  years  old 
because  the  respite  arrangement  gave 
him  as  much  disruption  and  stimulation  as 
he  could  cope  with.  In. between  illnesses 
and  following  use  of  extra  high  power  post- 
aural  hearing  aids,  we  noticed  Guy  was 
becoming  increasingly  more  aware,  so  we 
decided  to  start  the  Education  Assessment 
process,  knowing  it  would  be  a  long  job. 

This  was  in  October  1984.  The 
assessments  were  made  in  January  '85 
and  then  the  Education  Department 
'forgot'  about  us. 

We  were  stung  into  action  in  March  '85 
when  our  childminder  announced  that  she 
was  pregnant  and  that  the  arrangement 
would  have  to  come  to  an  end  in  the  late 
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summer.  This  bad  news  perhaps  con- 
centrated our  minds  as  to  the  future  for 
Guy  and  lead  to  great  heartsearching.  We 
knew  we  couldn't  look  after  him  full  time  at 
home,  we  knew  the  Authority  would  be 
unlikely  to  find  another  caring  family  with 
the  qualities  needed,  we  knew  he  was 
demanding  more  than  just  care  and  a  long 
term  permanent  arrangement  was  needed; 
so  we  did  some  research  and  found  that 
only  a  handful  of  schools  could  care  and 
educate  a  three  year  old  child  with  multiple 
handicaps.  There  were  hostels,  but  we  felt 
that  care  and  education  were  interlinked, 
and  must  be  in  the  one  place  where  a  team 
of  "parents"  can  share  the  burden  of  care 
and  from  where  Guy  can  return  to  his  family 
for  holidays  etc. 


This  lead  to  Rutland  House  School  in 
Nottingham,  set  up  by  the  Spastics  Society 
specifically  for  cerebral  palsied  multiple 
handicapped  children  and  possibly  the 
only  school  in  the  country  created  for  this 
type  of  child. 

When  the  Headmistress  said,  "We  can 
do  something  for  your  son",  we  looked  at 
each  other  in  astonishment!  No-one  had 
ever  offered  a  positive  approach  to  Guy's 
handicaps. 

The  "something"  was  Conductive 
Education  in  which  there  is  a  systematic 
approach  where  the  child  is  actively 
engaged  in  his  own  learning  for  every 
situation  encountered  during  the  days. 

We  asked  for  Guy  to  be  placed  at  this 
school  but  this  was  ignored  by  the  LEA 
(Local  Education  Authority)  even  though 
much  of  our  educational  evidence 
indicated  Guy's  24  hour  needs.  In  the  Draft 
Education  Statement  on  27  June  1985, 
•-<;/  v;  <;'.'<.•';  ;;  special  day  school  for 
children  with  severe  learning  difficulties  — 
wholly  inappropriate. 

It  was  obviously  going  to  be  a  difficult 
task  persuading  the  LEA!  As  a  consequence 
we  obtained  independant  assessments  of 
Guy  and  made  further  representations  to 
the  LEA.  It  was  only  when  an  independant 
psychologist  recommended  Conductive 
Education   for   Guy  that   the   LEA   even 


considered  looking  at  the  school.  They 
eventually  visited  the  school  on  5 
November  1 985  and  could  not  criticise  the 
school  at  all. 

Under  the  pressure  to  sort  something 
out  for  Guy  following  the  loss  of  his 
childminder  and  in  the  light  of  Doncaster's 
refusal  to  speed  things  up,  we  were  talking 
to  anybody  and  everybody.  A  charitable 
trust  mentioned  a  family  in  Gloucestershire 
who  raised  money  privately  to  send  their 
child  to  a  special  school  whilst  the 
assessment  procedure  took  place  —  we 
decided  to  do  the  same  as  a  place  was 
available  and  the  headmistress  agreed  to 
take  Guy  on  a  termly  basis  —  weekly 
boarding.  When  Guy  started  in  October,  we 
only  had  sufficient  money  for  seven  weeks 
schooling,  but  a  number  of  charities 
eventually  came  up  with  the  money  (£431 
per  week). 

When  the  Education  Statement  was 
issued  on  28  November  1 985,  a  day  school 
was  still  named,  albeit  one  slightly  more 
suitable  for  Guy.  By  this  time,  and 
preparing  for  the  worst,  we  had  to  take  on 
an  expert  solicitor  who  concurred  with 
Guy's  need  for  residential  schooling  on  the 
evidence  available  to  the  LEA.  When  we 
met  the  Education  Officers,  they  were  not 
prepared  to  discuss  their  reasoning  and 
threatened  to  walk  out  instead.  We 
suddenly  realised  that  not  once  had  we 
been  invited  to  discuss  the  education  of 
Guy. 

A  local  appeal  hearing  was  held  on  20 
January  1 986.  Doncaster,  in  an  unpreced- 
ented move,  faced  us  with  a  Barrister  and 
attempted  to  show  that  we  were  uncaring 
parents  only  wishing  to  get  rid  of  our 
handicapped  son.  They  lost  the  appeal  on 
the  grounds  that  they  could  not  provide 
residential  care  for  Guy.  Instead  of  giving 
in  gracefully.  Doncaster  dreamt  up  a 
Children's  Home  that  would  be  suitable  for 
Guy  — in  fact  a  home  for  children  taken  into 
care  and  still  wished  to  send  him  to  a  day 
school. 

At  this  insult  we  appealed  to  the 
Secretary  of  State  for  Education  as  our 
statutory  last  resort. 

On  1 6  April  1 986,  the  Secretary  wrote 
to  Doncaster  directing  them  to  send  Guy  to 
Rutland  House  School  and  stating 
Educational  Grounds.  Our  fight  for  Guy's 
proper  placement  under  the  1981 
Education  Act  has  been  upheld.  We  know 
that  Guy  can  now  realise  his  full  potential 
and  that  we  were  correct  to  stand  by  our 
convictions  and  gut  instincts  as  parents. 

We  are  left  wondering  how  many 
children  in  Doncaster  and  elsewhere  are 
placed  in  the  wrong  schools  and,  how 
many  have  been  bulldozed  by  bureaucrats 
from  Education  Departments  across  the 
country?! 

Guy  is  happy  and  making  excellent 
progress  at  school,  which  has  reassured 
us  all  along.  In  amongst,  contact  is  kept 
with  his  childminding  family.  We  can  now 
look  forward  to  a  stable  family  situation 
with  Guy  at  home  every  weekend  and 
holidays. 

We  thank  all  those,  including  Sheila 
Houston  and  Norman  Brown  at  Sense  for 
their  support  to  help  us  see  through  the 
last  four  years,  We  couldn't  have  done  so 
alone.  It  should  not  be  necessary  to  fight  as 
we  are  doing  but  local  authorities  do  not 
always  have  your  child's  interests  at  heart. 
Parents  need  to  be  heard  and  choice 
needs  to  be  given  on  each  individual  child; 
doors  must  be  opened  and  kept  open  if  our 
children  are  to  have  any  chance  of  a  quality 
of  life! 


Karl  Fellows 

Karl  has  been  resident  at  Poolemead  since 
September  1 984,  during  which  time  he  has 
matured  into  a  young  man  as  anyone  who 
has  seen  the  video  'Go  For  It'  will  realise. 
He  has  managed  to  cope  with  a  change 
in  his  'special  person'  from  Bert  to  Nick, 
made  necessary  by  staff  alterations.  For- 
tunately we  are  only  a  half  hours  drive  from 
Poolemead  so  Karl  comes  home  roughly 
one  weekend  every  month. 


He  quickly  unpacks  his  bag,  everything 
going  into  its  correct  drawer  and  the  bag 
put  properly  in  the  suitcase  store.  Then 
he's  soon  back  into  the  home  routine  and, 
weather  permitting,  out  into  the  garden  to 
his  swing,  climbing  frame,  and  piles  of 
wood  which  he  arranges  in  different  patterns 
on  our  extensive  lawn.  Very  much  an  out- 
door boy,  rain,  wind  and  snow  do  not  deter 
him.  He  has  just  spent  a  weekend  on  an 
'activity  holiday'  at  Builth  Wells,  he  loves 
horse  riding  and  falling  off  is  only  part  of 
the  fun. 

Recently  he  has  been  more  interested 
in  watching  TV  and  looking  at  books.  This  is 
a  very  good  thing  as  he  seems  to  have  little 
pleasure  in  indoor  leisure,  as  his  concen- 
tration span  is  so  short. 

Karl  seems  to  be  growing  through  his 
teenage  years  with  no  very  serious  problems 
except  the  expected  and  natural  desires  of 
any  young  man.  The  difficulty  comes  in 
trying  to  convey  what  is  right,  and  that 
which  is  not  acceptable,  to  someone  with  a 
very  limited  communication,  as  Karl's  sign- 
ing is  only  very  basic. 

Now  that  he  is  eighteen  he  is  no  longer 
in  the  care  of  the  council  and  officially  we 
are  not  Karl's  foster  parents  but  his  landlord 
and  landlady.  We  feel  this  is  very  sad  and  in 
any  case  he  will  always  be  a  special  son  to 
us. 

One  must  hope  that  the  passing  of  the 
Disablement  Act  will  give  those  like  Karl, 
who  have  no  legal  parents,  for  whatever 
reason,  their  rightful  due. 
Mollie  Francis 
27  Blind  Lane 
Southwick 
Trowbridge 
Wilts 
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Members'  News 


Craig  Carter 

Craig  is  a  lively  ten-year-old  rubella  child. 
He  is  nearly  blind,  deaf,  has  a  congenital 
heart  defect  and  mental  handicap.  He  is 
only  three  feet  five  inches  and  weighs  two 
stone.  Craig  now  wears  a  Phonic  Ear  aid 
and,  since  his  cataracts  were  removed  as  a 
baby,  he  has  worn  glasses. 


Hegoestoasuperschool  herein  Norwich 
which  he  loves.  When  he  first  went  to  the 
Hall  School  he  could  only  just  sit  up,  they 
have  taught  him  to  feed  himself  and  many 
small  things  that  we  who  are  not  handicapped 
take  for  granted.  As  soon  as  he  has  his  coat 
on  he  heads  straight  for  the  door  and  he 
knows  he  is  off  to  school.  They  are  trying  to 
teach  him  Makaton  and  he  signs  for  his 
drink.  He  also  swims  in  the  school  pool  and 
as  everyone  knows  that's  the  best  therapy 
there  is! 

Craig  loves  cuddles  and  is  very  affec- 
tionate. He  gets  plenty  from  his  brothers 
and  sisters,  Paul,  Maxine,  Corinna  and  Lee 
who  all  help  by  washing,  feeding  and  playing 
with  him.  I  think  it  is  good  for  their  friends 
who  have  got  to  know  Craig,  it  makes  them 
aware  of  handicapped  adults  and  children. 

Paul  has  taken  part  in  a  bike  ride  to  raise 
money  for  a  minibus  for  the  school  and 
Maxine  was  in  a  24  hour  'stay  awake'.  It's 
lovely  to  see  ordinary  children  show  interest 
in  ones  who  are  not  so  fortunate  as  them- 
selves. 

Craig  is  prone  to  chest  infections  in 
winter  so  we  have  to  be  very  careful  as  a 
cold  can  suddenly  turn  to  bronchitis  and  he 
has  to  go  into  hospital. 

He  is  a  little  terror  at  times,  turning  over 
the  channels  on  the  TV  or  opening  the 
fridge  or  drawers.  In  fact  he  does  what  an 
eighteen  month  old  would  do  and  that's 
about  his  mental  age.  He  shows  us  what  he 
wants  by  taking  our  hands  and  leading  us 
to  it.  He  cannot  chew  properly  so  all  his 
food  is  mashed,  he  likes  to  eat  ice-cream, 
yoghurt  and  soup. 

The  doctors  say  that  his  life  time  will  be 
limited,  but  only  God  knows  about  that;  he 
is  a  smashing  little  boy  with  his  own  person- 
ality and  ways.  It's  a  privilege  to  have  him  to 
love  and  care  for  and  he  gives  so  much. 
Mrs  M  Carter 
1 20  Penn  Grove 
Norwich 


Jessica  Healing 

Jessica  is  now  IOV2.  She  has  nearly  com- 
pleted three  years  at  the  prep  school.  This 
is  a  local,  private  school,  with  a  very  caring 
staff,  small  classes  and  a  high  academic 
standard. 

Jessica  is  six  months  to  a  year  behind  in 
her  academic  work,  which  means  that  she 
has  caught  up  considerably  since  she  has 
been  at  the  school. 

We  are  thrilled  that  she  is  able,  despite 
being  profoundly  deaf  and  with  limited 
vision,  to  join  in  the  school  choir,  and  play 
the  'cello  in  a  small  music  group.  She  also 
does  ballet  and  obviously  enjoys  all  these 
musical  activities. 

Jessica  remains  friendly  and  outgoing 
and  appears  to  have  no  difficulty  in  accepting 
her  disabilities. 

Rosemary  Healing 

25  Mount  Hermon  Road 

Woking 

Surrey 

Jessica,  right,  with  her  sister 


Geraldine  Gaffney 

When  Geraldine's  mum  died  she  left  four 
children.  We  spent  the  next  two  years 
trying  to  get  someone  to  do  something 
about  Gerry.  We  began  to  have  her  home 
sometimes,  but  what  a  job!  Wet  and  dirty  all 
the  time  and  only  eating  potatoes,  cooked 
any  way,  gravy,  milk  pudding,  sweets,  bis- 
cuits and  cakes.  She  ate  with  her  fingers 
and  meticulously  cleaned  the  plate  with 
them. 

In  the  end  we  bought  a  bigger  house  so 
we  could  bring  her  home  to  live.  Whilst  she 
got  her  own  way  all  was  sunshine,  but 
cross  her!  Well  I've  never  met  a  kid  who 
knew  so  many  dirty  tricks,  kicking,  punching, 
kneeing,  biting,  stamping  on  toes  and 
bending  our  nails  back  were  all  in  an  average 
day.  Gerry  can  spit  and  scream  like  nothing 
I've  ever  heard  and  I've  been  around. 

The  day  came  when  we  got  her  home 
permanently  and  into  a  local  school  for  the 
mentally  handicapped.  Were  all  ourtroubles 
at  an  end?  —  Don't  you  believe  it!  The 
school  bus  refused  to  take  her  and  she  had 
to  have  one  brought  out  specially,  just  for 
her.  Her  behaviour  at  school  was  so  awful 
they  did  their  best  to  get  rid  of  her.  One  day 
they  actually  had  two  policemen  to  escort 
her  back  from  Macdonalds  to  the  bus  after 
she  ate  a  portion  of  chips  with  her  hands  — 
four  handfuls  —  and  drank  her  boiling  hot 
coffee  in  one  gulp.  Actually  I  think  it  was 
her  eating  the  paper  coffee  cup  that  got  the 
police  on  the  job. 

We  withdrew  her  from  the  school. 

After  seven  months  Gerry  is  still  a  brat, 
but  clean  and  dry  during  the  day  and  clean 
at  night.  She  eats  with  a  knife  and  fork  or 
spoon  and  can  just  about  be  taken  to  a  cafe 
by  those  not  too  easily  embarrassed.  In- 
stead of  using  five  signs  she  uses  about 
forty  and  begins  to  understand  about  eighty. 

No,  Gerry  isn't  five,  she  was  sixteen  in 
January  and  quite  clever. 
Les  Good 
Stewton 
Nr  Louth 
Lines 


Paula  Bradbury 

Paula  is  partially  sighted  and  profoundly 
deaf.  I  last  sent  you  news  of  her  at  Christmas 
1983  when  she  was  thirteen;  a  lot  has 
happened  since  then,  mainly  due  to  her 
school,  The  Royal  Victoria  for  the  Blind  at 
Newcastle,  closing  down. 

She  had  been  a  happy  residenttherefor 
seven  years,  naturally  we  were  upset  and 
worried  about  her  future  placement.  For- 
tunately her  Deaf-Blind  unit  has  been  trans- 
ferred to  the  Northern  Counties  School  for 


the  Deaf,  also  in  Newcastle,  and  happily 
Paula's  teacher  Norman  and  housemother 
Karen  and  quite  a  few  other  members  of 
staff  have  moved  with  her.  All  being  well 
she  should  be  able  to  stay  at  this  school 
until  she  is  nineteen  —  which  is  a  great 
weight  off  our  minds.  After  that  who  knows 
what? 

We  have  learned  over  the  years  that  it's 
not  a  good  thing  to  look  too  far  ahead.  All 
the  worry  in  the  world  doesn't  make  it 
better  and  something  usually  turns  up! 
Carol  Bradbury 
69  High  Street 
West  Molesey 
Surrey 
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Angela  Trueman 

Angela  is  partially  sighted  and  deaf  through 
rubella,  she  is  now  35  years  old.  Angela 
went  to  a  deaf  school  (oral  —  no  signing) 
and  had  a  little  speech.  At  sixteen  her 
hearing  deteriorated  and  although  she 
would  turn  up  her  hearing  aid  until  she  had 
pains  in  her  ears  and  noises  in  her  head  we 
could  no  longer  get  through  to  her.  Since 
then  Angela  has  become  skilled  at  the 
Tadoma  method  (feeling  the  vibrations  of 
the  throat)  we  have  learned  to  sign  and  she 
has  accepted  the  hearing  loss. 

After  school  she  went  on  to  the  Queen 
Alexandra  for  a  year  for  an  assessment, 
some  things  she  enjoyed  but  there  were 


problems.  Because  she  couldn't  comm- 
unicate she  would  come  home  crying  that 
'no  one  talks  to  me'.  Cookery  lessons  upset 
her  because  there  was  no  blackboard 
—  essential  when  teaching  the  deaf! 

Her  assessment  was  very  useful  to  me; 
it  said  that  she  is  a  quick  worker  and  would 
be  able  to  do  packing.  After  some  difficulties 
Angela  started  at  Lucas'  factory  training 
school,  where  one  of  the  trainers,  who  had 
a  handicapped  boy  of  her  own,  persevered 
with  her  so  successfully  that  after  that 
school  closed  down  she  was  transferred 
into  the  factory  and  has  now  worked  there 
for  fifteen  years,  part-time  2  to  6pm. 

The  biggest  problem  since  she  left  her 
deaf  school  has  been  her  lack  of  social  life. 
We  join  in  everything  that  is  available  but 
she  is  increasingly  left  out.  Her  lack  of  sight 
is  the  problem  when  we  are  with  the  deaf. 
She  doesn't  take  part  in  much,  and  is 
increasingly  frustrated,  knowing  that  she  is 
different  and  resenting  it. 

Four  years  ago  we  felt  that  we  couldn't 
cope  much  longer  and  sought  a  place  at 
Poolemead.  By  the  time  it  was  available 
they  were  not  offering  lifetime  placings  but 
only  for  two  or  three  years.  One  problem 
was  that  if  she  gave  up  her  job  she  would 
never  get  another  the  way  things  are  now. 
Then  we  thought  that  if  we  had  two  or  three 
years  of  normal  life  perhaps  we  could  cope 
with  whatever  would  happen.  It  was  not  to 
be  because  Angela  would  not  agree  to  go, 
and  really  why  should  she? 

We  are  pleased  that  Sense  has  opened 
its  Midland  Centre  at  Edgbaston  and  hope 
that  there  may  be  something  to  help  Angela 
there.  I  think  like  most  parents  of  rubella 
children  we  want  a  place  they  can  visit 
for  short  breaks  and  get  to  know  so  that  it 
isn't  a  shock  if  they  have  to  stay  there 
eventually. 

Sheila  Trueman 
21 1  Priory  Road 
Hall  Green 
Birmingham,  B28  OST 


Jamie  Rogers 

Jamie  has  just  had  his  fourth  birthday  and 
is  beginning  to  improve  in  all  sorts  of  ways. 
He  is  able  to  sit  unsupported  and  even 
stand  alone  for  seconds;  and  by  lightly 
supporting  him  and  moving  his  legs  he  is 
certainly  beginning  to  get  the  idea  of  walking 
and  thoroughly  enjoys  it. 

He  is  also  able  to  float  on  his  back  in  the 
pool  without  any  swimming  aids.  He  is 
learning  to  use  the  small  amount  of  vision 
that  he  has,  and  since  being  fitted  with  two 
very  powerful  hearing  aids  he  is  a  lot  more 
responsive. 

He  has  been  having  quite  a  few  fits 
recently  but  since  they  have  been  controlled 
by  drugs  he  is  a  lot  happier. 

The  only  way  that  we  could  get  Jamie  to 
swallow  his  food  a  year  ago  was  to  put  a 
spoonful  in  his  mouth  followed  quickly  by 
his  dummy  —  it  doesn't  seem  possible 
because  now  he  loves  his  mealtimes  and 
eats  quite  lumpy  food  and  chews  especially 
well  when  it's  chocolate! 

We  no  longer  have  the  frequent  stays  in 
hospital  that  Jamie  had  in  his  first  two 
years  of  life,  usually  with  bronchitis  —  in 
fad  he  seems  very  strong  when  it  comes  to 
fighting  off  the  normal  childhood  diseases 
that  his  sisters  inevitably  bring  home  from 
school. 

I  think  this  last  twelve  months  have 
shown  a  big  improvement  in  Jamie,  so  we 


are  just  hoping  that  he  continues  at  his 
present  pace. 

Jane  and  Peter  Rogers 
Lanzarote 
Canary  Islands 
Spain 


Geronimo 


My  wheelchair  has  grown  legs  and  hair. 
Two  eyes  in  a  head  that's  turned  to  stare 
at  me,  Fiona,  sitting  there. 
I  don't  like  it. 

My  wheelchair  has  started  to  walk 
from  side  to  side  it  makes  me  rock. 
I  hold  tight  upon  his  back 
I  don't  think  I  like  it. 

My  wheelchair  has  started  to  run 
we  are  in  a  race  —  we  have  won! 
This  is  beginning  to  feel  like  fun 
I  think  I  like  it. 

My  wheelchair  is  really  a  horse 

with  a  tail,  a  mane,  and  a  name  of  course. 

Geronimo  nuzzles  up  close 

I  think  he  likes  me. 

Fiona  Ross,  Carnbooth  House  has  been 
attending  riding  lessons  every  week  and 
thoroughly  enjoying  them. 

Katrina  McMunnigall 
Senior  Houseparent 
Carnbooth  House 
Glasgow 


Helen  White 

Lately  we  have  been  concerned  about 
Helen's  sight,  which  seems  to  be  deter- 
iorating. On  her  visits  home  at  Christmas, 
and  more  recently,  she  seems  to  have 
walked  into  doorposts  rather  frequently. 
This  might  be  because  her  home  is  less 
familiar  to  her  than  formerly. 

This  can't  apply  to  the  food  on  her  plate 
however.  Helen,  along  with  the  rest  of  the 
family,  enjoys  food,  and  usually  clears  her 
plate  with  some  skilful  sweeps.  It  was  a 
shock  therefore,  when  she  was  at  home 
near  to  her  birthday,  to  realise  that  her 
favourite  chocolate  drops  were  left  on  her 
plate  because  she  hadn't  seen  them.  We 
were  relieved  to  watch  her  smile  at  the 
snowdrops  she  had  picked  last  time  she 
was  home. 

Soon  after  I  wrote  about  her  in  the  last 
'Talking  Sense'  we  heard  that  she  will  be 
going  to  Poolemead  some  time  in  the 
autumn.  We  are  delighted  about  this  after 
such  a  long  wait. 
Margaret  White 
115  Lutterworth  Road 
Nuneaton 
Warks. 
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Ian  Sowter 

Ian  has  just  celebrated  his  twenty-first  birth- 
day, in  style,  with  a  buffet  and  disco  and 
surrounded  by  his  new  made  friends.  He 
lived  at  home,  apart  from  holidays,  until  he 
was  nineteen.  For  twelve  years  he  went 
daily  to  Newham  School  for  the  Deaf,  to  the 
Rubella  Unit.  Sadly,  when  he  was  nineteen 
he  had  to  leave;  it  was  like  leaving  a  family. 
After  that  he  went  to  the  Concorde  Unit 
in  Basildon  daily.  Eventually,  we  were  told 
about  Shelton  House  Further  Education 
Unit  at  Lappington  in  Shropshire,  which 
Dad  and  I  were  able  to  visit  for  two  days. 
Although  it  is  a  very  long  way  from  home  we 
realised  that  it  was  a  place  where  Ian  could 
be  happy  and  live  a  good  life  of  his  own. 


It  was  the  hardest  moment  of  my  life 
when  I  had  to  leave  Ian  in  a  very  large 
house  full  of  strangers.  It  turned  out  the 
best  thing  we  could  have  done  for  him,  and 
now  that  he  has  settled  in,  what  with  swim- 
ming and  horse-riding,  his  two  favourite 
pastimes  —  he  loves  his  new  home. 

We  phone  every  week  and  Mr  Harris  or 
Miss  Roberts  gives  us  his  news  and  if  he 
needs  anything,  and  every  week  we  get  his 
letter,  which  he  signs,  with  a  bit  of  help.  Ian 
helps  in  the  workshop  and  has  used  a  drill 
and  a  saw,  again  with  some  help.  Ian  always 
hated  walking,  but  he  has  walked  three 
miles  with  his  friends. 

Ian  is  totally  blind,  and  his  hearing  has 
deteriorated  now,  so  his  Phonic  Ear  that 
was  bought  for  him  is  no  longer  of  any  use 
to  him.  If  we  can  sell  it  Shelton  House  have 
agreed  to  let  Ian  have  his  own  pony  there. 

We  visit  Ian  every  six  weeks  and  he 
knows  us  as  soon  as  we  get  there  and 
doesn't  mind  now  when  we  have  to  say 
goodbye. 

I  hope  that  anyone  reading  this,  with  the 
same  decision  to  make,  will  realise  that,  as 
much  as  it  hurts,  we  have  to  let  go  of  our 
handicapped  children,  the  same  way  we  let 
go  of  the  others.  God  bless  and  good  luck 
to  them  all. 
Shirley  Sowter 
12  Cedar  Avenue 
Wickford 
Essex 


For  Sale: 

A  Phonic  Ear,  model  HC  421   R.  Stereo 
Auditory  Trainer.  Has  just  been  serviced 
and  several  parts  renewed.  Cost  £850  when 
new  in  1 981 ,  in  perfect  working  order,  now 
offered  for  £450  or  near  offer. 
Shirley  Sowter 
12  Cedar  Avenue 
Wickford 
Essex  SS1 2  9DT 
Tel:  Wickford  651 32 


Nicky  Brown 

We  have  been  having  ups  and  downs  with 
Nicky  for  the  past  year.  He  was  disruptive 
at  school,  for  example,  climbing  on  the  roof 
and  'playing  up'  when  he  had  a  new  teacher. 
This  led  to  visits  to  a  psychiatrist,  an  assess- 
ment panel  and  all  sorts  of  trouble.  I  was 
forever  up  and  down  to  school,  having  to 
leave  my  part  time  job  to  take  him  home. 
Finally  Nicky  was  excluded  indefinitely  from 
school  on  March  1 7.  We  are  trying  to  find  a 
teacher  for  him  or  another  unit  he  can 
attend  until  the  end  of  the  summer  term. 

The  good  news  is  that  he  has  been 
accepted  at  The  Royal  School  for  Deaf 
Children  at  Margate  from  September.  We 
feel  that  he  needs  a  residential  school  to 
stretch  him  physically  and  mentally  and, 
having  visited  Margate,  we  thought  it  was  a 
marvellous  place  with  happy  children  and 
endless  facilities. 

Nicky  is  well  behaved  at  home,  especially 
when  his  brother  Scott  is  around,  and  likes 
his  deaf  youth  club.  He  was  at  the  Sense 
Summer  Holiday  last  year  for  two  weeks 


and  also  travelled  with  the  family  by  coach 
to  Germany.  He  made  lots  of  friends  in  the 
coach  and  on  the  ferry. 

We  went  to  the  'Night  of  1 00  Stars'  and 
enjoyed  it  enormously,  congratulations  and 
thanks  to  all  involved  who  gave  up  their 
time  freely  in  such  a  good  cause. 
Wendy  Brown 
37  Arundel  Road 
Hounslow 
Middx. 


Alison  Jameson 

Alison  is  nineteen  and  comes  from 
Glapthorne,  near  Peterborough.  She  was 
formerly  at  Pathways  at  Condover  and 
went  on  to  take  a  two  year  course  at 
Doncaster  College  for  the  Deaf  which  she 
has  nearly  completed;  Miss  Cherry 
Glenville,  Head  of  College  has  sent  us  this 
account  of  Alison's  recent  period  of  work 
experience.  Alison  is  deaf  and  has  only  a 
little  sight  in  one  eye. 

Alison  worked  for  three  weeks  before 
Easter  in  a  private  old  people's  home  in 
Doncaster  and  her  placement  was  so 
successful  that  this  has  been  extended  for 
two  more  weeks. 

Alison  has  travelled  to  work  by  herself, 
has  always  been  on  time  and  has  always 
dressed  herself  nicely.  There  were  some 
communication  problems  at  the  start,  but 
the  staff  at  the  home  were  very  patient  and 
supportive  and  once  these  were  ironed  out 
Alison  proved  an  enthusiastic  hard  worker 
who  got  on  well  with  everyone. 

Among  the  tasks  she  has  performed 
are: 

Making  drinks  for  the  residents. 

Helping  to  prepare  the  meals. 

Washing  up. 

Dusting  and  hoovering. 

Cleaning  bathrooms. 

Setting  tables. 

Tidying  residents  rooms. 

Making  beds. 

Tracey  Archer 

My  daughter  Tracey  is  now  23,  is  deaf- 
blind  and  still  at  Stallington  Hospital.  Like 
all  parents  I  am  more  than  concerned  for 
Tracey's  future  years.  For  a  long  time  she 
has  missed  out  on  special  training  and 
special  care,  which  I  think  all  deaf-blind 
children  and  adults  need. 

I  visit  Tracey  often,  but  sometimes  I  am 
most  concerned  about  her  future.  Homes 
such  as  Poolemead,  the  Manor  House  and 
Edgbaston  are  so  badly  needed  for  our 
children.  We  must  never  give  up  hope  and 
keep  on  trying  to  get  what  our  youngsters 
have  a  right  to. 
Olga  Taylor 
Longnor  Road 
Brooklands  Estate 
Wellington 
Telford 
Shropshire 


Alison  soon  settled  into  the  routine  and 
quickly  learnt  what  was  expected  of  her.  By 
the  end  of  the  second  week  she  was  using 
her  own  initiative  e.g.  realising  it  was  time 
for  drinks  and  preparing  these. 

All  those  concerned  have  found  her  to 
be  a  very  friendly,  helpful,  hard-working 
young  lady,  and  feel  that  where  staff  are 
prepared  to  spend  time  with  her  initially 
and  support  her,  she  would  do  well  in  this 
type  of  environment. 

Alison  is  enjoying  the  placement  and  is 
putting  a  lot  of  pressure  on  us  to  allow  her 
to  continue,  at  the  end  of  her  extension! 
She  says  she  would  really  like  to  find  some 
work  like  this  at  home. 

Anne  Whatley 

Anne  is  now  45  and  settled  in  her  ways. 
She  continues  to  be  a  very  useful  member 
of  her  household,  helping  in  the  kitchen  in 
the  mornings  —  helping  prepare  the  veg/fruit 
etc.  for  the  mid-day  meal.  She  is  also  a 
champion  washer-upper! 

Anne  has  become  quite  an  expert  with 
herfingerweaving  (prefers  using  herfingers 
to  a  large  needle)  on  a  hand  loom  set  up  for 
her,  choosing  her  own  colours  of  the  wools, 
the  resulting  strip  is  made  up  into  pencil 
cases  or  bags  which  are  sold  in  the  shop 
here. 

She  joins  in  all  the  activities  that  she  is 
able  to  and  loves  the  film  they  have  once  a 
fortnight.  On  Friday  afternoons  she  goes 
with  three  other  girls  in  her  house  to  do 
their  shopping  in  Buckfastleigh  —  tooth- 
paste, shampoo,  chocs  etc.  —  a  walk  of 
about  four  miles  there  and  back.  Then  they 
repair  to  the  Baker's  Oven,  where  they 
have  tea  and  cakes  and  ice-cream  in  the 
summer. 

Anne  comes  to  me  about  every  five 
weeks  for  the  weekend,  and  for  holidays. 
This  year  I  am  hoping  that  they  arrange  for 
her  to  go  on  a  holiday  with  others  —  to  get 
used  to  that,  as  I  am  not  getting  any  younger. 
I  still  go  up  once  a  week  to  help  in  any  way  I 
can,     sometimes     it's     cooking     if     the 
houseparents  are  on  holiday  for  an  odd  few 
days.  So  that  is  very  pleasant  being  able  to 
see  Anne  each  week  and  to  help  at  the 
same  time. 
Joan  Whatley 
'Blackball' 
50  Oaklands  Road 
Buckfastleigh 
S.  Devon 
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APPEALING 
FOR 


All  Contributions  Gratefully  Received 

Parachute  Jump 

Lord  Trefgarne  did  a  parachute  jump  for  us  in  September  1985.  Then  on  Wednesday 
March  1 9th,  there  was  a  reception  in  the  House  of  Lords.  Those  who  sponsored  him  were 
there  to  see  him  present  a  cheque  for  £2,500  to  Rodney  Clark. 


Rodney  Clark  smiling  —  he  didn't  have  to  jump! 


A  Night  of  100  Stars 

The  Night  of  100  Stars  went  ahead 
without  hitches,  hopefully  raising  £ 1 0,000. 
Many  of  the  stars  expressed  a  great 
interest  in  Sense  and  can  now  be  counted 
as  "supporters".  The  theatre  was  full  and 
everyone  seemed  to  enjoy  the  entertain- 
ment. Much  of  the  fun  seemed  to  arise  from 
seeing  well-known  personalities  doing 
unusual  things!  Claire  Rayner  in  black 
negligee  crooning  "The  Laziest  Girl  in 
Town",  Christopher  Timothy  singing  "Roll 
Ojqt  Beethoven",  Ron  Moody  impersonating 
Jimmy  Durante.  We  had  some  excellent 
media  coverage  for  the  event  and  of 
.<:  %"/■  otir ')  tr  <-.  name  of  Sense 

Still  on  television;  did  anyone  spot  our 
runners  in  the  London  Marathon?  We  had 
them  all  kitted  out  in  our  new  running  vests. 
These  are  retailing  at  £3.95  and  newly 
designed  T-shirts  at  £3.75.  (25%  discount 
to  branches.) 

Quadrathon  Event 

We  would  like  to  give  a  special  thank 
you  to  Stephen  Holmes  who  single- 
handedly  raised  £  1 ,000  from  a  Ouadrathon 
event.  The  money  went  towards  Graham 
Hicks'  new  computer. 


Sense  Opens  a  Shop 

The  Petts  Wood  shop  will  be  opening  on 
June  5th.  A  fanfare  from  two  Royal  Artillery 
Band  trumpeters  will  precede  the  opening 
of  the  shop  by  Claire  Rayner.  It  is  hoped 
this  will  be  the  first  of  a  series  of  permanent 
Sense  shops. 

Parachuting  Again 

Three  HQ  members  of  staff  are  still  waiting 
to  jump  at  Stratford-upon-Avon,  frustrated 
twice  by  high  winds.  Seven  Sense  fund 
raisers  have  bravely  leaped  from  the  plane 
so  far. 

Manor  House  Appeal 

The  Manor  House  Appeal  continues 
successfully:  the  swimming  pool  will  be 
opened  on  May  26th.  Various  summerfairs 
and  other  events  will  take  place  during  the 
summer  months. 

A  Runaway  Success 

The  Gala  Greyhound  Night  at  Brighton 
was  a  resounding  success  raising  £8,500. 
Brent  Walker  PLC  sponsored  the  event 
supported  by  many  local  firms. 

Staff  News:  Penny  Amerena  has  joined 
as  our  new  Appeals  Manager. 


• 
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MR  TONY  PALMER  of  TAYLOR  WOODROW  gives  the  keys  of  the  soft  playroom  at  the  Family 
Centre,  Ealing,  to  Lindy  Wyman. 
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A  Date  for 
Your  Diary 

Annual  Weekend  Away 
19-21  September 


This  year's  Annual  Weekend  Away  will  be 
held  in  Birmingham  from  19-21  September. 
Much  of  the  programme  will  take  place  at 
the  Sense-in-the-Midlands  site  in  Edgbaston, 
though  residential  accommodation  and 
parts  of  the  programme  will  take  place  at 
the  nearby  University  of  Birmingham. 

Fuller  details  of  the  weekend,  along 
with  an  application  form,  are  enclosed  with 
this  Newsletter. 

We  hope  to  see  many  parents  and 
families.  The  weekend  gives  an  ideal 
opportunity  for  families  to  mix  with 
teachers  and  other  professionals,  to  learn 
about  the  range  of  subjects  and  join  in 
discussions.  The  daily  creche  and  evening 
babysitters  will  ensure  you  can  bring  the 
whole  family. 


STOP  PRESS 


At  long  last,  the  first  draft  of  the 
discussion  document  on  Education 
Provision  for  Deaf-Blind  Children  has 
been  received  from  the  Department  of 
Education  and  Science.  We  will  report 
in  full  in  the  next  edition  of  Talking 
Sense. 


CONFERENCES 


■  European  Conference  on  the 
Education  and  Management  of 
the  Deaf-Blind 

7-10  July  1986,  Bruges  Belgium 

The  conference  hopes  to  attract  delegates  who 
are  in  regular  contact  with  deaf-blind  children 
and  adults:  parent,  teachers,  care  staff,  doctors 
etc.  The  format  is  designed  as  continuing 
workshops,  of  which  there  are  four: 

1  The  Education  of  the  Deaf-Blind  Child. 

2  Education  and  Management  of  Deaf-Blind 
Young  Adults  up  to  40  years  of  age. 

3  Deaf-Blind  Technology. 

4  Medical  Aspects  of  Deaf-Blindness. 
Delegates  will  be  expected  to  attend  one 
workshop  only  throughout  the  week,  but  each 
workshop  is  open  to  all,  no  matter  what  the 
individual  profession  or  personal  interest.  The 
official  language  is  by  preference  English,  but 
French  and  German  may  also  be  used  if 
necessary. 

For  further  details  and  an  application  form  for 
this  conference  contact:  Rodney  Clark, 
SENSE,  Freepost,  311  Gray's  Inn  Road, 
London  WC1X  8BR  (NO  STAMP  REQUIRED) 

■  Biennial  Conference  for 
Workers  with  Visually 
Handicapped  People 

27  -  29  June  1986,  Brighton 

The  main  topics  will  be,  Education, 
Rehabilitation,  Braille. 
Contact:  Miss  G  Howse  at  the  RNIB 
Conference  Centre,  Leamington  Spa 


Rotary  Foundation  Awards 

There  are  FIVE  TYPES  of  Awards  each  year 

1.  UNDERGRADUATE  SCHOLARSHIP 

To  a  man  or  woman  in  the  penultimate  year  of  study  for  a  degree  course,  unmarried, 
age  1 8  -  24  years. 

2.  GRADUATE  SCHOLARSHIP 

To  a  man  or  woman  university  graduate,  married  or  single,  age  1 8  -  30  years. 

,3.    VOCATIONAL  SCHOLARSHIP 

To  a  man  or  woman,  married  or  single,  age  21  -  50  years,  who  has  completed  a 
secondary  school  education  and  has  been  engaged  for  at  least  two  years  in  an 
appropriate  full-time  post. 

4.  TEACHERS  OF  THE  HANDICAPPED  SCHOLARSHIP 

To  a  man  or  woman,  age  2 1  -  50,  married  or  single,  with  at  least  two  years'  experience 
of  teaching  the  handicapped. 

5.  JOURNALISM  SCHOLARSHIP 

To  a  man  or  woman,  age  21  -  50  years,  married  or  single,  with  at  least  two  years' 
experience  as  a  professional  journalist  (if  not  applying  under  student  status). 

6.  UNIVERSITY  TEACHERS 

To  teach  overseas  for  one  academic  year. 

IS  ONE  OF  THEM  FOR  YOU? 

If  so,  you'll  be  glad  to  know  that  ALL  SIX  AWARDS  are  made  ANNUALLY  for 
the  purpose  of 

(a)  providing  a  means  of  study  in  a  foreign  country,  and 

(b)  promoting  international  understanding. 

FINANCIALLY,  THESE  AWARDS  ARE  ALL  COMPARABLE  IN  VALUE  TO  THOSE  MADE  BY 
CORRESPONDING  BODIES  AND  COVER  NORMAL  EXPENSES  FOR  ONE  ACADEMIC  YEAR  OF 
STUDY  ABROAD. 


CLOSING  DATE  for  receipt  of  APPLICATIONS 
is  the  1  st  October  BEFORE  the  year  in  which 
the  Award  is  tenable.  So  you  should  apply  to 
ROTARY  well  over  12  months  BEFORE  YOU 
WISH  TO  USE  THE  AWARD. 


THESE  AWARDS  ARE  TENABLE  FOR  ONE  YEAR  AND 
ARE  NOT  RENEWABLE  -  THEY  ARE  NOT  AVAILABLE 
TO  ROTARIANS  AND  THEIR  IMMEDIATE  FAMILIES. 
THEIR  RELATIVES  OR  DEPENDANTS.  If  you  believe  you 
qualify  for  any  one  of  these  Awards,  gel  in  touch  NOW  with 
ANY  ROTARY  CLUB  or  with  your  local  Rotary  Foundation 
Officer  at  this  address. 


COURSES 


■  Care  and  Early  Education  of 
Young  Children  with  Very  Severe 
Learning  Problems 

28  -  31  July  1986  Waltingford 

For  further  details  contact  Castle  Priory  College, 
Thames  Street,  Wallingford,  Oxon  OX  10  OHE. 
Telephone:  0491  37551 

■  Total  Communication  for  Families 

3  -  6  July  1986  Doncaster 

This  is  a  residential  course  for  those  who  want  to 
know  more  about  all  aspects  of  the  total 
communication  philosophy,  with  special  ref- 
erence to  families.  Accompanying  children  will 
be  entertained. 

Cost  £25  per  adult,  £1 2  per  child  —  all  inclusive. 
Contact:  The  Education  Officer,  The  British  Deaf 
Association,  38  Victoria  Place,  Carlisle  CA1  1HU. 

■  RNIB  Courses,  Leamington  Spa 

12  May  1986 

Integration  of  Visually  Handicapped 

Children  into  Main  Stream  Education 

22  May  1986 

Lighting  for  Poor  Vision 

11  June  1986 

Toys  and  Table  Games  for  all  Ages 

19  June  1986 

Exhibition  of  Technological  Equipment 

for  Visually  Handicapped  People 

2  July  1986 

Handicrafts  for  Visually  Handicapped 

Adults 

Contact:  Centre  Administrator,  RNIB  Conference 
Centre,  13  Warwick  New  Road,  Leamington  Spa 
CV32  5JB.  Telephone:  0926  25921 


SENSE  COURSES 


■  Communication  Day 

Tuesday  17  June,  Ealing 

A  one  day  course  (10.00  am  —  4.30  pm)  for 
anyone  working  with  a  young  child  with  a  dual- 
sensory  impairment.  About  communicative 
competence,  observational  assessment  and 
teaching  communicating  skills  to  young  children. 
Limited  to  fifteen  participants,  cost  £1 5,  bring  a 
packed  lunch,  drinks  provided. 

■  Open  Day 

Thursday  26  June  1 986,  Ealing 
All  interested  are  invited. 

There  will  be  three  half-hour  presentations;  a  talk 
on  the  services  offered  by  the  Family  Centre,  a 
video  presentation,  and  a  display  of  toys  and 
equipment  with  a  discussion  of  some  of  the 
techniques  used  in  working  with  young  children 
with  a  dual  sensory  impairment.  These 
presentations  will  run  simultaneously  and  will  be 
given  at  1 0.30  am,  1 1  am,  1 1 .30  am,  1 .30  pm, 
2.00  pm  and  2.30  pm.  Those  wishing  to  attend  all 
three  presentation  should  therefore  arrive  at 
10.30  am  or  1.30  pm. 

For  both  of  the  above  events  contact  The  Family 
Centre,  86  Cleveland  Road,  London  W13  OHE 

■  One  Day  Courses 

19  September  1986,  Edgbaston 

We  are  running  various  simultaneous  one  day 
courses  for  professionals  at  our  Birmingham 
Centre  on  19  September.  These  will  include  a 
course  in  Micro-technology  for  teachers,  and 
courses  for  Educational  Psychologists,  Hospital 
care  staff  and  classroom  assistants,  as  well  as  a 
pre-school  course.  Furtherdetailsare  included  in 
this  newsletter. 
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RUBELLA 

ARE  YOU  IMMUNE? 


"This  woman 
couldn't  be  sure, 

...her  child's 
living  proof  that 
she  wasn't!" 
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JAN  FRANCIS 

PRESENTS 
A  SPECIAL  FILM 
ABOUT  RUBELLA 
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A  new  poster  has  been 
Produced  by  the 
National  Rubella 

JEE***  to  coincide 
with  the  release  of  'Whv 
Worry',  the  video Lmed 
at  persuading  would  be 
mothers  of  the  need  for 
vaccination.  DetS£ on 
Page  15. 
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Holiday 
Snaps 

With  100  deaf-blind 
children  and  adults  on 
Sense  holidays  this 
summer,  reports  are 
starting  to  flood  in.  Our 
cover  photo  was  taken 
at  the  Family  Centre 
Holiday.  Other  reports 
on  pages  4,  9,  16  &  17. 


Loss 

Usher  Syndrome  causes 
a  gradual  loss  of  sight  in 
i  some  deaf  people.  Ann 
Bond  argues  that  these 
people  must  be  helped 
to  grieve  the  loss  of  their 
sight,  much  like  the  loss 
of  a  loved  family 
member.  Read  her 
thoughts  on  page  19. 


Tapping 
Resources 

For  many  deaf-blind 
people,  communication 
with  others  is  the  greatest 
problem.  Mark  Brownfield 
discovered  how  the 
Morse  code  could  help 
him.  His  story  is  on  page 
14. 


Getting 

Together 

As  some  of  our  parent 
members  return  from  the 
European  Conference  in 
Bruges,  plans  are  being 
finalised  for  Sense's 
Weekend  Away.  Details 
of  both  inside. 
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Three  years  ago  Sense's  Policy  Group 
presented  to  the  1983  AGM  its  recom- 
mendations of  priority  areas  for  Sense  to 
concentrate  on  over  the  next  five  years. 
The  first  priority  was  of  course  provision  for 
deaf-blind  young  people  over  the  age  of  16 
years.  At  that  time  our  Manor  House  in 
Market  Deeping  had  been  opened  just 
three  years  and  the  RN  ID  had  opened  their 
deaf-blind  Unit  at  Poolemead  in  Bath.  As 
places  became  available,  requests  for  infor- 
mation and  applications  for  places  began 
to  increase.  In  addition  to  these,  Sense 
and  the  RNID  were  constantly  being  asked 
for  help  and  support  for  many  young  people 
in  hospitals,  at  home  in  Adult  Training 
Centres,  far  more  than  we  are  able  to  help 
in  the  way  we  know  is  really  necessary. 

In  answer  to  the  increased  need  for 
places,  Henshaw's  in  Harrogate  with  help 
and  advice  from  Sense,  opened  a  deaf- 
blind  Unit  last  September.  Our  new  centre 
in  Edgbaston  will  provide  more  provision 
for  deaf-blind  young  adults.  In  some  areas, 
with  Sense  advice  and  encouragement, 
Health  Authorities  and  Social  Services 
Departments  are  planning  new  provision  in 
the  community  for  the  deaf-blind  young 
people  they  are  responsible  for  serving. 
Quarrier  Homes,  in  cooperation  with  Sense 
in  Scotland  are  setting  up  provision  at 
Overbridge  in  Glasgow  for  the  young  people 
discovered  as  the  result  of  the  survey  con- 
ducted throughout  Scotland. 

As  ever,  in  the  Association's  history, 
parents  are  behind  many  of  the  projects, 
and  currently  in  South  Wales  and  in  the 
South  West  of  England,  regional  parent's 
groups  are  endeavouring  to  set  up  projects 
for  the  young  deaf-blind  people  in  their 
areas.  They  are  cooperating  and  working 
with  their  Local  Authorities  and  Health 
Services  and  are  seeking  advice  from 
Sense's  Head  Office  so  that  their  plans  will 
really  come  to  fruition.  It  is,  of  course, 
a  great  deal  of  work  not  only  in  accurate 
planning  and  costing  but  in  fund  raising  so 
that  both  the  capital  costs  of  setting  up  the 


projects  are  raised  and  the  running  costs 
until  all  the  places  are  filled  and  fees  coming 
in.  We  wish  them  success  in  their  projects. 
It  is  certain  that  places  will  be  filled  as 
readily  in  these  areas  as  they  are  elsewhere, 
once  parents,  social  services  and  hospitals 
know  the  projects  are  open.  There  are  so 
many  seeking  places  and  still  so  few  to 
satisfy  the  need. 

As  a  National  Organisation  receiving 
money  from  public  funds  and  from  the 
general  public  we  must  offer  places  openly 
to  all  deaf-blind  young  people,  so  long  as 
they  are  suitable  for  what  the  projects 
have  to  offer  and  are  compatible  with  others 
in  the  same  family  group.  We  must  have  a 
particular  care  for  those  in  hospital  who 
have  no  parents  to  plead  their  cause.  How- 
ever, members,  and  particularly  parent 
members,  have  an  advantage  in  that  you 
know  from  reading  your  Newsletters  when 
new  projects  are  opening  and  can  there- 
fore go  to  your  Local  Authorities  and  appeal 
to  them  to  apply  for  places  and  grant  f  u  nding. 

Now  isyourchancetoapplyforournew 
Centre  in  Birmingham,  Sense-in-the-Mid- 
lands. It  is  hoped  to  offer  places  to  four 
young  people  in  October  and  up  to  20  in 
April  of  next  year.  We  cannot  guarantee 
anybody  a  place.  It  has  to  be  left  to  the 
judgement  of  those  who  will  work  with  the 
young  people.  However,  it  is  the  intention 
that  these  places  in  Edgbaston  should  go 
to  the  more  disabled  of  our  young  people. 
Do  apply  if  youryoung  person  is  coming  up 
to  1 6  or  over.  At  least  this  will  ensure  that 
your  Local  Authority  is  thinking  about  appro- 
priate placement  and  setting  in  motion  the 
process  of  obtaining  funding.  If  you  need 
help  or  you  meet  with  difficulties  or  resis- 
tance, do  ask  us  for  help.  We  will  support 
your  applications. 

Best  wishes  to  you  all, 


Cj^-s-vc^R 


Jessica  Hills 


Sense-in-the-Midlands 


Much  has  happened  at  Sense-in-the-Mid- 
lands, our  new  Birmingham  centre,  since 
the  last  edition  of  Talking  Sense. 

Since  early  in  the  year,  a  Study  Group 
has  been  planning  an  appeal  for  funds  to 
finance  the  new  developments,  and  it  is 
now  in  the  process  of  forming  a  Charitable 
Foundation  which  will  attract  the  necessary 
resources  to  pay  for  the  building  works  and 
for  the  deficits  on  running  costs  as  the  new 
services  are  built  up.  A  Fund-Raising  Direc- 
tor has  been  appointed,  Mr  Geoffrey  Wood, 
who  took  up  his  appointment  during  August. 
We  have  a  formidable  task  ahead  if  we  are 
to  be  able  to  launch  the  many  vital  services 
we  have  described  in  previous  Newsletters. 
Somewhere  between  £2  million  to  £3  million 
will  be  needed  over  the  next  five  years. 
(Any  reader,  with  such  a  sum  to  spare  is 
invited  to  contact  Mr  Wood  forthwith!) 

The  architects  are  currently  very  busy 
preparing  plans  for  Stage  1  of  the  building 
works  which  will  give  us  the  new  Midlands 
Centre  and  the  first  20  places  for  the  deaf- 
blind  students  of  the  Further  Education 
and  Rehabilitation  Centre.  Building  work 
shouldstart  in  Novemberfor completion  by 


next  Autumn.  Our  own  plans  for  starting  the 
FE  and  Rehabilitation  Centre  in  unmodified 
accommodation  this  coming  Autumn  are 
now  well  advanced,  and  eight  places  should 
be  filled  by  Christmas. 

The  National  Deaf  Children's  Society, 
whose  National  Aid,  Information  and  Data 
Centre  will  be  situated  on  the  site,  has 
appointed  the  Centre's  administrator,  Mr 
Tony  Winstanley  who  is  now  based  at  Edg- 
baston. Sense's  lease  with  the  site  owners, 
the  Calthorpe  Estate,  has  now  been  com- 
pleted and  so  we  are  in  a  position  to  offer 
underleases  to  those  organisations  already 
on  the  site  or  intending  to  provide  services 
there. 

A  month's  course  during  July  for  over  40 
teachers,  run  in  conjunction  with  Gallaudet 
College,  Washington  DC  will  be  reported  in 
a  later  Newsletter.  This  summer,  Sense- 
in-the-Midlands  hosted  a  holiday  project 
for  young  deaf-blind  adults  and  it  is,  of 
course,  the  setting  —  together  with  the 
nearby  residences  on  the  University  Campus 
—  for  Sense's  Annual  Weekend  Away  when 
we  shall  hope  to  see  many  members,  friends 
and  colleagues. 


Sense's  Annual  Weekend  Away 

Birmingham  19-81  September  1986 


We  are  running  a  Weekend  Away  for  the 
third  consecutive  year  during  September. 
The  venue  for  this  year  will  be  Birmingham 
and  we  will  be  making  use  of  the  residential 
facilities  of  Birmingham  University,  while 
we  show  off  and  make  use  of  our  new 
Sense-in-the-Midlands  centre,  for  many 
of  the  Weekend's  activities. 

Friday 

The  Weekend  Away  starts  on  Friday  evening 
with  Registration  at  the  University's  resi- 
dential Lake  and  Wyddrington  Halls.  We 
are  aiming  to  have  'hosts'  available  for  any 
participant  who  is  coming  to  a  Sense  event 
for  the  first  time,  or  who  doesn't  know  many 
people  —  so  please  don't  be  too  shy  to 
come!  We  shall  eat  Dinner  at  the  University, 
and  will  have  some  social  events  during 
the  evening,  and  there  will  be  plenty  of  time 
to  look  at  videos,  visit  the  library,  or  have  a 
drink  and  catch  up  on  the  news. 

Saturday 

After  breakfast  we  shall  have  a  short  stroll 
over  to  the  Sense-in-the-Midlands  centre 

(minibuses  will  be  available  for  anyone 
with  mobility  problems,  and  for  those  who 
can't  face  the  exercise)  where  the  days 
activities  will  begin.  We  shall  start  off  with  a 
talk  by  John  Hatton,  the  Principal  of  the 
centre,  whowill  be  joined  by  BobSnowand 
Doreen  Norris  to  outline  the  services  pro- 
posed for  the  centre. 

Following  a  break  for  coffee,  we  shall 
commence  smaller  workshop  groups,  to 
discuss  various  topics.  A  list  of  the  pro- 
posed workshops  is  at  the  end  of  this 
piece. 

At  midday,  the  Market  Place  will  open 
its  doors.  This  is  a  chance  for  everyone  to 
visit  different  stalls,  looking  at  toys,  equip- 
ment, aids,  literature  etc.  from  a  range  of 
manufacturers  and  organisations.  Lunch 
can  be  eaten  during  this  period,  either 
sitting  in  groups  in  the  Hall  or  Dining  Room, 
or  outside  if  the  weather  is  fine! 


encouraged  to  come  and  contribute.  After 
Dinner  back  at  the  university,  we  shall  have 
a  social  evening  which  will  include  a  disco, 
some  folk  singing  in  the  bar,  plus  quieter 
activities. 


The  creche  at  Leicester,  1985 

At  3.00pm  the  afternoon  sessions  start. 
We  are  hoping  to  have  a  guest  speaker 
from  Canada  —  John  Mclnnes  —  to  talk  on 
intervention.  Following  the  tea  break,  there 
will  be  more  workshops,  amongst  which 
will  be  a  session  for  siblings:  the  brothers 
and  sisters  of  a  handicapped  child  very 
often  like  to  talk  and  swap  experiences  and 
advice.  There  will  be  several  sessions  for 
siblings  throughout  the  weekend,  and  we 
hope  that  brothers  and  sisters  will  feel 


1985:  Robert  Beattie  explores  the  Marketplace 

Sunday 

After  an  interdenominational  service  (with 
full  sign  interpretation),  morning  workshops 
will  commence,  and  these  will  run  until 
lunch  time.  After  Lunch,  there  will  be  the 
Sense  Annual  General  Meeting,  followed 
by  a  Teachers'  Meeting  and  a  Parents' 
Meeting. 


Multiply  Handicapped 
Children 

Rosalind  Wyman,  Souvenir  Press,  £5.95 

Lindy  Wyman  is  the  Principal  of  Sense's 
Family  Advisory  Service.  Her  life  is 
bound  up  with  deaf-blind  children,  with 
their  families,  and  with  the  service  she 
has  built  up  to  support  them.  Here  at 
last  we  have  a  chance  to  read  some  of 
her  thoughts  and  ideas. 

'Multiply  Handicapped  Children'  is 
a  warm  and  practical  book.  It  is  a  must 
for  any  parent,  and  for  anyone  working 
closely  with  a  child  with  multiple  handi- 
caps. Full  of  clear  and  sensible  advice, 
it  builds  on  the  idea  that  a  child  must 
be  seen  as  a  whole  person,  not  just  as 
a  series  of  problems  or  handicaps, 
and  that  this  whole  person  must  be 
seen  as  part  of  a  family. 

The  Parents  View  comes  to  the  fore. 
The  first  chapter  explores  the  feelings 
of  the  parents  and  the  importance  of 
their  role  in  the  care  and  education  of 
their  child.  Throughout  the  rest  of  the 
book  the  parents  were  never  far  away, 
as  we  read  case  studies  of  children 
and  examine  the  ideas  for  progress 
which  can  be  offered  to  the  families. 

'Multiply  Handicapped  Children'  will 
be  available  from  Sense  after  publi- 
cation on  18  September.  An  order 
form  is  enclosed  with  this  magazine. 


Anyone  not  wishing  to  attend  one  of 
these  meetings  is  free  to  use  the  sports 
facilities,  or  go  for  a  guided  tour  around  the 
new  site. 

The  Weekend  will  finish  officially  at  5  pm. 

Workshops 

The  proposed  workshops  for  the  weekend 
are  as  follows: 

*  An  Advisory  Service  — What  is  Needed? 

*  Further  Education 

*  Hearing  Assessment 
-k  Usher  Syndrome 

*  Providing  for  your  Child  after  your 
Death 

*  Communication 

*  Toys  and  Equipment 

*  Welfare  Rights 

*  A  Deaf-Blind  Man's  Experiences  in  the 
USA 

*  Royal  School,  Exeter  —  Presentation 

*  Siblings  (there  will  be  more  than  one 
session) 

*  Sexuality  and  the  Mentally  Handi- 
capped (there  will  be  more  than  one 
session) 

*  Self  Injury 

*  Stimulating  Vision 

*  Special  Diets 

*  Royal  School  for  Deaf  Children, 
Margate  —  Presentation 

*  Deaf-Blind  People  at  Work 

*  Difficult  Behaviour 

*  Rubella 

*  Henshaw's  Unit  —  Presentation 

Facilities 

As  usual  at  Sense  events,  we  shall  be 
providing  all-day  creche  facilities  for  all 
children  and  youngsters,  and  babysitting 
throughout  the  evenings,  so  that  parents 
can  feel  able  to  leave  their  children  if  they 
wish:  all  children  and  youngsters  are  of 
course  welcome  at  any  of  the  social  activities 
during  the  weekend.  We  shall  have  a  library 
of  relevant  books  available  throughout  the 
weekend,  and  will  have  a  showing  of  videos 
time-tabled  for  those  who  wish  to  watch 
them.  Our  Midlands  centre  has  a  swimming 
pool,  which  will  be  available  for  use,  and  we 
are  hoping  to  organise  other  sports  events. 
The  facilities  for  physically  disabled 
people  are  not  perfect,  but  we  do  hope  it 
won't  deter  anyone  from  attending. 

Getting  to  the  Weekend 

Maps  will  be  sent  out  to  everyone  applying 
to  attend.  We  will  have  minibuses  available 
to  pick  up  coach  and  train  travellers  from 
the  centre  of  Birmingham. 

The  Weekend  should  prove  to  be  relaxing, 
interesting  and  valuable  to  all  participants, 
with  the  chance  to  meet  parents  and  pro- 
fessionals and  of  course  our  children  and 
youngsters,  in  a  pleasant  and  informal  atmos- 
phere. We  have  grants  available  to  help  out 
any  families  who  would  like  to  attend,  but 
would  have  difficulty  affording  the  fees. 

I  hope  we'll  see  you  there. 

Carmel  Perry 
Conference  Organiser 


Whitefield 


When  a  party  from  the  Deaf/Visually  Handicapped  Unit  at  Whitefield 

descended  on  Botley  for  an  early  summer  holiday,  they  thought  they 

should  keep  us  informed.  Our  reporters  on  the  spot  were  Mandy,  Karen 

and  Marissa. 


My  Holiday 

I  enjoyed  the  canoeing,  and  sailing  and 
boats.  I  went  to  the  assault  course  and  I 
was  climbing,  it  was  good  fun.  I  liked  the 
water  hunting  and  we  found  frogs. 

Karen  Uglow 


Mandy  swings  while  Karen  looks  on. 


Sense's  first  Scottish.  Holiday 


Greetings  from  Renfrewshire  where  we've 
just  come  to  the  end  of  the  first  Sense 
Scottish  holiday,  and  what  a  busy  week  it 
has  been. 

The  holiday  was  attended  by  six  deaf- 
blind  young  adults  (16  and  17  year  olds), 
coming  from  a  variety  of  areas  in  Scotland. 
For  some,  this  has  been  their  first  real 
holiday  or  lengthy  period  away  from  hospital. 

In  addition  to  traditional  holiday  activ- 
ities, each  child  has  had  to  pull  his  own 
weight  in  the  residence.  We've  been  staying 
in  a  lovely  house  in  the  Ouarrier's  Village 
grounds,  which  is  run  by  a  warm  and  ener- 
getic 'Mum'  called  Dorothy.  This  relaxed 
atmosphere  has  been  ideal  for  assessing 
the  youngsters  independence  skills,  as 
well  as  introducing  and  developing  new 
-.-';•.  '//■':  'A  the  everyday  chores  the 
children  have  had  to  help  with  have  included 
washing-up,  hoovering,  polishing,  ironing, 
■,'■/.<:' i  -.-  opp  ng  and  cooking  rhe  Infor- 
mation we've  gathered  has  been  useful 
and  may  be  helpful  in  the  future  when 
considering  these  youngsters  for  possible 
further  education  placements. 

Despite  the  inclement  weather,  we  man- 
aged ".  "-.<■.'..  o  irtOives  quite  buv/  during 
the  week.  Our  trips  included  visits  to  a 
nature  reserve,  a  fun-fair  (where  the  children 
■.':':"  <-.■:  "  ore  ad/er  turou',  than  the  adults), 
picnic  at  the  beach,  horseback  riding,  and 
■■..-.'  "j  ■■:■  <:■  ',"■ ',  f.  er,ure  centre  //here 


Brian,  Leslie  and  Nicola  in  the  minibus  with 
helpers. 

we  enjoyed  swimming  and  playing  with 
soft  shapes.  The  youngsters  also  had  the 
opportunity  to  try  riding  tandem  bicycles, 
playing  on  a  trampoline,  experimenting 
with  'texture'  play  and  massage.  On  Thurs- 
day we  had  a  special  session  with  a  music 
therapist  and  this  was  certainly  enjoyed  by 
all. 

To  finish  off  the  week  we  had  a  farewell 
party  featuring  a  home-made  curry  and  a 
drop  of  the  bubbly  for  all.  We  are  all  pleased 
to  have  had  such  an  action-packed  week, 
but  sad  to  leave  our  new  friends.  I  am 
hoping  that  this  will  be  the  first  of  many 
such  holidays  in  Scotland. 

Karen  Theiss-Tait 


Marissa  sent  us  her  report  in  braille.  Here  is 
our  transcription. 

We  went  on  a  big  bus.  The  bus  was 
good.  The  bus  went  a  long  way  and  it 
bounced.  On  friday  we  all  went  to  big 
house  Vanessa  and  Marissa  bed  in 
bunks.  I  was  on  top  and  Vanessa  was  on 
the  bottom.  The  golf  was  very  good  and  I 
like  the  tug  of  war.  The  children  fell  and 
Mandy  very  happy.  I  played  football. 
Football  was  very  good  and  I  played 
netball.  We  went  horse  riding  I  went  on 
brown  horse  and  the  name  was  Lady  and 
I  rode  by  myself. 

Marissa  Godoy 


Marissa's  ready  to  go  but  Karen  (below)  is  still 
getting  the  packed  lunches. 


Dear  Sense, 

The  DVH  class  4  went  on  holiday  to 
Botley  last  week.  We  went  with  yellow 
and  blue  children  at  school.  We  slept  in  a 
big  house  and  we  had  meals  at  another 
building  dining  room.  The  food  are  very 
nice.  The  food  are  the  best  than 
Whitefield  School  dinners. 

We  went  archery.  We  cannot  do  it 
alone,  someone  helped  us  very  little.  It  is 
difficult  for  us  for  archery.  We  went  on 
assault  course.  If  we  cannot  do  it  a 
person  helped.  We  are  to  do  very  difficult 
for  very  little  ropes  and  high  things. 

!  like  the  best  canoeing.  I  went  on  a 
lake  for  canoe.  I  had  by  myself.  I  do  not 
have  help.  I  went  very  fast  a  few  minutes. 

I  will  be  going  assault  course  again, 
perhaps. 

The  people  enjoy  walking  and 
canoeing  and  sailing  and  archery  and 
climbing  rocks.  I  think  so. 

I  will  be  going  on  holiday  next  year 
with  college.  I  do  not  know  when,  where. 
It  is  not  yet.  I  am  going  to  college  in 
Doncaster. 

Mandy  Reeve 


4 


Intervention  is  the  Key 

John  Mclnnes  is  the  Principal  of  the  W.  Ross  McDonald  School  for  deaf-blind  children 

in  Ontario,  Canada.  Here  in  an  article  first  published  in  'Intervention'  the  journal  of 

our  sister  organisation,  the  Canadian  Deaf-Blind  and  Rubella  Association,  he 

discussed  the  concept  of  Intervention  for  deaf-blind  people,  and  how  the  concept  has 

been  applied  in  Canada. 


In  Canada,  the  idea  of  intervention  has 
become  the  latest  magic  wand  which  will 
solve  all  the  problems  for  the  deaf-blind. 
However,  like  the  wand  in  the  hand  of  the 
sorcerer's  apprentice,  when  the  concept  is 
poorly  understood  and  poorly  applied  the 
results  can  be  disastrous  and  often  not 
nearly  as  hilarious  as  those  depicted  by 
Walt  Disney.  The  problem  is  that  the  con- 
cept of  intervention  is  at  the  same  time 
simple  and  yet  complex  —  apparently  easy 
to  introduce  and  yet  extremely  difficult  to 
apply,  a  label  that  can  be  tacked  onto 
anything  and  yet  often  a  description  of 
nothing.  There  is  little  doubt  in  my  mind, 
however,  that  intervention  is  the  key  to 
development  and  support  of  the  deaf-blind 
individual  in  the  non-restricted  setting  if  it 
is  appropriately  applied. 

The  idea  that  a  person,  or  persons,  can 
provide  both  support  and  compensation 
forthe  loss  of  vision  and  hearing  is  not  new, 
and  indeed  evidence  of  this  approach  can 
be  found  throughout  the  world  today.  When 
one  meets  deaf-blind  adults  it  becomes 
immediately  clearthat  even  the  most  intell- 
igent, and  the  most  able,  of  these  adults 
have  an  individual,  or  individuals,  who  supply 
them  information  and  support  which  allows 
them  to  make  independent  decisions  and 
to  carry  the  decisions  out  effectively. 

Intervention  for  the  deaf-blind  infant 
begins  with  his  first  contact  with  mother 
(and  what  I  am  pointing  out  as  strongly  as 
possible  is  that  all  deaf-blind  infants  begin 
life  with  an  intervenor).  It  is  extremely 
important  that  support  be  available  to  teach 
mother  the  techniques  and  methods  of 
handling  her  deaf-blind  infant  so  that  he/she 
does  not  become  a  non-satisfying,  tactile 
defensive,  unmanageable  infant.  I  would 
strongly  recommend  Peggy  Freeman's  two 
books  'Understanding  the  Deaf-Blind  Child' 
and  The  Deaf-Blind  Baby'  be  given  to 
parents  of  every  deaf-blind  infant  because 
of  the  wealth  of  suggestions  and  practical 
techniques  which  are  provided  for  the 
parents. 

The  role  of  the  intervenor  at  this  stage  is 
fairly  simple.  The  intervenor  must  do  'with' 
and  not  'for'.  The  intervenor  will  provide 
care  as  a  byproduct  of  intervention  but 
must  not  see  care  as  an  important  focus  of 
the  job.  The  intervenor  will  help  the  child 
identify  and  solve  problems,  make  choices 
and  will  create  the  need  for  the  child  to 
communicate  with  those  around  him.  Above 
all,  the  intervenor,  whether  it  be  mother,  a 
family  member,  or  an  outsider  must  curb 
the  temptation  to  control  the  child's  inter- 
action with  the  environment  through  a  limit- 
ing of  opportunity.  (As  it  has  been  so  aptly 
pointed  out  by  many  developmental  psy- 
chologists the  child  must  become  a  'terrible 
two'  before  he  can  reach  the  cognitive, 
conceptual  and  social  stages  beyond  that 
level.)  The  intervenor  will  allow  the  child  to 
take  advantage  of  the  nursery  school  pro- 
gram and  any  other  opportunities  which 
exist  in  the  community  that  are  age-functional 
appropriate. 

The  intervenor  is  not  the  teacher  of  the 
nursery  school  program.  The  teacher  of 


the  nursery  program  should  not  be  expected 
to  become  an  expert  on  the  deaf-blind 
child,  nor  should  she  be  expected  to  modify 
the  program  which  she  has  developed  to 
meet  the  needs  of  a  variety  of  children, 
specifically  to  meet  the  needs  of  the  deaf- 
blind. 

No  doubt,  some  of  you  are  thinking  this 
is  all  very  well  and  good  but  where  do  we 
find  people  with  the  appropriate  training  to 
act  as  intervenors.  Just  as  mother's  early 
training  for  dealing  with  her  deaf-blind  infant 
began  at  zero  and  grew  through  appropriate 


effective  at  best,  (b)  The  most  effective  use 
of  intervenors  in  the  preschool  years  is 
when  the  intervenor  is  hired  by  the  family 
(although  funds  are  often  provided  and  pay 
is  received  from  an  appropriate  Ministry  of 
Government)  and  the  intervenor  views 
mother,  and  not  some  outside  individual, 
as  the  person  best  equipped  to  direct  the 
child's  program,  and  the  person  to  turn  to 
when  in  doubt  about  a  particular  technique 
or  method  to  use. 

At  every  stage  it  is  important  that  the 
intervenor  knows  her  deaf-blind  child  extrem- 
ely well.  She  should  know  the  child's  visual 


David  Brown,  advisory  teacher  for  Sense  (left)  with  John  Mclnnes. 


support  as  the  infant's  needs  changed  and 
developed,  so  the  training  of  this  first  non- 
family  member  can  be  effectively  carried 
out  the  same  way.  Our  experience  has 
been  that  it  is  much  more  successful  to 
look  at  the  training  of  intervenors  as  an 
evolutionary  program  designed  specifically 
to  equip  the  intervenor  to  interact  with  one 
specific  deaf-blind  individual  and  to  come 
to  know  the  needs  and  the  aspirations,  the 
abilities  and  thecommunication  techniques 
of  that  one  individual  rather  than  trying  to 
train  the  intervenor  to  become  the  expert 
on  all  aspects  of  deaf-blindness. 


Some  of  the  things  we  have  found  out 
over  the  last  few  years  are  that  (a)  this  first 
intervenor  will  need  time  to  establish  an 
emotional  bond  with  the  child  to  provide 
the  motivation  necessary  to  encourage  the 
child's  further  development.  Until  the  child 
has  established  an  emotional  bond  with 
the  intervenor  the  emphasis  must  be  on 
this  and  not  on  program  content,  or  is 
inappropriately  placed  and  will  be  marginally 


fields,  his  functional  hearing  and  be  able  to 
estimate  in  any  given  situation  the  type  of 
information  the  child  is  receiving  from  the 
environment,  and  take  immediate  steps  to 
ensure  that  the  child  receives  enough  un- 
distorted  information  in  order  to  be  able  to 
function  successfully.  For  this  reason  in 
the  early  school  years  we  strongly  recom- 
mend that  there  be  one  intervenor  for  the 
child  in  the  educational  setting  and,  if 
possible,  this  intervenor  should  also  work 
with  the  child  at  home,  both  to  promote  the 
transfer  of  the  activities  and  to  ensure  that 
the  communication  skills  learned  in  one 
are  applied  equally  in  the  other. 

The  school  aged  deaf-blind  child  is  also 
ready  to  make  far  wider  use  of  community 
resources.  Stores,  shopping  plazas,  rest- 
aurants, churches,  etc.  all  become  import- 
ant learning  centres.  Anyone  who  expects 
the  deaf-blind  child  to  make  early  and 
immediate  transfer  of  skills  from  one  location 
to  another  simply  doesn't  understand  the 
process  of  generalization  as  it  applies  to 
the  deaf-blind.  Many  of  the  elements  which 
make  generalization  possible  and  make 


Intervention 

continued  from  page  5. 

the  transfer  of  skills  from  one  specific 
environment  to  another  are  not  available 
for  the  deaf-blind  child.  The  deaf-blind  child 
has  little  ability  to  benefit  from  secondary 
and  tertiary  learning  experiences.  When 
one  must  learn  by  "doing"  rather  than  by 
observing  the  deeds  or  reading  about  the 
deeds  of  others,  it  becomes  important  that 
activities  are  grouped  so  that  the  deaf- 
blind  child  may.  through  seeing  the  relation- 
ship between  these  activities,  gain  an  ever- 
more complex  understanding  of  his  world. 

As  the  child  becomes  a  pre-teen  and  a 
teenager  the  role  of  the  intervenor  begins 
to  undertake  an  even  more  subtle  change. 
More  and  more  responsibility  for  the  child's 
actions  must  be  placed  on  hisorhershoul- 
ders  rather  than  that  of  the  intervener's. 
The  child  must  be  allowed  to  make  mistakes 
but  he  will  not  learn  from  his  mistakes 
unless  the  intervenor  is  there  to  draw  his 
attention  to  what  has  happened,  how  other 
people  have  received  his  actions,  what  the 
results  of  his  actions  have  been  and  to  help 
him  discover  what  alternative  actions  he 
could  have  taken  which  would  have  been 
more  successful. 

The  role  of  the  intervenor  can  be  summ- 
arized under  four  headings,  Anticipation, 
Motivation,  Communication  and  Confirm- 
ation. The  intervenor  must  provide  the  deaf- 
blind  individual  with  enough  information  to 
allow  him  to  anticipate  coming  events  and 
make  choices  among  those  opportunities 
so  that  he  can  continue  to  increase  his 
independence.  The  intervenor  will  always 
provide  motivation.  In  the  early  years  the 
intervenor,  rather  than  the  task,  will  be  the 
motivator  for  the  deaf-blind  infant  or  child. 
As  the  deaf-blind  individual  grows  older  the 
enjoyment  is  sharing  activities  with  a  non- 
handicapped  individual  who  has  both  skill 
and  enthusiasm  for  the  activity  will  play  a 
large  part  in  the  deaf-blind  individual's  desire 
to  learn,  and  to  practice  old  skills.  Commun- 
ication will  always  be  the  focus  of  inter- 
vention. If  intervention  has  to  be  summed 
up  in  one  phrase  it  is  'to  provide  the  deaf- 
blind  person  with  enough  undistorted  infor- 
mation that  he  or  she  can  make  appro- 
priate decisions  and  carry  them  out'.  The 
final  heading  Confirmation  simply  empha- 
sizes that  it  is  essential  that  the  deaf-blind 
person  understands  how  successful  he 
has  been  in  attempting  to  do  a  specific 
activity  and  what  effect  his  actions  are 
having  on  the  world  around  him. 

Intervention  is  the  key  but  intervention 
is  not  care,  although  care  is  an  element. 
Intervention  is  not  doing  'for'  but  doing 
'with'.  Intervention  is  not  smothering  but 
providing  the  support  necessary  for  a  con- 
tinuing growth.  Intervention  is  notdeciding 
for  but  is  providing  the  deaf-blind  person 
with  the  opportunity  to  decide  for  himself. 
Just  as  you  and  I  use  a  taxi,  a  telephone,  a 
television  and  a  travel  agent,  the  deaf-blind 
individual  will  use  intervention.  The  taxi 
doesn't  tell  us  where  we  go  but  provides  us 
with  the  means  of  getting  there.  The  tele- 
phone doesn't  tell  us  who  we  must  talk  to 
butr,-  e  means  of  communication. 

The  television  doesn't  restrict  our  leisure 
•  m  but  does  provide  us  with  one 
quiet  outlet  and  the  travel  agent  doesn't 
restrict  where  we  can  take  our  vacation  but 
.-.  // "  enougt    ^formation  thai 
allows  us  to  make  a  choice  among  a  variety 
-.'  ;;  •';•-  ;=•  <<■/.  The  intervenor  is  the  tele- 
h  'axl,  the  television  and  travel 
agent  for  the  deaf-blind  individual  as  he 
interacts  wrth  the  world  around  him. 


Commentary 

David  Brown,  Sense  Advisory 

Teacher,  visited  Canada  to  watch 

intervention  at  work.  Here  are  his 

thoughts  on  John's  article. 

I  will  not  comment  on  the  philosophy 
behind  John  Mclnnes'article  'Intervention 
is  the  Key'  except  to  say  that  I  hope  it  will 
help  to  clear  up  some  of  the  common 
misunderstandings  about  what  is  being 
aimed  at  in  an  intervention  programme. 
These  misunderstandings  are  sometimes 
used  to  avoid  giving  the  idea  of  inter- 
vention proper  consideration;  in  my  exper- 
ience the  favourites  are  'An  intervenor  is 
only  a  babysitter  so  why  all  the  fuss?', 'Too 
much  1-to-1  attention  will  spoil  the  child', 
and  'Won't  parents  spend  even  less  time 
with  their  child  than  they  should  if  there  is 
someone  else  to  do  it  for  them?'. 

It  may  be  more  useful  to  consider 
some  aspects  of  how  intervention  is  viewed, 
organised  and  funded  in  Ontario  in  order 
to  point  up  differences  between  their 
achievements  and  ours  in  Great  Britain. 
There  are  at  present  at  least  four  types  of 
intervention  programme  in  use  in  Ontario. 
There  are  intervention  programmes  which 
are  home  based  and  which  are  funded 
through  the  Ministry  of  Community  and 
Social  Services  both  for  pre-school  and 
school-age  children.  There  are  intervention 
programmes  for  children  in  their  home 
school  educational  settings  which  are 
funded  by  'in  lieu  of  grants  by  the  Ministry 
of  Education.  In  lieu  of  grants  are  provided 
to  local  boards  of  education  to  support 
the  child  in  his/her  own  school  in  lieu  of 
attending  a  residential  school.  There  are 
summer  intervenor  programmes  funded 
through  the  Ministry  of  Community  and 
Social  Services  for  all  deaf-blind  children, 
whether  they  are  in  attendance  at  a  resi- 
dential school  or  not.  Finally,  there  are 
intervenor  programmes  for  older,  usually 
adventitious  deaf-blind  adults,  funded 
through  the  Ministry  of  Community  and 
Social  Services  and  by  private  social 
agencies  such  as  the  Canadian  National 
Institute  for  the  Blind. 

Regardless  of  the  source  of  funding 
the  intervenors  in  the  first  three  types  of 
programmes,  i.e.  programmes  for  infants 
and  children,  are  trained  and  supported 
by  the  Deaf-Blind  Services  Consultants 
or  staff  of  the  Deaf-Blind  Unit  at  the  W 
Ross  Macdonald  School.  The  school  is 
therefore  in  a  powerful  central  position  to 
promote  the  idea  of  intervention  prog- 
rammes and  prevent  misapplications  of 
the  idea  which  would  reinforce  the  prejud- 
ices and  misconceptions  I  spoke  of  above. 
The  Resource  Consultants  at  the  W  Ross 
Macdonald  School  (our  nearest  equiv- 
alent would  be  the  five  teachers  who  form 
the  Sense  Family  Advisory  Service)  never 
have  a  caseload  of  more  than  eight  children 
each,  and  spend  one  whole  day  every 
fortnight  with  each  child  in  the  home, 
school,  or  other  appropriate  setting  with 
the  parents,  intervenor,  class  teacher, 
etc.  In  addition  these  Resource  Consul- 
tants spend  two  whole  days  every  fortnight 
back  at  their  base  in  the  W  Ross  Macdonald 
School  where  they  receive  support,  training 
and  administrative  back-up.  Nothing  in 
Great  Britain  can  approach  this  level  of 
specialist  input  (consider  the  very  large 
caseloads  of  the  Sense  Family  Advisory 
Service  teachers!)  yet  it  seemed  to  me 
the  key  to  success  in  Ontario.  Where  are 
resources  on  this  scale  to  come  from  if  inter- 
vention is  to  become  a  reality  over  here? 


Integration  of  deaf-blind  children  into 
mainstream  schools  is  underway  in  Ontario 
and  intervention  programmes  have  played 
a  crucial  part.  The  provisions  necessary 
to  make  integration  a  success  were  listed 
by  John  Mclnnes  at  the  First  Canadian 
Conference  on  the  Education  and  Develop- 
ment of  Deaf-Blind  Infants  and  Children 
held  in  1983: 

'In  most  cases,  this  (the  regular  class- 
room) is  the  setting  that  we  recommend 
should  be  chosen  for  most  deaf-blind 
children  who  are  being  integrated.  This 
recommendation  is  made  with  certain 
provisions: 

1.  There  must  be  adequate  intervention 
throughout  the  school  day. 

2.  There  must  be  adequate  intervention 
and  support  for  the  child  outside  of 
school  hours. 

3.  There  must  be  a  supportive  family,  which 
is  in  turn  receiving  support  from  appro- 
priate educational  and  social  agencies 
within  the  community. 

4.  There  must  be  educational  professionals, 
including  teachers,  psychologists,  and 
social  workers,  who  have  the  self-con- 
fidence necessary  to  recognise  the 
expertise  of  the  parents,  and  of  the 
intervenor,  to  use  this  expertise  to  assist 
them  in  designing  an  individual  prog- 
ramme to  serve  the  needs  of  their  partic- 
ular deaf-blind  child.  (In  our  experience, 
it  is  usually  a  lack  of  professional  con- 
fidence, rather  than  competence,  that 
prevents  the  teacher  from  consulting 
with  the  parents  and  the  intervenor  and 
following  their  advice).' 

Parents  are  not  merely  required  to 
be  supportive  and  receive  support  in  Ontario, 
they  are  the  people  who  choose  the  inter- 
venors who  will  work  with  their  child. 

Back  to  John  Mclnnes  again,  writing  in 
1983:  'The  parents  of  deaf-blind  infants 
and  children  should  choose  the  intervenor 
that  they  and  their  child  is  comfortable 
with.  Our  poorest  results  have  been  when 
intervenors  have  been  chosen  by  pro- 
fessionals and  imposed,  no  matter  how 
skilfully,  on  the  family'.  We  talk  a  great  deal 
in  this  country  about  the  concept  of  parents 
as  partners  yet  it  is  still  not  considered  the 
done  thing  for  parents  to  have  hiring  and 
firing  responsibilities  over  any  paid  workers 
who  are  involved  with  them  and  theirchild. 
This  prospect  is  for  me  one  of  the  most  excit- 
ing parts  of  the  Ontario  intervention  services. 

I  hope  that  these  few  points  will  help  to 
clear  up  some  misconceptions  and  will 
also  stimulate  some  rather  more  constructive 
questions  about  the  idea  of  intervention 
programmes.  John  and  Jacquie  Mclnnes 
will  be  at  the  Sense  Annual  Weekend 
Away  in  Birmingham,  September  19-21. 
and  no-one  who  is  excited,  anxious,  intrigued 
ordubiousabout  intervention  programmes 
should  miss  this  opportunity  to  meet  and 
discuss  with  them.  They  are  doing  it  and  it 
works.  Their  awareness  of  the  difficulties 
to  be  faced  in  setting  up  an  intervention 
programme  is  acute  and  they  would  be  the 
first  to  explain  that  they  are  not  setting  a 
neat,  easy,  cure-all  package.  I  will  let  John 
Mclnnes  have  the  last  word: 

'The  biggest  problem  of  all  arises  from 
the  fact  that  it  is  forgotten  that  the  teacher, 
the  family,  and  above  all  the  deaf-blind 
individual  must  learn  the  skills  necessary 
to  use  an  intervenor.  Just  as  the  intervenor 
must  learn  the  skills  necessary  to  work 
with  the  deaf-blind  child  or  adult.  Intervention 
is  not  something  that  can  be  introduced 
like  a  new  car,  or  applied  like  a  leg  brace, 
it  is  a  complex  set  of  interactions  which 
require  learning  on  all  the  participants'  parts'. 


Deaf-Blind  Children 


In  the  last  issue  of  Talking  Sense  we  published  a  letter  from  Mr  Dick  Aird, 

Headmaster  of  a  school  for  children  with  severe  learning  difficulties.  Mr 

Aird  was  critical  of  some  of  the  emotive  publicity  used  in  Sense's 

campaign  for  Deaf-Blind  Education,  and  suggested  that  units  for  teaching 

deaf-blind  children  could  most  effectively  be  housed  on  the  campus  of 

schools  for  severe  learning  difficulties. 

In  this  article,  Jessica  Hills,  Chairman  of  Sense,  examines  some  of  the 
factors  involved  in  deciding  where  specialist  provision  for  deaf-blind 
children  should  be  situated,  and  argues  that  the  crucial  issue  is  what  is 
provided,  rather  than  where. 


Jessica  Hills 

The  1981  Education  Act  gives  Local  Edu- 
cation Authorities  the  opportunity  to  look  at 
the  individual  needs  of  children  and  make 
individual  educational  prescriptions  to  an- 
swer those  needs.  These  prescriptions  will 
vary  widely  because  the  range  of  abilities 
and  disabilities  in  any  group  of  children 
who  have  both  auditory  and  visual  impair- 
ments will  differwidely.  We  have  neversaid 
that  one  type  of  provision  will  be  suitable 
for  all  such  children  or  that  they  all  have  the 
same  educational  needs  because  they  are 
all  'deaf-blind'.  To  say  so  would  be  to  make 
the  same  kind  of  generalisation  as  saying 
that,  as  many  of  the  children  are  develop- 
mentally  delayed,  schools  for  children  who 
also  have  developmental  delay  are  the 
right  place  for  them.  They  may  be  the  right 
place,  they  may  not,  depending  on  many 
factors. 

If  our  hypothetical  'deaf-blind'  child  were 
placed  in  a  school  for  the  deaf,  he  would 
automatically  have: 

1 .  A  statutory  right  to  be  taught  by  a  qual- 
ified teacher  of  the  deaf  with  a  know- 
ledge of  how  to  present  and  teach  lang- 
uage to  a  hearing  impaired  child  and 
plan  educational  programmes  for  such 
a  child. 

2.  A  staffing  ratio  of  .18  of  a  teacher's  time 
plus  a  classroom  assistant,  though  often 
groups  are  smaller  than  1  teacher  to  6 
children. 

3.  Hearing  aids  and  other  auditory  equip- 
ment and  servicing  for  these  and  regular 
hearing  assessment.  Radio  aids. 

4.  A  sound  proofed  environment.  The  small 
groups  also  help  the  auditory  environ- 
ment by  the  reduction  of  large  group 
environmental  noise. 

5.  In  a  school  using  Total  Communication, 
signing  will  be  used  by  all  staff  and 
children  all  the  time  and  parents  will 
have  the  opportunity  to  attend  commun- 
ication classes. 


If  the  child  were  in  a  school  for  the 
visually  impaired  he  would  have: 

1 .  A  statutory  right  to  be  taught  by  a  qual- 
ified teacher  of  the  visually  impaired 
with  knowledge  of  how  to  present  the 
world,  adapt  materials  etc.  for  a  visually 
impaired  child. 

2.  A  staffing  ratio  as  in  a  school  for  the 
hearing  impaired  with  small  groups. 

3.  Visual  aids,  equipment  and  servicing 
and  regular  visual  assessment  and 
knowledge  of  the  problems  related  to 
visual  impairment. 

4.  Appropriate  lighting  and  environmental 
adaptations  and  special  equipment  for 
the  visually  impaired. 

5.  Mobility  training. 

6.  Small  groups,  thus  avoiding  the  visual 
confusion  of  fleeting  glimpses  in  a  con- 
stantly moving  environment. 

But  in  neither  of  these  environments 
will  there  be  the  same  degree  of  expertise 
in  a  developmental  curriculum,  in  task 
analysis  and  behavioural  techniques  such 
as  is  likely  to  be  found  in  a  school  for 
children  with  severe  learning  difficulties, 
though  increasingly  children  with  dis- 
abilities in  addition  to  deafness  or  visual 
impairment  are  placed  in  special  schools 
for  the  hearing  or  visually  impaired  and 
necessarily  teachers  within  these  schools 
are  needing  to  develop  these  teaching 
skills. 

If  our  deaf-blind  child  were  placed  in  a 
school  for  children  with  severe  learning 
difficulties  he  would  have: 

1.  Teachers  who  have  experience  and/or 
training  in  working  with  children  with 
learning  difficulties  but  as  yet  there  is 
no  legislation  to  compel  Local  Author- 
ities to  train  all  the  teachers  in  such 
schools  within  a  given  period  as  there  is 
for  teachers  of  the  hearing  or  visually 
impaired. 

2.  Adevelopmental  curriculum  and  behav- 
ioural techniques. 

3.  Equipment  and  environment  designed 
for  children  with  learning  difficulties. 

4.  Some  use  of  signing  or  other  symbol 
systems  with  some  children  but  not  a 
total  signing  environment. 

5.  Visiting  teachers  of  the  hearing  and/or 
visually  impaired  at  intervals  depending 
on  their  case  loads,  neither  probably 
having  specific  skill  in  both  impairments, 
nor  necessarily  experienced  with  other 
developmentally  delayed  children. 


6.  Staffing  ratios  seem  to  vary  greatly  but 
may  be  1  :  10  teacher  pupil  but  with 
several  NDAs.  All  the  children  in  these 
schools  need  a  very  high  staffing  ratio 
and  individual  programmes.  At  best  the 
staffing  is  likely  to  be  1  teacher  plus  4 
NDAs  to  10  children,  allowing  a  deaf- 
blind  child  50%  intervention. 


But  groups  tend  to  be  larger,  possibly 
resulting  in  a  more  confusing  environment, 
speech  without  signing  may  be  appropriate 
for  most  of  the  pupils  and  there  is  less 
likelihood  of  the  environment  and  equip- 
ment being  adapted  for  the  hearing  or 
visually  impaired. 

None  of  these  settings  is  therefore  ideal 
for  multi-handicapped  children  with  sensory 
impairments.  Each  one  has  much  to  offer 
but  lacks  some  vital  aspects  which  are  less 
likely  to  be  provided  when  one  or  two 
dually  sensorily  impaired  children  are  placed 
in  each  setting  but  could  well  be  if  several 
children  within  a  Local  Authority  or  Region 
are  grouped  together.  Such  groupings 
should  depend  on  educational  need  and 
the  possibilities  for  adaptation  and  pro- 
vision within  individual  schools  and  the 
availability  of  appropriately  qualified  staff. 

If  special  units  were  set  up,  in  a  variety 
of  settings,  given  that  an  appropriate  train- 
ing course  for  teachers  is  also  set  up,  the 
deaf-blind  child  could  reasonably  expect: 

1.  Teachers  qualified  to  work  with  multi- 
handicapped,  sensory  impaired  children. 

2.  The  staffing  ratio  Sense  is  requesting 
be  included  in  the  revision  of  Circular 
4/73:  1  teacher  plus  one,  preferably  2 
assistants  per  3  children,  the  1  : 1  these 
children  really  need. 

3.  Auditory  and  visual  equipment,  servic- 
ing and  assessment. 

4.  Auditory  and  visual  environmental  adap- 
tation. 

5.  Total  Communication  (if  appropriate) 
used  by  everybody. 

6.  A  developmental  curriculum,  behav- 
ioural techniques  and  task  analysis, 
adapted  to  the  needs  of  children  with 
sensory  impairments. 

7.  Integration  as  appropriate  with  other 
groups  within  or  near  to  the  chosen 
educational  setting. 

8.  Parent  support  services  and  involve- 
ment in  programme  planning  and  assess- 
ment. 

(continued  on  page  8) 


Education  Provision 

(continued  from  page  7) 

What  we  are  seeking  as  the  result  of  the 
Consultative  Document  and  Survey  of  num- 
bers and  needs  of  deaf-blind  children  is  a 
recognition  of  the  particular  problems 
associated  with  the  dual  sensory  impair- 
ment and.  concomitant  upon  that  under- 
standing, a  coordinated  policy  leading  to 
appropriate  educational  provision  in  a  range 
of  settings  organised  Regionally.  This  does 
not  necessarily  imply  one  Unit  per  Region 
regardless  of  other  educational  needs,  but 
perhaps  a  number  of  Units  with  the  support- 
ing services  of  the  Regional  Centre.  Each 
Unit  would  have  its  qualified  teachers  and 
staff  in  an  appropriate  ratio,  its  special 
equipment  and  environmental  adaptations. 
The  Resource  Centre  may  also  be  a  special- 
ist Unit  but  would  in  addition  to  the  Unit 
staff  have  peripatetic  advisory  teachers, 
courses  etc.  and  a  residential  facility,  if 
necessary,  which  could  also  provide  respite 
and  holiday  services.  The  Resource  Centre 
would  itself  be  in  a  variety  of  settings  in 
different  Regions  according  to  local  need 
and  availability  of  schools. 

An  essential  part  of  any  National  co- 
ordinated Policy  must  be  teacher  training. 
Hearing-impaired  children  have  a  right  to 
be  taught  by  teachers  of  the  deaf  if  they 
need  it.  Visually-impaired  children  have  a 
similar  right  to  qualified  teachers.  Children 
who  have  the  dual  impairment  surely  have 
a  similar  right.  Their  need  for  highly  skilled 
teaching  is  even  greater.  When  one  adds 
to  these  disabilities  the  additional  problems 
that  some  deaf-blind  children  have,  behav- 
ioural and  emotional  problems,  develop- 
mental delay  and  learning  difficulties,  phys- 
ical disability,  epilepsy  and  autism  in  end- 
less variation  of  combinations,  it  is  clear 
that  appropriate  training  is  essential  for 
their  teachers. 

For  the  past  three  years,  Sense  has 
been  working  towards  the  setting  up  of  a 
course  for  teachers  of  the  multi-handi- 
capped sensory-impaired.  The  course  con- 
tent was  planned  in  conjunction  with  other 
voluntary  and  professional  organisations 
concerned  with  the  deaf,  the  blind  and  the 
deaf-blind  and  was  accepted,  along  with 
the  principle  of  setting  up  such  a  course,  by 
a  University.  We  have  asked  the  DES  to 
allow  the  University  to  increase  its  estab- 
lishment of  lecturers  and  students  and  to 
provide  funding  from  moneys  to  become 
available  for  specialist  courses  and  priority 
areas  from  January  1987. 

A  teacher  training  course  is  likely  to 
receive  applications  from  all  these  diff- 
erent schools  and  educational  services 
and  each  student  will  bring  with  him/her 
particular  skills,  whether  these  be  those  of 
a  teacher  of  the  deaf,  or  of  the  blind  or  of 
children  with  learning  difficulties  or  those 
of  an  experienced  teacher.  Those  who 
have  previously  taught  children  with  severe 
learning  difficulties  will  of  course  have 
many  of  the  skills  required  for  teaching 
children  with  sight  and  hearing  problems 
since  many  of  them  may  be  developmental^ 

of  their  sensory  impairments  or  resulting 
from  the  same  original  cause  or  indeed 
some  other  factor.  We  hope  that  when 
" '.-'.';  "'.^hers  have  completed  their  training 
the  LEAs  will  group  children  with  sensory 

'ments  in  group',  appropriate  for  these 
and  their  other  educational  needs  in  a 

/  -,'  .'.''ings  where  the  skills  of  the 
- './/  /  ":■.  can  best  be  used. 


The  Consultative  Document 

"Inadequate  and  highly  flawed" 


As  we  reported  in  a  'Stop  Press'  in  the  last 
Talking  Sense,  Sense  received  in  May 
the  long-awaited  Consultative  Document 
from  the  Department  of  Education  and 
Science.  Various  groups  are  being  asked 
for  their  comments,  in  order  to  produce  a 
final  document  for  final  despatch  to  and 
consideration  by  Local  Education  Author- 
ities (LEAs). 

In  the  document,  the  DES  recognises 
the  lack  of  information  it  holds  on  deaf- 
blind  children  and  expresses  its  concern  at 
the  lack  of  co-ordinated  educational  pro- 
vision for  them.  The  document  covers: 

•  Characteristics  of  Deaf-Blind  Children 

•  Assessment 

•  Curriculum  and  Placement 

•  Pre-School  Provision 

•  School  Provision    •  Teacher  Training 

•  Post  16  Provision  •  Statistics 

Whilst  Sense  was  pleased  to  find  that 
the  documents  had  at  long  last  been  issued, 
we  were  very  worried  indeed  at  its  approach, 
since  the  writer  obviously  had  a  very  limited 
view  of  the  potential  of  deaf-blind  children. 
It  has  been  proved  — many  years  ago  in  the 
case  of  deaf  children,  more  recently  in  the 
case  of  deaf-blind  children  —  that  appro- 
priate levels  of  intervention  in  the  crucial 
early  years  are  necessary  to  allow  a  child's 
abilities  to  flower  to  their  full  capacity.  The 
tone  of  the  Consultative  Document  is  that 
deaf-blind  children  have  similar  needs  and 
aspirations  as  mentally-handicapped  child- 
ren. For  instance,  the  section  on  Post  16 
Provision  makes  no  reference  whatsoever 
to  University  or  other  forms  of  Higher  Edu- 
cation, even  though  an  increasing  number 
of  deaf-blind  students,  including  the  con- 
genially deaf-blind,  are  taking  up  university 
places  at  a  time  when  such  places  are 
dwindling  and  are  the  subject  of  increasing 
competition.  For  this  reason,  Sense,  in  its 
redraft  of  the  document,  retitled  the  Post 
1 6  section  Tertiary  Education.  In  addition 
we  have  suggested  that  all  the  inferences 
that  all  deaf-blind  children  have  severe 
learning  difficulties  be  removed. 

Statistics 

One  of  the  greatest  concerns  was  the 
insufficient  weight  given  to  the  need  for 
good  statistics.  The  document  places  this 
section  at  the  end  when  it  should  have 
greater  prominence  at  the  beginning,  and 
the  requests  for  information  are  totally 
inadequate.  This  once  only  (or  once  for  a 
very  long  time)  opportunity  of  gathering 
information  must  not  be  wasted.  It  is  essen- 
tial that  details  of  children's  abilities  and 
disabilities  and  their  educational  needs  as 
described  in  their  statements  of  special 
educational  needs,  are  collected  and  inter- 
preted. For  this  reason,  Sense  has  drafted 
a  questionnaire  which  should  be  sent  in 
conjunction  with  the  document  to  all  Special 
Schools  and  pre-school  services  and  to  all 
tertiary  education  centres,  whether  LEA, 
maintained,  non-maintained  or  independent. 

Curriculum 

Sense  also  has  reservations  about  the 
references  to  the  nature  of  the  client  group, 
and  to  curriculum  and  placement,  espec- 
ially since  these  must  be  supposition  until 
a  picture  of  national  need  emerges  from 
the  survey. 

Teacher  Training 

One  of  the  most  desperately  needed  objects 


of  Sense's  campaign  is  the  provision  of 
appropriate  teacher  training.  This  was  ex- 
emplified by  the  great  interest  expressed 
by  teachers  working  with  deaf-blind  children, 
in  the  recent  one-month  course  at  Edg- 
baston.  The  Consultative  Document  states 
that: 

'It  is  unlikely  that  the  demand  for  teachers 
of  the  deaf-blind  will  be  sufficiently  great  to 
warrant  the  provision  of  separate  training 
courses,  and  their  needs  will  probably  be 
catered  for  by  specialist  modules  within 
one  year  in-service  courses  to  train  teachers 
of  pupils  with  profound  and  multiple  learn- 
ing difficulties'. 

Such  a  statement  is  ludicrous  and 
thoughtless,  given  the  admission  that  inform- 
ation of  numbers  and  needs  is  not  available. 
Sense's  experience  in  running  a  number 
of  courses  for  staff  clearly  indicates  plenty 
of  interest  in  further  training  and  a  willing- 
ness on  the  part  of  LEAs  to  finance  training. 
Furthermore,  in  our  own  survey  of  schools 
for  children  with  severe  learning  difficulties 
(SLD),  Christine  Best,  Sense  Education 
Committee  Chairman,  identified  training 
as  a  major  need  of  teachers  working  with 
deaf-blind  children.  If  a  viable  intake  of 
students  for  a  course  is  1 0,  there  should  be 
no  difficulty  reaching  the  target  for  several 
years  —  Especially  if  the  mandatory  require- 
ment to  obtain  a  formal  qualification  were 
to  be  extended,  as  it  undeniably  should  be, 
to  include  teachers  of  deaf-blind  children 
in  addition  to  teachers  of  the  deaf  and  of 
the  visually  handicapped. 

Sense  has  already  established  a  curric- 
ulum for  a  one  year  course  in  the  education  of 
multi-handicapped  sensory  impaired  children. 
This  was  devised  and  subsequently  app- 
roved with  help  from: 

•  The  British  Association  of  Teachers  of 
the  Deaf 

•  The  Association  for  the  Education  and 
Welfare  of  the  Visually  Handicapped 

•  National  Deaf  Children's  Society 

•  The  Spastics  Society 

•  Royal  National  Institute  for  the  Deaf 

•  Royal  National  Institute  for  the  Blind 
A  university  has  already  agreed  to  mount 

the  course  when  the  necessary  resources 
are  available.  Sense  believes  that  learning 
the  skills  needed  to  teach  the  range  of 
children  would  take  a  full  year  course  and 
cannot  see  how  the  skills  teaching  can 
possibly  be  included  in  a  course  for  teach- 
ers of  children  with  profound  and  multiple 
learning  difficulties.  Nor  can  we  accept 
that  all  these  children  should  be  solely 
considered  within  the  context  of  severe 
learning  difficulty,  as  inclusion  in  such  a 
course  would  imply.  From  previous  exper- 
ience we  know  this  often  leads  to  low 
expectations  and  lack  of  appropriate  stim- 
ulation. 

Thus  —  an  inadequate  and  highly-flawed 
document.  Sense  has  totally  rewritten  the 
document  and  suggested  to  the  DES  that 
the  drafters  themselves  seriously  consider 
a  total  redraft.  The  document  as  it  stands 
will  do  more  harm  than  good  —  'a  rotten 
publication'  were  Jack  Ashley's  words  in 
the  House  of  Commons  before  the  summer 
recess. 

Sense  is  very  grateful  to  the  many  organ- 
isations who  have  written  to  the  DES  in 
similar  terms  to  ours.  We  await  a  promised 
meeting  with  officials  in  September  to  dis- 
cuss the  final  outcome. 

Rodney  Clark 
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Manor  House  News 


A  Great  Holiday  Adventure 


Our  holiday  this  year  took  us  to  Llanberis 
in  North  Wales.  Kanhai,  Maurice,  myself 
and  two  young  helpers  (my  sons)  spent  five 
days  in  a  mobile  home  at  the  foot  of  Mount 
Snowdon.  We  had  never  been  to  that  area 
before.  The  weather  was  very  kind  to  us 
and  we  managed  to  do  lots  of  interesting 
things  outdoors,  the  most  memorable  and 
challenging  being  our  hike  up  Mount 
Snowdon.  We  set  off  with  the  intention  of 
going  just  a  short  distance  up  the  mountain 
path  to  view  the  scenery.  An  hour  later  we 
came  to  a  large  board  map  telling  (I  thought) 
we  were  half  way  up  already.  Great  —  only 
the  same  again  and  we've  cracked  it!  A 
short  rest,  a  mop  of  the  brow  and  on  we 
went.  Kanhai  set  quite  a  pace  and  moved 
ahead  with  Anthony.  They  were  determined 
to  beat  us  to  the  top.  Maurice  plodded, 
even  walked  backwards  when  his  breath 
was  short,  but  we  made  steady  progress. 
As  it  got  steeper  and  rockier  I  felt  sure  we 
must  be  nearly  there.  The  summit  cafe 
must  be  just  around  that  next  rock. 

After  another  hour  and  a  half  and  much 
puffing  and  panting,  I  spied  a  little  hut. 
"That's  it,"  I  thought.  "Come  on  Maurice, 
dinner  time."  But  wait  a  minute  —  the  path 
continues  beyond  the  hut.  What's  this?  It 
was  halfway  house.  Now  we  were  really 
halfway.  I  had  stupidly  misread  the  map. 
What  I'd  thought  was  halfway  was  in  fact 
the  start  of  the  mountain  path.  The  first 
hour's  climb  had  been  simply  leaving  the 
village  behind. 

Thankfully  the  little  hut  was  a  welcome 
resting  place  for  drinks  and  snacks  so  we 
sat  on  the  hillside  having  lunch,  soaking  up 
the  sun  and  the  scenery. 

Well,  what  to  do  now?  Did  we  want  to 
turn  back  or  could  we  make  it  to  the  top? 
The  man  in  the  hut  said  anothertwo  hours 
—  Maurice  wiped  his  brow  and  took  his 
own  pulse.  The  people  around  us  urged  us 
on,  at  least  to  the  next  'platform',  as  the 
view  from  there  was  worth  the  effort.  Kanhai, 
Anthony  and  Jonathan  set  off  again.  Maurice 


Kanhai,  Maurice  and  helpers. 

wasn't  so  sure  but  after  the  promise  of  tea 
next  stop,  he  changed  his  mind.  I  could  see 
he  was  struggling  now.  First  his  jersey 
came  off,  then  it  was  back  on,  then  he 
walked  backwards  for  a  while,  which  slowed 
us  even  more  but  eventually  we  reached 
the  next  stage  and  were  greeted  by  cheers 
and  claps  from  a  group  on  the  way  down 
again. 

By  now  Maurice  was  decidedly  worn 


out.  He  started  signing.  Quiet  Maurice, 
who  doesn't  say  much,  started  signing.  He 
was  hot.  He  was  tired.  He'd  had  enough 
and  he  beckoned  me  back  down  the  moun- 
tain. Kanhai  wanted  to  go  on  and  we  were 
so  near.  I  sat  with  Maurice  and  we  shared 
some  sweets.  A  helicopter  flew  across  the 
Llanberis  pass  and  it  was  below  us!  Kanhai 
and  Anthony  had  gone  on  a  little  further 
and  were  sitting  on  a  large  rock,  waving  to 
us. 

I  tried  again.  "Come  on,  Maurice,  just  up 
there  now."  Off  we  went  again.  Slowly  but 
surely  we  covered  the  yards  until,  at  last, 
four  hours  after  we  started,  we  arrived  at 
the  summit.  How  exhilarating.  We'd  done 
it!  I  could  hardly  believe  I'd  done  it  myself, 
let  alone  Kanhai  and  Maurice.  I  was  so 


proud  as  people  came  over  and  congrat- 
ulated them.  And  they  were  proud  of  them- 
selves too.  Smiles  from  ear  to  ear. 

We  thought  about  taking  the  train  down 
but  then  decided  against  it.  After  a  short 
break,  more  eats  and  drinks,  we  started  on 
our  weary  way  down.  It  was  much  cooler 
now  and  more  relaxed,  of  course.  We  had 
fun  jumping  from  rocks  and  looking  in 
streams.  Several  trains  passed  us,  going 
up  and  down,  their  passengers  waving 
happily. 

I  took  us  four  hours  to  climb  up  but  only 
three  to  scramble  down  again,  so  at  8  p.m. 
we  were  safely  back  in  Llanberis,  tired  but 
extremely  proud  and  happy  after  our  great 
adventure. 

Lin  Noon 


You  Are  in  the  Army  Now! 


During  our  recent  visit  to  the  East  of  England 
Show  we  found  a  shady  spot  to  have  our 
picnic,  right  alongside  the  Royal  Marine 
Assault  Course.  'This  looks  good'  signed 
Lorraine  as  she  watched  the  young  people 
queueing  to  have  a  go.  We  asked  her  and 
two  of  the  boys  (Maurice  and  David)  if 
they'd  like  to  have  a  try.  Without  a  doubt 
Lorraine  jumped  up  and  joined  the  queue. 
Maurice  and  David  weren't  so  sure.  They 
didn't  much  like  the  look  of  the  30  ft  wall 
they  would  have  to  scale  so  decided  to  join 
the  course  further  down. 

Andy  took  Lorraine  to  wait  her  turn  at 
the  start.  Meanwhile  Wendy  climbed  a  short 
ladder  with  Maurice  and  David  and  pro- 
ceeded on  their  part  of  the  course. 

First  came  a  monkey  swing  into  a  rope 
net.  David  liked  it  so  much  he  wanted  to 
just  swing  to  and  fro.  A  lot  of  signing  from 
me,  on  the  ground,  persuaded  him  to  let  go 
and  climb  up  the  net  to  the  next  stage. 


Meanwhile,  Maurice  had  climbed  down  the 
net.  He  wasn't  waiting  for  the  rope.  Back  to 
David  in  time  to  see  him  crawl  along  a  rope 
on  his  stomach  to  loud  cries  of  'oi  oi  oi',  and 
finally  down  on  a  pulley.  At  this  stage  I  left 
Wendy  to  see  Maurice  to  the  end  and  went 
back  to  see  how  Lorraine  was  getting  on  at 
the  wall.  I  expected  to  see  herstill  struggling 
at  the  first  foot  hold.  Not  a  bit  of  it.  She  was 
very  near  the  top,  thankfully  with  a  safety 
rope  firmly  fixed  in  place.  Quite  a  crowd 
had  gathered  as  people  obviously  realised 
that  the  Marine  in  charge  of  her  rope  hadn't 
been  able  to  give  her  verbal  instructions 
and  as  she  clambered  over  the  top  the 
crowd  joined  her  celebrations  and  app- 
lauded loudly. 

The  rest  of  the  course  seemed  insignif- 
icant now  and  she  completed  it  in  record 
time.  Even  the  Marines  were  amazed  at  her 
skill  and  dexterity. 

Lin  Noon 


Manor  House  Care  Statt 

Top:  L  to  R,  Maxine  Butcher,  Jim  Brooks,  Steve  Kiekopt,  Cathy  Smith.  Bottom:  L  to  R,  Wendy  See. 

Andy  Bery,  Jane  Howlett. 


Pathways  News 


It  has  been  a  busy,  eventful  and  enjoyable 
term.  Sports  day  was  cool  but  perhaps  it 
spurred  on  the  children  to  run  faster  as 
some  very  good  times  were  recorded.  Vicky 
Hilton  and  Louise  Camilleri  deserve  a 
special  mention  for  enthusiasm. 

Tactics  played  a  big  part  in  the  three- 
legged  races,  the  secret  is  to  let  everyone 
fall  over  first  before  the  final  lunge  for  the 
line.  There  was  even  a  disqualification,  it 
was  judged  that  Amanda  Armitage  carried 
Mr  Moore  —  or  was  it  the  other  way  round? 


Vicky  Hilton 

We  all  had  a  marvellous  day,  enjoying  a 
strawberries  and  cream  tea  with  friends 
and  former  pupils. 

Where  possible  we  like  our  children  to 
mix  with  normal  children.  A  small  group 
attends  a  PHAB  club  weekly  and  have 
fitted  in  well.  Lester  Thorp  has  joined  the 
Boys  Brigade  and  looks  very  smart  in  uniform, 
he  marches  so  well  he  could  be  Sergeant 
Major  material! 

Benjy  Dale  goes  part-time  to  the  village 


Bobby  Unswonh 

school,  this  is  to  help  his  speech  and 
language  development. 

The  senior  children  had  an  excellent  camp 
on  the  Gower  coast  whilst  David  Frame, 
Ajay  Prajapati  and  Tania  Bennett  joined 
the  main  school  on  a  camping  trip  to  France. 
(1  e  /ounger  children  went  to  Southbourne. 
»h/  '•'<■.■"/.  took  us  to  Barmouth 
where  we  tried  out  the  new  'Sprinter  Unit' 
.,;.  ..  ,,,.  r/ ryjr  /r,,jrig  statisticians  noticed 
that  there  was  only  one  toilet  to  every  1 36 


passengers!  There  were  visits  to  the  Fun 
Fair,  the  beach  and  a  boat  trip. 

The  RNIB  sponsored  four  of  the  staff  to 
attend  the  Bruges  Conference,  where  the 
Belgian  mosquitoes  gave  them  something 
to  remember. 

At  our  last  meeting  of  the  term  I  wished 
the  staff  a  good  break.  Taking  my  hope  too 
literally  my  secretary,  Mrs  Helen  Westwood, 
promptly  fell  and  broke  her  femur!  Happily 
she  is  now  recovering. 

John  Peter  Jones 

Teacher-in-Charge 

Pathways 

Condover  Hall  (RNIB)  School. 


Louise  Camilleri 


Parents  Weekend  at  Pathways 


Pathways  Deaf-Blind  Unit  hold 

periodic  parents  weekends,  where 

ideas  can  be  exchanged  and  where 

parents  can  meet  each  other.  Sheena 

Tulloch,  mother  of  Richard,  reports  on 

an  enjoyable  weekend. 

The  weekend  started  on  Friday  evening 
when  we  and  our  children  (bewildered  at 
not  going  home  for  half  term,  but  coping 
remarkably  well)  were  welcomed  by  Mr 
Jarvis,  Headmaster  of  Condover,  and  by 
Peter  Jones,  head  teacher,  and  all  the 
other  staff  of  Pathways,  the  school  within  a 
school,  which  our  deaf-blind  children  attend. 

After  sherry  we  had  dinner  in  the  main 
school  dining  room  to  the  further  bewilder- 
ment, but  delight,  of  the  children  both  with 
having  parents  at  school  and  eating,  forthe 
first  time,  in  that  place.  All  behaved  impecc- 
ably, a  fact  noted  the  next  morning  by 
Peter  Jones,  who  pointed  out  that  because 
we  were  all  relaxed  and  did  not  expect 
adverse  criticism  of  our  children,  so  were 
they  and  did  not  need  such  criticism.  A 
lesson  to  remember! 

Later  we  had  the  opportunity  to  watch 
videos  of  school  activities,  to  try  out  the 
computer  games  our  children  use  (great 


A  Family  Course  at  Exeter 

In  June  we  tried  a  new  project  at  the 
Royal  West  of  England  School  for  the 
Deaf  in  Exeter.  Two  families  —  the 
Chivers  and  the  Holmans  —  joined  tea- 
cher Linda  McGuin  and  Educational 
Psychologist  Phillipa  Clark  for  a  week- 
end of  sharing  ideas  and  learning  from 
each  other. 

Both  families  have  children  at  the 
school  who  are  multi-handicapped  and 
both  have  other  children;  Marcelle 
Chivers  (Brian's  7 yearold sister) came 
along  to  help  with  the  creche.  The  two 
boys  adapted  well  to  the  new  situation 
of  staying  in  school  over  the  weekend. 

The  programme  sounded  formidable; 
including  communication  skills,  prac- 
tice in  Signed  English,  and  independent 
living  for  the  deaf-blind,  etc.  The  reality 
was  lots  of  chatter  and  laughter  about 
shared  problems  and  sighs  of  empathy 
where  appropriate. 

The  venture  will  be  repeated  with 
other  families.  Mary  Holman  gave  it  the 
greatest  compliment  when  she  asked  if 
we  could  do  it  every  weekend. 


fun)  and  to  have  informal  and  valuable 
discussions  with  the  staff. 

On  Saturday  morning  there  were  tw< 
sessions,  one  on  Behaviour/Behaviou 
Problems,  where  the  speaker  and  Discusse 
of  Unanswerable  Questions  was  Siste 
John,  the  educational  psychologist.  He 
warmth,  understanding  and  sense  of  humou 
showed  us  that  although  nobody  has  a 
the  answers,  a  great  deal  of  effort  is  goinc 
into  the  search  for  them.  After  coffee  Joai 
Shields  put  on  a  spectacular  display  of  pla; 
equipment  —  which  every  adult  enjoyei 
and  most  got  some  new  ideas  for  thei 
cnildren  too.  Joan  stressed  the  need  fa 
have  available  cheap,  instantly  ready,  an< 
disposable  playthings  to  fill  a  crisis  time 
and  gave  us  many  ideas. 

Mr  Newey  spoke  about  Total  Commun 
ication  with  reference  to  the  Paget-Gormai 
Sign  System  which  is  used  at  Pathways 
whilst  MrHealey  of  Shrewsbury  Audiometr 
Department  explained  hearing  aids. 

After  dinner  we  had  the  use  of  th< 
swimming  pool  —  until  some  of  us  (gues: 
who?)  realised  we'd  forgotten  ourswimsuits 

Sunday  morning  brought  a  session  oi 
Mobility  from  Mr  Lewis  and  Mrs  Thomas  - 
who  work  with  opposite  ends  of  the  agt 
scale,  and  it  was  fascinating  to  realise  hov 
Mrs  Thomas'  jumping  and  dancing  for  jo: 
with  the  littles,  is  the  basis  for  the  incredibk 
degree  of  independent  mobility  produce< 
in  the  Senior  Unit  by  Mr  Lewis. 

After  coffee  Mr  Walsh  spoke.  He  ii 
responsible  for  trying  to  find  placement: 
for  our  young  adults.  'After  Pathways'.  Hi 
was  both  depressing  and  encouraging  an< 
made  us  realise  that  our  own  efforts  in  thi: 
regard  are  fully  backed  by  the  school. 

Peter  Jones  summed  up  and  we  wen 
our  various  ways  for  half  term,  filled  witl 
food  for  both  mind  and  body;  speaking  o 
which,  the  catering  staff  fed  us  with  delic 
ious  meals  and  sunny  smiles.  The  can 
staff,  who  fed  with  their  'families'  assurec 
us  that  the  food  was  always  so  good.  N< 
wonder  the  children  make  such  good  phys 
ical  progress. 

The  care  staff  themselves  not  only  stayec 
on  to  look  after  the  children  while  th( 
parents  worked,  but  made  uswelcomeanc 
at  home  in  their  school  families. 

As  rewarding  as  anything  was  the  chanct 
to  meet  other  parents  with  their  children  tc 
discuss  mutual  problems  and  absorb  the 
strong  feeling  of  mutual  support  engen 
dered  by  the  weekend.  Thank  you  RNIB 
Mr  Jarvis  and  every  member  of  Pathway; 
staff,  not  forgetting  the  invisible  gardener: 
who  keep  the  grounds  so  beautiful. 
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Condover  Hall's  Self  Care  Schemes 


Part 
Two 


The  majority  of  the  children  at  Pathways 
will  work  their  way  through  the  Basic  Self 
Care  Scheme.  The  Training  System  goes 
hand-in-hand  with  the  Basic  Scoring  Scheme. 
Using  this  Scheme,  attempts  are  made  to 
achieve  a  common  standard  in  the  measure- 
ment of  Self  Care  skills.  The  Scheme  which 
is  used  throughout  the  whole  school,  and 
not  just  the  deaf-blind  unit,  is  flexible  enough 
to  accommodate  children  with  varying  deg- 
rees of  handicap.  It  indicates  skills  to  be 
learned  and  allows  for  differences  in  learning 
sequences. 

Each  task  is  tackled  so  that  all  aspects 
of  it  are  covered  and  that  any  terminology 
used  is  accurate.  Take,  for  example,  the 
term  'competent'.  This  should  mean  what  it 
says.  The  same  language  should  be  used 
by  everyone.  The  child  ,  when  the  scheme 
is  completed,  takes  a  Competence  Test 
and  receives  a  certificate,  if  successful. 

The  Scheme  also  indicates,  as  a  result 
of  the  marking  system,  the  following: 

a)  the  child's  real  ability 

b)  that  the  child  is  capable  in  some  areas 
of  the  task  being  learned. 

c)  that  aspects  of  the  skill  being  learned 
are  missing. 

d)  aptitude  is  indicated,  e.g.  careless 

Each  task  is  broken  down  systematically 
into  the  smallest  possible  step.  The  method 
of  learning  can  be  varied  depending  on  the 
child's  particular  difficulties. 

Obviously,  not  all  children  can  achieve 
the  same  degree  of  independence  because 
the  severity  of  the  handicaps  is  critical  to 
success.  Sometimes  weeks  and  months 
go  by  before  a  child  has  sufficient  con- 
fidence to  perform  a  task  himself.  Some 
children  will  have  particular  problems  and 
will  require  to  use  methods  not  described 
in  the  training  scheme. 

Household  Tasks 

The  general  principle,  as  usual,  is  to  teach 
the  simplest  tasks  first,  to  break  down  each 
task  into  stages,  and  to  allow  plenty  of 
practice.  One  should  try  to  achieve  a  balance 
between  giving  the  child  enough  time  to 
enjoy  his  success  in  a  certain  task,  and 
thwarting  his  need  to  progress. 

Many  of  the  skills  in  this  section  depend 
upon  good  orientation  and  it  is  as  well  to 
spend  quite  some  time  in  teaching  the 
child  the  whereabouts  of  cupboards  and 
routes  about  the  flat  —  from  table  to  kitchen, 
from  the  hatchway  to  the  sideboard,  etc. 

The  child  should  begin  to  learn  to  lay  the 
table  by  placing  each  new  item  on  an 
otherwise  completely  set  table  : 

a)  to  put  the  teaspoons  on  the  saucers 

b)  to  place  the  side  plate  on  the  left  of  the 
fork 

c)  to  stand  behind  a  chair  and  put  down  the 
fork  to  the  left  and  the  knife  to  the  right  on 
the  table  in  line  with  the  edges  of  the  chair 

It  is  generally  easiest  for  a  child  to  set 
cups  and  saucers  by  grouping  them  in  the 
centre  of  the  table  in  front  of  the  member  of 
staff's  place.  Bearing  in  mind  that  children 
wiping  down  tables  usually  push  the  crumbs 
on  to  the  floor,  it  may  be  best  if  they  are 
taught  to  use  dustpan  and  brush  to  remove 
crumbs  and  to  wipe  down  the  chairs  as  well 
as  the  table. 

It  is  very  difficult  for  totally  blind  children 
to  carry  plates  horizontally,  but  it  is  a  great 
help  if  they  are  reminded  to  keep  their 


John  Peter  Jones,  who  is  teacher  in 
charge  of  Pathways  at  Condover  Hall 
(RNIB)  School,  here  continues  his  des- 
cription of  their  self  care  scheme.  In  part 
two  he  explains  the  Basic  Scheme  in 
some  detail  with  examples  of  training 
systems.  Some  parents  may  find  the 
methods  shown  in  the  training  schemes 
useful  in  helping  their  own  children. 


Example  of  household  task 
scoring  scheme: 

1  -Can  collect  the  milk  bottles  and  put  them  in  the  correct  place. 

2  -Can  stack  own  crockery  after  a  meal. 

-Can  stack  the  family's  crockery  ready  for  washing  up. 

3  -Can  scrape  left  over  food  into  the  waste  disposal  unit 

4  -Can  dry  crockery  and  cutlery  with  a  tea  towel. 

5  -Can  carry  plates  without  tilting  them. 

6  -Can  lay  teaspoons. 
-Can  lay  side-plates. 
-Can  lay  cups  and  saucers. 
-Can  lay  knives  and  forks. 
-Can  place  the  condiments. 

7  -Can  wipe  down  the  table  after  a  meal. 

8  -Can  carry  a  dish  containing  food  and  place  it  on  a  table. 
-Can  carry  a  plate  containing  food  and  place  it  on  a  table. 
-Can  carry  a  jug  containing  cold  liquid  and  place  it  on  a  table. 
-Car  carry  a  hot  tea  pot,  coffee  pot  etc.,  and  place  it  on  a  table. 

9  -Can  pour  cold  liquids  accurately. 
-Can  pour  hot  liquids  accurately. 

10  -Can  wash  up  crockery  and  cutlery. 
-Can  wash  up  cooking  utensils. 

1 1  -Can  dust  furniture. 

-Can  use  a  vacuum  cleaner. 
-Can  use  a  mop. 
-Can  sweep  the  floor. 
-Can  use  a  dustpan  and  brush. 


thumbs  on  top,  and  to  use  two  hands 
whenever  possible.  If  there  is  a  handle  (i.e. 
for  a  cup  or  jug)  it  must  be  used.  When 
there  is  something  heavy  and/or  hot  to  be 
carried,  experiment  with  the  child  in  the 
use  of  his  wrist  and  elbow  for  steadying. 

Pouring:  Begin  to  teach  the  child  to 
pour  by  playing  games  with  a  jug  or  teapot 
and  cold  water  in  the  sink.  Help  him  to  hold 
a  cup,  balance  the  lip  of  the  jug  on  the 
opposite  edge  and  maintain  a  steady  flow. 
Give  plenty  of  practice  in  assessing  from 
the  weight  of  the  jug,  the  angle  of  tip 
needed  and  when  to  stop  pouring  before 
the  cup  overflows.  At  the  beginning  the 
child  will  have  to  put  his  finger  inside  the 
cup  to  find  the  level  of  liquid  in  it,  and  he 
may  never  progress  beyond  this  stage;  but 
other  ways  should  be  encouraged  once 
the  child  is  really  confident  of  the  finger 
method.  Many  children  will  be  able  to  gauge 
the  level  of  water  in  the  cup  by  listening. 
Perhaps  counting  will  help  to  time  the  right 
interval  of  pouring.  Whatever  the  method 
there  should  be  a  good  deal  of  water-play 
of  this  kind. 

At  the  table  the  child  will  find  it  easiest 
to  learn  to  pour  milk  ready  for  a  drink  of  tea, 
and  then  to  pour  cold  drinks  before  using 
the  hot  teapot. 

It  is  a  great  help  to  the  person  washing 
up  if,  from  the  outset,  the  child  is  taught  to 
stack  each  item  of  crockery  separately  and 
in  a  special  place;  removing  his  own  scraps 
into  a  bowl,  as  in  the  main  dining  room;  and 


finding  a  container  to  hold  all  the  cutlery. 
Then  he  will  also  know  when  drying-up, 
how  to  stack  the  clean  crockery  in  a  certain 
order  ready  for  another  child  to  put  it  away. 
If  stacking  is  orderly  and  methodical  more 
children  will  be  able  to  join  in  clearing  up 
after  meals,  and  there  will  be  more  space 
available  for  movement. 

Every  child,  no  matter  what  his  handicap, 
should  try  washing  even  the  more  difficult 
utensils.  If  the  staff  have  to  re-do  the  cleaning 
later,  at  least  the  child  will  appreciate  the 
work  involved  in  clearing  up  after  meals. 

Washing 

It  is  advisable  that  the  child  when  he  washes 
is  naked.  He  should  leave  his  clothes  on 
his  chair  well  away  from  the  washing  area 
and,  if  he  is  going  to  the  bathroom,  wear  his 
dressing  gown  and  slippers.  He  needs  to 
have  his  towel  and  deodorant  with  him. 

When  the  child  gets  to  the  wash  basin 
he  must  check  that  his  towel,  flannel,  tooth- 
mug,  brush,  paste  and  deodorant  are  within 
easy  reach.  He  will  need  a  dry  place  to  put 
his  dressing  gown.  The  child  should  clean 
his  teeth  first  before  washing. 

Cleaning  Teeth  Show  the  child  the  cold 
tap  and  how  to  run  it  at  a  moderate  rate. 
Guide  his  hands  through  the  movements  of 
wetting  the  brush,  applying  the  paste,  and 
brushing  and  rinsing  the  teeth.  See  that  he 
'spits'  out  rather  than  swallows  the  tooth 
paste  and  that  he  rinses  the  brush  under 
the  tap  after  use.  Finally  he  should  fill  his 
beaker  with  water  and  rinse  his  mouth. 

Washing  The  child  must  first  learn  to  fit  the 
plug  into  the  plug  hole,  to  turn  on  both  taps 
(cold  first)  to  produce  a  moderate  rate  of 
flow,  and  to  achieve  the  right  temperature. 
There  are  several  ways  in  which  he  can 
regulate  the  water  level.  The  child  takes 
his  flannel,  wets  it  and  folds  it  loosely  into 
one  hand.  He  then  finds  the  soap  and  wets 
that.  Guide  his  hands  through  the  move- 
ments of  rubbing  the  soap  on  to  the  flannel 
(not  vice  versa).  Show  him  how  to  rub  the 
flannel  over  his  face,  neck,  ears,  hands, 
arms  and  underarms;  and  to  rinse.  Also 
teach  the  child  to  scrub  his  nails.  After 
rinsing  he  should  empty  the  basin  and  swill 
it  thoroughly.  Make  sure  the  child  dries 
himself  carefully  (N.B.  ears!)  and  always 
uses  deodorant.  He  should  return  his  equip- 
ment to  its  correct  place.  Always  encourage 
the  child  to  wear  his  dressing  gown  and 
slippers  when  walking  between  rooms. 

Bathing  Give  the  child  plenty  of  time  to 
enjoy  his  bath.  Make  sure  that  he  remembers 
to  have  all  his  equipment  at  hand.  (It  is  as 
well  that  he  leaves  his  pyjamas  in  the 
bedroom.)  The  technique  of  bathing  is  the 
same  as  for  washing.  The  general  rule  is  to 
wash  the  body  from  top  to  bottom. 

Cleaning  the  Bath  Initially  the  child  cleans 
out  the  bath  by  swilling  it  as  he  does  the 
basin.  Later  he  should  learn  to  rub  over  the 
bath  with  a  cleansing  paste  on  a  cloth, 
working  methodically  round  the  sides  and 
then  the  floor  of  the  bath,  using  continuous 
vertical  movements.  He  then  uses  the  same 
movements  to  rinse  the  bath. 

The  child  should  also  learn  to  have  an 
overall  wash  at  the  wash  basin. 

There  will  be  more  of  the  Condover 
scheme  in  a  later  edition  of  Talking 
Sense. 
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The  Conference  at  Bruges 

Bruges  was  the  site  for  the  1 986  European  Conference  on  the  Education  and 
Management  of  the  Deaf-Blind.  There,  during  one  mosquito-infested  week  in 

July,  180  delegates  from  1 1  European  countries  discussed  wide-ranging 

issues.  Each  delegate  elected  to  follow  one  of  four  workshops;  The  Education 

of  the  Deaf-Blind  Child,  the  Education  and  Management  of  Deaf-Blind  Young 

Adults,  Deaf-Blind  Technology  or  Medical  Aspects  of  Deaf-Blindness. 

A  full  Conference  Report  is  to  be  published  in  due  course.  In  future  issues  of 

Talking  Sense  we  hope  to  publish  some  papers  from  the  Conference.  In  the 

meantime,  the  47  members  of  the  British  party  came  back  variously 
invigorated,  inspired,  inflated  and  exhausted.  Here  are  a  few  excerpts  from 

their  impressions. 


The  Place 


Gini  Cloke  writes  about  Bruges,  the  centre 
of  Flemish  culture. 

Bruges  is  a  lovely  place  with  its  marvellous 
architecture,  old  buildings  beautifully  lit 
up  at  night,  canals,  cobblestones  —  a  fascin- 
ating place  to  explore.  The  Conference 
timetable  was  organised  to  include  an  after- 
noon's guided  tour  of  Bruges,  an  opportunity 
too  good  to  miss. 


Old  Bruges 

The  Conference  itself  took  place  in  the 
Spermalie  Institute,  a  huge  rambling,  though 
apparently  purpose  built,  building  almost 
impossible  to  find  your  way  around  —  even 
with  the  help  of  signposts.  We  all  wondered 
how  the  visually  impaired  people  who  use 
the  building  can  possibly  cope. 


u 


I  1 
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Quiet  Canal 

The  rather  basic  accommodation  and 
over  abundance  of  extremely  hungry  mos- 
quitoes were  more  than  compensated  for 
by  the  lovely  friendly  atmosphere  and 
Afonderful  food.  A  lot  of  thought  and  hard 
work  had  gone  into  the  overall  organis- 
ed a  coordinated  colour  scheme  of 
yellow  and  white  for  everything  from  the 
arge  '/,''<:■<■.''.<■.  ■.<,■-.  and  logoo  to  the 
name  tags  and  flowers  on  all  the  tables. 


The  Party 

Helen  Bradley  writes: 

There  is  a  certain  romance  in  forming  a 
group  of  parents  and  professionals,  some 
old  friends  and  some  new  faces  and  trans- 
porting them  over  land  and  sea  to  the 
fairytale  setting  of  Bruges.  Unite  thisgroup 
with  other  groups  from  around  Europe,  let 
the  wine  and  hospitality  flow  and  you  have 
a  recipe  for  friendship  and  the  exchange  of 
ideas  even  before  a  foot  is  set  into  a  lecture 
room. 

Of  course,  we  did  set  foot  into  many 
lectures  and  workshops  but  the  time  spent 
there  needs  to  be  seen  as  only  one  part  of  a 
very  valuable  whole. 


Geoff  Aplin,  newly  appointed  Principal 
Officer  at  Overbridge,  joined  the  Sense 
party. 

I  am  very  pleased  that  I  opted  to  travel  the 
Sense  party.  Everyone  was  welcoming  and 
there  was  no  difficulty  finding  a  place  for 
myself  within  the  party.  I  am  reminded  of 
experiences  in  the  past  where  I  have  met 
with  people  drawn  togetheraround  special 
social  issues.  Often  I  have  found  a  core  to 
exist  which  tends  to  exclude  newcomers. 
The  openness  of  the  Sense  group  provided 
a  stimulating  contrast.  Everyone  seems  to 
be  caught  up  in  the  process  of  developing 
new  ideas.  Sense  comes  across  as  a  flourish- 
ing, vigorous,  creative  and  caring  organis- 
ation. 


Some  of  the  British  party  hard  at  work 


The  Business 

Helen  Bradley,  Sense's  Psychologist  at 
Edgbaston  attended  Workshop  1. 

Van  Dijk  of  the  Netherlands  has  been  follow- 
ing the  progress  of  eighty-one  children 
congenitally  affected  by  Rubella.  Advanced 
statistical  techniques  now  allow  researchers 
to  explore  the  extent  to  which  certain  factors 
tend  to  occur  together  or  preceed  one 
another  over  time.  For  example,  in  the 
Rubella  group,  children  affected  early  in 
their  development,  showed  more  disturb- 
ances in  behaviour  later  on.  This  seemed 
more  linked  to  early  visual  loss  than  hearing 
loss.  Children  placed  on  general  stimulation 
programmes  showed  less  progress  than 
children  with  structured  individual  prog- 
rammes teaching  specific  skills.  It  is  always 


important  to  see  progress  as  partly  a  function 
of  the  suitability  of  teaching  techniques.  As 
subsequent  papers  showed  —  all  children 
from  birth  onwards  can,  and  do,  learn  if  the 
right  situations  are  provided. 

Day  three  contained  some  lively  inter- 
changes between  parents  and  a  range  of 
professionals  concerning  co-operation  and 
partnership  in  developing  educational  prog- 
rammes. Peggy  Freeman  looked  beyond 
lip  service  to  partnership  into  some  of  the 
issues  underlying  equality  —  access  to 
information,  respect  for  the  families  needs 
as  a  whole,  understanding  of  the  different 
but  equally  valid  priorities  which  parents 
may  have  for  their  child's  development. 
Extensive  numbers  of  professionals  may 
be  involved  in  a  child's  education,  and 
Peggy  noticed  how  frequently  the  parents 
names  are  still  mentioned  last  by  pro- 
fessionals talking  about  co-operation. 
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Gini  Cloke,  Executive  Committee  Member 
and  Chair  of  Sense's  Adult  Advisory  Comm- 
ittee was  in  Workshop  II. 

One  of  the  most  interesting  sessions  for 
me  was  the  one  on  'Social  and  Family 
Relations'  in  which  Norman  and  Cathy  Brown 
spoke  so  openly  and  honestly  about  their 
relationship  with  Stephen,  and  how  they 
have  tried  to  come  to  terms  with  their 
feelings  about  him  and  the  way  he  has 
affected  their  lives.  Much  of  what  they  both 
said  struck  a  very  deep  chord  within  me, 
and  I  was  not  the  only  Mum  there  who  was 
very  moved. 


Doreen  Norris  and  Peter  Turner 

I  was  disappointed  that  apart  from  the 
Sense  parents  there  were  only  a  couple  of 
parents  from  other  countries.  All  of  our 
group  felt  we  had  learned  a  lot  and  bene- 
fitted from  going  to  the  Conference  and  it 
was  a  great  shame  that  we  were  unable  to 


share  our  experiences  with  other  parents 
there.  It  certainly  proves  that  Sense  is  still 
very  much  a  parent  orientated  organisation. 
It  would  be  good  if  other  countries  would 
take  note  of  our  parental  involvement  and 
follow  suit.  It  can  only  be  for  the  good  of  all 
our  deaf-blind  children. 

Geoff  Aplin  also  attended  Workshop  II 

The  discussion  of  investigations  into  the 
population  of  deaf-blind  adults  in  different 
European  countries  highlighted  the  general 
benefits  of  registration.  No  system  of  regis- 
tration operates  in  the  majority  of  the  count- 
ries represented  in  the  workshops.  Norway, 
however,  has  a  national  central  team  whose 
responsibility  includes  registration. 

In  Scotland,  as  in  other  countries,  a 
system  of  registration  would  alert  doctors 
and  social  workers  to  the  existence  of 
deaf-blind  children  and  adults.  Publicity 
would  increase  self  referrals.  Once  estab- 
lished it  should  be  possible  to  maintain 
accurate  information  on  the  number  of 
deaf-blind  people  in  the  population  and 
their  needs.  And,  provided  an  effective 
system  of  collaboration  between  the  pro- 
fessions is  established,  each  individual 


(and  their  caretakers)  should  be  linked  into 
the  appropriate  support  system.  The  Nor- 
wegian experience  will  be  worth  watching. 

John  Hatton  comments... 

Paul  Bulckaert  spoke  on  a  Home-Teaching 
Service  run  from  the  Spermalie  Institute. 
This  is  an  attempt  to  provide  for  deaf-blind 
persons  living  with  their  families  in  the 
community.  He  said  there  were  many  such 
persons,  many  suffering  from  Ushers  Syn- 
drome. He  talked  about  a  group  of  Ushers 
who  had  left  school  a  few  years  ago  — 
whose  programme  had  not  reallv  finished 
and  how  the  Institute  wanted  to  carry  on 
working  with  them  as  their  vision  diminished. 
In  addition  he  spoke  of  the  demand  from 
outside  for  help  both  residential  and  day. 
Interestingly  he  said  the  results  of  the 
Home-Teaching  Service  had  been  to  develop 
self-confidence  in  the  deaf-blind  person, 
behaviour  problems  had  tended  to  diminish 
and  the  families  of  the  deaf-blind  had  devel- 
oped more  positive  understanding  attitudes 
as  they  often  did  not  know  what  was  happen- 
ing to  the  deaf-blind  member  of  the  family. 


Jan  Van  Dijk 


Final  Thoughts 


Doreen  Norris,  Sense's  Advisory  Teacher, 
was  concerned  that  the  size  of  the  Con- 
ference made  discussion  difficult. 

The  Conference  did  highlight  my  concern 
with  two  issues: 

•  that  people  working  with  deaf-blind 
children  and  adults  should  meet  regularly 
and  look  critically  at  what  they  are  doing. 

•  work  with  deaf-blind  should  be  evaluated. 
This  means  that  resources  for  research,  on 
whatever  scale,  should  be  made  available 
to  those  working  with  groups  of  deaf-blind 
—  emphasising  the  need  for  a  post-graduate 
course? 

Pefer  Turner,  Headmaster  of  Whitefield 
School  comments. 

"What  time  leaves  the  bus?" 

For  me  Jan  van  Dijk's  minor  linguistic  error 
made  as  an  aside,  during  a  lively  debate  on 
the  significance  of  Individual  Educational 
Programmes,  serves  as  a  reminder  of  the 
high  quality  of  the  Education  Workshop. 
The  Dutch  contributions,  I  think  most  would 
agree  were  of  a  particularly  high  standard, 


and,  as  we  have  come  to  expect,  could  be 
fairly  said  to  have  dominated  this  workshop. 
What  is  the  significance  of  the  'linguistic 
error'?  On  top  of  all  the  other  qualities  of 
the  contributions,  we  must  remember  that 
the  majority  of  papers  were  delivered  in 
what  was,  to  the  speaker,  a  foreign  language. 

Gill  Kilby  had  been  worried  about  attending 
7  certainly  did  not  expect  to  enjoy  myself, 
and  looked  forward  with  some  dismay  to  a 
week  of  listening  to  people  talking  on  obtruse 
topics,  way  above  my  head,  and  evenings 
trying  to  figure  out  what  it  was  all  about.' 
What  did  she  feel  by  the  end? 

The  Conference  was  very  helpful  for  me.  I 
heard  about  many  things  which  had  not 
occured  to  me  before.  I  realised  that  there 
were  many  people  in  the  'caring'  professions 
who  did  not  have  the  sole  aim  of  thwarting 
and  frightening  the  parents  of  deaf-blind 
children,  but  really  wanted  to  help  the 
deaf-blind  person  to  achieve  asfull  a  life  as 
possible. 

I  also  realised  that  all  over  Europe  there 
are  people  working  towards  the  same  goal. 
This  is  helpful  because  I  now  realise  that  I 
am  not  one  of  the  few  but  one  of  the  many. 
The  wider  view  helps  to  put  personal  prob- 
lems into  perspective  and  I  am  glad  that 
the  Conference  had  this  effect  on  me. 


L  to  R,  Patrizia  Ceccarani  from  Italy,  Lieke  de  Leuw  from  Holland.  Bryndis  Viglundsdottir  from 
Iceland. 
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The  Mark  Brownf ield  Story 


One  of  the  outstanding  contributions  at 
the  recent  European  Conference  on  the 
Education  and  Management  of  the  Deaf- 
Blind  in  Bruges,  Belgium  was  made  in  the 
Workshop  on  Technical  Developments  by 
ayoung  man  from  Shornein  Kent,  byname 
Mark  Brownfield. 

Mark  suffers  from  an  unknown  disease 
which  became  manifest  in  early  childhood 
and  which  has  caused  him  to  become  deaf, 
visually  impaired  and  physically  handicapped 
to  the  extent  that  he  is  confined  to  a 
wheelchair  except  when  in  a  known  domes- 
tic environment  where  there  is  plenty  of 
furnitureforsupport.  Markis23and  livesat 
the  Seven  Springs  Cheshire  Home  in  Tun- 
bridge  Wells.  He  speaks  well  and  commun- 
ication for  many  years  was  via  finger-spelling. 

The  exciting  presentation  that  Mark  gave, 
together  with  his  guide/interpreter  Daisy 
Fletcher,  was  on  the  subject  of  his  Morse 
Code  communicator,  which  has  enabled 
him  to  communicate  much  more  freely,  not 
only  with  people  who  do  not  know  finger- 
spelling  but  with  others  all  over  the  world.  It 
is  also  much  faster  than  finger-spelling  so 
that  information  can  be  given  almost  verb- 
atim instead  of  an  inevitable  precis. 

After  he  left  school,  Mark's  days  were 
chiefly  composed  of  life  at  Seven  Springs 
and  regular  weekends  at  home  with  his 
family,  who  are  very  close  —  his  parents 
Shirley  and  David,  and  his  sister  Sarah  of 
whom  he  talks  greatly.  His  world  became 
much  wider  when  he  was  befriended  by 
Daisy,  who  met  Mark  soon  after  he  arrived 
at  Seven  Springs  where  she  was  receiving 
hydrotherapy  after  an  accident  that  had 
forced  her  into  early  retirement  from  her 
teaching  career. 

Daisy  found  that  Mark  learnt  Morse 
Code  at  school  and  so  she  tapped  out  SOS 
on  his  hand  until  he  realised  what  she  was 


into  morse  code  which  when  loud  enough 
Mark  could  receive  by  bone  conduction 
through  headphones.  As  soon  as  Mark 
realised  the  potential  of  the  system,  it 
opened  a  completely  new  world  for  him. 
The  only  drawback  was  that  they  could 
only  use  a  large  bench  computer  which 
restricted  its  use. 

At  about  this  time,  Access  forthe  Disabled 
announced  an  essay  competition  —  1000 
words  on  how  £650  might  be  spent  to 
improve  the  quality  of  the  writer's  life  and 
help  towards  a  chosen  career.  Mark  and 
Daisy  painstakingly  worked  together  on 
this  essay,  Daisy  taking  Mark's  dictation 
and  then  reading  it  backto  him  through  the 
computer  for  him  to  check.  Mark's  intention, 
should  he  win  the  prize,  was  to  purchase  a 
portable  computer  he  could  carry  on  his 
wheelchair  so  that  he  could  speak  to  any- 
one at  any-time. 

Mark  won  the  prize  of  £650  and  a  party 
was  held,  at  which  the  cheque  was  pre- 
sented by  Sir  Peter  Baldwin,  Chairman  of 
the  South-East  Thames  Regional  Health 
Authority. 

Mark's  ambition  to  communicate  was 
fulfilled  when  his  mobile  computer  arrived. 
Daisy  reported:  The  day  he  got  it,  he  was 
incredible.  He  was  just  everywhere  trying  it 
out'.  Casio,  the  makers  of  the  computer, 
subsequently  presented  Mark  with  a  spare 
model  plus  a  word-processor. 

The  story  of  Mark's  attempts  to  achieve 
communication  does  not  stop  here.  It  occured 
to  Daisy  that  he  would  enjoy  being  an 
amateur  radio  operator,  and  together  with 
the  West  Kent  Amateur  Radio  Society,  who 
were  dubious  at  first,  they  began  the  very 
had  work. 

Mark's  physical  disability  meant  that  he 
could  not  use  a  normal  morse  key,  the 


Mark  Brownfield  receiving  morse  from  Daisy  Fletcher 


doing  and  nodded  in  response.  She  then 
tapped  out:  'Hello  Mark,  my  name  is  Daisy' 
and  this  overture  developed  into  a  rich  and 
meaningful  relationship. 

At  about  this  time  a  Computer  Unit  was 
being  formed  at  the  home,  as  many  of  the 
■<;■.':<:''■.  of  ^  <:  >'/j  Cheshire  Homes  in 
the  UK  were  becoming  interested  in  the 
uses  of  computers  —  for  reading,  writing, 
communication,  work  and  recreation.  This 
unit  has  now  become  a  separate  Charitable 
Trust  —  Compaid  —  giving  ever  larger 
numbers  of  disabled  people  help  and  advice 
on  computers  and  their  application. 

Thia  unit  contacted  the  National  Institute 

for  Medical  Research  and  between  them 

.■■:■■-,'     '',<■.■■;    translating    words 


'knocker',  and  so  a  special  adapter  was 
made.  The  radio  was  marked  with  plastic  to 
enable  him  to  tune  in.  The  only  obstacles 
were  the  examinations.  It  took  many  hours 
of  Daisy's  time  to  prepare  the  work  for 
transcription  into  Morse  for  Mark  to  store 
in  his  memory  because,  unlike  most  exam- 
inees, he  has  no  way  of  making  notes.  He 
passed  his  City  and  Guilds  examination 
and  went  on  the  following  month  to  take  his 
International  Telecommunication  Morse 
exam.  This  was  a  very  difficult  exam,  made 
more  difficult  as  the  examiner  was  not 
aware  until  the  start  of  Mark's  disabilities. 
Then  his  morse  key  broke  and  he  ended  up 
using  Mark's  special  key  which  was  not 
easy  for  him  and  made  it  hard  for  Mark  to 


Here  are  some  extracts  from  Mark's 
prize  winning  essay: 

/  want  to  communicate  with  people! 

I  am  not  physically  able  to  do  sign  language 
and  so,  therefore,  there  are  people  around 
who  I  can't  communicate  with.  I  can  speak 
to  them  but  they  can't  reply. 

Some  communicate  by  writing  in  capital 
letters  on  my  hand  but  others  don't  comm- 
unicate at  all. 

The  main  reason  why  I  am  writing  this 
essay  is  so  that  I  can  communicate  with  my 
friends  through  a  machine,  a  machine  that 
can  change  communication  into  morse 
code,  which,  if  loud  enough,  I  can  feel 
through  headphones.  The  machine  needs 
to  be  small  and  portable  to  carry  on  my 
chair  so  that  I  can  speak  to  anyone,  at  any 
one  time,  without  having  to  go  to  a  particular 
place. 

I  think  it  would  be  much  better  if  the  residents 
could  speak  straight  to  me  for  themselves 
and  it  be  changed  to  morse  code.  For  them 
to  do  that  the  machine  would  have  to  be 
built  so  that  I  could  manage  to  use  it,  and  all 
the  residents  could  then  push  a  kind  of 
button.  The  button  would  have  to  be  large 
enough  because  some  of  the  residents 
have  difficulty  in  pressing  a  small  button. 

I  could  have  added  a  morse  key  before  that, 
just  like  a  computer,  to  do  morse  code  and 
the  person  who  is  using  it  wouldn't  have  to 
know  morse  code. 

With  the  computer  it  is  different,  you  don't 
have  to  learn  the  code,  you  just  have  to  tap 
what  you  are  saying  into  the  computer, 
which  translates  it  in  morse.' 


receive.  Finally,  he  produced  a  piece  of 
paper  which  he  wanted  Mark  to  transmit 
uninterrupted.  When  Daisy  explained  that 
Mark  could  not  see  to  read  it,  failure  seemed 
inevitable  until  the  examiner  suggested 
transmitting  a  substantial  piece  Mark  had 
memorized  —  a  poem  for  instance.  Mark 
passed  his  exam  with  a  recital  of  the  history 
of  Arsenal  —  dates,  years,  players'  names, 
goals  etc. 

Mark  now  'speaks'  to  people  all  over  the 
world.  Not  only  is  he  a  very  quick  morse 
reader  —  42  words  a  minute  —  but  contacts 
often  ask  him  to  slow  down  when  trans- 
mitting, he  is  so  good.  At  the  'This  is  Your 
Life'  event  Daisy  organised  for  Mark  and 
1 30  guests  to  mark  his  first  radio  call,  she 
said  'Can  you  imagine  what  it  means  to 
Mark  to  be  able  to  communicate  with  all 
parts  of  the  globe  —  man  to  man  —  with  no 
allowance  being  made  for  his  disabilities?' 
Because,  of  course,  his  radio  contacts  do 
not  know  he  is  disabled. 

Next  steps  will  be  a  computer  prog- 
ramme so  that  Mark  can  log  his  radio  calls 
and  print  out  letters,  a  teletext  adaptor  to 
get  Ceefax  and  Oracle  news  and  infor- 
mation in  Morse,  and  perhaps  a  system  for 
the  telephone. 

Mark's  story  demonstrates  yet  again 
that  for  deaf-blind  people  communication 
is  the  key.  It  also  demonstrates  how  much 
can  be  achieved  by  modern  technology, 
but  above  that  how  useless  such  technology 
is  without  the  person,  the  'intervenor',  the 
Daisy,  to  make  it  work. 
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Sense-in-Scotland 


There's  a  lot  to  report.  Let's  see  what  gets 
past  the  editor's  knife  this  time. 


Overbridge 

We  are  delighted  to  have  appointed  a 
Principal  Officer  for  Overbridge,  our  new 
deaf-blind  post-school  unit.  Dr  Geoff  Aplin 
takes  up  his  post  in  October  and  we  wish 
him  all  the  very  best. 

Geoff  has  worked  with  the  National 
Childrens  Bureau  where  he  undertook 
research  into  professional,  parent  and  family 
relationships.  Consequently,  Geoff  wel- 
comes very  strong  parent  links. 

Geoff  is  currently  a  lecturer  at  Glasgow 
University,  but  he  tells  me  he  is  looking 
forward  to  working  with  young  people  again. 
I  know  our  deaf-blind  teenagers  will  test  this 
to  the  limit,  but  while  Overbridge  will  be  a 
mighty  challenge,  I  am  sure  Geoff  and  his 
staff  will  respond. 


Overbridge  will  offer  1 2  places  to  deaf- 
blind  young  people  from  sixteen  upwards, 
in  two  family  units  of  six.  Some  of  the 
applicants  for  places  have  been  identified 
by  our  research  into  the  numbers  of  deaf- 
blind  people  in  Scotland;  others  have  been 
known  to  us  for  a  very  long  time.  Some  will 
come  from  schools,  others  from  hospitals. 
The  research  is  still  continuing  — if  anyone 
is  in  contact  with  a  deaf-blind  child  or  adult 
in  Scotland,  please  let  me  know.  Applications 
for  places  at  Overbridge  will  be  sought  later 
this  year,  but  if  anyone  knows  of  a  young 
person  who  might  benefit  from  the  provision, 
please  get  in  touch  with  Sense's  Glasgow 
Office. 


New  Staff 

We  will  be  taking  on  two  new  staff  in  the 
next  few  months,  to  attempt  to  ease  the 
load  on  our  present  over-worked  twosome. 


Mobility  International 

One  of  our  other  big  projects  this  year  was 
the  International  Deaf-Blind  Week.  For  a 
fuller  report  see  pages  16  and  17. 

T.V.  Appeal 

On  1 0  August  there  was  a  BBC  Appeal  for 
Sense-in-Scotland.  Caroline  and  Ailill 
Finlayson  were  featured  on  it  and,  while 
helping  to  attract  much-needed  funds,  I 
hope  it  also  publicised  the  needs  in  Scotland. 
Hannah  Gordon  presented  the  appeal,  and 
I  want  to  give  her  our  warmest  thanks.  She 
spent  most  of  the  day  With  us  and  showed 
great  interest  and  concern. 

Holiday 

As  I  write,  Karen  Tait  and  a  worthy  band  of 
volunteers  are  running  the  first  Scottish 
holiday,  with  six  of  our  children  staying  at 
Quarriers  Village.  More  on  this  on  page  4. 

Gillian  Morbey 


Deaf-Blindness  in  Scotland 

Research.  Summary 


Introduction 

It  is  only  over  the  last  ten  years  that  deaf- 
blindness,  as  a  specific  handicap,  has  come 
to  be  recognised  in  Scotland.  In  the  first 
instance,  this  awareness  was  largely  due 
to  the  work  of  Sister  Ailish  Massey,  now 
Head  Teacher  at  Carnbooth  House. 

With  a  growing  recognition  of  need  the 
Scottish  Office  funded  research  for  a  year 
into  the  incidence  of  deaf-blindness  in 
Scotland.  Prior  to  this  little  was  known 
regarding  numbers  of  dual  sensory  handi- 
capped people. 

Bryson,  Massey  and  Dunn  undertook 
research  1 982  -  1 984  within  the  Glasgow 
area  for  school  age  children,  5-16.  They 
primarily  concentrated  on  schools  for  the 
profoundly  mentally  handicapped  and  their 
initial  findings  recorded  30  children.  Their 
work  was  very  detailed  where  the  Sense- 
in-Scotland  Survey  is  not.  This  is  due  to 
our  research  covering  the  whole  of  Scotland 
and  therefore  formal  assessments  and 
indeed  individual  visits  being  impossible. 
Our  report  serves  to  give  an  indication  of 
the  incidence  of  deaf-blindness  and  will 
certainly  require  follow  up  studies. 

The  aims  of  the  study  are  as  follows: 

Principal  Aims 

0  To  identify  young  people  between  the 
ages  of  1 6  -  25  for  the  planned  Overbridge 
provision  for  deaf-blind  young  adults. 

•  To  identify  all  children/adults  across 
the  age  range  who  have  a  dual  sensory 
impairment,  irrespective  of  other  handicaps. 
These  figures  to  be  used,  where  necessary, 
to  identify  individual  people  for  improved 
services  now,  and  in  the  long  term,  to  assist 
with  future  planning. 

Secondary  Aims 

•  To  identify  gaps  in  services  e.g.  where  a 
child  has  not  been  seen  by  specialist 
teachers  (See  under  Deaf-Blindness) 

•  To  consider  causes  of  deaf-blindness 


Gillian  Morbey,  Sense's  Scottish 

Otticer,  has  been  researching  the 

incidence  of  deaf-blindness  in 

Scotland.  Here  she  provides  a 

summary  of  her  early  results. 


Deaf-Blindness 

As  this  is  a  summary  I  will  not  go  into  the 
problems  of  definition,  assessment  etc. 
These  difficulties  are  well  known  to  us  all. 
However,  one  of  the  most  notable  things 
we  found,  and  therefore  worth  a  mention, 
is  to  do  with  the  concepts  of  diagnosis  and 
'labelling'. 

In  the  first  instance  the  researcher  found 
that  the  diagnosis  was  very  prominent. 
Despite  the  philosophy  of  not  labelling 
children,  in  practice  it  is  obviously  done. 
Thus  a  child  would  not  be  considered  deaf- 
blind  because,  for  example,  he  was  suffer- 
ing from  celebral  palsy.  The  fact  that  both 
hearing  and  vision  were  affected  was  not 
often  taken  into  account  and  the  educational 
repercussions  are  obvious.  It  was  found 
that  such  children  had  often  not  been  seen 
by  specialist  services  for  either  vision  or 
hearing  and  their  education  did  not  include 
any  methodology  associated  with  teaching 
the  deaf  or  visually  impaired. 

This  could  lead  us  into  discussion  of 
primary  and  secondary  handicap,  which  is 
beyond  the  scope  of  this  report.  However, 
leaving  aside  the  problems  and  accuracy 
of  assessment,  even  if  it  could  be  reliably 
demonstrated  that  some  form  of  brain 
damage  is  the  principal  handicap,  it  still 
does  not  justify  the  disregard  of  damage  to 
the  distance  senses.  The  child  is  still  deaf- 
blind  and  all  the  resulting  educational  reper- 
cussions still  apply. 

Investigation  and  Procedures 

Some  of  the  survey  had  to  be  undertaken 


through  postal  questionnaires,  thus  limiting 
reliability.  Information  was  sought  through 
Health  and  Education :  procedures  differ  in 
both  these  Departments  and  indeed  vary 
from  Region  to  Region.  Information  was 
often  difficult  to  collect. 

Thus  research  must  be  considered  as 
ongoing.  It  has  been  acknowledged  that 
the  development  of  a  new  service  brings 
with  it  new  numbers.  The  need  for  Over- 
bridge  has  been  demonstrated  in  the 
research  and  it  would  be  suspected  that 
once  the  Unit  is  up  and  functioning  more 
youngsters  will  come  to  light. 

In  the  16-25  age  group  we  have  found 
around  35  young  adults.  Since  Overbridge 
only  plans  12  places,  I  think  the  need  is 
clear.  The  table  below  gives  our  intitial 
findings  throughout  Scotland  and  across 
the  age  range.  However,  these  figures 
represent  only  the  very  start  of  the  enquiry, 
indeed  they  now  change  on  a  monthly 
basis  but  we  do  hope  they  are  beginning  to 
give  some  indication  of  deaf-blindness  in 
Scotland. 


Total 

Population 

Region 

Numbe 

rs 

1985 

Borders 

2 

101.705 

Central 

4 

272.426 

Dumfries  &Gall 

oway       0 

146.562 

Fife 

5 

344,019 

Grampian 

13 

500.566 

Highland 

6 

198.617 

Lothian 

10 

745,229 

Strathclyde 

29 

2,358,727 

Tayside 

10 

394,322 

Not  known 

2 

Others 

2 

Blind  with  addil 

ional  hand 

caps  - 

-43 

Deaf  with  addit 

onal  handi 

caps  - 

-  34 
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A  Wild  Retreat 


Janis  Revell  is  totally  blind  and  nearly 

totally  deaf.  She  also  has  difficulties 

with  walking.  Here  she  gives  a  vivid 

account  of  her  week. 


Many  of  us  spent  hours  on  planes,  trains, 
buses  and  boats.  Yet  it  was  worth  it  all,  all 
the  falling  up  train  steps  and  being  jarred  in 
not-too-cosy  minibuses.  Our  goal  was  St. 
Ninian's  Centre  in  Crieff,  which  is  near  to 
Methven. 

Methven  is  situated  halfway  up  a  hill 
which  has  two  groves  of  trees  encircling  its 
summit,  visible  from  the  road  which  winds 
in  and  out  of  forestry  and  field.  Crieff  is 
surrounded,  just  as  is  the  hill  on  which 
Methven  stands,  by  varied  farmlands,  hills 
and  woods. 

Saturday  was  travel  and  settle  in  day, 
and  most  of  us  were  glad  to  retire  to  our 
rooms  pretty  early. 

Su  nday  was  a  day  of  recovery.  We  cou  Id 
walk,  go  hill-climbing,  swimming  or  just 
dally  around  soaking  up  atmosphere.  For 
me,  however,  Scotland  held  some  memories 
—  memories  of  challenges;  I  was  there  not 
to  surrender  to  a  day  of  luxuriating  in  fresh 
air  and  fair  sun.  I  was  there  to  capture  again 
a  typical  Scotland,  a  country  I  had  dreamed 

STOP  PRESS 

The  TV  film  of  this  week  will  be  shown  on 
the  'See-Hear1  programme  on  Sunday  1 4th 
Septem ber  at  1 2. 1 0  on  BBC  1 ,  and  repeated 
on  Monday  15th  at  1.45  on  BBC  2. 


Margrit,  Hans,  Kurt  and  Clara  from  Switzerland 
trying  the  bagpipes  for  size. 


up  as  a  rough,  hardy,  romantic  but  fierce 
land.  The  least  I  could  do  was  climb  a  hill ... 
I  don't  normally  leave  my  wheelchair 
out-of-doors.  Knock  Hill  was  a  fair-sized 
one.  There  were  two  gates  —  narrow,  diffi- 
cult things  for  someone  with  a  wheelchair, 
so  I  abandoned  it  at  the  very  foot  of  the  hill, 
-  the  other  side  of  the  donkey  field.  The 
donkey  seemed  quite  contented  to  let  us 
pass  unaccosted,  but  the  track,  Knock 
woods  and  clumps  of  country-scented  mud 
had  other  ideas,  for  me  at  least.  The  track 
was  steep,  especially  where  the  trees  were, 
and  clinging  to  an  old  oak  did  not  stop  me 
slipping  backwards.  Reaching  the  top  of 


Seruse-ii 

Internal; 


Sense-in-Scotland  put  in  a  tremendoi 
young  deaf-blind  people  and  their  gui< 
of  Scotland'  was  the  theme  and  Gi 
memorable  time. 

The  variety  of  activities  and  the  proi 
number  of  applications  ever  to  such 
groups  from  Holland,  Switzerland,  Frai 

What  a  mixture  of  personalities,  of 
Each  country  has  its  own  finger  spellir 
own  language.  Yet  we  all  mixed  as  oi 
ication  crumbled  before  our  determii 

Thanks  also  to  the  Council  of  thi 
Council  for  supporting  this  week. 


that  hill,  with  the  kind,  tender  cheering 
congratulations  of  my  companions,  was  a 
thing  of  great  joy  to  me.  The  wind  was  brisk 
and  cool,  the  view  stunning,  and  although 
it  was  'out  of  sight'  from  two  of  us,  I  could 
feel  Scotland  stretched,  austerly  beautiful, 
around  me,  beckoning ...  Scotland  gave  me 
a  reward  for  my  fierce  obsession  with  it  and 
its  inhabitants. 

Hitherto  I  looked  upon  most  museums 
and  castles  as  lumps  filled  with  lumps,  in 
other  words,  just  things  that  bored  people 
looked  at  for  relief  of  boredom.  I  was  to 
leave  Scotland  not  only  with  the  prize  of 
great  friendships  made,  but  also  with  a 
burning  lust  after  castle-history.  I  can't 
stop  reading  Scottish  history,  and  when- 
ever a  Castle  comes  up  in  it  I'm  'all  ears'! 

Monday  was  the  day  that  created  the 
foundations  of  that  love  in  me.  Glamis 


HEARING  AID 
BATTERIES 


Quality  hearing  aid  batteries 
at  discount  rates  for  quantity 

Made  by  EVER  READY, 
your  guarantee  of  quality 

PRICE  (including  Post  &  Packing) 


A  675 


A  312 


A  13 


£1.77 

(59p  each) 


£1.47 
(49p  each) 


£1.47 
(49p  each) 


£3.18 

(53p  each) 


£2.70 
(45p  each) 


£2.70 
(45p  each) 


£4.50 

(50p  each) 


£3.78 

(42p  each) 


£3.78 

(42p  each) 
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£5.64 

(47p  each) 


£4.80 

(40p  each) 


£4.80 

(40p  each) 


A  675  replaces    MP675H, 
675HP, 

A  312  replaces    RM312H, 
A  13    replaces    RM13H, 


BP675 
CP101 


SP675, 
R675, 

3I2HP,       R312 
13HP,         R13 


Janis  Revell  meeting  the  'See-Hear'  TV  crew  on  Loch  Lomond 


these  batteries  have  a  storage  life,  before  use,  of  12  months 
in  the  original  packaging.  In  use  they  last  twice  as  long  as 
ordinary  mercury  batteries  and  are  safer  for  the  user  and 
the  environment 


.  jcs  and  postal  orders  crossed  and  made  payable  to  Z.C.L. 
We  despatch  by  return,  first  class 
/..(  A..  (AM)  Merlon  Crounds,  Bicester,  Oxon.  OX6  0NS 


The  Glamis  Lion  looks  on  Sjaak  and  Lenie  Geers. 


16 


Scotland 

nalWeek 


fort  playing  host  to  an  Activity  Week  for 
terpreters  from  all  over  Europe.  'A Taste 
>rbey  made  sure  that  everyone  had  a 

of  new  friendships  attracted  the  largest 
ek.  The  final  count  stopped  at  68,  with 
Germany,  Finland,  Ireland  and  England, 
guages  and  of  communication  systems! 
stem  andtheirown  signs,  let  alone  their 
nd  the  barriers  to  successful  commun- 
n  to  get  to  know  each  other, 
ropean  Community  and  to  The  British 


Castle,  home  of  a  very  gracious,  kind,  hospit- 
able lady  —  Lady  Strathmore  —  was  our 
first  outing.  The  previous  evening  while 
sampling  my  first  wee  dram  of  whisky  in  a 
local  pub,  the  tour  organiser ,  Gill  Morbey, 
had  dropped  the  clanger  that  Macbeth  had 
been  murdered  in  this  castle.  Now,  I  had 
studied  MacBeth  at  school,  and  again  at 
college,  and  yet  still  forgotten  the  name  of 
his  Castle.  So  in  a  way  it  is  thanks  to  Gill 
that  I  now  have  this  passion  for  castle- 
history.  I  went  in  search  of  ghosts  and 
possible  bloodstains,  just  for  proof.  I  was 
told  there  were  many  ghosts  —  some  of 
which  I'd  read  of  in  a  biography  of  the 
Queen  Mum  (whose  bedroom  we  were 
allowed  to  peer  into)  and  of  course  I  met 
Macbeth's  present  guardian  —  a  huge, 
real,  stuffed  bear. 

I  wouldn't  say  it  was  'strawberries  and 
cream'  weather,  but  some  of  the  group 
certainly  tucked  into  all  sorts  of  delicacies 
outside  the  castle.  Before  we  left  there  was 
a  visit  to  the  gift  shop.  I  bought  two  keyrings 
of  the  castle  —  my  love  was  beginning  to 
kindle  ...  Lady  Strathmore  had  a  photo 
taken  with  us,  and  kept  chatting  with  indiv- 
iduals. She  seemed  as  happy  to  meet  us  as 
we  were  pleased  to  meet  her,  and  there 
was  much  complimentary  talk  in  the  bus  on 
the  way  home  on  our  hostess  of  the  day. 

Tuesday  we  went  to  glass  blowing  and 
pottery,  a  whisky  distillery,  trouting  and  on 


What  do  they  wear  underneath  their  kilts? 


this  occasion  Russell,  my  fiancee,  and  I, 
saw  how  moulds  were  made  with  Plaster  of 
Paris  for  various  vases,  models  of  whisky 
bottles,  and  other  things.  We  saw  how  the 
transfers  were  placed  on  vases  before 
firing,  how  they  came  out  smooth  and 
glossy.  We  met  a  worker  who  attached 
handles  to  jugs  and  a  huge,  wet,  revolving 
cushion  on  which  work  was  wiped  to  remove 
blemishes. 

I  think  it  was  probably  this  evening  that 
the  disco  was  arranged.  For  me  it  was  an 
experience  never  to  be  forgotten.  I  had,  for 
five  or  more  years,  despised  myself  for 
being  too  wobbly  to  dance.  I'd  been  fiercely 
jealous  as  Russell,  many  times,  got  up  to 
dance.  This  time  proved  too  much  —  my 
sorrow  was  conspicuous  —  and  rewarding. 
A  friend  danced  with  me,  and  I  discovered 
that  by  placing  a  hand  on  one  shoulder  I 
could  balance!  Russ  soon  came  back  — 
maybe  drawn  by  the  sight  of  me  having  a 
slow  dance  with  a  dishy  guy  from  London? 
It  was  thrilling.  I  never  quite  got  over  the 
fact  that  I  had  not  just  danced,  but  had 
attempted  (though  rather  unsuccessfully) 
to  keep  up  in  The  Conga.  Aaaah  well! 

Wednesday  was  the  day  the  BBC  joined 


All  together  at  Glamis  Castle,  Lady  Strathmore  seated  third  from  lett. 


us  on  a  motor-boat  trip  across  Loch  Lomond. 
It  was  a  lazy  day,  a  day  more  of  relaxation  — 
a  break  in  the  whirlwind  of  other  days.  But 
there  were  picturesque  houses  by  the  loch- 
side  to  photograph;  a  caravan  site  with 
many  boats  moored  along  the  shore,  a  few 
little  shops  selling  fudge,  keyrings,  and 
toys. 

There  was  a  concert  that  night.  Most  of 
us  did  something  orother.  Some  Irish  boys 
played  tin  whistles  (incidentally  I  am  now 
the  possessor  of  two  so  they  didn't  go 
unnoticed!).  Julia,  a  friend  who  lives  just 
across  the  street  from  me,  played  her  elec- 
tric guitar  and  sang.  And  several  of  us 
played  the  piano,  all  of  us  sang  and  clapped. 
It  was  a  merry  get-together. 

Thursday  was  again  a  choice  of  whisky- 
tasting  (I'd  had  my  taste  buds  amply  satis- 
fied, but  had  discovered  greater  pleasure 
in  Bacardi  and  Cokes,  hitherto  unknown  to 
me),  pottery  and  glass  blowing,  trouting  or 
horseriding. 

We  chose  trouting.  It  was  laborious  at 
first,  sitting  on  a  rustic  bench  with  little 
back  support  and  waiting  for  the  fish  to 
sniff  us  out.  But  soon  I  was  reeling  in  a 
wriggling  specimen  which  I  had  not  the 
gutseitherto  unhook orstone  the  head  off. 
That  was  man's  work. 

It  was  more  amusing  to  Russ,  though,  to 
have  me  recorded  on  TV  screaming  as  a 
wriggling,  still  alive  trout  was  placed  in  my 
hand  and  I  was  advised  to  'grip  it,  then'. 

That  evening  there  was  bagpiping  and 
accordian  playing  and  a  singer,  Jim  Emery, 
at  the  hotel  where  we  ate  the  trout  we'd 
caught  in  the  morning,  and  as  well  as 
knocking  a  tune  out  of  the  accordian,  dancing 
with  some  friends,  I  won  a  kiss  from  the 
singer  himself  —  for  making  a  din  on  the 
accordian,  I  suppose?.  I  left  clutching  my 
best  memento  of  Scotland  —  a  Scottish 
sound  ...  Jim  Emery  plus  accordian  whirring 
along  a  tape  which  has  since  been  played 
many  times.  I  am  glad  I  have  enough  hearing 
to  hear  that,  with  a  personal  stereo  and 
good-quality  headphones. 

I  wasn't  quite  so  joyful  over  Stirling 
Castle.  We  stood  at  the  castle  wall,  survey- 
ing the  peaks,  including  Ben  Lomond,  hiding 
the  lake  from  us,  and  the  River  Firth.  Below 
the  wall  a  sheer  cliff  of  a  hundred  and  fifty 
feet  and  more  fell  to  the  valley  bed. 

That  night  we  had  our  own,  belated, 
Burn's  Night.  He  was  the  son  of  a  poor 
peasant  farmer,  and  haggis,  turnips  and 
potatoes  were  a  luxury  enjoyed  only  on 
special  occasions.  Now,  every  year,  Burns 
Birthday  is  celebrated  with  a  haggis,  turnips 
and  potato  supper.  The  haggis  is  lamb's 
liver  and  heart  mixed  with  toasted  oatmeal 
and  suet,  stuffed  into  a  lamb's  stomach. 
When  glimpsing  the  recipe  at  home  I'd  felt 
nauseous,  but  whether  it  was  the  spirit  of 
the  evening  or  the  fact  that  I  was  leaving 
the  next  day,  I  had  to  have  some. 

The  haggis  is  traditionally  piped  in  by  a 
piper,  the  stomach  slit,  and  the  haggis 
dished  out  onto  piles  of  stewed,  mashed 
turnips  and  boiled  potato.  I  loved  it.  I  had 
two  platefuls.  'Like  it?'  I  asked  Russ.  'It's 
gorgeous!'  he  enthused.  'Well  I'm  glad  to 
tell  you  I've  several  different  recipes  for  it 
at  home."No  thanks',  he  said  emphatically. 
'You've  got  to  get  a  lamb's  stomach  first!'  A 
piper  showed  me  how  to  play  the  chanter 
I'd  purchased  in  Stirling.  Also  from  Stirling 
I'd  received  a  present  from  a  shopkeeper 
—  a  leather  purse.  As  we  caught  the  train 
from  Stirling  station  the  following  day,  I  felt 
the  sickness  of  someone  leaving  a  home 
they  truly  loved  inside  me.  And  in  my  ears 
rang  the  words  'Don't  Forget  Scotland'.  We 
won't. 
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Rubella 

Some  More  of  Tour  Questions  Answered 


At  the  launch  of  the  new  video  'Why 
Worry?'  in  May  this  year  a  question  and 
answer  session  was  held.  Some  of  the 
points  raised  by  members  of  the  aud- 
ience were  answered  by  the  panel  of 
experts. 

PANEL 

Jan  Francis 

Professor  Catherine  Peckham 

Norman  Brown 

Rodney  Clark 

Mary  Holland 

CHAIRMAN  -  Jack  Ashley  MP 

Why  are  we  still  pursuing  a  national  policy 
of  allowing  rubella  to  exist  in  the  community, 
only  vaccinating  vulnerable  women,  when 
international  policy  elsewhere  is  to  erad- 
icate it  from  society  just  as  we  did  with 
smallpox? 

PROF.  PECKHAM:  Rubella  is  very  different 
from  smallpox.  It  is  much  more  infectious 
and  therefore  very  difficult  to  eradicate 
from  the  world  in  that  way.  The  USA  policy 
is  to  immunise  both  boys  and  girls  in  their 
second  year  of  life  and  thereby  get  rid  of 
the  reservoir  of  infection  in  the  community. 
In  this  country  we  have  adopted  a  selective 
vaccination  programme  —  we  want  to  pro- 
tect all  women  at  risk.  The  reason  we  do 
not  vaccinate  boys  and  girls  in  their  second 
year  of  life  is  because  the  history  of  general 
vaccination  at  this  age  is  so  poor  —  measles 
65%.  Until  we  can  show  a  90%  uptake  rate 
in  young  children  for  measles  it  would  be 
dangerous  to  think  of  an  alternative  pro- 
gramme. Also  if  we  reduce  the  reservoir  of 
infection  in  the  community,  this  would  mean 
that  women  would  not  be  getting  a  natural 
immunity  —  (85%  of  women  develop  it 
naturally  at  present),  and  would,  therefore, 
be  more  vulnerable  to  infection  brought 
into  the  country,  for  example,  by  a  visitor. 

How  many  women  are  at  risk  in  this  country 
and  how  are  they  going  to  see  the  video? 
PROF.  PECKHAM:  There  has  been  a  great 
drop  in  the  number  of  women  at  risk.  Studies 
carried  out  over  the  last  five  years  have 
shown  a  drop  from  18%  to  5%  of  women 
still  vulnerable  to  Rubella.  There  has  also 
been  a  drop  in  the  high  risk  group  of 
women  coming  into  this  country  from  the 
Indian  sub-continent. 

RODNEY  CLARK:  There  is  great  concern 
at  Sense  about  the  present  policy.  During 
the  78/79  epidemic,  over  250  children 
were  born  handicapped  and  over  1500 
terminations  were  carried  out  as  a  direct 
result  of  Rubella.  The  Government  should 
consider  whether  they  have  the  right  policy 
in  this  country  and  how  to  improve  it.  We 
intend  to  promote  the  video  through 
employers/personnel  departments,  health 
education  units,  health  clinics,  and  through 
all  women's  organisations. 

How  long  does  immunity  last  after  vaccin- 
ation's I  have  personal  experience  of  a 
Moman  of  thirty  who  was  vaccinated  as  a 
child,  had  already  given  birth  to  one  child 
and  was  found  to  be  at  risk. 

PROF  PECKHAM:  Rubella  is  a  good  vac- 
oineand^-  ;,',riv.-protr;<-,t- 

.-  majority  of  women  vaccinated.  How- 
r.,r  -  t|  pre  are  always  the  5%  of  women  in 

the  vaccine  does  not  take.  Studies 


following  up  early  cohorts  of  schoolgirls 
vaccinated  show  that  the  protection  has 
been  very  well  maintained. 

If  you  have  had  two  children  and  are  planning 
a  third  should  you  re-check  your  immunity 
status? 

MARY  HOLLAND:  It  is  important  to  check 
before  your  first  child.  However,  tests  should 
then  be  done  ante-natally  and,  if  the  patient 
is  found  to  be  non-immune,  the  vaccination 
should  be  offered  post  partum.  However,  it 
is  up  to  women  to  find  out  what  their  tests 
showed  in  their  first  pregnancy. 

When  you  are  given  the  vaccination,  how 
long  should  you  wait  before  becoming  preg- 
nant? 
MARY  HOLLAND:  Three  months. 


What  is  done  about  chasing  defaulters? 
PROF.  PECKHAM:  If  clinics  are  going  to 
screen  women  ante-natally  then  they  should 
be  responsible  for  following  this  up.  How- 
ever, the  difficulty  arises  when  the  woman 
leaves  the  hospital.  It  is  then  their  own 
GP's  responsibility  to  carry  out  the  follow 
up  vaccination,  which  may  not  be  on  the 
top  of  their  list  of  priorities. 

Could  you  elaborate  on  the  myths  women 
have  about  having  the  rubella  vaccination 
post  partum? 

MARY  HOLLAND:  Some  women  believe 
that  if  they  have  rubella  vaccination  imm- 
ediately after  giving  birth  they  will  not  be 
able  to  breast  feed  because  they  will  pass 
the  infection  on.  This  is  not  so.  Others  fear 
that  they  would  have  to  use  certain  forms 
of  contraception  for  a  period  after  vaccination, 
which  they  do  not  choose  to  do.  This  is 
again  not  so. 

The  National  Rubella  Campaign  have  issued 
a  Birthday  Card  which  is  given  to  vulnerable 
women  by  the  relevant  health  professional 
after  the  birth.  This  clearly  states  that  tests 
have  shown  that  they  are  not  protected 
against  Rubella  and  explains  the  dangers. 
The  important  thing  is  for  women  to  under- 
stand what  Rubella  is  all  about  and  be 
aware  of  their  immunity  status. 


However,  this  is  not  only  a  public  campaign 
but  is  also  directed  at  the  health  providers, 
some  of  whom  do  not  have  enough  inform- 
ation on  Rubella.  Any  ideas  on  how  to  get 
the  message  across  would  be  gratefully 
received. 

What  are  the  risks  involved  with  the  vaccine? 
PROF.  PECKHAM:  It  is  a  very  safe  vaccine. 

Schoolgirl  vaccination  depends  on  parental 
consent.  Can  schoolgirls  not  be  vaccinated 
automatically? 

RODNEY  CLARK:  Unless  consent  is  given, 
vaccination  is  regarded  legally  as  a  personal 
assault.  Parental  consent  must  therefore 
be  given.  The  uptake  rate  amongst  school- 
girls has  risen  to  a  national  average  of  86%. 

Is  inadvertant  vaccination  of  a  pregnant 
woman  still  considered  automatic  reason 
for  termination? 

PROF.  PECKHAM:  Following  studies  on 
women  in  the  USA  who  were  inadvertently 
vaccinated  whilst  pregnant  and  subsquently 
gave  birth  to  healthy  babies,  it  is  no  longer 
considered  a  reason  for  automatic  termin- 
ation. However,  these  women  were  not  all 
immunised  during  the  high  risk  period.  In 
cases,  therefore,  where  a  pregnant  woman 
is  vaccinated,  the  position  would  obviously 
be  discussed  in  detail  with  the  health  pro- 
fessional. However,  it  is  still  important  do 
do  a  blood  test  rather  than  vaccinate  auto- 
matically. Children  with  defects  are  born 
(unconnected  with  Rubella)  and  this  could 
then  be  blamed  on  the  vaccine. 

In  what  ways  do  the  DHSS  actively  co- 
operate in  the  Campaign? 
RODNEY  CLARK:  The  Campaign  only  came 
about  from  the  DHSS's  involvement.  In  the 
early  days,  eleven  voluntary  organistions 
approached  the  DHSS  and  received  their 
support.  As  members  of  the  Council  they 
are  not  only  observers  but  are  involved 
fully  with  the  Campaign.  Having  said  that, 
we  do  require  much  more  money  to  run  the 
Campaign,  which  is  currently  being  run  on 
a  shoestring.  Every  penny  spent  on  the 
Campaign  is  money  saved  in  after  care  of 
severely  handicapped  children  and  adults. 


Rubella  Surveillance 


Both  the  Laboratory  reporting 

system  and  the  RCGP  reports  show 

evidence  of  an  outbreak  greater 

than  seen  in  1983. 

Women  with  rubella  in  pregnancy 

are  reported  regularly  and  this  year 

four  congenital  infections  have 

been  recorded. 

Six  patients  with  neurological 

symptoms  following  rubella  have 

been  reported  to  CDSC  this  year  by 

laboratories:  three  boys  aged  5,  7 

and  15  years;  one  male  patient 

whose  age  was  not  stated;  a  boy 

aged  2  years  and  a  man  aged  25 

years  both  had  Guillain  Barre 

syndrome. 
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Each  one  of  us  is  unique  and  we  therefore 
respond  to  painful  life  experiences  in  diff- 
erent ways.  Our  response  will  depend  on 
many  factors  including  our  basic  person- 
ality, the  number  and  kind  of  losses  we 
have  already  experienced  in  our  lives  and 
the  interactions  within  the  family.  When  we 
lose  something  that  is  emotionally  import- 
ant to  us  we  will  experience  the  process  of 
grief  in  some  form  or  another;  indeed  it  is 
essential  that  we  should  mourn  such  losses. 
How  we  grieve  will  vary  from  person  to 
person  because  as  Lily  Pincus  observed 
'the  nature  of  grief  is  manifold':  it  is  therefore 
difficult  to  make  a  clear  definition  of  mourn- 
ing. I  shall  talk  about  the  phases  of  mourning, 
remembering  that  there  are  no  set  patterns 
of  mourning,  no  timetables,  no  predictable 
levels  of  intensity.  We  all  grieve  in  our  own 
way. 

Multi-Sensory  Loss 

To  lose  a  major  sense  is  a  profoundly 
traumatic  experience.  For  a  person  who 
has  already  been  deprived  of  a  major  sense, 
i.e.  hearing,  a  loss  of  another  major  sense 
will  be  devastating.  When  the  loss  is  pro- 
gressive, perhaps  taking  several  years, 
working  through  the  grief  will  be  corres- 
pondingly more  difficult.  Imagine  a  person 
who  has  been  deaf  all  his  life  and  the 
struggles  he  and  his  family  have  had  to 
overcome  the  problems  that  deafness  brings, 
such  as  communication  and  practical  diff- 
iculties, social  isolation  and  the  resulting 
loss  of  self-esteem.  He  and  his  family  may 
have  reached  the  stage  where  some  of  his 
difficulties  are  being  surmounted  and  he  is 
beginning  to  lead  a  fuller  life  when  he  or 
one  of  his  family  learn  that  he  is  suffering 
from  a  progressive  eye  disease.  He  might 
just  have  started  a  job,  have  just  entered 
further  education,  or  perhaps  learned  to 
ride  a  bike  when  this  news  hit  him  or  his 
family.  The  effect  of  two  major  sensory 
losses  is  a  double  and  overwhelming 
bereavement. 

The  first  stage  is  that  of  shock.  It  is 
always  a  difficult  task  to  convey  bad  news 
and  there  are  some  people  who  are  able  to 
assimilate  this  news  more  quickly  than 
others.  Some  people  feel  that  they  will 
collapse  there  and  then.  Much  more  fre- 
quently they  feel  dazed  and  are  unable  to 
take  in  what  is  being  said  to  them. 

Tell  it  Gently 

The  way  bad  news  is  told  can  make  a 
difference:  it  often  needs  to  be  said  more 
than  once  and  there  should  be  support 
then  and  subsequently.  It's  a  funny  thing 
but  if  we  experience  physical  shock  (e.g.  as 
a  result  of  a  road  accident)  the  immediate 
treatment  is  warmth  and  rest.  The  same 
should  be  true  for  someone  who  has  had 
an  emotional  shock  but  so  often  the  very 
opposite  happens  and  the  well-meaning 
adviser  suggests  that  the  most  helpful  sol- 
ution is  to  keep  busy  and  'not  to  dwell  on  it'. 
What  is  really  needed  is  the  warmth  of 
friendship  and  time  to  share  in  such  friend- 
ship the  feelings  that  this  physical  and 
emotional  blow  has  generated.  At  this  stage 
a  sympathetic  ear  is  more  helpful  than 
direct  advice.  In  this  phase  one  feels  very 
isolated  with  the  problem  and  this  must  be 
exacerbated  for  someone  who  is  deaf.  Quite 
often  the  affected  person  will  feel  anxious 
and  appear  overactive. 

Alternatively  he  may  become  withdrawn 
and  apathetic.  Some  of  these  symptoms 
may  be  the  result  of  fears  of  being  aban- 
doned. Sometimes  the  helper  may  unwitt- 
ingly increase  the  feelings  of  isolation  in 


Loss 


Dr  Ann  Bond  discusses  our  response 
to  loss,  how  it  affects  us  and  how  its 
effects  can  be  reduced.  She  talks  of 
the  impact  of  Usher  Syndrome  on  the 

family  and  the  individual,  and 
suggests  ways  of  coping  with  the 

emotional  problems  it  brings. 


the  mourner  by  not  allowing  him  to  express 
feelings.  For  instance,  the  helper  asks  the 
person  how  he  is  feeling  who  then  shows 
or  expresses  distress.  The  helper  then 
responds  by  saying  that  things  could  be 
much  worse  or  will  even  go  into  long  des- 
criptions of  how  other  people  cope  with 
even  greater  difficulties.  At  this  stage  this 
kind  of  response  may  isolate  the  sufferer 
more.  He  will  feel  that  he  is  not  coping,  that 
he  should  not  have  these  feelings,  and  will 
then  withdraw  and  not  allow  anyone  to 
come  close. 

Denial 

Sometimes  the  news  is  given  unexpectedly 
at  a  routine  clinic  to  one  parent  and  he  or 
she  then  has  to  go  home,  probably  not  fully 
understanding  what  has  been  heard,  to  tell 
the  spouse.  The  major  decision  must  then 
be  made  as  to  whether  the  child  should  be 
told.  This  can  be  bewildering  unless  a  great 
deal  of  support  has  been  given  about  the 
condition. 

Another  aspect  can  be  that  of  deniai.  It 
may  be  that  immediately  after  hearing  the 
news,  the  patient  has  experienced  no  alter- 
ation in  his  sight  and  may  therefore  think, 
'This  isn't  really  happening  to  me'.  This  may 
be  reinforced  by  the  parents  being  unable 
to  tell  the  child.  This  may  be  due  to  the  fact 
that  they  are  denying  it  themselves,  or  that 
they  want  to  protect  their  child  from  such 
pain.  However,  most  children  are  very  per- 
ceptive, and  may  be  well  aware  that  some- 
thing is  causing  their  parents  to  be  dis- 
tressed, and  their  imagination  may  make 
them  think  that  the  situation  is  even  worse 
than  it  is.  Some  young  people  may  also  be 
aware  that  they  can  no  longer  see  in  the 
dark,  and  they  are  very  frightened  by 
thoughts  of  what  might  be  happening  to 
them.  I  think  parents  need  professional 
help  to  make  a  decision  about  when  and 
how  they  tell  their  child.  Sometimes  parents 
of  an  affected  child  will  put  all  their  energies 
and  often  large  sums  of  money  into  charit- 
able work.  Although  this  is  understandable, 
it  can  be  a  way  of  denying  what  is  happening 
to  one's  own  child  and  family  who  may  as  a 
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result  feel  excluded.  The  problem  of  avoid- 
ing the  pain  of  the  loss  is  that  is  can  lead  to 
difficulties  later  on. 

Sometimes  after  the  shock  phase  there 
may  be  a  lull  where  everything  seems  to  be 
all  right,  especially  when  extra  care  and 
love  has  been  given.  Then  those  around 
think  that  you  are  coping  and  withdraw  the 
support  too  quickly.  If  this  happens  the  real 
emotional  pain  sets  in.  We  all  find  emotional 
pain  difficult  to  deal  with,  so  a  natural 
response  is  to  put  up  defences  against  it. 
One  way  is  to  deny  it;  another  way  is  to 
search  for  an  answer  to  the  loss.  Sometimes 
parents  go  searching  for  a  cure,  and  of 
course  research  into  retinitis  pigmentosa 
is  ongoing  and  very  important.  Parents 
may  spend  enormous  sums  of  money  and 
travel  far  and  wide  to  search  for  a  cure 
when  it  might  be  more  valuable  to  face  the 
present  and  near  future. 

More  Emotions  Encountered 

The  most  powerful  feelings  one  can  ex- 
perience with  a  loss  are  anger  and  resent- 
ment. These  are  the  most  difficult  to  cope 
with,  whether  they  are  our  own  or  some- 
body else's  near  to  us.  Quite  often  the 
anger  is  directed  towards  the  person  who 
has  broken  the  bad  news,  e.g.  the  doctor, 
or  one  of  the  family.  Anger  and  hostility 
may  take  quite  irrational  forms,  and,  of 
course,  sometime  the  anger  can  be  directed 
inwards.  When  the  anger  is  repressed  anx- 
iety and  depression  can  result. 

The  mourner  often  has  feelings  of  guilt, 
and  these  can  be  quite  distressing  to  him. 
The  person  who  is  losing  his  sight  may  feel 
that  he  is  a  burden  to  his  loved  ones.  He 
feels  guilty  about  causing  distress  to  his 
family,  and  tries  to  overcome  these  feelings 
by  not  sharing  his  fears  and  difficulties  with 
them  and  tries  to  show  how  well  he  can 
cope.  Perhaps  he  also  fears  that  if  he  really 
is  a  burden,  his  loved  ones  may  not  be  able 
to  cope,  and  he  will  be  left  alone.  The 
problem  is,  his  family  may  not  understand 
these  fears,  and  may  think  that  he  is  reject- 
ing them  and  the  help  they  are  trying  to 
offer.  Unfortunately  we  can  make  such 
wrong  assumptions  about  other  people's 
behaviour  if  we  are  unable  to  share  our 
feelings.  This  sharing  is  possible  only  if 
there  is  an  adequate  level  of  trust. 

Sometimes  parents  ofan  affected  child 
may  express  their  anger  to  each  other  or  to 
another  member  of  their  family  in  their 

(continued  on  page  20) 


Young  People  with  Usher  Syndrome 
Saturday  25  October  Meeting 

A  one  day  meeting  is  planned  for  people  between  1 8  to  35  who  have  Usher  Syndrome. 
Partners  and  spouses  are  also  welcome. 

The  purpose  of  the  meeting  is  for  people  with  Usher  Syndrome  to  meet  and  discuss 
matters  related  to  their  condition  and  to  gain  more  information. 

The  meeting  will  take  place  on  Saturday  25  October  at  Church  House,  Westminster 
and  will  be  run  jointly  between  Sense  and  the  National  Deaf  Children's  Society.  For 
further  details  please  write  to: 

Mrs  Mary  Guest 

Co-ordinator  Usher  Syndrome  Project 

Sense 

31 1  Gray's  Inn  Road 

London,  WC1X8PT 
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period  of  mourning,  or  may  try  to  overcome 
their  guilty  feelings  by  engaging  in  charit- 
able works  to  such  an  extent  that  they  have 
little  time  left  to  look  after  themselves  and 
their  families.  I  think  it  can  be  very  difficult 
for  the  mother  and  father  of  a  child  who  has 
progressive  eye  disease,  because  both  of 
them  will  be  mourning  in  their  own  ways 
and  quite  often  we  forget  that  a  man  needs 
to  grieve,  and  that  he  too  needs  under- 
standing and  support. 

Siblings 

Other  children  in  the  family  may  well  have 
feelings  of  guilt  about  their  brother  or  sister. 
Sometimes  they  feel  left  out,  as  most  of  the 
attention  is  directed  towards  the  affected 
child,  or  they  have  feelings  of  responsibility 
which  may  extend  into  adulthood.  This 
might  cause  resentment  in  later  life  if  the 
brotherorsisterfeels  compelled  to  take  on 
the  responsibility.  The  affected  child  can 
also  feel  angry  and  resentful  because  he 
does  not  feel  a  real  part  of  the  family.  Some 
parents  tend  to  protect  the  affected  child 
from  other  worries  within  the  family  and  up 
to  a  point  this  might  be  sensible,  but  it  can 
leave  the  child  feeling  more  lonely  and 
isolated.  In  not  allowing  him  to  share  in  the 
normal  struggles  of  the  family  they  are 
denying  him  the  feeling  that  he  is  valuable, 
and  could  give  help  and  support  as  well  as 
recieve  it. 

Regression 

Anotherworrying  aspect  of  grief  can  be  the 
phase  of  regression.  This  might  be  expressed 
by  the  mourner  feeling  very  childish,  with 
bouts  of  irrational  behaviour  due  to  insec- 
urity. These  feelings  can  be  very  frightening 
to  somebody  who  believes  in  self  control 
and  he  might  feel  that  he  is  'going  mad' 
because  he  feels  helpless  and  out  of 
control.  Quite  often  those  around  him  do 
not  understand  his  behaviour,  and  feel 
bewildered;  yet  what  he  needs  most  at  this 
stage  is  sympathy  and  loving  acceptance. 
He  needs  also  the  reassurance  that  these 
feelings  will  lessen  as  he  gains  more  security. 

How  to  Help 

What  are  the  ways  in  which  we  can  help 
someone  who  is  suffering  a  major  loss?  In 
the  stage  of  shock  there  is  a  great  need  in 
the  bereaved  for  comfort.  I  feel  there  is  a 
need  for  prompt  and  continued  support.  As 
I  have  said  before  we  all  react  differently  to 
bad  news,  and  I  think  that  the  effects  of  bad 
news  can  be  lessened  by  how  it  is  given. 
Most  of  us  are  only  able  to  cope  with  a 
certain  amount  at  a  time,  and  so  it  should 
be  gauged  by  this.  It  is  very  important  that 
the  patient  is  able  to  ask  questions  and 
they  they  should  be  answered  in  a  gentle 
and  honest  way.  With  a  progressive  eye 
".-.':■■■.■.<■.  ''r'jW;  ' .hu  predict  the  final  out- 
come for  certain,  and  it  is  much  more 
valuable  to  look  at  the  present  problem 
and  those  of  the  very  near  future  than  to 
look  ahead  too  far.  Hope  should  never  be 
taken  away  from  any  human  being,  but  it  is 
mportanl  that  '*■<>'.  hop'-  *<:>■,  a  r<::,\f.u>, 
ba^iv  Rehabilitation  should  cover  all  asp- 
<:'.'■. '.':-.  :.<-.'■.','  ,  i'<;  <■.  <\  f.-duoat ion,  daily 
living  skills  and  career  guidance,  and  emo- 

•-'-''  ■:'  "j  ;,", '<<■.■. -.\<ju:>\  r,r,ijn',ellinq 

should  be  available  throughout  his  life. 


So  that  the  affected  person  can  lead  as 
full  a  life  as  possible,  great  efforts  should 
be  made  to  help  him  to  develop  inde- 
pendence, and  make  close  relationships  of 
his  choice.  It  is  very  understandable  to 
have  powerful  feelings  of  protectiveness 
towards  someone  who  has  such  struggles, 
but  sometimes  our  loving  and  our  desire  to 
lessen  these  struggles  can  hinder  progress 
towards  such  independence  as  is  possible. 
We  should  work  towards  letting  go  when 
the  time  is  right. 

It  Is  Healthy  to  Mourn 

Finally,  I  am  going  to  talk  about  other 
losses  in  our  lives  and  how  these  may 
affect  the  way  we  cope  with  existing  losses. ' 
Adolescence  is  the  time  for  physical, 
sexual  and  emotional  development.  It  can 
be  bewildering  to  a  young  person  who 
lacks  confidence,  who  longs  to  be  liked 
and  wants  to  be  'one  of  the  crowd'.  He  is 
also  thinking  about  his  future.  He  wants  to 
branch  out  on  his  own.  In  a  way  he  realises 
that  he  has  to  start  to  let  go  of  his  childhood 
and  to  become  an  independent  person. 
This  can  be  a  very  stressful  time  for  any 
young  person,  so  how  much  more  so  for 
someone  with  Usher  Syndrome.  It  can  be 
at  this  very  vulnerable  time  that  he  becomes 
very  aware  of  his  losses  and  he  may  exper- 


ience a  strong  grief  reaction  then.  He  will 
need  a  lot  of  understanding  and  support  to 
help  him  with  his  fears  and  his  mood  swings. 

Other  losses  that  are  emotionally  impor- 
tant to  us  in  our  lives  include  the  death  of  a 
member  of  the  family  or  loss  of  a  close 
friend,  the  breakup  of  a  marriage  which  will 
affect  all  the  members  of  the  family,  the 
loss  of  a  job,  the  possibility  of  never  being 
employed,  children  leaving  home  and  a 
serious  illness  in  the  family.  When  a  person 
suffers  a  major  loss  he  may  find  that  previous 
losses  may  come  to  the  surface  again  and 
he  will  have  to  work  through  these  perhaps 
more  fully  than  he  has  in  the  past. 

I  hope  that  I  have  shown  that  it  is  healthy 
and  necessary  to  mourn  important  losses 
in  our  lives  in  order  that  we  can  move 
forward  and  learn  new  ways  of  adapting 
our  lives  so  that  we  can  become  as  inde- 
pendent as  possible  and  increase  our  cap- 
acity to  make  loving  relationships.  It  is 
important  to  remember  that  support  and 
understanding  is  needed  not  only  by  the 
person  suffering  from  Usher  Syndrome  but 
by  the  whole  family  and  other  people  in- 
volved in  caring  for  him. 
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The  Naming  of  Tilings 


E  C  Lisning  our  occasional 
correspondent  has  been  taking  another 
look  at  the  way  our  language  adapts 
itself  to  meet  new  demands. 
Three  years  age  Douglas  Adams  and 
John  Lloyd  wrote  their  book,  'The 
Meaning  of  Lift'  and  began  to  re- 
introduce redundant  words  back  into 
popular  usage. 

Once  again  the  versatility  of  English  to  find 
new  names  for  things  is  demonstrated. 
Strangely  many  of  these  words  have  been 
hiding  in  road  atlases  and  in  the  very  small 
print  on  walker's  Scale  Ordinance  Survey 
Maps.  We  have  chosen  a  few  words  from 
letter  B  of  the  new  dictionary  which  seem 
to  describe  events  all  too  familiar  in  our 
lives. 

Babbacombe  (n) 

A  comb  regularly  used  for  stirring  hot 

drinks. 
Baldernock  -  ed  (past  part) 

State  of  mind  of  Hasicom  user  on  first 

attempt  to  use  the  system. 
Balerno  (n) 

1.  A  cupboard  containing  last  years 
Christmas  toys. 

2.  Mythical  place  where  home  compu- 
ters go  when  they  die. 

Ballygusset  (v) 

To  insert  both  feet  into  one  trouser  leg. 

Balnagubs  (n) 

A  nutritious  drink  made  of  fruit  juice  and 
cocoa  and  often  used  as  a  dip  for  sand- 
wiches. 

Barjary  (n) 

A  handful  of  jelly. 

Barkingside  (adj) 

A  system  of  queuing  at  a  hospital  out- 
patients designed  to  reduce  patient 
waiting  time. 

Barton  Bendish  (n) 

A  fall  in  home  wrestling  whereby  a  child 
overcomes  an  adult. 


Bettws  Gwerfil  Goch  (ejac) 

'Merry  Christmas'  in  braille,  upside  down 

—  originally  Australian. 
Benyellary  (n) 
.  An  emotion  felt  on  rising  from  a  beach 

on  discovering  that  one  has  been  sitting 

on  an  oil  slick. 
Bishop  Auckland  (ejac) 

An  expression  used  when  struck  unex- 
pectedly by  a  small  child,  in  a  painful 

place  (polite  usage) 
Bix  (n) 

A  sharp  sensation  caused  by  the  shock 

of  an  underarm  deoderant. 
Blencogo  (n) 

The  appearance  of  a  slice  of  crumbly 

bread  after  an  attempt  to  spread  cold 

butter  on  it. 
Blubberhouses  (n) 

An  extended  family,  consisting  of  her 

children,  his  children  and  their  children. 
Breckles  (n) 

Things  tipped  out  of  a  sleeping  bag  after 

a  weeks  use. 
Bryants  Puddle  (n) 

A  euphemistical  expression,  describing 

an  unidentified  wet  patch,  probably  not 

connected  with  Bryant. 
Burpham  (n) 

Sensations  felt  following  Christmas  fest- 
ivities on  board  a  moored  ship. 
Burton  Coggles  (n) 

A  state  of  affairs  caused  by  a  Burton 

Leonard  —  which  see. 
Burton  Leonard  (n) 

An  unskilful  helper  who  makes  things 

worse,  although  well  intentioned. 

cf  Burton  Joyce  a  female  version. 
Buttercrambe  (v) 

To  drag  a  child  along  who  refuses  to 

walk. 
Bussage  (n) 

Loud  noise  made  by  a  child  to  test  the 

acoustics  of  a  church. 
Bwylch  (n) 

Things  tipped  out  of  a  sleeping  bag  after 

two  weeks  use. 
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Integration  of  Students  with 
Usher  Syndrome  in  a  Class 
of  Deaf  Students 


The  title  above  might  be  found  provocative 
by  teachers  and  others  who  have  students 
with  Usher  Syndrome*  -  for  such  students 
are  already,  of  course,  in  classes  of  deaf 
students  where  they  make  up  about  five 
percent  of  the  total. 

Although  Usher  students  do  not  consti- 
tute a  new  type  of  student  in  the  special 
school  for  the  deaf  or  hard  of  hearing, 
these  schools  often  act  as  though  they 
were;  as  demonstrated  by  many  Usher 
students  not  having  their  visual  impairment 
diagnosed  until  they  are  grown  up.  By  this 
time  the  deterioration  in  vision  may  have 
reached  a  point  where  the  individual  has 
problems  at  work  and  in  everyday  situations. 
Before  that  time  he  will  suffer  some  of  the 
disabling  deterioration  of  vision  character- 
istic of  Usher  Syndrome  —  reduced  night 
vision  and  adaptation,  loss  of  contrast 
capability  and  sensitivity  to  bright  light. 

Thus  Usher  students  are  not  new  in 
deaf  schools  or  should  not  be.  Nevertheless 
there  is  much  to  learn  about  them.  How  do 
they  get  on  in  the  school?  How  do  they 
manage  their  leisure  hours?  Are  they  an 
integrated  part  of  their  class  or  group  and, 
if  not,  what  can  we  as  teachers,  support 
personnel  or  parents  do  about  this? 

Adults  with  Usher  Syndrome  like  telling 
us  about  their  schooldays.  They  tell  us 
about  their  positive  contacts  with  fellow 
students  and  school  staff  but  they  also  tell 
us  about  the  problems  they  had  at  school 
and  with  other  students  as  their  eyesight 
started  to  deteriorate. 

Community 

In  an  article  in  The  Deaf  American  (vol.  34, 
no.  8),  Jack  Wright  tells  about  being  excluded 
from  the  deaf  community  because  of  his 
visual  handicap.  Although  he  is,  and  wants 
to  be,  one  of  this  community,  he  acknowl- 
edges himself  to  be  deaf  and  uses  the 
method  of  communication  of  deaf  people 
—  sign  language.  Such  reminiscences  by 
grown-up  deaf  people  with  Retinitis  Pigmen- 
tosa should  arouse  everybody  involved 
with  Usher  Syndrome  students. 

Usher  Syndrome  students  have  problems 
in  the  school  environment  and  with  com- 
munication due  to  their  steadily  deterior- 
ating sight.  For  instance,  they  may  not  see 
the  language  signs  from  the  teacher  or 
their  classmates  and  often  find  it  difficult  to 
lip-read.  They  have  greater  difficulty  in 
adapting  to  changing  light  levels  and  are, 
at  times,  functionally  blind.  Because  of 
restrictions  in  their  field  of  vision  they 
sometimes  fail  to  see  things  and  have  to 
fumble  for  them.  At  ball  games  it  is  hard  for 
them  to  see  the  ball,  so  they  will  be  the 
ones  who  break  the  rhythm  of  the  game  for 
the  team.  They  are  handicapped  at  dusk 
and  in  darkness  when  accompanying  their 
fellows  because  of  their  reduced  night 
vision  and  this  can  complicate  relationships. 
All  this  means  that  these  students  are 
often  considered  clumsy  and  'different'  by 
their  fellows  and  as  a  result  they  can  feel 
rejected. 

*Usher  Syndrome  is  a  designation  of  a 
double  handicap  caused  by  a  heritable, 
hereditary  sensoneural  hearing  impair- 
ment and  a  steadily  deteriorating  visual 
impairment  caused  by  Retinitis  Pigmentosa. 


Christer  Degsell  teaches  deaf  and 

Usher  Syndrome  students  in  an 

Upper  Secondary  School  in  Orebro, 

Sweden.  He  is  the  author  of  several 

publications,  including  one  on 

impairment  caused  by  Retinitis 

Pigmentosa  in  Deaf  Pupils. 

According  to  Johannesson  and  Ingvar1 
it  is  axiomatic  that  each  school  class  is  a 
society  in  miniature  with  its  own  rules  and 
order  of  precedence.  So  it  should  also  be 
as  a  matter  of  course  with  deaf  students, 
any  differences  only  being  due  to  the  differ- 
ing size  of  class. 


Very  soon  after  a  new  class  has  been 
formed  attractions  and  repulsions  appear 
between  the  pupils.  Some  are  popular  and 
appreciated  whilst  others  fail  to  gain  ad- 
mission to  the  group.  This  is  common  know- 
ledge to  anyone  who  has  worked  with 
classes  or  groups  of  people.  In  classes 
with  few  pupils  rejection  strikes  much  harder 
than  in  larger  ones  where  the  possibilities 
of  choice  are  greater. 

Self-Image 

Research  on  the  development  of  deaf  children 
and  on  sign  language  has,  among  other 
things,  pointed  to  the  deaf  child's  need  for 
a  positive  self-image  in  order  to  build  up  an 
identity.  The  deaf  child  cannot  identify  with 
his  or  her  hearing  parents,  hearing  brothers 
and  sisters,  or  with  other  hearing  children 
or  adults,  as  the  deaf  child  differs  from 
them  in  not  having  normal  hearing.  So  the 
deaf  child  is  reduced  to  seeking  its  identity  in 
other  deaf  persons,  children  oradults.This 
is  vital  if  the  child  is  to  develop  into  a 
balanced  and  rounded  individual.  It  is  a 
question  of  finding  one's  identity,  of  feeling 
accepted  in  spite  of  deafness.  But  what 
happens  to  deaf  children  with  additional 
handicaps?  What  happens  to  students  with 
Usher  Syndrome?  How  do  these  pupils 
acquire  their  identity,  and  what  is  that 
identity? 

Children  with  Usher  Syndrome  are  deaf 
from  birth  and  in  Sweden  will  be  at  schools 
from  the  age  of  three  or  four  until,  in  some 
cases,  they  are  twenty  years  old.  During 
this  time  the  deaf  child,  by  interacting  with 
other  deaf  children  develops  its  identity. 


USHER 
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Students  with  Usher  Syndrome  also  develop 
a  deaf  identity,  but  it  will  be  more  and  more 
difficult  to  maintain  this  deaf  identity,  as 
their  visual  impairment  increases. 

Failures 

Usher  Syndrome  students  often  bear 
memories  of  failures,  memories  of  things 
they  have  not  managed,  but  which  their 
classmates  have  managed  without  prob- 
lems. As  a  result  they  frequently  have  a 
negative  self-image.  One  of  the  reasons  for 
this  is  that  they  are  as  often  as  not  un- 
concious  of  their  double  handicap  and 
thus  compare  themselves  with  'ordinary' 
deaf  pupils.  Again  the  experience  of  Usher 
Syndrome  students  is  different  from  others 
with  common  kinds  of  visual  or  auditory 
impairment  since  they  usually  have  full 
sharpness  of  vision.  Often,  as  they  do  not 
realise  their  visual  impairment,  or  have 
nothing  to  compare  with,  they  may  think 
that  they  fail  for  other  reasons  than  their 
visual  problem.  Moreover  as  parents,  teach- 
ers and  supportive  personnel  often  have 
little  knowledge  of  thecombined  handicap 
and  its  effect  on  the  child,  there  is  an 
obvious  risks  of  Usher  Syndrome  students 
not  being  understood  and  their  difficulties 
being  seen  as  illogical.  We  make  demands 
on  the  student  which  he  cannot  fulfil  be- 
cause of  his  visual  impairment  and  thereby 
strengthen  still  further  the  negative  self- 
image  the  pupil  has  of  himself  or  herself. 
The  more  their  visual  impairment  deter- 
iorates, the  more  difficult  it  will  be  for  Usher 
Syndrome  students  to  maintain  their  purely 
deaf  identity.  On  the  one  hand  they  are 
often  viewed  as  different  by  the  group 
because  of  their  visual  impairment  and,  on 
the  other,  their  visual  impairment  will  be- 
come an  increasingly  obvious  problem  for 
them  in  their  everyday  situation  and,  as  a 
result,  they  draw  away  from  the  deaf  com- 
munity of  their  own  accord,  amongst  other 
things  because  of  difficulties  in  communi- 
cation. 

Identity 

We  must  help  them  to  find  an  identity  as  a 
visually  impaired  and  deaf  person.  Working 
with  the  student  and  in  cooperation  with 
the  parents  we  teachers  must  help  and 
gradually  lead  the  student  into  awareness 
of  his  or  her  specific  situation. 

We  do  not  help  the  student  by  dis- 
regarding the  visual  impairment  nor  by 
keeping  the  problem  a  secret.  To  do  so  only 
adds  to  the  students  negative  self-image 
and  sense  of  inferiority. 

The  double  handicap  of  the  Usher  student 
constitutes  a  specific  new  problem.  There 
is  a  profound  lack  of  knowledge  of  how  to 
deal  with  the  education  of  such  students 
but  the  first  way  to  help  them  is  to  apprec- 
iate the  full  significance  of  the  handicap 
and  what  its  consequences  will  be  for  the 
individual  and  the  school. 

Environment 

We  must  provide  a  suitable  environment 
and  appropriate  teaching  methods.  Lighting, 
and  the  proportion  of  light  and  colour  are 
important,  everything  should  be  chosen 
from  contrasting  and  visually  striking  colour 

(continued  on  page  22) 
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schemes  including  textbooks  and  writing 
materials. 

Communication  in  the  classroom  must 
be  adapted  in  such  a  way  that  Usher  Syn- 
drome students  have  a  chance  of  following 
it.  This  is,  as  often  as  not,  a  question  of 
simple  and  practical  things:  placing  in  the 
classroom,  ensuring  that  the  students  do 
not  all  speak  at  the  same  time  when  answer- 
ing, how  the  teacher  stands  when  signing 
or  consideration  of  the  lighting  conditions 
for  the  best  lighting  for  sign  reading,  etc. 
What  is  more,  all  these  provisions  can  be 
made  without  the  Usher  Syndrome  students 
feeling  that  extraordinary  measures  are 
being  taken  for  their  sake.  'Ordinary'  deaf 
and  hard-of-hearing  students  also  need  as 
good  a  visual  environment  as  possible,  as 
their  own  main  channel  for  reception  of 
information  —  signs  and  lipreading  —  is 
sight.  It  is  a  matter  of  creating  a  better 
working  situation  for  deaf  students  as  well 
as  for  deaf  students  with  visual  impairment 
in  the  school  situation. 

Adjustment  to  Visual  Loss 

You  cannot  first  teach  a  child  with  Usher 
Syndrome  that  it  is  deaf,  and  then  take  it  for 
granted  that  the  child  itself  will,  later  on  in 
life,  accept  its  visual  impairment,  if  you  do 
not  actively  work  with  those  problems  at 
school  and  at  home.  By  feeding  in  inform- 
ation/adapted to  the  age  of  the  students,  in 
visual  impairments  which  can  be  found  in 
combination,  we  reduce  the  anguish  that  is 
found  in  many  deaf  students  and  in  deaf 
students  with  visual  problems.  In  this  way 
we  can  get  out  correct  information  adapted 
to  the  class  or  group,  and,  in  addition,  we 
are  able  to  correct  those  misconceptions 
which  are  found  in  deaf  pupils  of  the  mean- 
ing of  being  visually  impaired  deaf  or  deaf- 
blind.  Usher  Syndrome  students  must  get 
so  far  in  their  acquisition  of  identity  that 
they  themselves  dare  to  speak  about  their 
difficulties,  and  what  they  experience  as 
problems.  After  all  it  is  the  pupil  with  Usher 
Syndrome  who  is  an  expert  in  his  own 
visual  experience.  To  be  able  to  speak 
about  this  —  and  to  dare  to  speak  about  it 
—  the  pupil  must  have  knowledge  of  his 
visual  impairment  and  have  begun  accepting 
it  as  part  of  himself  or  herself. 

In  the  same  way  that  it  is  important  for 
deaf  children  to  meet  deaf  adults  as  exam- 
ples, so  too  pupils  with  Usher  Syndrome, 
and  other  deaf  visually  impaired  pupils 
should  meet  grown-up  deaf  persons  with 
visual  impairments.  It  is  important  for  deaf 
pupils  with  visual  impairments  that  they 
meet  adults  with  the  same  handicap  so 
they  see  that  one  can  perform  as  an  adult 
in  spite  of  this  combined  handicap.  There 
is  a  risk  of  parents,  teachers  and  others 
involved  trying  to  postpone  the  problem 
and  putting  it  to  one  side  on  the  plea  of 
protecting  the  child  from  the  shock  of  learn- 
■  -.  ■■:■/. ,-  ■  -,  /  vj;;I  impairment  It  is  open 
to  question  as  to  whether  we  really  help 
the  child  in  this  way  but  it  definitely  does 
not  contribute  in  helping  the  child  to  an 
adeq  lata  Identity  and,  moreover,  it  can 
easily  give  the  child  a  false  self-image. 

Group  Identity 

'  -.  '-  %','-■■:' '  for  tho-olav,  of  <U;h\  pupils  to 
remain  a  group.  Traditionally  and  because 


of  the  nature  of  the  handicap,  the  method 
of  education  of  deaf  children  is  an  individual 
matter  as  each  pupil  must  get  what  he 
needs,  and  the  levels  of  the  pupils  often 
differ  between  themsleves.  This  'individual' 
methodology,  however,  must  not  prevent 
deaf  children  learning  to  work  and  act  in  a 
group  with  the  special  demands  on  co- 
operative ability  and  consideration  such  a 
working  situation  requires. 

Usher  Syndrome  students  are  in  a  class 
of  deaf  pupils.  As  their  visual  impairment 
continues,  to  deteriorate,  this  can  lead  to 
their  being  put  outside  the  full  class  com- 
munity, as  the  other  pupils  in  the  class 
experience  them  as  different.  They  can 
also  themselves  draw  away  from  the  class 
community  because  of  difficulties  in  compre- 
hending communication  and  what  happens 
in  the  group.  Because  of  this  Usher  Syndrome 
students  must  be  'integrated'  in  the  class 
as  a  matter  of  course,  as  they  are  part  of 
the  deaf  community.  The  word  integration 
implies,  as  has  already  been  pointed  out, 
that  there  are  individuals  who  are  rejected 
and  who  struggle  to  be  admitted  and  want 
to  belong  and  be  accepted  in  the  social 
community.  Pupils  with  Usher  Syndrome 
want  to  belong  and  to  feel  accepted  in  the 
class,  they  want  to  be  part  of  the  deaf 
community  which  is  their  entitlement  due 
to  their  primary  handicap. 

To  facilitate  this  'integration',  we  who 
work  with  or  are  involved  with  students 
with  Usher  Syndrome,  must  actively  ad- 
dress ourselves  to  the  problems.  To  be 
able  to  do  so  we  must  have  knowledge  of 
the  combined  handicap  and  its  conse- 
quences. We  must  inform  the  group  of  the 
problem  and  thereby  create  understanding. 
We  must  also  consciously  arrange  for  the 
class  to  be  put  in  situations  where  they 
have  to  work  together  and  where  the  task 
demands  the  co-operation  of  everybody 
for  its  accomplishment,  such  as  acting  in 


Sense  is  pleased  to  announce  the 
appointment  as  Administrative  Dir- 
ector of  Mr  David  Bridge.  With  our 
expanding  services,  and  hence  in- 
creased workforce,  it  is  essential  for 
us  to  ensure  the  appropriate  level  of 
resources  to  provide  an  efficient  and 
sensitive  administration,  able  to  cope 
with  the  increasingly  complex  de- 
mands upon  us.  The  Administrative 
Director  will  assume  managerial  re- 
sponsibility for  Sense's  Finance, 
Appeals,  Personnel  and  General  Ad- 
ministration. 

Mr  Bridge  comes  to  Sense  after  a 
career  in  health  administration.  His 
last  post  was  the  development  and 
running  of  a  hospital  in  the  Persian 
Gulf. 


plays,  so  that  co-operation  is  necessary  for 
success. 

The  larger  the  class,  the  more  difficult  it 
is  for  deaf  pupils  with  visual  impairments  to 
follow  the  linguistic  communication  in  the 
group.  Perhaps  as  students  with  Usher 
Syndrome  undergo  extensive  changes  in 
their  field  of  vision,  we  should  consider 
working  with  fewer  pupils  —  to  arrive  at 
better  communication  and  lipreading  in 
class.  There  are,  however,  no  obvious  solu- 
tions and  one  must  consider  proposals  on 
the  basis  of  the  local  conditions.  Yet  we 
must  not  contribute  to  the  creation  of  classes 
exclusively  for  students  with  Usher  Syndrome 
or  classes  where  all  the  pupils,  besides  a 
hearing  handicap,  also  have  visual  impair- 
ments. If  we  were  to  accept  such  models  as 
would  make  the  integration  of  these  pupils 
in  the  school  even  more  difficult  and  in  the 
long  run  contribute  to  setting  them  outside 
the  deaf  community. 

Spare  Time 

Finally  some  words  about  students  with 
Usher  Syndrome  and  life  outside  school: 
time  in  the  home  or  the  school  hostel/weekly 
hostel  and  time  spent  with  fellow  pupils  — 
what  we  call  spare  time. 

Much  of  what  has  been  said  about  school, 
school  environment  and  fellow  pupils  may 
be  said  of  home  and  leisure  hours.  The 
problems  do  not  end  with  the  end  of  the 
school  day  but  they  take  on  a  slightly 
different  aspect.  The  school  world  is  often 
compartmented.  The  child  knows  what  it 
has  to  do  and  when.  Spare  time,  on  the 
other  hand,  is  less  organized  and  indeed  it 
is  what  the  individual  makes  it.  Spare  time 
is  chiefly  about  interests  and  relationships. 
Children  often  choose  the  same  activities 
as  their  playmates  and  this  is  also  true  for 
children  and  adolescents  with  UsherSynd- 
rome. 

As  a  result,  in  most  cases,  they  choose 
the  same  activities  as  'ordinary'  deaf  pupils. 
This  can  mean  that  they  end  up  in  spare 
time  occupations,  for  instance  various  forms 
of  ball  games,  which  they  have  difficulty  in 
managing  because  of  their  visual  impair- 
ment. 

We  adults  cannot  and  definitely  should 
not  dictate  to  them  about  the  functional 
limitations  of  their  activities.  They  must  be 
allowed  to  put  themselves  to  the  test.  On 
the  other  hand,  we  must  be  prepared  to 
support  the  child  or  adolescent  when  it  has 
failed  and  together  try  to  find  the  reason.  It 
is  important  that  you  do  not  try  to  smooth 
over  or  explain  away  what  has  happened 
but  that  you  state  the  problem  and  clear  it 
up.  As  a  result,  it  is  hoped  that  the  child  will 
in  the  long  run  arrive  at  a  realistic  image  of 
what  he  can  and  cannot  manage  and  also 
the  reasons  why.  The  self-knowledge  which 
arises  from  this  process  is  of  importance 
for  the  child's  self-image  and  understanding 
of  himself  and  his  handicap.  Only  then  can 
we  suggest  alternative  leisure  occupations 
and  there  is  a  whole  range  of  things  which 
children  with  Usher  Syndrome  manage 
without  difficulty. 

This  account  does  not  claim  to  be  able 
to  solve  the  problems  connected  with  'inte- 
gration' of  pupils  with  Usher  Syndrome  in  a 
class  of  deaf  pupils  or  in  a  deaf  community. 
It  has,  however,  set  out  the  problem  and,  it 
is  hoped,  can  form  a  foundation  for  contin- 
ued work. 

(Adapted  from  an  original  article,  published  in 
Sweden  by  The  National  Centre  tor  Education 
and  Aids  tor  the  Deaf.) 

1  Johannesson,  Ingvar.  'School  Class  as  Community'. 
Sleerup,  Lund  1967 
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I  found  this  Roundup  quite  a  tricky  one  to 
write.  I  have  not  been  so  out  of  touch  with 
the  regions  before.  Flung  into  foreign  climes 
on  your  behalf,  I  found  myself  at  a  loss 
when  asked  what  the  Branches  were  up  to. 
The  trouble  is  that,  after  I  had  read  all  the 
reports  and  rung  round  our  contacts,  I 
found  out  that  many  of  the  Branches  had 
been  doing  a  great  deal  better  in  my  absence. 
There  is  a  growing  sense  of  purpose 
and  direction  in  the  regions,  with  at  least 
three  working  on  their  own  initiative  to- 
wards post-school  provision  and  others 
actively  considering  future  policy.  Mean- 
while, the  majortask  of  mutual  support  and 
contact  carries  on  everywhere. 


May 

The  10th  saw  our  Welsh  Branch  invading 
England.  Mind  you,  it  was  by  invitation.  We 
gathered  at  Peggy  and  Peter  Freeman's 
house  for  a  feast  thinly  disguised  as  an 
A.G.M.  and  to  see  slides  of  provision  in 
other  countries. 

On  the  same  day,  our  Branch  in  the 
North  West  was  raising  awareness  of  our 
existence  at  the  Bury  Carnival. 

On  the  1 3th  I  was  with  the  Avon  Branch 
in  Bristol,  where  we  were  pleased  to  be 
joined  by  our  friends  from  Poolemead,  a 
connection  which  has  since  led  to  a  visit 
there  by  Sally  and  Mavis  with  obvious 
promise  of  co-operation  in  the  future. 

On  the  20th  a  small  and  highly  dedicated 
band  met  at  Edgbaston  to  consider  the 
possibility  of  launching  the  long-awaited 
Midlands  Branch  but,  since  the  meeting 
was  secret,  I  am  not  going  to  mention  it  nor 
who  was  there.  Suffice  it  to  say  that  it  is 
always  dangerous  to  leave  two  Margarets 
together  for  long.  You  can  get  a  Gill  of 
trouble,  lanough  said.  Just  keep  your 
Hatton  and  wait  for  news. 

Open  Meeting 

Parents,  Families,  Friends  and  Profess- 
ionals are  all  invited  to  an  open  meeting 
on  Sunday  1 2th  October  1 986,  at  2.30pm. 
It  will  be  held  at  the  Sense  Midland 
Centre,  4  Church  Road,  Edgbaston. 

All  who  are  interested  in  the  develop- 
ments on  the  site  are  welcome  and  the 
Midlands  Branch  of  Sense  will  be 
launched. 


On  the  21st  London  North  East  had 
their  postponed  meeting  with  David  Taylor 
of  Great  Ormond  Street  Hospital,  speaking 
on  children's  eyes.  It  was  a  well-attended 
and  very  worthwhile  meeting,  adding  know- 
ledge as  well  as  making  and  strengthening 
personal  contacts. 

The  following  day  I  was  off  to  Northern 
Ireland  for  two  very  fruitful  days.  There  is 
the  same  welcome  there  that  we  found 
when  we  were  finally  able  to  make  our 
presence  felt  in  Scotland,  a  willingness 
from  all  quarters  to  co-operate  and  a  feeling 
that  the  time  is  right. 

I  visited  two  schools,  one  run  by  Sister 
Maeliosa  Byrne  off  the  Falls  Road  and  the 
other,  where  Jim  McClelland  is  Head,  at 
Newtownabbey. 

The  first  school,  squeezed  in  among 
city  buildings,  is  necessarily  small  but  is 
modern  and  well-equipped  with  great  work 
in  evidence  there  among  the  young  deaf 
pupils.  In  contrast,  the  second,  Jordans- 
town  Schools,  has  gloriously  large  grounds 
and  at  the  moment  a  surplus  of  accomm- 
odation. You  can  imagine  our  delight  when, 
at  the  meeting  held  there,  Jim  McClelland 
reported  his  governers'  and  trustees'  back- 
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ing  for  the  establishment  of  a  deaf-blind 
unit  if  that  seems  the  best  way  forward. 

It  was  an  excellent  meeting,  our  newest 
branch  having  spread  the  news  province- 
wide  to  allow  the  large  and  concerned 
response  we  saw.  They  all  paid  their  dues 
by  listening  to  tedious  talk  by  your  Liaison 
Officer  but  then  got  down  to  positive  think- 
ing about  possibilities.  As  a  result,  Head 
Office  has  been  able  to  follow  up  with 
correspondence  with  the  Northern  Ireland 
Office  and  also  even  more  impetus  has 
been  given  to  the  planned  November  sem- 
inars hosted  by  The  Blind  Centre  for 
Northern  Ireland.  Excellent  beginnings  for 
the  Branch,  which  continues  to  keep 
momentum  with  radio  interviews  and  an 
article  in  the  Belfast  Telegraph. 

The  month  drew  to  a  close  with  Elizabeth 
Royle  on  a  treadmill  in  Suffolk,  —  no,  that's 
not  quite  right;  I  must  remember  to  look  it 
up  on  the  fundraising  page.  Anyway  I  was 
certainly  at  the  opening  of  the  Manor  House 
Pool,  even  if  they  didn't  let  me  in  —  the 
water  that  is.  A  lovely  day. 
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<t  Babies  Appea 


June 

The  2nd  saw  me  in  Glasgow's  Hillhead 
Library  for  the  Scottish  Branch  A.G.M.  We 
were  able  to  look  back  over  a  very  success- 
ful year  and  forward  to  another  one.  Carn- 
booth  School  and  Overbridge  post-school 
Unit  are  obviously  high  in  everyone's  inter- 
est there  but  we  were  also  able  to  give 
serious  thought  to  the  next  stage  of  Branch 
expansion  in  Scotland. 

The  weekend  of  the  6th  to  8th  was  the 
Branch  Officers'  A.G.M.,  and  what  a  marvel- 
lous and  fruitful  time  we  all  had.  My  resulting 
thoughts  are  in  another  article. 

Shortly  thereafter  I  vanished  from  the 
scene,  to  the  great  relief  of  Head  Office, 
most  of  whose  staff  have  been  suggesting 
similar,  though  hotter,  journeys  for  me  for 
years.  But  woe  and  alas!  What  would  happen 
to  my  beloved  Branches  in  my  absence? 

Linda  Ricardo  immediately  donned  false 
beard  and  glasses  and  growled  down  the 
telephone.  It  was  ten  days  before  anyone 
noticed  the  difference,  and  that  was  only 
because  I  don't  wear  high  heels. 

As  for  the  Branches  themselves,  South 
Wales  held  a  meeting  on  the  very  day  I  left, 
with  Dr  Griffiths  speaking  on  the  effects  of 
congenital  rubella  and  of  the  vaccination 
campaign,  themes  leading  to  a  lively  ques- 
tion time. 

Meanwhile  the  patient  work  continues 
with  the  West  Glamorgan  Consultative  Group 
towards  the  post-school  provision  so  much 
needed. 

On  the  17th  Margery  Harrison  laid  on 
another  of  her  special  Coffee  Mornings  in 
Padgate  and  finished  with  the  washing-up 
and  £120,  which  seems  a  very  generous 
tip  to  me. 

Four  days  later,  Radcliffe  and  Whitefield 
Lions'  Club  were  pressing  even  more  money 
into  the  hands  of  Sense  -  North  West, 
having  earned  it  on  a  Maypole  Marathon. 

As  the  month  drew  to  a  close,  London 
West  were  barbecue  bound,  probably  be- 
fore and  after,  at  the  Family  Centre  while 
Sense  -  South  West  were  awaiting  the 
results  of  a  Darts  Marathon.  Twelve  ladies 
in  Buckfastleigh  amassed  378,457  points 
and  a  considerable  amount  of  money  in  24 
hours.  With  donations  and  discos  and  with 
two  silver  miles  in  prospect,  the  Branch  is 
starting  in  style  towards  its  objective  of  the 
South  West's  own  post-school  provision. 
They  have  passed  the  £  1 0,000  mark  al ready. 

July 

Another  barbecue  started  this  month  off.  It 
looks  like  becoming  an  annual  event  at  the 
Carter's  house  in  Eccleston.  Thisyearthey 
more  than  doubled  their  previous  total, 
making  £234  and,  I  suspect,  an  ever- 
increasing  circle  of  friends  for  Sense. 

On  the  9th,  the  Turk's  Head  in  Twicken- 
ham held  a  benefit  gig  for  London  West.  On 
the  1 0th  Sally  Silverman  saw  the  Avon  Toy 
Library  open.  On  the  13th  the  Eastern 
Region  held  their  A.G.M.  On  the  14th  I 
came  back  into  circulation  and  everything 
stopped. 

Rumour  has  it  that  the  summer  is  always 
a  slack  time  but  I  am  beginning  to  wonder. 
Certainly  it  is  good  to  see  how  everyone 
keeps  ticking  and  how  well  Linda  can  take 
my  place  from  the  office  end. 

I  hope  you  all  do  more  than  survive  the 
holidays.  Make  the  most  of  the  good  bits 
and  don't  forget  to  tell  us  all  about  them. 


Bruce  Royle  (left)  at  the  sponsored  treadmill 
run. 
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Branch  Officers'  Weekend 


Getting  Together 

The  weekend  of  June  6  -  8  saw  30  of  us 
gathered  at  our  Edgbaston  site  to  put  our 
minds  to  work  on  Branch  affairs.  Sadly,  not 
every  Branch  was  able  to  send  represent- 
atives but  the  balance  was  restored  by  the 
participation  of  members  from  other  parts 
of  the  country  who  were  investigating  the 
possibility  of  forming  groups  in  their  home 
areas. 

We  were  fortunate  in  being  able  to 
timetable  the  attendance  of  someone  from 
each  Department  at  HeadOffice,  plusthose 
in  position  at  Edgbaston. 

The  overwhelming  memory  that  remains 
with  me  is  of  the  benefit  gained  by  all  sides 
of  the  Association  from  being  put  in  contact 
in  such  a  way.  I  knew  that  all  our  Branch 
members  would  appreciate  meeting  and 
being  updated  by  those  who  work  for  us 
but  I  had  not  anticipated  how  much  those 
workers  would  themselves  be  encouraged 
and  boosted  by  the  same  contact. 

The  weekend  was  intended  to  be  one  of 
restoring  perspectives  and  giving  as  a  result 
realistic  goals  and  a  deeper  understanding 
of  what  is  being  done  and  what  is  possible. 
For  those  of  us  attending,  the  aim  was 
achieved  but  there  is  noway  I  can  pass  that 
perspective  fully  to  you.  Instead,  I  shall 
share  some  of  the  thoughts  which  arise 
because  of  it. 

Why  Do  We 

Still  Need  Branches? 

We  can  all  too  easily  be  deceived  by  ap- 
parent success  into  thinking  that  those  at 


Head  Office  should  by  now  be  able  to  do 
something  for  all  our  needs,  and  there  is  a 
great  temptation  to  refer  problems  to  them 
and  then  to  feel  desperately  let  down  when 
nothing  comes  of  it. 

The  truth  is  that  we  are  still  in  the 
position  of  being  able  to  offer  practical 
help  to  too  small  a  number  of  families.  Our 
main  role  is  still  that  of  persuasion  or 
pressure  to  stimulate  or  force  those  res- 
ponsible to  provide  adequate  and  suitable 
places  and  services.  It  is  a  role  which- 
requires  constant  co-operation  with  others 
in  the  same  field  and  continual  backing 
and  direction  from  our  members. 

It  is  therefore  still  vital  that  local  groups 
work  in  local  areas  to  foster  that  provision, 
or  each  personal  battle  remains  just  that, 
an  isolated  and  individual  fight  for  a  one-off 
solution.  Following  such  a  path  does  not 
carry  forward  the  main  quest,  for  a  reason- 
able overall  lifeplan  picking  up  and  providing 
for  anyone  with  multiple  impairment. 

Increasingly  we  are  gaining  the  nec- 
essary expertise  or  know  where  it  can  be 
found  and  that  valuable  contribution  is 
recognized.  But  increasingly  also  we  are 
being  asked  ourselves  to  set  up  or  run,  in 
particular,  post-school  provision.  That  task 
is  too  great  for  an  Association  as  small  as 
ours;  itwould  require  something  thesizeof 
a  government  department.  Yet  it  could  be 
achieved  in  so  many  areas  through  existing 
channels  and  without  great  disruption  or 
expense,  if  only  the  thinking  and  the  will 
were  right.  Ourtask  is  to  bring  that  about.  It 
is  often  local  hands  that  hold  the  key,  and  a 
local  group  that  turns  it. 

Not  all  of  us  are  suited  for  such  work. 
Our  skills  and  needs  vary,  while  for  so 
many  there  is  simply  not  the  time  to  take  on 
great  campaigns;  a  crying  need  within  our 
own  home  takes,  at  least  for  a  while,  all  the 
strength  we  have. 

Yet  this  very  need,  which  seems  to 
make  us  useless  to  one  another,  can  be  a 
major  strength,  for  it  takes  us  to  the  level  of 
understanding  and  communication  that 
others  need.  It  provides  perhaps  the  most 
urgent  argument  for  a  Branch  network  — 
the  need  of  mutual  support  between  like 
minds  or  at  least  like  experiences. 
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A  Local  Presence  is  Important 

Strangely,  we  can  give  strength  without 
actually  doing  anything  but  just  by  being 
there.  I  can  be  reduced  to  total  incapacity  if 
I  know  that  there  is  no  help  available  should 
I  need  it;  if  I  know  that  it  is  there,  I  am  often 
able  to  manage  without  it.  It  has  been  the 
experience  of  many  groups  that  lack  of 
direct  response  or  involvement  has  disguised 
a  silent  dependence  which  only  becomes 
apparent  if  contact  isthreateningtocease. 
We  have  many  such  members  in  the  Assoc- 
iation as  a  whole  and  each  Branch  has 
some.  Such  families  and  the  individuals 
they  care  for  are  as  much  a  part  of  us  as  the 
most  dynamic  participant  and  one  can  never 
know  when  or  whether  involvement  may 
return. 

The  Focus  of  Help 

By  being  there  we  also  become  a  focus. 
New  Branches  have  found  to  their  surprise 
that  people  have  come  forward  with  offers 
of  help  and  support  because  a  known 
national  need  has  suddenly  become  locally 
relevant  when  a  local  Branch  has  been 
formed. 

It  is  well  known  that  support  groups 
form  most  readily  around  an  existing  estab- 
lishment. It  gives  a  definite  focus  for  work 
and  also  often  a  place  for  meeting.  But 
such  a  focus  can  have  its  dangers  as  well 
as  its  blessings.  Too  close  an  identification 
with  the  one  establishment  can  make 
others  feel  excluded,  so  that  what  was 
seen  as  a  base  from  which  to  expand  can 
become  a  limited  area  of  operation.  We 
must  never  forget  the  enormous  diversity 
of  needs  among  our  members,  and  Branches 
struggling  with  the  problem  of  identification 
are  facing  the  same  difficulty  Sense  itself 
faces,  how  to  avoid  becoming  or  being 
seen  as  servants  of  a  small  section  only. 

It  can  be  made  difficult  because  those 
working  in  such  establishments  also  need 
our  support.  Theirs  also  is  a  demanding 
and  potentially  isolating  life  where  our  inter- 
est and  backing  can  give  strength,  although 
too  much  interest  can  drive  them  up  the 
wall. 

For  other  workers  in  lonelier  situations 
we  may  be  able  to  make  up  in  some  way  for 
the  lack  of  colleagues.  We  have  Branches 
which  are  breaking  new  ground  in  this  way, 
getting  together  where  no  obvious  focus 
exists  and  seeking  to  create  anew. 

Why  Are  You  Telling  Me  All 
This? 

It  is  considerations  such  as  these  that 
keep  me  puzzling  over  effective  ways  to 
work  locally.  It  is  also  why  I  choose  to  write 
for  you  all  to  read,  rather  than  keeping 
discussion  to  Branch  officers  only.  You  are 
all  our  concern,  particularly  those  still  isolated, 
and  when  I  write  of  regional  matters  it  is  my 
way  of  trying  to  reach  out,  interest  and 
involve  you  all. 

I  suppose  that  I  hope  the  news  of  what  is 
being  done  around  the  country  will  not  only 
give  general  encouragement  but  will  also 
draw  families  or  individuals  to  the  conclusion 
that  they  also  could  contribute  to  the  running 
of  a  group  without  killing  themselves  or 
deserting  other  commitments. 

For  self-help,  you  are  far  more  likely  to 
find  support  within  a  local  group  for  the 
multiply  handicapped  or  one  attached  to 
the  larger  Charities.  Numbers  alone  make 
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that  probable,  since  it  would  be  a  very  rare 
area  indeed  that  mustered  many  deaf-blind. 
A  great  many  of  us  have  found  help  by 
being  also  members  of  other  bodies  and 
no-one  should  be  worried  about  such  involve- 
ments; we  are  all  part  of  the  same  weave. 

It  is  when  your  need  is  more  than  regular 
human  contact  and  physical  help  that  your 
thoughts  turn  to  Sense,  when  you  need  to 
speak  to  someone  who  can  identify  that 
little  bit  more,  who  has  been  through  your 
particular  mill,  who  may  have  the  specific 
answer  to  your  question,  who  may  with 
your  help  be  able  to  produce  lasting  anwers. 

That  is  the  area  in  which  our  Branches 
operate.  Trying  to  meet  together  with  pleas- 
ure often  as  the  framework,  they  also  try  to 
meet  those  particular  needs. 


As  usual  the  children  were  well  catered  for. 

What's  the  Catch? 

We  are  now  at  quite  a  critical  stage  in  our 
Branch  development.  For  a  while,  each 
issue  of  Talking  Sense  has  carried  news 
of  a  new  Branch  forming  or  being  contem- 
plated. Each  issue  has  also  told  of  the  good 
work  being  done  by  those  Branches.  The 
map  on  my  wall  shows  other  areas  where 
numbers  would  seem  to  demand  Branches 
but  there  is  no  longer  the  time  to  travel 
round  them  all. 

If  we  are  to  continue  this  excellent  pattern 
of  growth,  it  will  need  a  revival  of  the  old 
recognition  that  ordinary  people  can  get 
together  and  learn  how  to  share  strength, 
fun  and  expertise  to  the  advantage  of  all. 
Such  things  cannot  be  left  to  Heaa  Offices, 
although  full  backing  can  be  given. 

In  other  words,  I  am  looking  for  help. 
South  London,  Surrey,  Kent,  Sussex,  Hert- 
fordshire, Derbyshire  and  South  Yorkshire, 
maybe  Hampshire  and  Northants,  would 
appear  to  have  enough  members  to  start 
some  kind  of  Branch  or  local  network  if  the 
right  people  got  together.  And  there  could 
well  be  other  areas  also. 

We  never  apply  pressure  on  people  to 
form  groups,  the  desire  and  willingness 
must  come  from  them  or  nothing  works.  If, 
however,  the  desire  is  forming  but  you  are 
awaiting  an  initiative  from  Head  Office, 
don't.  The  waiting  time  will  start  growing 
now  as  demands  increase  from  work  already 
done.  Have  a  quiet  think  about  it,  there  is 
no  rush,  and  then  call  me  in. 

Our  Branch  Officers'  Weekend  reminded 
us  of  so  many  good  things  that  should  not 
be  held  back  by  restriction  on  staff  time. 

Norman  Brown 
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Letters 


Guy  Slingsby 


The  cover  story  of  the  last  edition  of 
'Talking  Sense'  concerned  Guy  Slingsby, 
and  the  battles  his  parents  wentthrough 
to  get  him  the  education  they  felt  he 
needed. 


Dear  Sir, 

We  have  read  with  interest  your  feature 
article  in  Volume  32,  Number  2  of  Talking 
Sense',  regarding  the  educational  needs 
and  placement  of  Guy  Slingsby.  Unfortun- 
ately, the  article  presents  only  one  side  of 
the  situation  and  there  are  many  aspects 
of  the  report  with  which  we  would  not 
agree.  We  would  not  wish  to  itemise  our 
objections  to  the  article  since  we  do  not 
wish  to  become  involved  in  public  disputes, 
but  we  are  concerned  that  such  inaccuracies 
can  give  quite  a  false  impression  of  the 
dedication,  commitment  and  professionalism 
of  officers  of  the  Local  Education  Authority. 
However,  perhaps  if  we  were  to  focus  on 
one  paragraph,  it  would  be  possible  to 
illustrate  the  point. 

The  paragraph  referred  to  is  the  second 
column  on  page  26,  beginning  'When  the 
Educational  Statement  was  issued  ...'  The 
parents  state  that  'when  we  met  the  Edu- 
cation Officers  they  were  not  prepared  to 
discuss  their  reasoning  and  threatened  to 
walk  out  instead.  We  suddenly  realised 
that  not  once  had  we  been  invited  to  discuss 
the  education  of  Guy'.  The  parents  have 
omitted  to  mention  that  they  brought  along 
their  solicitor  unannounced  and  his  judicial 
attitude  was  such  that  discussion  was  not 
possible.  From  the  beginning,  the  three 
Senior  Officers  of  this  Authority  who  were 
present  were  'put  on  trial'.  It  was  only  after 
several  objections  to  his  attitude  that  there 
was  a  threat  by  one  of  the  Officers  to  leave. 
It  was  in  view  of  the  solicitor's  intervention 
that  our  legal  advisers  felt  it  appropriate  to 
brief  a  barrister  to  present  the  Authority's 
case  at  the  local  appeal  hearing. 

Secondly,  it  is  strange  that  there  can  be 
a  claim  by  the  parents  that  they  had  not 
been  invited  to  discuss  the  education  of 
Guy  prior  to  the  issue  of  the  Statement  on 
the  28  November  1 985,  overlooking,  appar- 
ently, the  fact  that  they  came  by  appoint- 
ment to  meet  with  senior  staff  of  the  Author- 
ity on  1 5  July  1 985.  When  they  came,  they 
brought  with  them,  unannounced,  Sheila 
Houston  from  your  Family  Advisory  Service. 
The  Officers  readily  agreed  to  Ms  Houston 
remaining  and  in  fact  she  joined  in  the 
discussion.  As  a  result  of  that  meeting,  Ms 
Houston  produced  a  document  which  be- 
came part  of  Appendix  A  of  the  Education 
Act  (1981)  Statement  in  respect  of  Guy. 

Furthermore,  ourfile  records  discussions 
about  Guy's  education  between  the  Peri- 
patetic Teacher  for  the  Hearing  Impaired, 
the  Peripatetic  Teacher  for  Pre-School 
Children  with  Special  Educational  Needs 
and  the  Principal  Educational  Psychologist, 
all  before  the  date  quoted  in  your  article. 
Several  of  our  letters  relating  to  the  assess- 
ment were  delivered  by  hand,  and  by 
appointment,  by  ourSenior  Education  Wel- 
fare Officer  whose  sole  responsibility  is  for 
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pupils  with  special  educational  needs.  The 
Officer  concerned  is  a  qualified  Social  Worker 
and  is  very  experienced.  On  each  visit  he 
discussed  and  advised  the  parents  about 
Guy's  education. 

If  one  paragraph  of  the  article  can  be  so 
factually  wrong,  you  may  be  able  to  apprec- 
iate our  concerns  regarding  the  whole  article. 

Yours  sincerely 

M  J  Pass 

Director  of  Education 

Metropolitan  Borough  Council, 

Doncaster 


Sense's  Peripatetic  Advisory  Teacher 
(North)  Sheila  Houston  adds... 

/  have  been  involved  with  the  Slingsbys 
since  April  1985,  before  Doncaster  LEA 
issued  the  Draft  Statement  of  Guy's  Special 
Educational  Needs  suggesting  placement 
at  the  local  SLD  day  school.  The  parents 
needed  residential  education  for  Guy  and 
wanted  him  to  attend  a  residential  school. 

The  Slingsbys  did  have  an  interview  with 
officers  of  the  Education  Department  and, 
as  the  letter  states,  I  was  present  at  one  of 
them.  I  witnessed  at  that  meeting,  as  I  did  to 
a  much  greater  extent  at  the  local  tribunal 
hearing  on  20  January  1986,  an  Authority 
which  seemed  to  have  little  appreciation  of 
the  spirit  of  the  1981  Education  Act. 

There  was  no  solicitor  present  when  I 
went  with  the  Slingsbys  to  meet  three  of  the 
officers  of  the  Authority,  but  no  discussion 
was  possible  on  that  occasion  either  as  the 
officers  avoided  giving  any  account  of  their 
reasoning  in  refusing  residential  special 
education  for  Guy. 

I  will  not  'focus  on  paragraphs'.  Don- 
caster's  Education  Department  have  focused 
on  them  far  too  much  at  the  expense  of 
focusing  on  the  real  needs  of  a  multiply 
handicapped  child  and  his  family.  The  issue 
is  not  who  said  what  to  whom  or  who  was 
present  wherever  and  whenever.  The  issue 
is  that  Brian  and  Carolyn  Slingsby  had  a 
right  to  the  appropriate  education  for  Guy 
and  should  not  have  had  to  fight  for  it. 
There  should  also  have  been  the  oppor- 
tunity for  open,  informed  and  honest  dial- 
ogue between  the  parents  and  the  Author- 
ity and  however  the  bald  facts  are  stated 
that  did  not  happen. 
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Rubella  in  Parliament 


As  part  of  the  Rubella  Campaign,  we  need 
to  ensure  that  all  Members  of  Parliament 
fully  understand  the  importance  of  rubella 
vaccination.  The  more  MPs  who  support 
the  campaign,  the  more  the  Government 
will  do  in  its  turn  to  support  it. 

One  system  for  increasing  support  in 
Parliament  is  by  tabling  an  Early  Day 
Motion.  An  Early  Day  Motion  has  been  laid 
down,  urging  the  Government  to  give  in- 
creased support  to  the  National  Rubella 
Council,  and  now  it  is  important  foras  many 
MPs  as  possible  to  sign  it.  Each  day  that  a 
new  MP  signs,  the  motion  is  reprinted  in 
the  Order  Paper  which  goes  to  all  MPs.  The 


more  MPs  that  sign,  the  more  likely  the 
Government  is  to  support  it. 

The  motion  has  been  proposed  by  MPs 
from  all  political  parties,  and  received  early 
support  from  18  MPs.  Now  it  is  important 
that  all  MPs  sign  it. 

As  we  have  shown  in  the  past,  MPs  do 
listen  to  the  views  of  their  constituents. 
Please  write  to  your  MP  by  name  at: 

House  of  Commons 

Westminster 

London  SW1A0AA 
asking  them  to  support  Early  Day  Motion 
1041  on  the  'Prevention  of  Rubella  Syn- 
drome'. 


Notices  of  Questions  and  Motions:  2nd  July  1986 

1041  Prevention  of  Congenital  Rubella  Syndrome 


That  this  House  notes  with  concern  the  number  of  women  at  risk  of  giving  birth 
to  an  infant  with  the  congenital  rubella  syndrome;  notes  the  need  to  increase 
professional  and  public  awareness  of  the  importance  of  blood  testing  for  rubella 
antibodies,  followed,  if  necessary,  by  immunisation  at  least  three  months  before 
pregnancy;  and  therefore  calls  upon  the  Government  to  continue  its  support  of 
the  National  Rubella  Council's  Campaign  to  increase  the  uptake  of  rubella 
immunisation  among  schoolgirls  and  women  of  child-bearing  age  and  to  press 
health  authorities  to  ensure  that  post-partum  immunisation  is  available  to  all 
women  who  require  it. 


Mr  Lewis  Carter-Jones 
Mrs  Elizabeth  Shields 
Mrs  Renee  Short 
Mrs  Edwina  Currie 
Mr  Jack  Ashley 
Mr  Dafydd  Wigley 
Mr  Malcolm  Thornton 
Mrs  Elizabeth  Peacock 
Mr  Peter  Pike 


Mr  Richard  Wainwright 

Mr  Peter  Thurnham 

Mr  Ernie  Ross 

Mr  Tony  Lloyd 

Mr  Laurie  Pavitt 

Mr  Chris  Smith 

Mr  William  McKelvey 

Mr  Joe  Aston 

Mr  Roy  Hughes 


Talking  Point 


Simon  Bilous.aspeech  therapist  in  Bristol, 
reports  a  national  problem  concerning  the 
provision  of  hearing  tests  for  adults  with 
mental  handicaps.  Studies  show  that  the 
incidence  of  hearing  loss  is  between  17% 
and  21%  for  the  general  population,  and 
there  is  no  reason  to  suspect  that  the 
figure  is  lower  for  people  with  learning 
difficulties.  A  person  at  special  school  will 
usually  be  tested  by  specialists  for  hearing 
loss,  with  follow-up  treatment  and  re-testing 
if  required.  But  when  that  person  leaves 
school,  as  Simon  explains: 
'...they  are  suddenly  treated  as  if  they  are 
cured  of  any  hearing  loss  —  because 
there  are  precious  few  specialist  resources 
available  to  continue  monitoring  their 
hearing.  People  who  live  in  large  hospitals 
are  often  in  an  even  worse  position.  De- 
pending upon  local  resources,  they  may 
receive  no  specialist  provision  for  the 
testing  of  hearing  levels. 

Even  if  you  are  successful  in  getting 
an  appointment  at  the  audiology  dept.  of 
the  local  general  hospital  they  are,  through 
no  fault  of  their  own,  often  ill-equipped  to 
successfully  and  reliably  test  the  hearing 
of  someone  who  has  a  learning  difficulty. 
Frequently  the  person  is  sent  back  having 
been  labelled  'untestable'.' 
The  solution  is,  in  part,  to  increase  the 
availability  of  specialist  resources,  includ- 
ing staff.   Health,  Social  Services  and 
Education  must  also  recognise  the  impli- 
cations that  hearing  loss  can  have  for  people 
with  learning  difficulties.  As  Simon  says, 
the  attitude  'Why  bother  —  this  person  is 
mentally  handicapped'  still  sometimes 
prevails. 

We  often  hear  from  members  who  have 
had  great  difficulty  in  securing  hearing 
tests,  and  vision  tests,  for  their  adult  deaf- 
blind  children. 

Is  this  a  common  problem? 
How  have  people  got  round  it? 
What  action  should  we  take? 

Please  let  us  have  your  ideas. 


Invalid  Care  Allowance 


Claim  Now 


Invalid  Care  Allowance  is  now  available  to 
married  women.  After  a  long  and  weary 
battle  through  the  European  Court  of  Justice, 
Mrs  Jacqueline  Drake  was  eventually  succ- 
essful in  showing  that  the  old  rules  —  which 
prevented  married  women  (or  women  living 
as  if  married)  from  claiming  ICA  —were 
discriminating  against  women.  The  Govern- 
ment accepted  the  decision,  and  the  ICA  is 
now  officially  extended  to  married  women. 
If  you  satisfy  the  other  conditions  for  claim- 
ing ICA  it  is  now  possible  to  claim  for 
payment  back-dated  to  December  1 984. 
With  ICA  at  its  present  value  of  £23.25  per 
week,  back-dated  payments  of  up  to  £  1 ,500 
can  be  expected. 

This  victory  is  the  combination  of  a  long 
campaign  over  several  years.  Disability 
organisations  came  together  to  form  the 
ICA  Campaign,  and  the  Child  Poverty  Action 
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Invalid  Care  Allowance  (ICA)  is  a  benefit  for 
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because  they  have  to  stay  at  home  to  care 
for  a  severely  disabled  person.  You  do  not 
have  to  be  related  to  the  disabled  person. 
At  present  it  is  paid  at  £23.25  per  week,  tax 
free. 

Do  I  Qualify 

*  You  must  be  spending  at  least  35  hours 
a  week  in  caring  for  a  person  who  receives 
Attendance  Allowance 

•  You  must  be  aged  16-60  (woman)  or  16 
-  65  (man) 

•k  You  must  not  be  working  or  in  full  time 
education,  but  part-time  earnings  of 
£1  2.00  or  less  will  not  affect  you 


For  further  information  on  this,  and  on  all 
other  benefits  for  disabled  people,  we 
strongly  recommend  buying: 
Disability  Rights  Handbook  (£2.60) 
25  Denmark  Street 
London  WC2  8NJ 


What  Should  I  Do? 

*  Fill  in  form  N.I.  212  at  your  local  DHSS 
office.  Send  it  to  the  address  on  the 
form.  If  you  are  a  married  woman  who 
has  previously  been  unable  to  claim, 
mark  on  the  form  that  you  are  claiming 
back-dated  payment  to  December  1984 
on  the  basis  of  the  Government's  recent 
extension  of  the  allowance. 

*  Check  whether  you  are  entitled  to  any 
additional  payments,  for  a  housekeeper, 
or  another  child.  For  details  of  these, 
ask  at  your  DHSS  office,  or  look  in  the 
'Disability  Rights  Handbook'. 

What  Happens  Next? 

*  You  will  be  sent  a  written  decision  on 
your  claim.  If  you  are  not  satisfied  with 
the  decision,  you  can  appeal  to  a  Social 
Security  Appeals  Tribunal 

•k  You  will  be  paid  by  means  of  a  book 
containing  orders  which  you  can  cash 
at  a  Post  Office. 
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Members'  News 


Laura  Curtis 

Laura  is  21  and  is  at  the  Manor  House.  She 
left  Condover  Hall  and  joined  her  friends 
there  in  September  1 984.  It  took  her  some 
time  to  settle  down  after  1 2  years  at  Cond- 
over, and  my  being  quite  ill  didn't  help. 

She  is  much  more  mobile,  and  uses  her 
deaf-blind  cane  with  confidence,  although 
she  needs  supervision  when  crossing  roads. 
Recently  she's  been  using  a  Radio  Mike 
and  is  trying  very  had  to  form  sounds.  We 
hope  she  may  gain  some  speech. 

Laura  attends  the  Werrington  Workshop 
regularly  and  enjoys  most  of  the  tasks  set 
her.  She  is  able  to  do  pottery,  sewing  and 
loom  work,  her  woven  stools  are  perfect; 
she  also  uses  a  sewing  machine.  Some 
recent  oil  paintings  that  she  did  were  greatly 
admired. 

Laura  is  maturing  very  well  and  has 
become  very  clothes  conscious,  she's  con- 
fident in  her  self  care  and  is  helpful  in  the 
kitchen  and  with  household  chores.  How- 
ever there  is  no  way,  for  her  own  safety, 
that  one  dare  leave  her  alone.  Her  sight 
and  hearing  are  so  poor  that  she  would  be 
unaware  of  something  going  wrong  until  it 
was  too  late,  and,  she,  of  course  is  unable 
to  call  for  help.  It  would  be  quite  beyond 
her  to  take  any  action  in  case  of  an  emer- 
gency. 


She  is  able  to  print  letters  and  we  write 
to  each  other  each  week,  she  also  writes  to 
her  brother  and  sister,  both  of  whom  she  is 
very  fond. 

Laura  is  completely  blind  in  her  left  eye 
and  sees  partially  from  her  other,  which 
developed  Retinitis  Pigmentosa  in  1985; 
thanks  to  an  operation  the  pressure  in  her 
eye  was  relieved  and  her  sight  has  not 
deteriorated  any  further. 

A  TV  set  was  her  birthday  present,  she 
loves  music,  the  'Big  Band'  sound  and  'Top 
of  the  Pops'.  Her  general  health  is  good 
and  she's  normally  a  happy  person  who 
enjoys  a  joke.  After  21  years  of  remarkable 
progress  I  still  feel  there's  a  wealth  of 
untapped  potential  in  her. 

Geoff  Curtis 

2  Hampton  Court  Avenue 

East  Molesey  KT8  OBQ 


Martin  Hands 

Martin  has  just  finished  three  years  Further 
Education  at  the  Royal  School  for  the  Deaf, 
Manchester;  he  went  to  Stockport  College 
three  mornings  a  week,  with  support  from 
his  teacher  helper.  He  has  studied  brick- 
laying, painting  and  life  skills. 

Martin  travels  home  by  himself  by  bus 
from  Manchester  to  Coventry,  he's  on  his 
own  for  four  hours  and  he  doesn't  like  that. 

For  his  birthday  we  bought  him  a  camera, 
he  gets  a  lot  of  enjoyment  from  it  and  we 
have  a  lot  of  communication  from  the  photos. 
These  cover  a  wide  area  because  I've  taken 
him  to  France  and  Holland  with  our  Folk 
Dance  Group. 

Martin  loves  his  trips  on  the  river  in  his 
own  boat,  he'sa  memberof  the  Leamington 
Spa  Canoe  Club. 

He  has  been  awarded  an  extra  year  at 
R.S.D.  Manchester.  We  are  looking  at  Court 
Grange  in  Totnes  for  next  year. 

We  hope  that  he  will  be  capable  of 
working,  if  not  what  is  there?  If  he  comes 
home  to  nothing,  we  cannot  cope  with  his 
tantrums. 

Ann  Hands 
30  Spinney  Hill 
Warwick 


John  Hutchinson 

John  is  attending  a  Special  Care  Unit  daily 
from  9.30  to  3.30.  He  enjoys  it  very  much. 
There  are  sixteen  trainees  and  the  staff  are 
so  very  good  and  caring.  John  is  now  being 
taught  Makaton  language.  His  teacher  Sue 
Dobson  says  he  is  making  progress,  but  as 
I  had  taught  him  many  words  of  finger 
spelling  it  took  him  some  time  to  change  to 
signs. 


This  is  a  very  happy  arrangement  for 
John  but  I  wonderwhat  the  future  holds  for 
him  when  I  am  no  longer  here  to  look  after 
him?  Will  our  Association  ever  have  any 
permanent  homes  as  we  parents  have  al- 
ways hoped  for? 

Sylvia  Hutchinson 

Lynton 

13  Dudley  Road 

Gledholt 

Huddersfield,  Yorks. 


They  are  taken  on  interesting  outings  to 
farms,  and  visit  other  units  where  they  are 
invited  for  tea,  shopping  and  handicrafts. 
They  have  a  workshop  of  their  own. 


Debra  Ann  Fielding 

Debra  is  still  at  the  annexe  attached  to 
Bronllys  Hospital,  this  is  a  small  unit  of  four 
young  adults.  She  is  very  happy  there  and 
has  matured.  We  take  her  out  each  week- 
end for  a  car  ride  and  a  visit  to  a  local  cafe 
for  sweets,  which  she  is  fond  of. 

On  Fridays  if  I  am  able  to  go  in  with  her, 
she  goes  into  the  warm  pool  at  the  Brecon 
Hydrotherapy  baths,  at  first  it  was  just  in 
and  out  but  now  she  enjoys  it.  After  the  dip  I 
take  her  round  Brecon  for  — you've  guessed 
it  —  sweets. 

Debra  still  has  problems  prior  to  her 
monthly  periods,  she  tends  to  hit  herself  a 
lot  just  before  this  time.  The  staff  are  aware 
of  this  and  have  tried  various  medicaments 
to  ease  her  tensions. 

She  can  now  make  tea  (under  super- 
vision) and  lay  the  table.  Most  of  Debra's 
energy  is  spent  cleaning  up,  she  cannot 
bear  anything  lying  around.  She  has  a 
phobia  of  untidyness,  its  quite  funny  really, 
as  soons  as  anyone  has  put  down  a  toy 
Debra  is  there  to  put  it  away. 

Mr  and  Mrs  J  Fielding 

29  Coedwaungar 

Sennybridge 

nr  Brecon 

South  Wales  LD3  8TR 
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Stephen  with  his  teacher  Mrs  Jones  and  Princess  Diana  in  a  contact  dance  session. 


Stephen  Jacques 

It  is  over  two  years  since  I  last  wrote  to 
Talking  Sense'  about  Stephen.  He  is  now 
81 2  years  old.  blind,  deaf  and  brain  damaged. 
He  still  attends  Dame  Evelyn  Fox  Special 
School.  He  continues  to  make  progress 
with  his  feeding  skills  and  needs  only  mini- 
mal help  to  load  his  spoon  and  eats  with 
hardly  any  mess  now.  When  drinking  he 
still  needs  a  physical  prompt  to  return  his 
beaker  to  the  table.  We  have  suspended 
toilet  training  for  the  time  being  as  we  are 
having  no  success  and  hope  a  break  may 
help  him  make  a  fresh  start  next  time. 

Stephen  sometimes  repeats  certain 
sounds  such  as  'Baby,  baby,  baby'  and  is 
encouraged  to  vocalise  as  much  as  possible. 
He's  responding  well  to  simple  commands 
such  as  Stand  up'.  'Sit  down',  'Dinner'  and 
'Drink'!  He  still  doesn't  recognise  the  Mak- 
aton  signs,  but  will  follow  walking  if  we  talk 
continuously.  He  still  doesn't  like  to  hold 
toys  but  is  getting  better.  We  are  using 
action  toys  that  require  being  pressed  or 
pushed. 

Work  still  continues  on  the  computer  at 
school,  operating  different  switches  with 
rewards.  He  has  just  started  to  operate  a 
large  switch  on  command  and  thinks  it  is  a 
great  laugh. 

Stephen  joins  in  other  classes  for  PE 
and  music.  He  enjoys  the  action  and  moves 
round  well  with  other  children.  He  still 
sucks  his  hands,  but  is  beginning  to  respond 
to  'hands  down'. 

His  behaviour  has  changed  a  lot  over 
the  past  12  months.  He  rarely  has  tantrums 
now,  if  he  does  it's  usually  because  he  is 
hungry  or  thirsty. 

Stephen  really  enjoys  swimming  and 
has  no  fear  of  water,  he  keeps  removing  his 
swimming  aids  and  sinking  with  his  mouth 
open.  We  have  to  fish  him  up  fast.  He 
comes  up  laughing  and  spluttering  but 
tries  to  go  under  again  and  again. 


David  Frame 

David  was  a  patient  in  a  Mental  Handicap 
Hospital  from  the  age  of  seven.  He  had 
previously  been  assessed  as  being  'un- 
educable'.  He  attended  a  Local  Day  Care 
Centre  before  he  went  into  Hospital. 

David  went  to  the  school  attached  to 
the  hospital  where  he  was  taught  Makaton 
sign  language.  When  he  was  fourteen  he 
was  assessed  and  thankfully  a  Child  Psy- 
chologist felt  David  would  benefit  by  attend- 
ing Condover  School.  She  arranged  an 
assessment  for  David  which  took  place  in 
May  of  last  year. 

David  was  accepted  as  a  pupil  at  Condover 
I  Pat  hways)  Unit  and  we  are  all  very  pleased 
with  his  progress.  He  is  being  taught  to 
sign  using  the  Paget  Gorman  system  and 
now  knows  lots  of  signs.  He  can  also  read 
about  thirty  words  from  printed  cards.  He 
has  settled  there  very  well  and  I  think  he  is 
really  enjoying  his  new  way  of  life. 

We  couldn't  be  happier  with  his  progress 
and  our  only  regret  is  David  did  not  go 
there  when  he  was  younger. 

We  can't  thank  the  staff  at  Pathways 
enough  for  giving  our  son  this  opportunity. 

Mrs  Frame 
92  Larch  Drive 
Greenhills 
East  Kilbride 


We  are  waiting  at  present  for  Stephen 
to  go  into  hospital  for  the  cararact  on  his 
right  eye  to  be  removed  as  the  doctors 
hope  there  could  be  a  little  sight  —  the  left 
eye  is  totally  damaged.  So  we  are  keeping 
our  fingers  crossed  and  living  in  hope. 

Stephen's  school  had  a  visit  by  Princess 
Diana  in  April.  The  whole  school  was  excited 
and  had  a  lovely  day.  Princess  Diana  was 


very  interested  in  the  work  done  in  school 
and  in  the  children. 

The  photograph  is  Stephen  with  his 
teacher  Mrs  Jones  and  Princess  Diana  in  a 
contact  dance  session. 
Mr  and  Mrs  Jaques 
49  Winmarleigh  Walk 
Blackburn 
Lanes 


Paul  Jensen 

Paul  is  now  151/2  years  old,  and  we  are 
apprehensive  about  his  future.  We  do  not 
know  what  will  happen  when  he  leaves 
Condover,  and  we  shall  rely  on  the  experts 
for  their  help  when  the  time  comes. 

Since  I  last  wrote  Paul  has  got  over  his 
obsession  with  electricity,  for  a  marvellous 
few  months  he  had  no  obsessions  at  all, 
and  we  had  an  easy  time.  Last  September 
he  became  interested  in  cameras  and  we 
bought  him  one  for  his  birthday  in  December. 
Unfortunately  this  became  his  one  and 
only  interest,  and  he  would  walk  around 
from   dawn   to  dusk  with   it   in   his  hand 


pestering  for  more  film  and  more  flashes. 
Last  holiday  we  asked  that  it  be  left  at 
school,  and  we  had  a  much  less  fraught 
time. 

Paul  made  a  beautiful  rug  with  a  design 
of  Tutankhamun's  head  on  it.  He  wrote  in 
his  news  book  that  he  was  going  to  make  a 
rug  with  a  picture  of  an  old  king  ...  so  much 
for  ancient  egyptians ...  Paul  is  no  respecter 
of  persons. 

In  April  Bill  and  I  had  ourSilver  Wedding 
anniversary  and  all  our  children,  took  us  to 
a  very  swish  Chinese  restaurant.  To  Paul's 
delight  it  was  called  Paul's  Place  and  he 
spent  quite  a  while  posing  underneath  the 
restaurant's  illuminated  sign.  We  decided 
chicken  in  pineapple  might  be  a  good 
choice  for  Paul  (he  loves  chicken).  The 
expression  on  his  face  when  a  whole  pine- 
apple complete  with  sprouting  top  was 
placed  in  front  of  him,  was  a  sight  to  behold 
(he  discovered  the  chicken  was  inside). 
After  a  couple  of  glasses  of  wine  he  sat  with 
an  expansive,  bemused  smile  on  his  face, 
giving  a  little  giggle  now  and  then.  I  think  it 
was  his  first  experience  of  being  tiddly. 

Paul  is  going  on  the  Sense  Southport 
holiday  in  August,  he  enjoyed  it  last  year, 
and  we  hope  the  weather  is  kind.  I  am  now 
looking  desperatelyforthingsforhim  todo 
during  his  time  at  home.  We  seem  to  have 
run  the  whole  range  of  handicrafts.  We 
hope  to  get  him  interested  in  making  garden 
trellising  —  perhaps  it  could  turn  into  a 
cottage  industry?  Any  suggestions  for  ways 
of  keeping  Paul  occupied  would  be  very 
welcome,  as  long  as  there  is  an  end  product 
he  will  be  happy. 

Anthea  Adlington 
1  Sandfield  Close 
Market  Weighton 
Yorks  YQ4  3ET 
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Michelle  Snelling 

Michelle  is  32,  has  no  eyes,  and  since  an 
operation  at  the  age  of  six,  has  50%  hearing 
with  an  aid. 

She  seems  to  like  going  to  her  work 
centre  where  she  takes  part  in  trampoline 
sessions,  swimming  and  horseriding.  There 
is  also  yoga  twice  weekly  which  she  enjoys. 
On  rare  occasions  she  has  a  music  lesson, 
which  she's  over  the  moon  about. 

There  are  days  when  she  comes  home 
in  a  black  mood  'babbling  like  a  possessed 
animal'  but  unable  to  say  what's  wrong. 
What  makes  her  so  frustrated  is  her  inability 
to  explain  herself,  probably  because  of 
those  six  years  when  she  was  totally  blind 
and  deaf. 

Michelle's  projects  have  included  woven 
pot  plant  holders  and  wooden  plant  trough 
kits;  these  are  sold  to  help  finance  the 
centre.  Another  of  her  jobs  is  the  tumble 
drier  which  she  likes  to  operate,  but  it  has 
repercussions  at  home  as  we  have  to  do 
the  washing  on  Saturday  so  that  she  can 
take  part.  She  works  the  washing  machine, 
helps  me  peg  out  on  the  rotary  drier  and 
brings  in  and  folds  the  dry  clothes. 

We've  just  had  a  holiday  at  Dunwich. 
She  enjoyed  walking  through  the  woods 
where  there  was  nobody  to  push  and  jostle 
her  and  no  broken  pavements  to  trip  her  or 
rick  her  ankles.  She  gets  so  cross  if  she 
keeps  on  stumbling. 


Michelle  Snelling  (second  from  right)  at  the  25  Years  Reunion  Party  at 
Condover  Hall  School.  On  the  tar  left  is  her  first  House  Mother,  Miss  Smallman. 


She's  above  the  intelligence  of  the  maj- 
ority of  the  adults  at  the  centre,  and  knows 
it;  this  adds  to  her  frustration.  She  really 
needs  to  be  in  a  'special  unit',  perhaps 
attached  to  the  centre,  where  those  with 
special  needs  could  be  catered  for.  Is  this 
the  kind  of  thing  that  Sense  could  'get  its 
teeth  into'? 

Michelle  enjoyed  her  Sense  holiday  at 
Aylesbury  and  our  great  impression  was 
how  normal  and  sensible  she  had  become 
in  that  week,  but  two  days  back  at  the 
centre  and  we  have  a  roaring  animal  on  our 
hands! 

She  has  an  exercise  bike  in  her  room. 


Recently  she  came  downstairs,  and  sat  on 
Daddy's  lap,  'Like  that,  like  that',  and  said 
'Legs  too  long!'  We  couldn't  think  what  it 
was,  slacks  too  tight?  too  short?  No,  takes 
Daddy  into  the  bedroom,  'Like  that,  like 
that',  signs  to  her  bike.  She  wanted  her 
saddle  higher,  her  legs  were  too  long! 
We  battle  on. 

Beryl  Snelling 

'Little  Abbot' 

17  Galleywood  Road 

Gt  Baddow 

Chelmsford 

Essex 


Mark  Webster 

Mark  is  still  at  home  but  is  very  useful  about 
the  house.  He  has  a  fantastic  memory.  He 
is  happy  and  affectionate. 

Mark  goes  to  a  computer  club  twice  a 
month  and  is  now  saving  up  to  buy  a  disc 
drive  his  Atari.  He  is  also  in  a  cine  club. 
He  reads  a  lot,  albeit  slowly,  even  our 
teletext  TV.  Now  he's  a  mine  of  useful 
information  e.g.  'Mum  did  you  know  you 
can  get  a  15%  discount  on  household 
insurance  with  Teachers  Assurance  if  you 
have  a  burglar  alarm?'  (We  didn't  know). 

This  year  he  had  to  change  from  spec- 
tacle hearing  aids  to  Phonak  and  spec- 
tacles. Oh  dear!  What  a  time!  After  about 
three  months  weekly  trekking  to  the  hearing 
aid  consultant  we  got  things  sorted  out  to 


Mark's  satisfaction.  Then  we  found  he  had 
become  allergic  to  his  ear-moulds,  now  he 
has  non  allergenic  moulds  and  life  is  back 
to  normal. 

Mark's  social  life  revolves  mainly  around 
ours  —  it  would  be  nice  if  he  could  have  a 

friend  his  own  age.  But !  We  never  cease 

to  marvel  at  what  he  achieves,  that's  him 
windsurfing. 

We  still  haven't  got  mobility  allowance 
but  the  chairman  of  the  appeal  tribunal  for 
mobility  commented  that  'he's  a  well  bal- 
anced young  man'. 

Peter  &  Nancy  Webster 
'Les  Trois' 
35  Barleyfield  Close 
Pinders  Heath 
Wakefield,  WF1  4TB 


Janine  Chesney 

Janine  is  now  14  and  has  had  to  come  to 
terms  with  growing  up.  When  she  realised 
that  she  too  would  develop  she  was  horr- 
ified, but  fortunately  her  younger  sister  has 
matured  a  lot  quicker,  and  she  and  her 
friends  are  proud  and  feel  it  is  a  privilege  to 
develop. 

The  death  of  her  Gran  terrified  her.  It 
took  her  a  long  time  to  realise  that,  sooner 
or  later,  we  all  die,  although  in  general  we 
grow  old  first. 

Besides  the  problems  that  her  handicaps 
bring  —  profound  deafness,  a  useless  left 
eye  with  caratacts,  thyroid  deficiency  and 
a  heart  murmur  —  she  now  wants  to  know 
everything.  These  are  some  of  her  questions: 
'Who  was  the  first  mother  on  earth?',  'Is 
there  a  devil?',  'What  is  a  freckle?',  'How 
does  the  telly  work?'. 

Neither  of  us  knows  how  to  sign,  so  our 
conversations  are  all  in  gesture  which  is 
extremely  exhausting  but  satisfying  when 
she  has  managed  to  understand  and  is 
satisfied  with  the  answers  to  her  questions. 

Her  education  academically  has  been  a 
failure,  she  cannot  read,  write  or  spell.  Her 


maths  are  very  poor,  she  is  just  learning  to 
carry  numbers.  Janine  has  learning  diff- 
iculties fortwo  reasons.  First,  because  she 


was  ill  and  suffering  undiagnosed  thyroid 
deficiency  until  she. was  eight,  which  made 
her  miserable  and  led  to  emotional  prob- 
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lems.  After  they  diagnosed  her  and  put  her 
on  tablets  she  became  a  completely  diff- 
erent person.  We  couldn't  believe  the 
change  in  her. 

The  second  reason  has  been  the  re- 
organisation of  the  schools  in  Manchester, 
problem  children  like  Janine  have  been 
the  most  disorientated  and  suffered  the 
most. 

They  have  suggested  that  she  stays  in 
education  until  she  will  be  1 8  at  a  hearing 
college,  but  as  she  can't  lip  read  and  does 
not  understand  language,  how  will  she 
learn  anything? 

The  most  we  can  hope  is  that  she  can 
learn  enough  to  cope  with  dignity,  writing 
letters,  filling  in  forms,  seeing  the  doctor 
alone,  the  basic  things  we  all  take  for 
granted.  She  is  very  strong  willed  but  the 
next  few  years  will  be  a  testing  time  for  her. 
We  live  in  hope. 

Jackie  Chesney 

26  Mentone  Crescent 

Crossacres 

Wythenshawe 

Manchester  22  7YH 


APPEALING 
FOR 


All  Contributions  Gratefully  Received 


The  Manor  House  Appeal 

Things  are  going  extremely  well  and  the 
total  now  stands  at  an  impressive  £1 1 2,650. 
A  single  donation  of  £20,000  from  a  London 
based  charity  has  helped  swell  the  funds. 

Swimming  Pool  Opened 

The  swimming  pool  was  formally  opened 
on  May  28th  by  the  Duke  of  Rutland.  It  is  a 
great  success  with  the  students. 

Autumn  Fashion  Show 

The  next  major  event  of  the  Manor  House 
Appeal  is  a  celebrity  fashion  show  on 
October  1 7th  at  Belvoir  Castle,  kindly  lent 
for  the  evening  by  the  Duke  and  Duchess 
of  Rutland.  We  are  hoping  that  a  member  of 
the  Royal  Family  will  attend. 

Felixstowe  Run 

We  have  had  great  support  from  various 
groups  and  individuals  over  the  summer. 
Some  particularly  admirable  totals  come  to 
mind.  Frank  Lee  and  his  team  from  the 
Felixstowe  Dock  and  Railway  Company 
completed  a  Treadmill  Run'  successfully 
raising  £2,285.00!  Thanks  also  to  Elizabeth 
Royle  who  collected  the  cheque. 

•£COROATTEMpTs 
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Parachute  Jump 

After  delays  due  to  high  winds  the  Midlands 
Parachute  Jump  went  ahead.  Ken  Routledge 
and  friends  from  Robinson  Brothers  Limited 
bravely  leapt  for  Sense.  From  this  event 
and  their  sponsored 'Seven  Hills  of  Stafford- 
shire' walk  they  raised  £368.10  for  us. 

A  Summer  Ball  in  Surrey 

The  Midland  Bank  Residential  Centre  in 
Betchworth,  Surrey  held  a  summer  ball 
raising  £2,275.88.  This  generous  sum  was 
achieved  because  the  bank  generously 
matched  the  students'  total  penny  for  penny. 
Special  thanks  go  to  Carol  and  Jo  Gamer 
who  attended  the  event  and  received  the 
cheque  for  Sense. 

Marathon  Runner 

Our  top  marathon  runner  this  summer  was 
Mr  Keevil  of  Widnes  in  Cheshire  raising 
£465.80  through  running  in  the  London 
Marathon. 

Petts  Wood  Shop  Opens 

June  5th  saw  the  opening  of  the  Petts 
Wood  Ship  now  run  by  Mrs  Ann  Kaye. 
Claire  Rayner,  the  well  known  'agony  aunt' 
and  staunch  Sense  supporter  performed 


the  opening  heralded  by  trumpets  from  the 
Royal  Artillery.  Barney  Owl  was  also  there 
and  this  costume  can  be  borrowed  for 
fundraising  or  publicity  events.  The  shop  is 
doing  well  with  great  local  interest  and  a 
bank  of  willing  volunteers.  The  Tottenham 
shop  will  reopen  on  Monday  1 1  August  run 
by  our  new  Manageress  BridgetteMmirikwe. 

Barney  Owl 


■    /     ■  /,  ■ 


Television  Appeals 

There  was  a  Scottish  Appeal  by  Hannah 
Gordon  on  the  1 0th  August  on  BBC  Scotland 
and  a  further  Appeal  some  time  in  the 
Autumn  on  ITV. 

Such  Appeals  always  succeed  in  raising 
money  and  also  public  consciousness  of 
the  existence  and  work  of  Sense. 

Christmas  Catalogue 

The  Christmas  Catalogue  '86  will  be  avail- 
able from  mid  September.  I  think  you  will 
be  impressed  by  its  eye-catching  design. 

George  Farnham 

We  are  pleased  to  hear  that  George 
Farnham,  the  Manor  House  Appeal  Manager, 
will  be  continuing  hisworkforSense  beyond 
the  year  originally  envisaged. 

One  last  thing:  would  people  be  interested 
in  a  Sense  Tie? 

We  would  need  a  guarantee  of  support  for 
the  idea  before  we  went  ahead  and  placed 
an  order. 

Janet  Hawkins 
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EXHIBITION!    COURSES 


■  Computer  Communication  and 
the  Deaf  Community 

Friday  and  Saturday  26  &  27  September  1986 
at  Centre  for  the  Deaf,  32/40  Dentons  Green 
Lane,  St  Helens,  Merseyside.  Admission  free. 
Enquiries  -  tel:  (0744)  23887,  (vistel)  0744 
61 1 540,  Telecom  Gold:  BKU  01 5,  Prestel: 
219992746 


CONFERENCES 


■  Annual  Weekend  Away 

19-21  September,  Birmingham 

This  year's  Annual  Weekend  Away  will  be  held 
in  Birmingham  from  19-21  September.  Much 
of  the  programme  will  take  place  at  the  Sense- 
in-the-Midlands  site  in  Edgbaston,  though 
residential  accommodation  and  parts  of  the 
programme  will  take  place  at  the  nearby 
University  of  Birmingham.  Full  details  are  on 
page  3  of  this  edition  of  Talking  Sense. 
We  hope  to  see  many  parents  and  families. 
The  weekend  gives  an  ideal  opportunity  for 
families  to  mix  with  teachers  and  other 
professionals,  to  learn  about  the  range  of 
subjects  and  join  in  discussions.  The  daily 
creche  and  evening  babysitters  will  ensure  you 
can  bring  the  whole  family. 


■  Early  Communication 

Friday  19  September  1986,  London.  Organised 
by  the  British  Institute  of  Mental  Handicap. 
Contact:  BIMH,  Wolverhampton  Road, 
Kidderminster,  Worcester  DY10  3PP 
Tel:  (0562)  850251 


■  People  with  Profound 
Retardation  and  Multiple 
Impairments 

Two  day  conference  at  the  University  of 
Manchester  on  September  25  and  26,  Mencap 
and  others. 

Contact:  Dr  James  Hogg,  c/o  Piper  Hill  School, 
200  Yew  Tree  Lane,  Northenden,  Manchester, 
M23  OFF 


■  Visual  Handicap  in  Childhood 

Friday  19  September  1986,  Leeds.  Incidence 

diagnosis  and  treatment.  Education  and  social 

integration. 

Contact:  The  Conference  Organiser,  Room  137, 

A  Floor,  Clarendon  Wing  of  Leeds  General 

Infirmary,  Belmont  Grove,  Leeds,  LS2  9NS. 


Thank  You  All 

Sense  sends  a  hearty  'Thank  You'  to 
Mr  Jim  Payne  and  his  staff  at  Crosbie 
and  Dunn  fortheir  generous  and  ext- 
ensive work  in  renovating  a  mini- 
coach  which  had  been  given  to  Sense- 
in-the-Midlands.  We  hear  that  it  looks 
lovely  and  will  give  years  of  use  to  our 
Edgbaston  Centre. 


■  RNIB  Courses 

An  Information  Day  for  People  Working  with 
Young  Visually  Handicapped  Children 

Course  No  23,  Wednesday  24  September,  Savoy 
Hotel,  Nottingham. 

Success  in  Integrated  Further  Education  — 
A  Practical  Approach 

Course  No  24,  Monday  29  September, 
Ashorne  Hill  College,  Leamington  Spa. 

Integration 

Course  No  25,  Wednesday  8  October,  Manor 
House  Hotel,  Leamington  Spa. 

Braille  for  Children  and  Young  Students 

Course  No  26,  Monday  13  October,  Ashorne 
Hill  College,  Leamington  Spa. 

Visual  Defects  —  How  they  Affect  Learning 

Course  No  27,  Tuesday  28  October, 
Haverfordwest  Teachers'  Centre. 

Special  Needs  and  Learning  Difficulties  of 
Adolescent  Visually  Handicapped  Pupils 

Course  No  28,  Thursday  6  November,  Regent 
Hotel,  Leamington  Spa. 

Mobility 

Course  No  29,  Monday  10  November,  Manor 
House  Hotel,  Leamington  Spa. 

Multiply  Handicapped  Children  —  including 
Deaf/Blind 

Course  No  30,  Wednesday  19  November, 
Regent  Hotel,  Leamington  Spa. 

Careers 

Course  No  31,  Tuesday  25  November, 
Peterborough  Teachers'  Centre 

Mathematics 

Course  No  32,  Thursday  4  December,  Regent 
Hotel,  Leamington  Spa. 

Technology  in  the  Classroom 

Course  No  33,  Tuesday  9  December,  Manor 
House  Hotel,  Leamington  Spa. 
Courses  run  between  10.00am  and  4.00pm 
daily,  and  include  coffee,  lunch  and  tea. 
Contact:  The  Centre  Administrator,  RNIB 
Conference  Centre,  15  Warwick  New  Road, 
Leamington  Spa,  Warks.  CV32  5JB 
Tel.  0926  25921 


■  Playtrac  Project 

Play  and  leisure  for  people  with  mental 

handicaps.  One  day  seminars  on  4,5,  and  6 

September  1986  at  Harperbury  Hospital, 

Radlett,  Herts.  29,  30  September  and  1 

October  at  NCB,  London. 

Cost  per  day,  inc.  lunch  £14.95. 

6  Sept.  only  £20.70 

Contact:  Mary  Smalley,  Save  the  Children  Fund, 

17  Grove  Lane,  London,  SE5  3RD.  Tel:  01-703 

5400 


■  Sexuality  and  Mental  Handicap 

Friday  3  October  1986  Ossett,  West  Yorkshire. 
This  is  an  advanced  workshop  for  people  who 
have  already  had  some  training  in  sex 
education,  and  is  applicable  to  all  professional 
staff  and  parents  who  are  concerned  about 
sexual  counselling  and  the  needs  of  severely 
handicapped  individuals. 
Contact:  BIMH,  Wolverhampton  Road, 
Kidderminster,  Worcester  DY10  3PP 
Tel:  (0562)  850251 


■  Interested  in  working  with  Deaf 
People? 

Train  to  become  a  communicator  in: 

—Sign  Language 

—Lip-speaking 

—Deaf-Blind  communication 

—Keyboard  Skills 

— Ue  of  Information  Technology 

A  26-week  full-time  course  at  Bourneville 

College  of  Further  Education  from  6  October 

1986. 

Contact:  N  Corley,  MSC  Area  Office,  1  Hagley 

Road,  Birmingham  N16  8TG.  Tel:  021-454  3355. 


■  International  Course  on 
Assessment  of  and  Educational 
Planning  for  Multi-Sensory 
Impaired  (Deaf-Blind)  Children 

The  Van  Dijk  Method 

A  four-week  course  will  be  held  in  June  1988 
in  the  Netherlands.  It  will  be  open  to 
psychologists,  educationalists,  supervising  and 
specialist  teachers  working  in  the  field.  There 
will  be  only  24  places. 

Contact:  The  Course  Secretary,  Institute  voor 
Doven,  Theerestraat  42,  5271  GD  Sint 
Michielsgestel,  The  Netherlands. 


■  Deafness  —  No  Handicap  to 
Music? 

Disabled  Living  Foundation  course.  Saturday 
15  November  1986,  Manchester. 
Contact:  c/o  Music  Dept,  Medlock  School, 
Wadesdon  Road,  Chorlton-on-Medlock, 
Manchester,  M13  9UR. 


■  Castle  Priory  College  Courses 
Winter/Spring  1986/87 

Revised  Makaton  Vocabulary  —  3  -  5  October 
Working  with  Special  Needs  Children  in 
Schools  —  1 1  October  1 986 
Micro-Technology  and  Special  Educational 
Needs  —  3  -  7  November 
Recent  Developments  in  the  Use  of  Micro- 
Electronics  in  Special  Education  —  a  course 
for  Special  Education  Advisers.  10-12 
November,  1986 

Young  Children  with  Severe  Learning 
Problems  —  21  -  23  November,  1986 

The  Young  Child  with  a  Visual  Disability 

—  5  -  8  January,  1987 

Working  with  the  Pre-school  Child  with 
Special  Needs  —  23  -  25  January,  1987 
Revised  Makaton  Vocabulary  —  27  February 

-  1  March,  1987 

Contact:  CPC,  Thames  Street,  Wailingford, 
Oxon,  OX10  0HE.  Tel:  (0491)  37551 


■  The  Education  of  People  with 
Profound  Multiple  Handicaps 

Preliminary  Notice.  Two  five  day  courses  will 
be  held  in  1987,  between  30  March  —  3  April 
and  19  October  —  23  October,  by  the  BIMH 
(address  above).  A  course  for  staff  working  in 
special  care  units.  Venue  —  Wolverhampton, 
further  details  in  our  next  issue. 


SENSE  COURSES 


■  One  Day  Courses 

19  September  1986,  Edgbaston 

We  are  running  various  simultaneous  one  day 
courses  for  professionals  at  our  Birmingham 
Centre  on  19  September.  These  will  include  a 
course  in  Micro-Technology  for  teachers,  and 
courses  for  Educational  Psychologists. 
Hospital  care  staff  and  classroom  assistants, 
as  well  as  a  pre-school  course. 
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Mges  for  the  full  story. 
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Claire  Rayner  opens  our  Petts  Wood  shop, 
heralded  by  trumpeters  from  the  Royal  Artillery. 
See  page  30. 
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SOUND 
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A  Review  from 
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Sense 

The  eyes  and  ears  of 
deaf-blind  people. 


LOOKING  BACK/LOOKING  FORWARD 

This  last  year  has  seen  Sense  mature 
and  expand.  In  even  field  of  activity  we 
have  seen  growth,  yet  in  even  field  we 
still  see  the  need  for  more  to  be  done. 

For  the  young  children  we  have  seen 
our  Ad>isory  Sen  ice  grow.  Yet  our 
teachers  are  faced  with  ever  greater 
calls  on  their  time  and  their  skills. 
In  education  we  have  pressed  for  the 
recognition  of  the  needs  of  deaf-blind 
children,  in  schools,  on  television  and 
in  Parliament.  Yet  still  many  of  our 
children  miss  out  on  the  special  help  that  they  deserve. 

The  Rubella  Awareness  Campaign  has  seen  an  increase  in  the  number  of 
women  vaccinated.  Yet  still  many  women  are  unprotected  and  the  scourge  of 
rubella  handicap  remains. 

For  our  young  adults  we  are  offering  more  training  places  and  better 
facilities  at  the  Manor  House,  and  we  are  on  the  verge  of  opening  new 
residential  units  in  Birmingham  and  Scotland.  But  many  of  our  members 
continue  to  live  in  unsuitable  situations  without  the  specialist  help  they  need. 

We  have  achieved  much.  There  is  so  much  more  that  needs  to  be  done.  We 
can  look  back  with  pride  on  our  successes  of  1985-86.  Now  we  must  look 
fonvard  to  the  challenges  of  the  year  ahead. 

Jessica  Hills      \\t_3>&->  t^       CAM   ^       - 
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MICHAEL  IS 

DEAF  AND  BLIND 

WHAT  KIND  OF  LIFE  CAN  HE  EXPECT? 

How  can  we  imagine  what  life  may  hold  for  a  deaf-blind  child?  If  we  have  lived  with  normal  sight 

and  hearing,  our  minds  have  been  formed  by  what  we  have  seen  and  heard.  Ninety-five  per 

cent  of  all  the  information  in  our  brains  will  have  come  through  these  two  senses. 

What  is  it  that  goes  into  forming  the  mind  of  a  deaf-blind  child?  What  can  they  know  of  the  world? 


THE  EARLY  DAYS 

As  with  every  young  baby,  the  first 
experience  of  the  world  is  of  blooming, 
buzzing  confusion.  Not  for  many  is  the 
world  dark  and  silent.  A  glimpse  of  light, 
a  hint  of  sound  -  most  of  our  deaf-blind 
children  are  aware,  at  least,  of  these  - 
and  they  need  our  help  in  their  efforts  to 
make  sense  of  the  little  they  can  see  or 
hear. 

Yet  a  child  can  understand  love  with- 
out sight  or  hearing.  For  Michael,  the 
touch  of  his  mother's  skin,  her  smell  as  she 
holds  him,  the  warmth  of  her  body,  the 
feeling  as  she  rocks  him  to  and  fro  -  these 
were  the  bricks  with  which  his  love  and 
comfort  were  built.  Out  of  the  chaos  he 
started  to  make  out  some  order. 

IN  THE  FAMILY 

It  is  in  the  family  that  Michael's  hopes 
will  lie.  It  is  the  family  that  needs  our 
support  in  these  early  days. 
Support  during  the  endless  round  of 
hospital    appointments,    as    slowly    the 
extent  of  the  handicaps  becomes  clear. 
Advice  on  how  to  start  the  process  of 
communicating  with  their  child. 
Comfort    from    other    parents,    from 
people  who  understand  what  it  is   to 
bring  up  a  deaf-blind  child. 

GROWING  UP 

In  time,  Michael  will  begin  to  understand 
what  is  happening  around  him.  He  will 
start  to  show  what  things  he  wants  out  of 
life.  He  will  learn  that  if  he  tries  to 
communicate  his  own  wishes,  he 
can  start  to  influence  the  world 
in  which  he  lives.  As  his  family 
and    teachers    recognise    his 
communications  and   respond 
to   them,   so   Michael    truly 
becomes  part  of  the  society 
around  him. 

Every  child  communicates. 
Every  child  has  some  way  of 
showing  what  they  want  or 
need.  It  is  for  us  to  learn 
how  we  can  interpret  these 
messages  and  reply  to  them. 
A  smile,  a  turn  of  the  head,  a 
cry  -  from  the  first  attempt 


at  communication  we  can  hope  to  build 
a  language. 

At  school,  Michael  will  receive  special 
help.  He  may  not  go  to  a  school  unit 
specialising  in  the  needs  of  deaf-blind 
children  -  only  100  out  of  over  500 
deaf-blind  children  go  to  such  a  unit. 
But,  wherever  he  goes,  his  teachers  will 
need  to  work  with  him  and  his  family 
to  encourage  his  movement,  his  com- 
munication, his  play,  his  social  skills. 
There  is  still  no  special  training  for 
teachers  or  carers  on  working  with  deaf- 
blind  children,  but  Sense  is  working 
towards    the    establishment    of   such 


courses. 


LEAVING  HOME 

As  we  grow,  we  develop  our  own  per- 
sonality, and  we  move  away  from  our 
families  towards  independence.  When 
Michael  is  older,  what  chances  will  he 
have?  Many  deaf-blind  young  people 
will  still  need  help  after  their  school 
years  have  passed.  There  is  so  much  to 
learn,  and  it  is  unreasonable  to  expect  a 
deaf-blind  child  to  pack  all  his  learning 
in  so  quickly.  Yet  there  are  few  places 
which  offer  help  to  a  deaf-blind  school 
leaver.  If  he  is  lucky,  Michael  will  find 
such  a  place  in  a  specialist  centre,  where 
he  can  develop  his  own  skills,  grow  in 
independence  and  take  increasing 
responsibility  for  his  own  life. 

For  many  parents,  their  most  urgent 
question  is:  who  will  look  after  my 
child  when  I  can  no  longer  do  so? 
Michael,  and  many  other  deaf-blind 
children,  may  need  some  care  and 
support  all  their  lives,  to  allow  them  a 
happy  and  fulfilling  life.  Let  us  hope,  by 
the  time  Michael  needs  such  support, 
we  shall  no  longer  be  having  to  say  to 
parents:  'There  is  nowhere  for  your 
child.  If  you  cannot  continue  to  care  for 
him  at  home,  he  will  have  to  go  into  a 
mental  handicap  hospital'. 

WHAT  CAN  BE  DONE? 

In  this  review  you  will  read  of  some  of 
the  work  Sense   has  been  doing  over 
the   past  year   for   deaf-blind   children 
and  adults,  and  their  families.  We  want 
two  things  of  you:  Your  understanding  of 
the    needs   of  our   children   and 
families,  your  help  for  us  to  con- 
tinue and  develop  our  work. 
These    children    have    the 
same   rights   as   anyone   else. 
The  right  to  a  decent  educa- 
tion,   to    care    and    under- 
standing, and  the  right  of  a 
chance    to   lead    a    full    and 
satisfying    life.    If   we    can 
give  them  those  rights,  we 
will  have  started  to  live  up 
to  our  claim  of  being  a 
caring  society. 


WHAT  DOES  SENSE 


0\~ER  30  years  ago  two  mothers  met. 
Each  had  a  deal-blind  child  and  neither 
had  ever  seen  another  deaf-blind  child. 
They  started  to  seek  out  others  in  the  same 
situation.  In  the  first  year  they  found  12 
families.  Sense  has  grown  out  of  the  needs, 
loneliness  and  exclusion  felt  by  this  small 
group  of  parents  of  children  handicapped 
as  a  result  of  rubella  (German  measles) 
during  pregnancy.  The  disease  had 
damaged  the  children's  sight  and  hearing 
and  some  had  also  suffered  damage  to 
their  brain  and  heart. 

Numbers  grew  and  in  1961  50  families 
founded  the  Rubella  Group.  By  helping 
and  encouraging  one  another,  by  record- 
ing and  studying  the  progress  of  each 
child  they  were  able  to  give  mutual  help 
based  on  experience  rather  than  on  the 
previous  trial  and  error  methods. 

That  Association  eventually  became 
Sense  and  is  now  in  contact  with  families 
and  professionals  all  over  the  country, 
and  has  a  profound  understanding  of  the 


needs  of  deaf-blind  children  and  adults, 
and  their  families. 
Today,  Sense: 

•  Offers  help  and  advice  from  birth  to 
deaf-blind  children  and  their  families 
through  our  Family  Advisory  Service. 

•  Advises  on  suitable  schooling  and 
after  school  placements. 

•  Helps  families  to  obtain  welfare  be- 
nefits and  provides  information  on 
training,  holidays,  new  legislation  and 
other  relevant  areas. 

•  Provides  rehabilitation  and  training  for 
deaf-blind  young  adults,  and  runs 
courses  for  others  seeking  to  do  so. 

•  Advises  and  encourages  teachers  and 
local  authorities  how  best  to  educate 
and  provide  for  deaf-blind  people. 


WHAT  IS  DEAF- 
BLINDNESS? 

There  is  no  formal  definition  of  deaf- 
blindness.  The  first  thought  that  springs 
to  mind  is  total  darkness  and  total 
silence.  Fortunately  this  extreme  state  is 
very  rare  and  in  most  cases  we  must 
imagine  something  less  awful  than  this. 
Nevertheless  consider  how  devastating 
the  loss,  in  any  degree,  of  both  senses 
must  be,  since  the  loss  of  one  alone 
makes  us  rely  more  on  those  that  remain. 

Without  sight  we  depend  on  every 
sound  to  give  us  information  about  our 
surroundings.  Without  hearing  we  scan 
people's  faces  and  gestures  for  meaning. 

The  effects  of  deaf-blindness  are  not 
just  the  effects  of  deafness  plus  the 
effects  of  blindness.  The  combination  is  a 
new  disability  which  presents  a  formid- 
able challenge  to  its  bearer  to  understand 
the  world  and  to  cope  with  everyday 
living. 


.    HOW  BIG  IS 
THE  PROBLEM 
IN  BRITAIN? 

After  over  30  years  pioneering  services  for 
deaf-blind  children  and  adults,  Sense  still 
receives  new  calls  every  week  from  families 
previously  unknown  to  us. 

WE  DO  KNOW  that  our  Family  Advisory 
.Service  reaches  over  200  families  with 
deaf-blind  children  under  the  age  of  five, 
giving  help  guidance  and  training.  But  we 
think  there  are  many  more  not  being 
helped. 

WE  DO  KNOW  that  the  specialist  deaf- 
blind  units  are  at  present  catering  for  about 
1 00  school-age  children.  But  we  also  know 
of  at  least  500  who  arc  not  receiving 
specialist  teaching  for  their  sensory 
impairment. 

WE  DO  KNOW  that  the  rubella  epidemic 
of  20  years  ago  produced  over  a  thousand 
deaf-blind  people.  Many  of  these  now  live- 
in  mental  handicap  hospitals. 

WE  DO  KNOW  that  several  hundred 
people  have  L'shcr  Syndrome,  where 
deafness  from  birth  is  compounded  by 
gradually  decreasing  vision  during 
adulthood. 


JawA-.hn  meets  one  of  the  students  at  Sense's 

Manor  Hour  workshop).  Training  schemes  are 

just  one  of  the  many  services  Sense  runs  for 

deaf-  blind  people. 


'HOW  MARY  GETS 

THE  MESSAGE 

THROUGH' 

.  .  .  'We're  a  team  now,  although  I  still  get 
stage  fright  when  I  have  to  stand  in  front  of 
a  class  to  talk  about  rubella  and  the 
importance  of  being  vaccinated.  Then  Alex 
shows  the  video,"Go  for  it",  which  shows 
what  can  happen  if  you  are  not  vaccinated. 

'We  get  as  many  of  the  teachers  together 
as  we  can  and  give  them  our  chat  about 
trying  to  eliminate  rubella  by  the  end  of  the 
century.  Wouldn't  that  be  fantastic?  We 
have  produced  an  information  pack  which 
we  give  to  them  to  show  how  their  child 
might  be  born  deaf  and  blind  if  they  catch 
rubella. 

'If  the  school  is  well  organised  we'll  be 
able  to  find  out  if  any  of  the  girls  aren't 
vaccinated.  The  aim  is  a  100  per  cent 
uptake,  of  course. 

'Some  days  I  work  in  the  health  district, 
where  my  problem  at  the  moment  is  getting 
through  to  Asian  ladies.  It  will  be  a  lot  better 
when  I'm  joined  by  a  Bengali  speaking 
colleague.' 


WHY  WORRY? 

This  year  the  National  Rubella  Council  is 
concentrating  its  activities  on  promoting 
rubella  vaccination  for  adult  women  of 
childbearing  age. 

Women  who  left  school  before  the  vaccine 
was  widely  available  in  the  1970s  or  missed  it 
through  fear,  apathy,  truancy,  or  other 
reasons,  may  be  unprotected.  The  important 
thing  for  all  women  who  may  conceive  to  be 
aware  of  is  their  'rubella  status';  one  simple 
injection  protects  all  future  children  from 
damage  by  'German  measles'. 

'Why  Worry?'  is  a  20-minute  video, 


presented  by  Jan  Francis,  the  TV  actress, 
which  shows,  in  a  series  of  fictional  situations, 
how  a  pregnant  woman  comes  into  contact 
with  rubella.  The  message  is  reinforced  by 
interviews  with  four  Sense  families  who  have 
rubella  children. 

This  new  video  follows  the  earlier  one 
called  'Go  for  it',  which  was  aimed  at  school- 
and  college-aged  girls. 

Sense  now  employs  20  people  through  the 
Manpower  Services  Scheme,  who  work 
alongside  health  authorities  throughout  the 
country  to  encourage  the  uptake  of  rubella 
immunisation  among  schoolgirls  and  women. 


USHER  SYNDROME 

STELLA  Mqadi  has  Usher  Syndrome. 
She  has  been  deaf  since  childhood  and 
gradually  her  eyesight  has  deteriorated 
so  that  by  1981  she  was  forced  to  give  up 
her  degree  course.  Life  has  not  been  easy 
for  Stella,  but  she  has  struggled  to 
overcome  the  effects  of  her  disability. 
Her  poetry  has  been  featured  on  BBC 
Television's  'See  Hear'  programme  and 
Jean  St  Clair,  who  is  currently  taking  part 
in  the  play  'Children  of  a  Lesser  God'  in 
London's  West  End,  has  dramatised  her 
poems  in  sign  language. 

This  syndrome  is,  as  yet,  a  little 
understood  condition.  The  Usher  Syn- 
drome Awareness  Project,  supported  by 
the  DI ISS,  Sense  and  four  other  char- 
ities, provides  advice  and  support  to 
those  who  have  the  condition,  and  seeks 
to  inform  parents,  teachers,  health  work- 
ers and  others  concerned. 


Stella ,  \  \qadi. 


FOUR  EVERYDAY  EVENTS 


Some  daily  tasks  and  events  are  so  'everyday'  that  sighted  and  hearing  people  take  them 

entirely  for  granted.  They  don't  even  notice  that  they  are  doing  them. 

To  a  deaf-blind  person  those  same  tasks  present  a  huge  challenge.  But  as  we  prove  here,  with 

courage  and  tenacity  they  are  not  insurmountable  challenges. 


PLEASE.  CLEAN. 
YOUR.  TEETH.  NOW. 

Slowly,  slowly,  Julie  signs  the  words  with  her 
hands.  Gillian  is  happy  to  oblige.  She  runs  up 
the  stairs  of  the  Manor  House  to  her 
bedroom  and  collects  her  mug,  toothpaste 
and  brush. 

Pulling  on  Julie's  hand,  she's  off  to  the 
bathroom.  The  ritual  has  begun.  Julie  checks 
off  each  stage  on  the  list  pinned  on  the 
bathroom  wall.  First,  Julie  guides  Gillian's 
hands  on  to  the  toothpaste  and  helps  her 
squeeze  the  toothpaste  on  to  the  brush. 

Then  one  of  the  most  important  steps, 
which  Gillian  attempts  to  skip.  Julie  uses  a 
firm  hand  over  Gillian's  to  make  sure  the 
loaded  brush  is  put  down  on  the  shelf.  Now 
the  top  to  the  toothpaste  tube  is  screwed  back 
on.  Gillian  would  much  rather  keep  the  brush 
in  her  mouth  at  this  stage  -  and  eat  the 
toothpaste. 

Julie  patiendy  stands  back  and  lets  Gillian 
show  how  she  clenches  her  teeth  together  and 
brushes  up  and  down,  not  forgetting  the  tops 
and  the  insides. 

Gillian  has  just  completed  an  intensive 
seven-week  programme  to  learn  how  to  brush 
her  teeth.  It  was  started  when  Julie  noticed 
that  Gillian's  dental  hygiene  was  poor. 

Before  even'  brushing  during  the 
programme,  Gillian  practised  on  a  set  of 
dentures,  with  Julie's  hands  over  hers.  Slowly, 
she  began  to  follow  the  movements  of  her 
own  accord  and  relate  to  them  when  cleaning 
her  own  teeth. 

Now,  within  just  a  few  months,  there  has 
been  a  noticeable  improvement  in  the  health 
of  her  gums  and  she  is  able  to  brush  her  teeth 
three  times  a  day  with  minimal  supervision. 


Gillian  has  just  completed  an  intensive  seven- 
week  programme  to  learn  how  to  brush  her  teeth. 


LEARNING 
TO  CRAWL 

How  does  a  child  who  can  see  and  hear 
learn  to  crawl?  Why  can  it  be  so  difficult  for 
a  deaf-blind  child? 

In  his  early  months,  a  sighted  hearing 
baby  looks  about  him  and  listens.  He  sees 
and  hears  interesting  things  -  his  mother, 
his  toys,  his  dinner.  He  learns  that  when  he 
sees  or  hears  something  in  front  of  him,  he 
can  stretch  out  his  hand  and  he  may  reach 
it. 

One  day,  when  he  has  learnt  to  support 
himself  on  his  hands  and  knees,  he  will  see 
or  hear  something  in  front  of  him.  He  will 
reach  out .  .  .  topple  forwards.  When  he 
regains  his  balance,  baby  will  find  he  is 
nearer  his  target.  One  more  reach,  one  more 
topple,  and  he  is  there.  He  has  crawled  for 
the  first  time. 

What  about  that  same  child,  if  he  is  deaf 
and  blind?  We  will  have  to  show  him  that 
there  are  exciting  things  in  the  world.  Then 
we  can  show  him  how  to  reach  out  as  a  way 
of  finding  things.  Then,  and  most  difficult, 
we  must  find  a  way  to  let  him  know  when 
there  is  something  nice  in  front  of  him.  A 
smell  of  mother's  perfume,  a  very  bright 
light,  the  vibration  of  footsteps,  gentle 


USING  THE 
TELEPHONE 

Derek  is  deaf  and  blind.  Now,  thanks  to 
Hasicom,  he  uses  the  telephone  to  call  his 
friends. 

Each  day  Derek  can  switch  on  his  braille 
terminal,  connect  it  to  the  telephone  and 
ring  up  a  central  computer.  This  links  him 
to  the  electronic  mail  system,  used  by 
thousands  of  people.  He  can  'chat'  directly 
with  anyone  else  who  is  connected  at  the 
time,  or  he  can  send  letters  to  his  many  new 
friends.  For  the  first  time,  the  barriers  of 
distance  and  of  deaf-blindness  are  being 
broken  down. 

Recently,  new  developments  mean  that 
Derek  can  receive  daily  news  over  the 
telephone  instantly.  Denied  the  radio  by  his 
deafness,  and  denied  the  newspapers  by  his 
blindness,  he  can  now  keep  up  to  date  with 
events. 
Derek  writes: 

Hasicom  has  changed  my  life  now  and 
it  will,  for  sure,  change  my  future. 
1  lasicom,  the  I  learing  and  Sight  Impaired 
Communication  programme,  is  now 
developing  new  methods  of  telephone 
communication  and  is  working  to  harness 
the  advances  of  microtechnology  for  the 
benefit  of  all  deaf-blind  people. 

Hasicom  -  new  technology  working  on  behalf  of 
deaf-  blind  people. 


blowing  on  a  child's  cheek  -  these  must 
serve  as  the  clue  that  mother  is  approaching, 
and  the  signal  for  the  child  to  reach  out. 
Only  now,  when  he  has  learnt  all  this,  can 
we  think  about  helping  him  learn  to  crawl. 


A  baby  will  learn  to  crawl  because  he  is  attracted 
by  an  interesting  looking  object  at  the  other  end  of 
the  room.  Or  maybe  he's  curious  about  a  new 
noise.  But  a  baby  who  can  neither  see  nor  hear  has 
to  learn  many  things  before  we  can  begin  to  teach 
him  to  crawl. 


Getting  dressed  is  not  just  a  skill  that  deaf-blind 
people  have  to  learn  -  it  is  a  series  of  skills. 
Buttons,  zips,  laces,  each  one  is  a  new  skill  to  be 
mastered. 

GETTING  DRESSED 

James  is  getting  dressed.  It  is  not  as  easy  as 
you  may  think. 

Where  did  he  leave  his  clothes  last  night? 
When  he  got  undressed,  he  placed  them 
carefully  one  by  one  in  a  set  place.  It  saves 
him  hunting  everywhere  this  morning. 

Is  his  jumper  inside  out?  Not  easy  to  tell 
by  feel.  He  used  to  try  to  find  the  small  label 
at  the  back  of  the  neck,  but  he  finds  it  easier 
using  a  label  sewed  on  the  side,  near  the 
bottom,  so  he  can  feel  it  with  his  hand  while 
pulling  the  jumper  over  his  head. 

Are  there  any  dirt  marks  on  his  clothes? 
He  hopes  not  -  they  are  very  hard  to  feel. 

How  did  he  learn  to  dress  himself? 
Painstakingly  slowly.  Every  stage  was 
broken  down  into  minute  steps,  and  he  was 
shown  how  to  do  it  'hands  on'  -  with  the 
hands  of  his  teacher  moving  his  hands  in  the 
correct  way.  For  each  new  skill  -  buttons, 
zips,  laces  -  there  was  a  whole  new  teaching 
programme. 


FOUR  SENSE  SERVICES 

Life  is  rarely  free  from  problems  -  particularly  if  you  are  deaf-blind,  or  a  member  of  your  family 

is.  Sense's  four  main  services  are  designed  to  offer  help  and  support  to  deaf-blind  children, 

adults  and  their  families  so  that  they  can  lead  as  near  normal  a  life  as  possible. 


HOLIDAYS 


A  mother  writes:  'Sharon  is  the  only  one  at  her  special 
school  who  is  deaf  and  blind.  I  feel  that  it  is  important 
for  her  to  meet  other  children  in  a  similar  situation, 
and,  as  we  live  in  the  country,  the  only  way  she  has 
been  able  to  do  this  has  been  on  Sense  holidays. 
Looking  after  all  her  needs  24  hours  a  day  gives  me 
little  chance  to  relax  and  I  have  dreaded  the  coming  of 
the  long  summer  holidays.  Knowing  that  she  is  being 
cared  for  and  entertained  for  two  weeks  gives  me  a 
chance  to  unwind  and  take  a  break  myself.' 

A  holiday  for  a  deaf-blind  child  away  from  home  can  often  be 
the  best  holiday  Sense  could  offer  to  a  hard-pressed  family. 

With  the  best  will  in  the  world  coping  with  a  handicapped 
child's  need  for  attention  and  entertainment  throughout  the 
long  summer  holidays  can  overload  the  most  patient  parent. 

So  Sense's  holiday  programme  grows  each  year: 

•  This  summer  we  offered  six  holidays  in  England  and  one 
in  Scotland. 

•  There  are  three  holidays  for  children  of  mixed  abilities 
aged  up  to  about  15  years.  Two  are  at  the  seaside  at 


Southport  and  Weston-Super-Mare.  The  other  was  in 
Cumbria  and  allowed  trips  in  the  hills  as  well  as  to 
Morecambe  Bay. 

•  Young  adults  need  to  be  stretched  a  little  more  so  the  over 
15s  used  the  recreational  facilities  of  Henshaws  Independ- 
ence Centre  and  the  delights  and  challenges  of  the 
Yorkshire  Dales. 

•  Another  group  of  youngsters  took  a  lively  break  at  Bridge 
of  Weir  on  our  first  Sense-in-Scotland  holiday  venture. 

•  Severely  handicapped  adults  had  full  board  and  used  the 
facilities  at  our  Edgbaston  centre,  which  include  a 
swimming  pool,  gymnasium  and  sports  field. 

•  Ten  more  able  grown-ups  went  to  Butlins  at  Barry  Island 
in  self-catering  quarters. 

•  Our  Regional  Branches  now  own  and  operate  holiday 
caravans  on  lovely  sites  from  Ayrshire  to  Devon  and  they 
are  all  suitable  for  family  occupation. 

On  all  Sense  holidays  professional  helpers  are   available, 
where  required,  and  they  are  assisted  by  volunteers. 

Sense  tries  to  ensure  that  no  family  is  unable  to  take  up  a 
holiday  offer  because  of  lack  of  means. 


Sense  holidays  provide  a  welcome  break  for  deaf-blind  people  and  their 
families. 


THE  FAMILY 
ADVISORY  SERVICE 

'My  feelings  of  bewilderment  turned  to  something  like 
panic  as  I  came  to  realise  that  Sam  just  didn't  respond 
to  anything  that  I  did  to  attract  his  attention. 

'I  clapped  my  hands  -  no  response,  nothing,  not  a 
flicker  of  interest. 

'I  knew  that  my  first  baby  had  tried  to  follow  a 
candle's  light  with  his  eyes.  Sam  seemed  to  just  ignore 
it. 

'I  took  a  deep  breath  and  said  to  myself  as  I  gripped 
the  edge  of  the  table,  "Janet  you're  right  out  of  your 
depth".' 

Fortunately  Janet  was  referred  to  The  Family  Advisory 
Service  where  she  quickly  realised  that  her  problems  were  not 
unique  and  that  help  was  at  hand. 

The  Service  offers  counselling,  guidance,  support  and 
advice  from  its  team  of  experienced,  qualified  teachers  who 
can  call  on  a  paediatrician,  a  physiotherapist  and  a  speech 
therapist  if  need  be.  Families  may  be  visited  at  home  by  the 
peripatetic  teachers  or  come  to  the  centre  with  their  child  for 
an  assessment  which  can  then  be  used  to  plan  a  suitable 
course  of  action  for  the  child  and  the  family. 

The  Family  Advisory  Service  works  mainly  with  pre-school 
children  and  their  families,  although  some  of  the  services  are 
offered  to  young  children  already  at  school. 

A  variety  of  activities  takes  place  at  the  centre,  such  as 
Parents'  Weekend  Workshops,  which  are  sometimes  struc- 
tured courses  and  on  other  occasions  social  events  and  a 
parents' meeting.  Individual  Development  Days  can  help  to 
provide  children  with  experience  of  learning  through  play  and 
help  parents  with  learning  ideas.  They  also  provide  an 
opportunity  for  monitoring  the  child's  progress. 

The  1981  Education  Act  requires  all  children  with  special 
educational  needs  to  have  a  'statement'  made  to  help  ensure 
the  child  is  placed  in  the  best  school  possible.  The  Family 
Advisory  Service  team's  contribution  to  this  statement  can 
help  in  this  process. 

During  1985-86  the  service  has  expanded.  A  second 
Family  Centre  (the  first  is  in  Ealing)  is  about  to  open  in 
Birmingham  and  a  Family  Resource  Centre  has  opened  in 
Newcastle  to  serve  the  needs  of  children  from  the  north  of 
England.  Further  expansion  is  needed  and  planned,  as  new 
families  are  referred  every  week. 


Amon?  the  \  ariet)  ofacth  Hie  offered  by  the  Family  Advisory  Service  are 

Parent* '  Weekend  Workshops. 


Parents  'Link  helps  to  prevent  the  isolation  that  many  people 

with  a  deaf-blind  child  feel.  Parents  benefit  from  each  other's  experiences. 


PARENTS'  LINK 


'Last  year  a  new  member  joined  our  local  branch  of 
Sense.  She  is  deaf  herself  and  she  has  a  deaf-blind  son. 
Before  she  found  us  she  had  never  met  anyone  with  a 
deaf-blind  child. 

'The  isolation  she  and  her  husband  have  known  was 
overwhelming  at  times.  They  felt  very  much  alone. 
Now,  at  last,  they  both  feel  that  they  belong  some- 
where. 

'Because  there  is  always  a  creche,  they  are  able  to 
come  to  branch  meetings  and  bring  their  son  and 
because  we  always  have  a  signing  interpreter  they  can 
easily  follow  the  meeting. 

'Now  they  are  able  to  discuss  problems  which  other 
parents  can  understand.  Barriers  have  come  down  and 
we  all  benefit  from  each  other.' 

Sense's  regional  organisation  of  branches  is  spreading 
throughout  Great  Britain,  usually  by  the  effort  of  a  group  of 
enthusiastic  parents  coming  together  for  mutual  self-help. 

Sense's  liaison  officer,  himself  the  parent  of  a  deaf-blind 
son,  travels  extensively,  helping  and  advising  both  newly 
founded  and  established  branches.  This  year's  growth  has 
seen  Northern  Ireland,  Avon  and  the  North-West  added  to 
the  eight  other  branches. 

A  major  concern  of  all  parents  of  deaf-blind  children  is 
their  long-term  future.  Our  Eastern  branch  at  Chelmsford  is 
addressing  a  problem  that,  as  yet,  no  charity  has  solved  -  how 
an  individual  can  pass  on  to  a  child,  who  outlives  parents,  a 
financial  inheritance  secured  for  the  care  of  the  child.  At 
present  the  only  safeguard  seems  to  be  in  the  placement  of  the 
child  in  a  long-term  home. 

Conscious  that  more  such  residential  homes  are  desperate- 
ly needed  Sense  South-West,  in  Devon,  has  begun  a 
campaign  to  secure  a  10-bedded  residential  home  for  their 
children  when  the  years  of  statutory  education  are  over  at  19. 

Fundraising  in  a  variety  of  ingenious  ways,  liaison  with  local 
and  health  authorities,  organising  lectures  and  discussions  to 
spread  knowledge  about  deaf-blindness  and  providing  centres 
for  contact  and  help  arc  but  a  few  of  the  many  branch 
activities. 


EDUCATION 


'Anna  is  the  only  child  in  my  class  who  is  deaf  and  blind. 
All  my  class  have  severe  learning  difficulties  and  I  know 
quite  a  lot  about  how  to  deal  with  them,  but  I  had 
never  met  a  deaf-blind  child  before.  Now  I've  been  on 
one  of  Sense's  courses  and  read  a  lot  of  their  literature. 
Last  year  at  their  Conference  I  met  a  lot  of  other 
deaf-blind  children,  and  other  teachers.  It's  still  not 
easy  teaching  Anna,  but  at  least  I  know  I'm  not  on  my 
own.' 

About  100  deaf-blind  children  are  taught  in  special  deaf- 
blind  units.  Others  are  in  a  variety  of  other  settings.  Last  year 
Sense: 


•  Ran  courses  for  teachers  and  classroom  assistants. 

•  Advised  parents  and  teachers  on  suitable  schools  place- 
ments. 

•  Worked  with  local  authorities  on  planning  educational 
services  for  deaf-blind  children. 

•  Encouraged  cooperation  between  schools  and  units, 
through  our  Education  Committee,  our  conferences  and 
our  magazine  'Talking  Sense'. 

•  Campaigned  for  the  Department  of  Education  and  Scien- 
ce to  plan  a  national  strategy  for  deaf-blind  education. 
The  spring  of  1986  saw  the  first  concrete  results  of  our  efforts 
when  a  draft  consultation  document  was  issued.  This  coming 
year  will  see  Sense  closely  involved  with  the  Department  of 
Education  and  Science  in  planning  services  for  all  deaf-blind 
children. 

Sense  tries  to  ensure  that  all  deaf-blind  children  receive  the  right  education. 


A  walk  in  the  grounds  around  the  Manor 
House. 


THE  MANOR  HOUSE 


The  Manor  House  is  a  beautiful  old 
building  with  a  large  garden  and 
outbuildings  in  the  small  country  town  of 
Market  Deeping  in  Lincolnshire.  It  was 
opened  in  1980  as  the  first  residential 
rehabilitation  and  training  centre  in  this 
country  for  deaf-blind  adolescents  and 
young  adults. 

Here  16  youngsters,  of  both  sexes,  are 
taught: 

•  How  to  look  after  themselves  and  be  as 
independent  as  possible  in  personal  life. 

•  How  to  use  what  senses  they  have  to 
understand  the  world  around  them,  its 
shapes  and  forms. 

•  How  to  cope  with  the  everyday  world  of 
money,  time,  weight  and  measurement 
in  daily  living. 

•  How  to  use  their  hands  and  minds  in 
craft  work  and  leisure  pursuits. 


•    How  to  communicate,  by  all  means,  with 

their  fellow  students,  the  staff  and  the 

outside  world. 
At  Wellington,  five  miles  away,  some  of  the 
students  attend  workshops  and  learn  the 
routine  of  working  life.  They  use  public 
transport,  take  packed  lunches  and  learn  the 
craft  skills  they  need  to  produce,  for 
example,  macrame,  pottery,  jewellery  and 
printed  goods  for  Sense's  sales  outlets. 

Last  year  the  Manor  House  opened  a 
group  home  where  two  of  the  students 
could  live  almost  independently  in  the 
village.  In  1986  a  second  group  home  will 
be  opened  allowing  two  more  students  to 
live  independently  aw  ay  from  the  main 
house.  Another  of  this  year's  improvements 
is  a  new  indoor  swimming  pool,  so 
beneficial  for  therapy,  mobility  training  and 
leisure  activities. 

The  Manor  House's  strong  links  with  the 
friendly  local  community  arc  reinforced  by 
the  students  joining  in  sporting  and 
educational  activities. 


NEW  DEVELOPMENTS 

This  past  year  has  seen  Sense  growing  rapidly  in  many  aspects  of  its  services.  It  has  also  been  a 
year  which  has  been  setting  the  scene  for  major  developments. 


Awareness  of  the  needs  of  deaf-blind 
people  has  grown  with  the  increasing 
influence  of  Sense.  In  Parliament,  Sense 
was  closely  involved  in  drafting  the 
Disabled  Persons  Act,  which  extends  the 
rights  of  all  disabled  people.  Sense  has 
campaigned  for  improved  teacher  train- 
ing and  educational  planning  for  deaf- 
blind  children,  and  has  fought  for  im- 
proved social  security'  benefits  for  all 
deaf-blind  people. 

Ix>cal  involvement  has  increased.  Bran- 
ches of  Sense  have  opened  in  the  Mid- 
lands, in  the  North,  the  Fast,  the  South- 
\\  est  and  in  Northern  Ireland.  So  often 
these  branches  are  the  catalysts  for 
future  service  growth. 

Our  Rubella  Awareness  Campaign  has 
employed  20  staff  in  the  London  area 
this  year.  The  success  of  this  project 
preludes  its  growth  across  the  country  in 

1986-7. 

Increased  cooperation  with  other 
agencies  has  borne  fruit.  Sense  staff 
work  alongside  schools,  nurseries  and 
hospitals,  providing  advice  and  informa- 
tion on  how  services  for  deaf-blind 
people  could  be  improved.  Our  work 
alongside  other  charities  in  the  field  of 
disability  gi\es  us  strength  through  unity. 

This  coming  \car  our  services  will  see 
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further  expansion.  In  Glasgow,  in  con- 
junction with  Quarriers  Home,  Scot- 
land's first  centre  for  deaf-blind  young 
adults  opens  its  doors  to  1 2  students,  in  a 
project  which  shows  the  value  of  working 
alongside  other  progressive  organisa- 
tions. 

The  Manor  House,  in  Lincolnshire, 
will  see  the  opening  of  its  swimming  pool 
and  of  its  second  group  home,  provided 
through  the  generosity  of  the  local  area. 
In  Birmingham,  Sense-in-the-Midlands 
starts  down  the  road  to  becoming  the 
principal  centre  for  deaf-blind  services  in 
Britain. 

SCOTLAND  - 
PLANS  FOR  THE 
FUTURE 

One  year  is  a  long  time  in  the  growth  of 
Sense-in-Scotland.  Last  year's  Review 
reported  on  the  appointment  of  Gillian 
Morbey  as  Development  Officer.  Since 
then,  Sense-in-Scotland  has  established 
itself  as  a  dynamic  new  force. 

The  first  Scottish  Conference  on 
deaf-blindness  demonstrated  the  depth 
of  concern  and  commitment.  The  Scot- 
tish Office  agreed  funding  for  a  research 


The  swimming  pool  at  the  Manor  House. 

project  to  discover  how  many  deaf-blind 
adults  there  are  in  Scotland,  and  the 
flood  of  new  names  illustrated  the  size  of 
the  need.  Sense-in-Scotland  now  plans  a 
register  of  all  Scotland's  deaf-blind. 

Now  the  first  post-school  project  is 
about  to  open.  For  many  years  the 
Scottish  parents  -  inspired  by  Sheena 
and  John  Tulloch  -  have  been  pressing 
the  needs  of  the  school  leavers.  Last  year 
Dr  Minto  from  Quarriers  Homes  (a 
Scottish  charity  providing  residential 
care  for  children)  grasped  the  nettle,  and 
plans  were  made  for  a  joint  project.  With 
050,000  spent  on  renovation,  Overbridge 
is  soon  to  open,  providing  further  educa- 
tion and  long-term  care  to  12  deaf-blind 
young  adults,  most  of  whom  were  living 
in  large  mental  handicap  hospitals. 

Overbridge  is  only  the  beginning.  From 
this  base,  we  hope  to  see  the  growth  of  a 
truly  comprehensive  service  to  all  Scot- 
land's deaf-blind  adults. 

Other  plans  for  1986-87 

•  The  first  holiday  for  Scottish  deaf- 
blind  children. 

•  Hosting  the  International  Deaf-Blind 
Activity  Week 

•  A  Rubella  Campaign  for  Scotland. 


SENSE-IN-THE-MIDLANDS 
-  OUR  DREAM  BECOMES 
A  REALITY 

In  December  1985  Sense  took  possession 
of  the  Royal  School  for  Deaf  Children  in 
Edgbaston,  Birmingham.  The  school  had 
closed  one  year  previously,  and  the  trustees 
agreed  to  Sense's  proposals  to  take  on  the 
management  of  the  Trust  and  the  school 
buildings. 

The  school  is  on  a  large  attractive  site 
near  the  centre  of  Birmingham,  ideally 
located  for  us  to  cooperate  with  other 
agencies  in  the  city.  It  now  provides  us  with 
the  opportunity  to  develop  many  of  the 
services  that  are  so  desperately  needed.  A 
rebuilding  programme  is  starting  in  the 
Autumn  of  this  year,  and  a  £2  million 
appeal  is  being  launched.  John  Hatton,  the 
new  Principal,  is  on  site  and  is  steadily 
building  his  professional  team  around  him. 

The  site  will  offer: 

•  A  new  Family  Centre,  to  offer  support 
and  guidance  in  a  friendly  setting  to  the 
many  families  with  deaf-blind  young 
children  in  the  Midlands.  The  Family 
Centre  will  combine  a  homely  atmos- 
phere where  parents  can  stay  with  their 
children,  along  with  well-equipped 
teaching  rooms. 

•  A  new  further  education  centre.  Over 
the  next  two  years  there  will  be  36 
student  places  on  the  site.  Training  will 
be  directed  at  the  least  able  deaf-blind 
adults,  most  of  whom  will  have  been 
living  in  mental  handicap  hospitals. 
After  training,  students  should  be  able 
to  move  into  community  placements 
where  they  can  live  with  support.  The 
first  eight  students  start  in  the  autumn 
of  1986. 

•  Conferences  and  courses  for  all  staff 
working  with  deaf-blind  people. 
Already  this  year  has  seen  several  short 
courses,  seminars  and  conferences; 
over  the  next  year  we  will  see  a  rapid 
growth  in  these. 

•  A  focus  for  Sense's  adult  services. 
Sense  is  developing  support  services  for 
deaf-blind  people  in  settings  through- 
out the  country  -  providing  help  with 
assessments,  with  communication  prog- 
rammes, with  equipment  needs,  with 
training  for  staff  and  for  service  plan- 
ning. In  1985-6  Sense  staff  provided 
courses  for  300  nurses  in  mental  hand- 
icap hospitals,  and  worked  with  11 
hospitals  on  designing  their  services. 
Plans  are  in  train  for  a  greatly  expanded 
advisory  service. 

•  A  rehabilitation  centre  for  deaf  adults 
who  lose  their  sight  through  Usher 
Syndrome. 

Sense-in-the-Midlands  already  hosts  a 
variety  of  other  services  to  deaf  people. 
The  next  few  years  should  see  the  site 
grow  in  influence  and  importance.  All  that 
is  needed  is  £2  million! 


WHERE  WE  ARE 

■  SENSE  H.Q.  -  Professionally  run  by  employed  staff  in  Sense  premises 

▲  SENSE  CENTRES  -  Professionally  run  by  employed  staff  in  Sense  premises 

A  SENSE  BRANCHES  -  Voluntary  groups,  home  based  (indicates  place) 

0  FAMILY  RESOURCE  CENTRE 


SCOTTISH  (Glasgow) 

SENSE-IN-SCOTLAND 
(Glasgow) 

NEW  OVERBRIDGE  CENTRE 
opens  September  1986 


FAMILY  RESOURCE  CENTRE 
vl  (Newcastle  on  Tyne) 


AVON 
(Bristol) 

SOUTH-WEST 
(Newton  Abbot) 


THE  FAMILY  CENTRE 
(Ealing) 

LONDON  WEST  • 
(Richmond) 


LONDON  NORTH-EAST 
(Walthamstow) 


MANOR  HOUSE 

For  a  deaf-blind  person,  water  can  be  the 
safest  environment.  Here  you  can  let  go, 
lash  out,  exert  yourself  without  fear  or 
injury.  Here  you  can  relax  -  and  the  water 
supports  you.  Swimming  is  a  central  part  of 
the  therapy  programme  of  a  deaf-blind 
student. 

The  opening  of  the  Manor  House  pool 
marks  yet  another  improvement  in  the 
service  offered  to  our  deaf-blind  students. 


TIMETABLE 

FOR 

ACTION 


July  1986 

Renovations  start  at  Sense-in-the-Midlands. 

Forty  teachers  arrive  for  a  four-week  course. 

October  1986 

First  four  students  start  at  Sense-in-the-Midlands. 

November  1986 

Four  more  start. 

New  Principal  starts  at  Overbridge,  Glasgow. 

January  1987 

First  students  at  Overbridge. 

New  teachers'  course  starts  at  Sense-in-the-Midlands. 

April  1987 

New  Family  Centre  opens  at  Sense-in-the-Midlands. 

Twelve  more  student  places  available. 

Six  more  places  at  Overbridge. 
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JUSTIN'S  DAY 

Justin  is  a  happy  little  boy  and  the  events  in  his  day  are  the  same  as  any  other  six  year  old's. 
But  Justin  has  one  big  obstacle  to  overcome  -  he  is  deaf  and  blind. 


'HE  KNOWS  he  can  get  round  people 
by  smiling  at  them,'  explains  Lynn, 
Justin's  young  mother,  as  she  struggles  to 
contain  the  physical  exuberance  of  her 
six-year-old  son. 

In  a  year  or  two  he  will  probably  be 
bigger  and  stronger  than  her.  Already  he 
loves  to  wresde  on  the  ground  with  his 
Uncle  Scon  -  fortunately  Uncle  is  only 
10  and  more  like  an  older  brother. 

^~hen  he  comes  home  by  taxi  from  his 
day  school  at  Kettering,  where  he  is  the 
only  deaf-blind  child  among  others  with 
a  range  of  physical  handicaps,  he  grasps 
his  mother's  hand  then  hugs  her  fiercely. 
Now  reassured  he  begins  to  tell  her 
about  something  happening  at  school  in 
his  guttural  voice  which  is  difficult  at  first 
for  a  stranger  to  understand. 

Soon  he  is  off  to  play,  turning  over  a 
chair  to  make  a  small  climbing  frame. 
That  game  quickly  bores  him  so  he  feels 
his  way  along  the  wall  to  the  radiator  in 
the  hall  which  becomes  a  drum  to  his 
little  fists.  Next  he  begins  to  dance, 
turning  round  and  round  and  singing  to 
himself  in  a  ia  la  la'  way. 

Although  almost  totally  blind 

Justin  is  drawn  towards  the 

bright  light  streaming  through 

the  window. 

Although  almost  totally  blind  Justin  is 
drawn  towards  the  bright  light  streaming 
in  through  the  sunlit  garden  window  and 
climbs  onto  the  armchair  and  faces  the 
glare.  Lynn  slips  into  the  chair  and  he 
wriggles  on  to  her  lap,  then  falls  silent 
and  attentive  as  his  mother  sings  nursery 
rhymes  to  him.  She  keeps  her  head  close 
to  his  ear  so  that  the  tiny  amount  of 
hearing  he  still  possesses  can  pick  up 
something  of  the  rhythm  and  sound. 
Gradually  he  picks  up  the  tune  and 
croons  with  her,  his  face  full  of  pleasure. 

Justin  was  born  prematurely,  weighing 
less  than  three  pounds;  his  struggle  to 
survive  in  the  incubator  lead  the  nurses 
to  ask  Lynn  'Who's  got  a  temper,  you  or 
his  dad?'.  Little  Justin,  named  after 
Justin  lashcnu  the  footballer,  was  deter- 
mined to  make  it  on  to  the  team! 

I  Ann  recalls  the  joy  of  those  days,  'I 
used  to  put  my  finger  into  the  incubator 
for  him  to  grasp  and  I'd  sing  to  him.  He 
would  giggle  and  laugh.' 

When  he  came  home  after  two  months 
in  the  incubator  he  still  weighed  only 
4  lbs  12  oz,  about  half  the  usual  birth- 
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Justin  and  his  mother,  Lynn. 

weight  of  a  full-term  baby. 

Sadly,  in  their  efforts  to  keep  his  tiny 
body  alive  the  medical  team  had  been 
forced  to  give  Justin  a  lot  of  oxygen  and 
gradually  it  became  apparent  that  all  was 
not  well  with  his  eyes,  they  were  obvious- 
ly sore  and  Lynn  noticed  that  they 
changed  colour  from  blue  to  brown. 

'Eventually  one  of  the  doctors 

said  "I  knew  he  was  deaf  from 

the  start"  ...  I  looked  at  Justin 

and  I  thought  "why  him?".' 

At  10  months  eye  specialists  at  Great 
Ormond  Street  I  lospital  operated  on 
Justin  to  clear  away  sore  membranes  and 
to  improve  the  look  of  his  eyes. 

'I  didn't  click  how  bad  his  eyes  were,  I 
thought  he  would  have  to  wear  glasses' 
said  Lynn,  until  one  day,  when  he  was  18 
months  old  a  local  consultant  explained 
fully  and  clearly  that  Justin  would  never 
see. 

'Although  it  hurt  me  at  the  time  I'm 
now  very  glad  that  he  told  me  so  clearly 


and  stopped  me  clinging  to  the  hope  thai 
Justin  would  get  better.' 

Worse  was  to  come  -  although  nothing 
wrong  was  noticed  in  the  early  checks  on 
Justin's  hearing,  by  the  time  he  was  three 
the  hospital  was  aware  that  something 
was  seriously  amiss. 

'No  one  properly  explained  his  deaf- 
ness to  me',  Lynn  said  with  some  feeling, 
'although  eventually  one  of  the  doctors 
said,  "I  knew  he  was  deaf  from  the 
start".' 

Happily  Justin  can  be  helped  and 
wears  two  post-aural  aids  and  sometimes 
a  phonic  ear  device.  'I  have  seen  him 
respond  to  the  crackle  of  crisp  papers 
and  to  the  roar  of  the  washing  machine. 
The  idea  of  the  phonic  ear  is  to  cut  out 
all  the  confusing  noises  so  that  he  can 
only  hear  my  amplified  voice.' 

'I  Ic  likes  music.  At  the  moment  he's 
mad  on  Queen,  the  rock  group.  Perhaps 
we'll  get  him  a  personal  cassette  player 
for  Christmas'  she  said. 

I  ,ynn  is  well  supported  by  her  parents. 
'Mum  was  always  at  the  hospital  when 
Justin   was   little'.   Dad's   handiwork   is 


written  all  over  Lynn's  neat  garden. 
'Without  my  family  I  just  couldn't  have 
coped,'  she  says. 

'My  friend's  baby  was  born  at  the  same 
time  as  Justin  and  when  she  began  to 
toddle  and  talk  and  he  couldn't  I  began 
to  feel  sad.  When  the  first  day  came  for 
the  children  to  start  infant  school  I  felt 
dreadfully  left  out.  I  wanted  to  be  there, 
with  him  and  all  the  other  mothers  and  I 
looked  at  Justin  and  thought  "Why 
him?".' 

'He  speaks  and  signs  better  now 
that  he's  in  speech  therapy  class.' 

Justin  started  at  his  special  school  just 
before  he  was  three:  'For  the  first  time  I 
felt  that  I  wasn't  totally  responsible  for 
him.  That  allowed  me  to  relax  and  I 
enjoyed  him  more  when  he  came  home. 
Now  I  sometimes  think  he  sees  me  as  a 
feeder  and  a  cuddler!  I  take  him  round 
the  house  with  me,  he  can  climb  up  and 
down  stairs  and  loves  washing  up,  espe- 
cially squeezing  water  from  the  sponge. 
He  pretends  that  he  can't  undress  him- 
self but  when  he  wants  a  bath  he 
manages  quickly  enough!  Dressing  is 
harder  and  shoelaces  and  buckles  are  too 
much  for  him. 

'Justin  likes  his  school  and  mixing  with 


the  other  children.  They  gain  confidence 
through  PE,  climbing  up  ropes  or  rolling 
like  clowns  on  the  mats.  Justin  feels  free 
in  the  water  now  that  he  can  swim  and 
he's  a  dare  devil  in  the  pool.  He  speaks 
and  signs  better  now  that  he's  in  a  speech 
therapy  class. 


He  loves  washing  up,  especially  squeezing  water  from 
the  sponge. 

'I  find  my  two  mother's  groups  very 
supportive  and  I  join  in  the  life  of  the 
school  by  doing  voluntary  work  in  the 
classroom.' 

The  specialist  teachers  and  county 
advisers  for  the  deaf  and  blind  have 
helped  Lynn  to  understand  Justin's 
problems  and  the  school  psychologist  put 
her  in  touch  with  Sense. 

'We  are  trying  to  teach  him  to  be 
a  little  more  independent.' 

Lynn  made  her  first  visit  to  the  Family 
Advisory  Service  in  early  1985  and  has 
followed  it  up  with  other  visits  and  longer 
stays,  sometimes  accompanied  by  Justin's 
teachers,  who  themselves  have  learned 
how  to  help  with  the  particular  problems 
of  a  dual  sensory  impairment. 

Lynn  explains  the  value  of  these  visits: 
'Sense's  teachers  have  taught  me  how  to 
play  with  Justin  to  develop  his  abilities, 
for  example,  and  how  to  get  him  to  do 
things  like  bringing  a  comb  or  a  toy  to 
me.  We  are  trying  to  teach  him  to  be  a 
little  more  independent.  I  always  look 
forward  to  seeing  Doreen,  my  teacher 
from  Sense,  who  visits  us  at  home.' 

'I  haven't  thought  too  far  ahead.  Even- 
tually when  he's  more  able  to  cope  I 
might  feel  that  he  should  go  away  to  a 
boarding  school.  But  at  the  moment  he 
becomes  fretful  if  he's  away  from  me  for 
just  one  night,  even  at  my  mother's.  I 
would  like  him  to  meet  other  deaf-blind 
children  and  make  friends  with  them. 
And  I  would  like  him  to  become  more 
independent  in  daily  living. 

'It's  not  much  to  ask  but  it  will  mean 
such  a  lot  to  Justin  and  to  me.' 


Justin  uin  climb  up  and  down  stairs. 
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FINANCIAL 

REPORT 


Sense's  activities  for  the  year  ending  31  March  1986  are 
reflected  in  financial  terms  in  two  reports,  one  for  Sense 
proper  and  one  for  The  Royal  School  for  Deaf  Children 
{,RSDO  Charitable  Trust,  of  which  Sense  is  corporate 
trustee.  The  report  concerning  the  activities  within  the 
RSDC  Trust  is  to  be  found  in  the  1985-86  accounts.  At  this 
stage,  the  two  reports  do  not  have  sufficient  common  ground 
to  justify  their  being  merged.  It  is  intended  to  merge  them  in 
future  years. 

The  year  has  been  another  successful  one  in  terms  of 
income.  We  have  been  able  to  meet  our  day-to-day  expend- 
iture -  the  Income  and  Expenditure  Account  gives  details  of 
both  -  and  also  to  set  aside  a  further  £225,000  for  future 
capital  developments.  Readers  will  see  from  the  chart 
showing  'Where  the  money  comes  from'  that  we  were 
especially  fortunate  in  the  matter  of  legacies.  The  other 
sources  of  income  show  only  slight  percentage  variations  over 
the  previous  14- month  period. 

The  expenditure  headings  displayed  opposite  cover  Sense 
activities  as  follows: 

Rehabilitation  and  training 

Education  and  pre-school  services 

Family  support  and  welfare 

Publicity  and  awareness 

Holidays 

Administration 

Fundraising 

It  remains  only  to  thank  all  those  whose  efforts  and 
contributions  achieved  such  an  impressive  result  and  through 
whom  Sense,  as  an  expanding  organisation,  has  been  able  to 
grow  soundly  and  securely  -  staff,  supporters,  volunteers, 
parents  and  children.  All  deserve  our  warmest  thanks. 


Rodne\  Clark.  Director 
on  behalf  of 
V_.     Sense's  Council  of  Management 


BALANCE  SHEET  AS  AT 
31st  MARCH  1986 


Fixed  Assets 

Current  Assets 

Less:  Current  Liabilities 

I 

534,633 
54,759 

466,311 

479.874 

Total  Net  Assets 

946.185 

Represented  by: 
Reserves  and  funds 
Reserves: 

new  residential  projects 

431,185 

515,000 

946.185 

INCOME  AND  EXPENDITURE 
1st  April  1985  to  31st  March  1986 


INCOME 

£ 

DHSS  &  local  authority  grants 

157.180 

Manpower  Services  Commission 

99,043 

Legacies 

217,601 

Fees  for  the  Manor  House  & 

Familv  Centre 

218,395 

Donations  &;  Subscriptions 

318,269 

Interest,  special  events  & 

sundry  income 

80,145 

1.090.633 

EXPEND  ITL  RE 

Rehabilitation  &:  training 

275,308 

Education  &  pre-school  services 

161,550 

Family  support  and  welfare 

89,843 

Publicity  &:  awareness 

138,388 

Holidays 

6,220 

Administration 

89,983 

Fundraising 

101,151 

862,443 

Surplus  before  transfer 

LESS: 

Transfer  for  approved  projects 

NET  SURPLUS 


228.190 


225.000 
3,190 


WHERE  THE  MONEY 
CAME  FROM 


HOW  WE  SPENT  IT 


Interest,  special  events 
and  sundry  income  7% 


■  DHSS  &  local  authority 
grants  15% 


-Manpower  Services 

Commission  9% 


Rehabilftatior,  & 

training  22% 


EouQtor   &   r»~£-5C*00 

services  19% 


Lejac.es  20%  Fundnamg 

12% 


F*ei  tor  Manor  H©u*e  — 
and  Famrtr  Centre  20% 


frjMit'i*  & 
wa^eness  16% 


'I  DON'T  KNOW  HOW  WE  WOULD 
HAVE  COPED  WITHOUT  SENSE' 

to** <<ut  Uarntd  that *ur  *™ 

u  '  v  /  ^w^oon  una*  /not  mtiij 

blind  MuX  cUaf  muuiU  Jj-  *        7         7 

4h£  -A,*,  °1°  ld^L-  What 

cop*.  uuOh  Vun  ^  tpmm* 


This  letter  is  typical  of  many  we  receive  from  parents  and  relatives  of  deaf-blind  children  and 

adults.  They  show  how  much  Sense  is  needed  and  how  much  we  can  achieve. 

But  without  YOUR  help  Sense  cannot  continue.  Please  will  you  help  us  today. 

Listed  below  are  five  practical  ways  you  can  help  Sense  to  help  deaf-blind  children. 

We  depend  on  your  support  and  hope  to  hear  from  you  soon. 


FIVE  WAYS  TO  HELP 


1 .  A  donation,  however  small,  will  help  make  a  difference 
to  a  deaf-blind  child's  life. 

2.  A  covenant  will  make  that  donation  worth  nearly  half  as 
much  again  at  no  extra  cost  to  yourself  as  we  can 
reclaim  basic  rate  tax  you  have  paid  on  the  sum. 


3.  Legacies  form  a  very  important  part  of  our  income. 
Remembering  Sense  in  your  will  can  mean  a  new  lease 
of  life  for  a  deaf-blind  child. 

4.  Christmas  is  traditionally  a  time  for  thinking  of  others 
and  buying  items  from  our  catalogue  puts  that  thought 
into  action. 

5.  Volunteer  help  is  vital  to  the  success  of  any  charity  and 
we  can  often  make  use  of  offers  -  in  our  office,  our 
shops,  in  our  Branches.  Getting  involved  is  fun! 
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Editor:  PAUL  ENNALS 
THE  NATIONAL  DEAF-BLIND  AND  RUBELLA  ASSOCIATION     Assistant  Editor:  PETER  BENNETT 


With  best  wishes  for  a  JVterry  Christmas 


&  a  IfappyNeWYear 


What  a 
Weekend! 

Sense's  Weekend  Away 
in  September  brought 
together  350  people.  See 
pages  1 5-24  for  ten 
pages  of  reports,  talks 
and  photographs. 


Talking 
about  Sex 

How  do  we  educate  our 
children  about  sex? 
How  do  we  confront  our 
own  feelings?  Read 
Sheila  Stevens  on  page 
21. 


Following  the  Signs 


Why  do  different  schools  and  units  use 
different  sign  systems?  We  open  up  the 
discussion  with  an  article  by  Peter  Jones 
from  RNIB  Pathways,  a  unit  using  Paget 
Gorman  Signed  Speech,  on  page  28. 


Brothers  and  Sisters 


Having  a  deaf-blind  person  in  your  family 
has  its  ups  and  downs.  Andy  White  reports 
on  a  discussion  group  of  brothers  and 
sisters  on  page  16. 


-®> 

Sense  The  eyes  and  ears  of  deaf-blind  people. 


SENSE 

Trie  National  Deaf-Blind 
and  Rubella  Association 


311  Grays  Inn  Road,  London  WC1X8PT 
Tel:  01-278  1005 

President  DrGB  Simon  MB  ChB  DPM 

FRCPsych 
Chairman  Jessica  Hills  MBE 

Vice-Chairman  Margaret  White 

Director  Rodney  Clark 

Head  of  Finance  Emrys  Lloyd 

SENSE-IN-SCOTLAND 

Glasgow  Centre  for  the  Deaf 

168  Dumbarton  Road 

Glasgow  G11  6XE 

Tel:  041-334  9666/9675 

Development  Officer  Gill  Morbey 

REGIONAL    CONTACTS 

SENSE -Avon: 

Mavis  Rudman,  24  Hillyfield  Road,  Headley  Park, 
Bristol  BS13  7QF.  Tel:  0272  640370 

SENSE  -Colchester: 

Brendan  Giblin,  104  Bergholt  Road, 

Colchester,  Essex 

Eastern: 

Elizabeth  Royle,  The  Lanterns,  Church  Lane, 

Playtord,  Ipswich,  Suffolk  IP6  9DS. 

Tel:  0473  622443 

SENSE  -  London  North  East: 

Christine  Taylor,  26  Albion  Road,  Walthamstow, 

London  E17  3HZ.  Tel:  01-520  1736 

SENSE -London  West: 

Jacki  Dunleavy,  24  Queens  Road,  Richmond, 

Surrey  TW10  6JW.  Tel.  01-948  4309 

SENSE -Midlands: 

Margaret  Beattie,  'The  Cottage',  82  Hinckley  Road 

Walsgrave.  Coventry  CV2  2EU.  Tel:  0203  61  6962 

Northern: 

Margery  Harrison,  6  Tidal  Lane,  Padgate, 

Warrington,  Cheshire  WA1  3DT.  Tel:  0925  81 3520 

SENSE  -  Northern  Ireland: 

Muriel  Mathers,  5  Old  Quay  Court,  Holywood, 

Co.  Down  BT18  OHT.  Tel:  023-174-242 

SENSE-  North  West: 

Robert  C  Stones,  19  Newry  Park,  Chester, 

CH2  2AR.  Tel:  0244  373822 

Scottish  Branch: 

Jerry  Morbey,  3  Kersland  Street,  Hillhead, 

Glasgow  G12.  Tel:  041-339  9381 

SENSE -South  Wales: 

Hazel  Benjamin,  8  Forest  View,  Cimla,  Neath, 

West  Glamorgan  SA1 1  3RS.  Tel:  0639  571 15 

SENSE -South  West: 

Mary  Holman,  15a  Powderham  Road,  Newton 

Abbott,  Devon  TQ12  1  EV.  Tel:  0626  69278 


SENSE     CENTRES 


The  Family  Centre 
86  Cleveland  Road 
Ealing 

London  W1 3 
Tel:  01-991  0513 


The  Manor  House 

72  Church  Street 

Market  Deeping 

Peterborough  PE6  8AL 

Tel:  0778  344921 


Principal:  Lindy  Wyman       Principal:  John  Blanchard 

Sense-in-t  he-Mid  lands 

4  Church  Road,  Edgbaston,  Birmingham 

B15  3TD  Tel:  021-454  2405 

Sheila  Houston  -  Peripatetic  Advisory  Teacher 
Cfo  l  Jorthem  Counties  School  forthe  Deaf,  Gt  North  Rd 
Newcastle-upon-Tyne  NE2  3BB  Tel:  091-281  5060 


The  views  expressed  in  the  magazine  are 

not  necessarily  those  of  Sense,  the 

National  Deaf-Blind  and  Rubella 

Association. 

Pnnted  by  Adept  PreM  l    •  •■■-.  273  Abbeydale  Road, 
Wembley.  Middlesex. 


Chairman's  Letter 


At  the  end  of  my  Report  to  the  Annual 
General  Meeting  in  September,  I  talked 
briefly  about  the  other  organisations  with 
whom  we  regularly  work  in  Sense's  many 
and  varied  activities.  This  is  perhaps  an 
increasingly  significant  factor  in  the  suc- 
cess of  many  our  projects  and  most  partic- 
ularly when  negotiations  with  Government 
are  involved  -  but  also  in  wider  areas  of 
improving  services  for  deaf-blind  people. 

Government  Departments  and  Political 
Parties  are  much  more  prepared  to  make 
changes  or  bring  in  new  legislation  if  the 
various  interested  groups  can  be  seen  to 
agree.  Within  the  last  year  representatives 
from  several  organisations  (including  Paul 
Ennals  for  Sense)  helped  in  the  drafting  of 
the  new  Disabled  Persons  Act  which  legis- 
lates for  the  appointment  of  authorised 
representatives  for  disabled  people  and 
for  assessment  of  their  needs  by  their  local 
authorities.  Similarly  Sir  Keith  Joseph  ac- 
cepted the  combined  representations  of 
the  principal  Associations  and  professional 
bodies  concerned  with  the  deaf,  the  blind 
and  the  deaf-blind  not  to  implement  the 
recommendations  of  the  ACSET  Report 
which  was  to  remove  the  mandatory  qualif- 
ication for  teachers  of  the  deaf  and  the 
visually  handicapped.  Without  the  con- 
certed efforts  of  these  bodies  the  man- 
datory qualification  might  have  been  re- 
moved with  disastrous  results  in  the  quality 
of  education  for  these  children.  Many  of 
the  same  group  are  together  expressing 
their  concern  about  the  impending  short- 
age of  qualified  teachers  of  the  deaf  if  a 
further  recommendation  of  the  ACSET 
Report  is  implemented,  that  all  end-on 
training  should  cease  and  all  teachers 
should  teach  in  ordinary  schools  before 
learning  to  teach  deaf  children. 

A  further  important  area  of  coordinated 
activity  is  the  Rubella  Council  on  which 
eleven  organisations  are  working  together 
to  promote  the  rubella  vaccination  cam- 
paign. 

A  number  of  our  staff  and  membership 
sit  on  Committees  of  other  organisations 
and  conversely  their  members  sit  on  our 
Committees,  providing  very  valuable  opp- 
ortunities to  share  ideas  and  experience. 
Paul  Ennals  has  recently  been  involved 
with  the  RNIB's  special  committee  looking 
at  adult  services  for  multi-handicapped 
visually  impaired  people.  Simon  Banks, 
Director  of  RNID's  Centre  at  Poolemead  in 
Bath,  will  sit  on  our  sub-committee  to  help 
in  our  discussions  on  the  needs  of  deaf- 
blind  adults,  while  representatives  from 


the  RNIB,  RNID  National  Deaf-Blind 
Helpers'  League  and  Henshaws  sit  on  our 
Adult  Services  Committee  and  provide  very 
useful  links  enabling  us  to  plan  services 
between  us  on  a  much  more  rational  and 
national  basis. 

One  of  the  latest  areas  in  which  Sense 
has  been  involved  with  otherorganisations 
is  in  campaigning  for  benefits  for  people 
with  disabilities.  The  Disability  Alliance,  an 
umbrella  organisation  for  many  organis- 
ations of  and  for  disabled  people,  is  coord- 
inating discussions  in  this  area.  It  is  vitally 
important  that  as  many  organisations  as 
possible  come  to  an  agreement  on  what 
benefits  system  should  exist  for  people 
with  disabilities  and  how  claimants'  dis- 
abilities should  be  assessed  and  rated,  if 
political  parties  are  to  accept  the  recom- 
mendations. The  legislation,  when  it  comes 
about,  will  benefit  all  disabled  people  regard- 
less of  the  cause  or  nature  of  the  disability. 
Such  legislation  requires  cooperation. 

This  perhaps  is  the  key  to  the  whole 
idea  of  cooperation.  While  individual  organ- 
isations are  competing  with  each  other  for 
a  share  of  the  same  cake,  the  same  funds, 
and  thinking  only  of  how  to  benefit  their 
own  membership,  they  may  miss  the  opp- 
ortunity of  sharing  their  own  and  others' 
expertise  and  achieveing  greater  benefits 
not  only  for  their  own  members  but  for  the 
wider  range  of  disabled  people.  We  wel- 
come our  associations  with  other  orga- 
isations  and  thank  them  for  their  help  and 
cooperation  with  us. 

In  the  services  that  Sense  provides  we 
rely  on  working  with  other  organisations. 
This  summer,  during  our  holidays  pro- 
gramme, we  were  loaned  minibuses  by  the 
Royal  National  Institute  for  the  Blind,  the 
Royal  School  for  Deaf  Children  in  Margate, 
Middlesex  Polytechnic,  the  Southwark 
Employment  and  Training  Division,  New- 
castle Catholic  Club,  and  Camden  Social 
Services.  Recently  we  ran  a  day  for  people 
with  Usher  Syndrome,  jointly  with  the 
National  Deaf  Children's  Society.  In  our 
turn  we  offer  help  to  a  range  of  organ- 
isations. Without  this  sharing,  all  our  ab- 
ilities to  provide  service  would  be  reduced. 
We  thank  all  ourfriends  and  colleagues  for 
these  acts  of  friendship. 

May  I  send  you  all  my  very  best  wishes 
for  Christmas  and  may  all  our  hopes  and 
plans  for  1 987  be  fruitful. 


~Jj^<£\ 


Jessica  Hills 


Seminar  on  Deaf-Blindness 


On  1 4  May  1 987  a  major  seminar  is  to  be 
held  for  senior  managers  in  Social  Services 
and  Health  Authorities  as  the  first  action  of 
a  process  to  focus  the  attention  of  service 
providers  on  the  needs  of  deaf-blind 
people.  The  aim  will  be  to  identify  the 
positive  and  practical  steps  which  can  be 
taken  to  enable  deaf-blind  people  to  live 
fulfilling  lives  as  independently  as  possible. 
This  seminar  is  a  joint  initiative  of  the 
DHSS,  the  King's  Fund,  the  National 
Deaf-Blind  Helpers'  League  and  SENSE. 
The  subjects  forconsideration  are:  comm- 
unication, personal  support,  home  en- 


vironment and  personal  development 

and  these  will  be  seen  in  terms  of  deaf- 
blind  children  and  adults  of  all  ages  and 
varieties  of  disability. 

The  seminar  arose  at  the  suggestion  of 
the  DHSS  out  of  a  joint  proposal  by  SENSE 
and  the  League  for  the  formation  of  a 
National  Forum  on  Deaf-Blindness  which 
would  exist  to  coordinate  and  develop 
deaf-blind  services  and  which  would  begin 
to  remove  the  anarchical  situation  which 
currently  obtains  in,  particularly,  health 
and  social  services  provision.  More  news 
in  the  next  newsletter. 


Manor  House  News  -  Group  Home 


On  October  21st  1986  the  Round  Table 
officially  handed  over  the  keys  of  our  sec- 
ond group  home  in  Market  Deeping.  The 
occasion  marked  the  end  of  nearly  two 
years  of  extensive  fund  raising  by  the 
Tablers,  during  which  time  they  raised 
£12,500  towards  the  cost  of  buying  36, 
Bramley  Road,  a  pleasant  three  bedroomed 


Above:  Janet  Reader  helping  Liz  Noon  to 
prepare  the  new  Group  Home.  Right:  John 
Blanchard,  Principal  of  the  Manor  House, 
receiving  the  keys  from  the  Round  Table 
organiser,  Andy  Yates,  watched  by  Janet 
and  David  and  other  Tablers. 


Edgbaston 
Update 


We  are  about  to  go  to  tender  on  Stage  1  of 
our  programme  of  building  modifications 
at  Sense-in-the-Midlands.  This  will  provide 
by  next  April  a  Midlands  Family  Centre  and 
the  first  20  places  in  the  Further  Education 
and  Rehabilitation  Unit.  The  first  five 
places  in  the  Unit  have  been  filled  and  the 
admissions  will  begin  in  existing  accom- 
modation on  19  January  1987.  Joining 
Bob  Snow  (Head  of  FE)  and  Helen  Bradley 
(Educational  Psychologist)  will  be  Tony 
Kirk  (from  the  Manor  House)  as  teacher 
and  Sue  Grundy  as  Head  of  Home. 
Interviews  are  taking  place  for  house 
tutors. 

The  post  of  Peripatetic  Advisory  Teacher 
in  support  of  Doreen  Norris  has  been  filled 
by  Mrs  Bronwen  Lilley,  which  should  ease 
the  enormous  load  on  the  Midlands  Family 
Advisory  Service. 

Plans  are  well  advanced  for  the  next 
course  for  teachers  working  with  deaf- 
blind  children  in  schools  for  children  with 
severe  learning  difficulties  (see  page  35) 
and  a  programme  of  day  courses  and 
seminars  for  1987  is  currently  being 
finalised. 

The  West  Midlands  appeal  for  funds  for 
developments  at  Sense-in-the-Midlands  is 
now  well  underway,  and  grant-aid  is  being 
sought  from  the  Department  of  Health  and 
Social  Security. 

During  November  and  December  local 
MPs  are  to  visit  the  site  to  witness  what  we 
are,  and  will  be,  offering  theirconstituents. 
We  trust  that  they  will  become  solid 
supporters. 


semi-detached  house  at  the  end  of  a  quiet 
cul-de-sac.  Sense  provided  the  balance  to 
enable  us  to  purchase  the  house  outright. 
The  contract  for  possession  of  the  house 
was  actually  signed  in  March  of  this  year 
and  soon  after  that  it  was  decided  that 
Janet  Reader  and  David  Small  would  be 
the  first  two  students  to  benefit  from  the 


further  intense  independence  training  off- 
ered in  a  Group  Home. 

So  it  was,  at  the  beginning  of  May,  that 
Janet,  David  and  myself  began  the  mam- 
moth task  of  cleaning  and  decorating.  They 
were  astounded!  Did  I  really  mean  forthem 
to  rip  this  paper  off  the  walls?  Yes.  I  signed 
and,  to  great  peals  of  laughter  from  Janet, 
the  paper  was  ripped  down.  David  clearly 
thought  I  had  gone  mad!  It  was  a  long  job. 
We  soon  got  tired  so  coerced  other  staff 
into  helping.  Anyone  who  came  to  look  was 
roped  in.  Coffee  in  one  hand  -  ripping 
wallpaper  with  the  other.  Gradually  the 
decorating  has  been  completed  and  the 
three  of  us  have  enjoyed  many  shopping 
excursions.  All  thanks  to  the  generosity  of 
local  groups  and  individuals  whose  fund 
raising  efforts  have  enabled  the  whole 
project  to  be  completed  entirely  from  don- 
ations. 

The  house  is  almost  ready  for  occupation 
now  and  it  is  hoped  that  Janet  and  David 
will  move  in  early  in  the  new  year.  A  member 
of  staff  will  be  at  the  house  for  most  of  the 
time  that  the  students  are  at  home  to 
generally  supervise  while  Janet  and  David 
look  after  themselves  and  eventually  stretch 
their  present  abilities. 

Lin  Noon 

Group  Home  Supervisor 


National  Strategy  for  Deaf-Blind 
Education 


Readers  of  the  newsletter  overthe  last  few 
years  will  know  of  Sense's  attempts  to 
achieve  nationally  co-ordinated  provision 
of  schooling  for  deaf-blind  children. 

These  attempts  have  culminated  in  the 
issue  by  the  Department  of  Education  and 
Science  (DES)  of  a  draft  consultative  paper 
to  Local  Education  Authorities  (LEAs) 
which  was  also  issued  to  a  number  of 
appropriate  organisations  for  their  com- 
ments. 

Sense's  Education  Committee  submitted 
a  comprehensive  list  of  comments  plus  a 
suggested  redraft  of  the  document  and  we 
were  gratified  to  find  at  a  meeting  with  DES 


representatives  on  22  September  that 
many  of  our  recommendations  had  been 
included  in  the  second  draft. 

At  the  beginning  of  writing  this  update  (7 
November)  the  final  document  is  with  the 
Minister  for  approval,  which  means  that  it 
might  well  have  been  circulated  by  the 
time  this  newsletter  is  published. 

If  there  are  no  complications,  about 
three  months  will  be  required  for  the  return 
of  information  by  LEAs.  The  sifting  of 
information,  discussions  with  statisticians 
and  deliberations  will  precede  a  policy 
statement  which  could  come  in  early-mid 
1987,  unless  delayed  for  any  reason,  e.g. 
by  financial  considerations. 


Condover  has  been  in  the  news  this  month. 
A  woolly  mammoth,  and  possibly  its  baby, 
have  been  discovered  near  the  village. 
Fortunately  they  were  dead.  But  they  could 
become  valuable  additions  to  our  skeleton 
staff.  In  November  we  hope  there  will  be 
the  opportunity  of  seeing  the  bones  and  of 
photographing  them. 

One  of  our  former  pupils  Kanhai  Powell 
was  always  interested  in  prehistoric  an- 
imals. What  a  shame  it  is  that  he  is  not  here 
to  enjoy  this  exciting  find! 

David  Frame,  Ajay  Prajapati  and  Tania 
Bennett  had  a  most  interesting  and  suc- 
cessful time  at  the  French  Camp.  The  two 
main  aims  of  the  camp  were  enjoyment 
and  experience.  Both  were  achieved. 

The  children  not  only  had  the  oppor- 
tunity of  eating  a  variety  of  French  food,  but 
of  enjoying  French  culture  and  delightful 
scenery. 

David  and  Ajay  must  think  they  come  to 
school  in  order  to  go  away  on  holiday 
because  they  were  also  in  the  party  that 
went  to  the  Isle  of  Wight.  No  wonder  they 
like  school!  But  it  was  the  turn  of  the 
children  and  staff  from  High  Windows  to  go 
to  the  hotel  in  the  Isle  of  Wight  this  year. 
The  holidays  are  run  by  Vision  Charity. 
These  people  are  so  kind  and  the  children, 
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over  the  years,  have  been  made  most  wel- 
come. The  work  written  by  the  children 
reveals  how  important  it  is  that  they  have 
something  to  write  about. 

The  Sense  weekend  too  was  enjoyed 
by  everyone  who  went. 

Mr  Reed  has  had  a  free  transfer  to  the 
Main  Hall  in  order  to  learn  more  braille 
which  he  is  finding  fairly  easy,  except  for 
the  dots  which  are  causing  him  some  prob- 
lems. In  his  place  we  have  Mr  Ron  Repath, 
an  experienced  teacher  of  the  blind.  Some 
years  ago  he  used  to  teach  Jayne  Torville 
to  skating  fame.  Mr  Repath  could  turn  out 
to  be  a  slippery  customer  to  deal  with  but 
we  hope  sincerely  he  will  enjoy  working 
with  deaf-blind  children.  We  also  say  fare- 
well to  Christine  Rowlands,  she  has  been 
with  us  for  nine  years.  Some  parents  will 
remember  Mrs  Nancy  Carter,  she  came  as 
a  house  assistant  in  1957  but  when  Miss 
Shields  had  a  temporary  problem  with  no- 
body to  cook  the  meals,  Mrs  Carter  step- 
ped in  to  help.  She  remained  the  cook  for 
18  years!  This  apprenticeship  has  ended 
and  she  and  her  sister  have  taken  over  a 
hotel  in  Colwyn  Bay- 1  am  not  advertising - 
but  it  is  the  West  Point  Hotel. 

In  the  New  Year  a  programme  about 
Condover  should  be  shown  on  BBC  tele- 


vision. Itisadocumentaryabouttheschool 
and  will  include  interviews  with  David 
O'Hare.  Aspects  of  our  many  different  act- 
ivities will  be  shown.  We  are  looking  for- 
ward to  seeing  it. 

Samantha  Dziedziela,  (who  comes  from 
South  Norwood  in  London),  has  joined  the 
Senior  Unit,  she  has  settled  in  very  well. 
The  seniors  had  a  very  successful  outing  to 
Acton  Scott  Farm  Museum.  Here  the  child- 
ren are  able  to  touch  all  the  animals.  Some 
helped  to  make  the  butter. 

The  younger  children  too,  have  had 
numerous  visits  to  farms  this  term  as  part 
of  our  theme  'living  things'.  They  have  had 
experiences  which  they  are  not  likely  to 
forget.  This  may  go  for  the  animals  too!  It 
does  seem  that  each  child  had  his  or  her 
favourite  animal.  No  doubt  there  are  more 
visits  to  come  during  the  second  part  of 
this  very  busy  term. 

May  we  take  the  opportunity  of  wishing 
all  our  friends  'A  Very  Happy  Christmas' 
and  'A  Happy  New  Year'. 

John  Peter  Jones 
Teacher-in-Charge 
Pathways 
Condover  Hall 
School  (RNIB) 


Craftwork  for  Deaf-Blind  Children  at  Condover 


Teaching  craftwork  to  the  educationally 
deaf-blind  of  'Pathways'  is  never  dull;  it  can 
be  a  challenge  when  a  child  does  not 
respond,  and  at  times  lively  when  a  frust- 
rated teenager  or  reluctant  youngsterthrows 
his  work  or  even  a  piece  of  furniture  across 
the  classroom! 

Two  groups  of  the  older  children  attend 
classes  in  the  main  part  of  Condover  Hall 
School  each  week.  Most  of  the  children 
have  a  fair  degree  of  vision  and  good 
manipulative  ability  and  during  each  term 
produce  several  articles  of  work  each. 

The  aims  of  our  Craftwork  are: 

-to  encourage  each  individual  to  use  his 
manipulative  ability  to  the  best  possible 
advantage,  not  just  in  the  area  of  craft  but 
also  to  improve  those  skills  necessary  for 
basic  living. 

-to  build  confidence  and  provide  a  means 
whereby  the  child  can  occupy  his  leisure 
time. 

-  to  provide  as  much  experience  as  possible 
in  handling  tools  and  different  materials 
in  preparation  forfuture  placements  and/- 
or  vocational  training. 


Paul  Jensen 


It  is  important  to  encourage  as  much 
independence  as  ability  allows.  Because 
the  individual  needs  of  these  children  are 
so  varied,  it  is  impossible  to  work  rigidly  to 
a  specified  scheme,  and  the  best  results 
are  not  achieved  by  doing  so.  Experience 
has  proved  that  the  child  achieves  more 
when  working  in  a  relaxed  atmosphere 
and,  where  possible,  is  allowed  to  choose 
his  own  workfrom  the  scheme  at  each  level 
of  progress.  Choosing  can  present  a  prob- 
lem because  it  involves  making  a  decision 

—  something  many  of  the  children  find 
difficult  —  but  by  offering  brightly  coloured 
materials  and  a  variety  of  contrasting  sur- 
faces as  well  as  a  wide  range  of  manipulative 
activities,  this  can  usually  be  overcome. 

Initially  it  is  important  not  to  present 
tasks  which  are  too  difficult,  for  this  can 
cause  frustration,  lack  of  interest  and  poor 
motivation .  Intheearly  levelsofthescheme, 
simple  manipulative  tasks  and  basic  move- 
ments lead  on  to  simple  pieces  of  work 
incorporating  these  skills,  thus  creating  a 
sense  of  achievement  and  hopefully  the 
desire  to  progress.  As  the  child  continues 
through  the  scheme  he  will  encounter  more 
difficult  manipulative  tasks,  learn  to  respect 
tools  and  to  use  them  effectively  for  the 
preparation  and  completion  of  work  and,  if 
the  advanced  levels  are  mastered  he  should 
be  competent  in  many  skills. 

Of  course  there  are  learning  difficulties 

-  lack  of  concentration,  the  inability  to 
retain  knowledge,  'good'  and  'bad'  days  - 
all  of  which  are  hallmarks  of  Rubella.  There 
are  also  youngsters  who  come  to  school 
late,  perhaps  from  a  hospital,  and  who  see 
little  point  in  what  they  are  asked  to  do.  For 
those  who  are  losing  or  have  recently  lost 
their  sight  there  is  a  long  period  of  readjust- 
ment (at  least  twelve  months)  during  which 
time  they  must  learn  to  use  their  tactile 
sense  in  place  of  vision. 

The  most  difficult  area  of  work  to  cover 
is  that  of  the  less  able  children,  those  who 
because  of  a  physical  handicap  or  severe 
learning  difficulties  can  only  operate  at  a 
very  basic  level.  It  is  essential  in  the  early 


stages  for  these  children  to  achieve  some 
measure  of  success  independently  so  that 
they  are  encouraged  to  go  forward  to  the 
next  level  and  also  to  begin  gaining  self 
confidence. 

Communication  is  not  really  a  problem. 
Using  a  combination  of  Paget-Gorman 
signed  speech,  the  deaf-blind  manual,  ges- 
ture and,  in  particular,  demonstration,  it  is 
possible  to  teach  and  to  be  understood 
effectively.  For  the  children  who  are  totally 
blind  and  have  little  communication,  the 
learning  process  is  not  easy  —  but  it  is 
possible.  First  they  need  to  feel  an  example 
of  the  piece  of  craftwork  they  are  to  make. 
Then  the  teacher  must  stand  behind  the 
seated  pupil  and  demonstrate  the  processes 
by  placing  guiding  hands  over  the  pupil's 
own  hands  —  or  vice  versa  in  some  cases. 

Finally  —  those  of  us  who  teach  practical 
subjects  should  note  that  there  are  some 
who  are  just  not 'practical'.  It  is  very  easy  to 
expect  too  much  from  our  youngsters  just 
because  we  think  their  manipulative  ability 
is  so  good  that  they  should  perform  better. 
In  fact  they  would  probably  prefer  to  do 
anything  but  craftwork! 

We  hope  that  Craftwork  encourages 
our  children's  creative  instinct,  their  inde- 
pendence and  confidence  —  and  through 
achievement  —  satisfaction. 

Hazel  Smythe 


Tlie  'Gateway* 

Pathways'  Senior  Unit 

After  much  deliberation,  the  'Gateway'  was 
set  up  in  1982  as  a  result  of  the  1981 
Education  Act,  which  stated  that  our  child- 
ren should  be  offered  education  up  to  the 
age  of  19. 

Our  basic  aim  was  to  offer  a  different 
educational  programme  to  that  of  the  lower 
school,  which  would  help  to  bridge  the  gap 
between  school  and  further  education. 


Amanda  Armitage  town  training 


Emphasis  is  put  on  independence.  This 
is  achieved  through  social  behaviour,  mob- 
ility, decision  making,  helping  others  and 
working  with  others  for  the  benefit  of  the 
group.  Otherareas  include  physicalfitness 
and  constructive  therapeutic  use  of  their 
leisure  time. 

Individual  programmes  had  to  be  worked 
out  according  to  the  special  needs  of  each 
child.  In  this  way  more  time  could  be  spent 
on  specific  weaknesses.  With  the  more 
able  students  we  use  the  work  card  system 
and,  on  completion  of  the  work,  they  are 
able  to  choose  how  to  spend  the  rest  of 
their  time,  computer  games  being  the  great- 
est incentive  to  speed  of  work.  Occasional 
failure  to  complete  set  work  means  that 
certain  tasks  had  to  be  completed  for  home- 
work. 


The  students  helped  transform  one  class- 
room into  a  sitting  room  and  another  into  a 
dining  room,  painting,  papering  and  carpet 
laying  probably  being  new  experiences  to 
many.  In  the  dining  room  they  helped  to  put 
on  meals  for  visiting  groups  of  old  age 
pensioners,  etc.  At  other  times  the  kitchen 
is  used  for  cookery  and  producing  endless 
cups  of  tea  and  coffee. 

Students  run  a  coffee  bar  on  Monday 
evenings  in  the  summer  where  children 


iament  by  Mr  Merlyn  Rees. 

We  run  an  annual  camp  -  Lyme  Regis, 
Dawlish  and  the  Gower  Coast  were  the 
venues  for  the  past  three  years. 

For  the  past  two  years  we  have  pro- 
duced a  Newsletter  which  is  published 
every  half  term.  The  students  are  sent  out 
to  the  classes  and  families  within  the 
school  to  collect  happenings  at  Pathways, 
eventually  producing  a  piece  of  literature 
of  interest  to  pupils,  parents  and  staff. 


Robert  Ounsworth  at  the  Gower  Camp 


and  staff  from  the  Main  School  are  enter- 
tained (at  a  price). 

We  run  our  own  bank  -  children  are 
encouraged  to  save  money  weekly  and 
use  this  money  when  needed,  perhaps  to 
go  on  a  visit,  out  for  a  meal  with  a  group, 
Christmas,  etc.,  but  basically  to  learn  how  a 
bank  operates. 

Every  Tuesday  we  have  town  training  - 
the  aim  of  this  being  complete  independent 
travel  on  Public  Transport.  (Obviously 
achievements  in  all  these  cases  vary  with 
ability,  but  confidence  gained  from  all  these 
experiences  is  the  all  important  factor.) 

The  girls  take  part  in  a  Keep  Fit  group 
run  by  outsiders  and  have  competed  in 
local  competitions. 

As  a  group  we  visited  London  where  we 
were  shown  around  the  Houses  of  Parl- 


One  of  our  most  memorable  days  was 
the  visit  of  the  Princess  of  Wales  who 
unveiled  the  plaque  outside  our  unit.  She 
also  took  a  copy  of  our  Newsletter  to  read 
on  her  way  home. 

For  the  past  two  years  we  have  kept  a 
Visitors'  Book  and,  to  date,  we  have  had 
over  144  visitors. 

There  are  many  other  activities  at  the 
unit  but,  basically,  our  philosophy  is  'Prep- 
aration for  life  after  school'  and,  with  the 
help  of  our  advisors  and  careers  officer,  we 
are  able  to  keep  in  touch  with  our  past 
pupils  and  monitor  their  progress. 

Mike  Lewis 
Pathways 
Condover  Hall 


onboard  HMS  President,  Victoria  Embankment,  London  EC4 

(between  Temple  and  Blackfriars  Underground  stations) 


Wednesday  10  December  1986,  8.00pm  onwards 
RSVP  •  Carmel  Perry  •  SENSE  •  311  Gray's  Inn  Road  •   London  WC1X  8PT  •  01-278  1005 


Assessing  Auditory  Functioning 


Ursula  Walker  is  teacher  of  the  deaf  at 
Whitefield  School  and  Centre.  Here  she 
describes  the  assessment  of  auditory 
functioning  of  the  deaf-blind  children  at 
Whitefield. ' 

An  effective  auditory  assessment  is  de- 
signed to  enable  a  teacher  to  determine  to 
what  extent  a  student  uses  his/her  residual 
hearing  in  the  classroom.  Unfortunately 
standard  audiometric  testing  procedures 
often  prove  ineffective  in  the  assessment 
of  auditory  capabilities  in  children  with 
other  handicaps.  Consequently  it  is  often 
extremely  difficult  for  a  teacher  to  take 
maximum  advantage  of  the  deaf-blind  child's 
residual  hearing  in  the  classroom,  or  to 
institute  an  effective  auditory  training  pro- 
gramme. 

At  Whitefield  we  are  developing  an  ass- 
essment of  auditory  functioning  based  on 
The  Assessment  of  Auditory  Functioning 
of  Deaf-Blind  Multihandicapped  Children', 
by  D  K  Gleason,  and  T  T  Connolly.  This 
assessment  is  specifically  designed  for  the 
child  who  does  not  respond  to  standard 
audiometric  testing  procedures. 

Levels  of  Functioning 

We  have  divided  the  area  of  auditory  func- 
tioning into  six  levels: 

1.  Awareness/Reflexive -an  unintentional 
response  e.g.  a  blink. 

2.  Attention/Alerting  -  a  more  intentional 
response  to  sound,  e.g.  facial  expres- 
sion. 

3.  Localization  -turning  to  or  locating  the 
source  of  a  sound,  e.g.  head  turning  to 
sound. 

4.  Discrimination  -  responding  different- 
ially to  different  sounds,  e.g.  different- 
iating relevant  auditory  information 
against  a  background  of  competing 
sounds. 

5.  Recognition  -  relating  a  sound  to  other 
auditory  experiences  for  meaning,  e.g. 
responds  to  own  name. 

6.  Comprehension  -  maintaining,  sustain- 
ing linguistic  association,  and  transfer- 
ring learned  patterns  to  new  situations - 
standard  audiometric  testing  proced- 
ures are  applicable. 

It  is  often  necessary  to  train  deaf-blind  or 
multihandicapped  children  to  respond  to 
sound  before  we  are  able  to  assess  their 
functional  hearing.  Training  can  include 
modelling  the  correct  response,  prompting 
the  child  and  rewarding  success. 

Assessment 

The  assessment  procedure  we  use  com- 
prises a  variety  of  activities  at  each  level  of 
functioning.  Some  of  these  activities  involve 
the  use  of  a  variety  of  sound  toys  that  have 
been  calibrated  using  a  sound  level  meter 
according  to  their  intensity  at  varying 
distances. 

At  present  we  are  concentrating  on 
developing  the  assessment  of  the  first  three 
levels  of  auditory  functioning.  The  following 
ad  t  ties  are  used  to  assess  both  aware- 
ness/reflexive behaviours,  and  attention/ 
■-.  <.-'?mg  behaviours. 

•  A  minimum  of  five  environmental  sounds 
are  presented  to  the  child  in  naturally 
occurring  situations  -  the  child's  res- 


•  A  minimum  of  three  musical  sounds  are 
presented  in  a  room  with  minimal  audit- 
ory distractions-the  child's  response  is 
noted. 

•  A  minimum  of  three  speech  sounds  are 
presented  at  three  levels  of  loudness 
(whisper,  conversation,  shout)  inaquiet 
room  -  the  child's  response  is  noted. 


A  minimum  of  three  toy  sounds  are 
presented  in  each  of  six  intensity  ranges 
in  a  room  with  no  visual  or  auditory 
distractions  (intensity  ranges:  <50dB. 
50-60dB,  60-70dB,  70-80dB,  80-90dB, 
>90dB)  the  child's  response  is  noted. 
The  following  is  an  example  of  record- 
ing documents  used  in  this  area  of  the 
assessment: 


Activity 

Reflexive 
Behaviour 

Attention 
Behaviour 

Training 
required 

Locates 
sound 

Comments 

Environmental 

sound 

a 

b 

c 

d 

e 

f 

+  or  — 

+  or  — 

orX 

orX 

Localizing 

The  following  activities  and  record  sheet 
are  used  to  assess  the  child's  localizing 
responses  to  sounds: 

i)  a  minimum  of  three  environmental  noises 
are  presented  in  a  variety  of  locations - 
the  child's  response  is  noted. 


iii) 


A  minimum  of  twosound  proaucingtoys 
are  presented  to  the  child  from  1  -  3  feet 
from  the  child's  head  in  various  locations 
-  the  child's  response  is  noted. 
A  minimum  of  21  speech  sounds  are 
presented  from  various  points  in  the 
room  at  distances  of  2ft,  6ft  and  greater 
than  6ft  -  the  child's  response  is  noted. 


! 

Sound 

*-o-h 

k                    x 

^ 

*                               X 

'*~xy* 

Environmental 
noise 

a 

b 

c 

Localization  skills  develop  in  a  specific 
sequence: 

1.  If  the  sound  is  on  a  lateral 

< — O — ►       plane  level  with  the  ear,  the 

child  will  turn  directly  to  it. 


2. 


If  a  sound  is  to  the  side  and 
on  the  floor,  the  child  will 
first  turn  his  head  to  the 
side  of  the  sound,  then 
downwards. 


References 

D  K  Gleason  and  T  T  Connolly,  Assessment  of 
Auditory  Functioning  of  Deaf-Blind/Multihandi- 
capped  Children,  South  Central  Regional  Center 
forServicesto  Deaf-Blind  Children,  Dallas. Texas. 
1981. 


3. 


^S, 


The  child  directly  localizes 
sounds  presented  out  of 
sight  on  lateral  and  lower 
planes. 


The  child  localizes  a  sound 

above  him  by  looking  first 

* — O *   to  the  side  and  then  up- 

wards. 

The  child  localises  a  sound 
*~~X~Y^      above  him  by  looking  direct- 

ly  upwards. 


6. 


The  child  can  localize  sound 
by  looking  directly  in  almost 
in  any  direction. 


We  hope  that  the  information  gained  from 
this  assessment  will  enable  the  teacher  to 
take  maximum  advantage  of  a  deaf-blind 
child's  residual  hearing  in  the  classroom 
and  to  institute  an  effective  auditory 
training  programme. 


Large  Print  Books 

Windrush  -  the  new  large  print  children's 
books  from  ISIS  are  starting  with  the  seven 
volumes  of  C  S  Lewis'  'Narnia  Chronicles' 
in  October  1986.  Two  children's  classical 
novels  will  follow  monthly  next  year:  authors 
in  the  series  include  Stevenson,  Kipling, 
Nesbitand  Burnett.  The  novels  (£6.95  each) 
are  printed  on  paper  specially  chosen  to 
enhance  the  clarity  of  type,  which  is  one 
and  a  half  times  normal  size.  The  books  are 
recommended  by  the  National  Library  for 
the  Handicapped  Child  as  suitable  for  child- 
ren with  a  reading  handicap.  For  further 
details  contact: 
Lindsay  Williams 
Isis  Large  Print 
55  St  Thomas  Street 
Oxford  OX1  1JG 
Tel:  (0865)  250333 


Ultra-violet  Light  in  Teaching 


The  use  of  Ultra  Violet  light  is  an  exciting 
new  concept  in  the  education  of  low  vision 
children.  It  is  vital  that  these  children  are 
motivated  and  encouraged  to  use  any  res- 
idual vision  which  they  may  have  and  high 
visibility  materials,  such  as  those  produced 
by  using  ultra-violet  light  in  conjunction 
with  fluorescent  colours,  are  potentially  an 
excellent  means  of  stimulation. 

Before  progressing  further,  it  may  be 
useful  to  explain  the  nature  of  ultra-violet 
light,  which  is  a  form  of  electromagnetic 
radiation,  having  wavelengths  shorter  than 
visible  light  and  being  invisible  to  the  eye. 
The  wavelength  range  of  optical  radiation 
is  wide  and  produces  many  effects  upon 
living  matter,  the  most  important  of  which 
is  seeing.  At  one  end  of  the  range  is  ultra- 
violet light;  in  the  centre  is  visible  radiation, 
and  at  the  other  end,  the  infra-red  rays.  The 
widest  effects  are  produced  by  ultra  violet 
radiation  as  it  is  very  high  in  energy;  visible 
radiation  stimulates  vision  and  has  a 
physiological  and  psychological  effect 
upon  the  eyes,  skin  and  nervous  system; 
and  infra  red  radiation  acts  in  most  cases 
by  raising  the  temperature.  The  wavelength 
with  which  we  are  concerned  here  is  that 
which  produced  Ultra  Violet  radiation  and 
the  ways  in  which  it  may  be  used  to 
stimulate  and  utilize  residual  vision  in 
partially  sighted  children. 

The  amount  of  ultra-violet  light  needed 
in  a  visual  stimulation  programme  is  very 
small  and,  provided  care  is  exercised,  will 
not  constitute  any  danger.  However,  it 
must  be  recognised  that  there  are  potential 
hazards  attached  if  there  is  excessive  sur- 
face absorption  of  its  energy.  DES  guide- 
lines have  not  yet  been  laid  down,  but  the 
University  of  Birmingham  Safety  Officer 
has  made  a  careful  study  of  this  type  of 
equipment  and  has  stated  that  the  small 
UV  Box  currently  available,  when  tested  to 
the  current  codes  of  safety  practice  such 
as  exists  in  industry,  is  perfectly  safe  for 
use  up  to  2,000  sees,  per  day  (about  30 
minutes)  with  direct  exposure  to  the  lamp, 
and  for  9,000  sees,  per  day  (21/2  hours) 
working  lirectly  in  front  of  the  lamp  when 
shielded,  as  in  a  standard  UV  Box. 

Mr  Werlin's  Work 

Interesting  work  has  been  carried  out  in 
the  USA  at  the  Overbrook  School  for  the 
Blind  in  Philadelphia,  by  Jerome  Werlin, 
whose  experimentation  with  high  visibility 
materials  began  in  the  theatre,  leading  him 
finally,  to  work  with  low  vision  children.  Mr 
Werlin  describes  dramatic  and  exciting  pro- 
gress in  use  of  vision  by  children  intro- 
duced to  special  lighting  conditions  and 
high  contrast  materials  and'he  claims  that 
visual  activity  can  be  enhanced  many  times 
with  colour  brilliance  becoming  thirty  times 
more  visible  than  the  same  colour  under 
normal  white  light,  enabling  children  to  see 
colour  for  the  first  time.  In  his  Living  Light 
Programme,  fluorescent,  luminescent  and 
phosphorescent  materials  activated  by 
black  light  (as  ultra-violet  light  is  termed  in 
the  USA),  provide  a  very  high  degree  of 
light,  contrast  and  colour  saturation,  so 
that  even  children  with  only  light  percep- 
tion are  able  to  see  shapes  and  colours 
never  seen  before. 

This  new  awareness  may  be  used  in 
many  ways  -  to  develop  eye  muscle  exer- 
cises, hand-eye  co-ordination,  recognition 
of  colour,  shape  and  size,  and  many  other 
concepts  and  skills  which  a  child  with  nor- 
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mal  vision  would  acquire  in  normal  lighting. 
Mr  Werlin  has  found  that  skills  acquired  in 
special  training  sessions  can  be  trans- 
ferred to  similar  activities  in  normal  light, 
corroborating  our  knowledge  that  children, 
as  well  as  having  the  necessary  equipment 
for  seeing,  must  also  learn  to  see  by  building 
up  associations  and  references  in  the  optic 
centre  of  the  brain.  When  hazy  images, 
confusion  caused  by  physical  disability, 
poor  colour  perception,  etc.  interfere  with 
the  ability  to  build  up  these  brain  patterns, 
a  partially  sighted  child  will  not  develop  the 
ability  to  see,  although  he  may  have  ad- 
equate residual  vision  to  do  so. 

The  following  objectives  may  then  be 
possible  by  the  use  of  ultra-violet  light: 

•  the  child  may  demonstrate  ability  to  use 
vision 

•  the  child  may  develop  use  of  hands  and 
tactile  skills 

•  the  child  may  identify  size,  colour  and 
shape  of  an  object 

•  this  new  awareness  may  be  transferred 
to  normal  light. 

Some  of  Jerome  Werlin's  more  able 
students  in  Philadelphia  have  learned  to 
draw,  to  read  and  write,  using  a  sloping 
board  covered  in  black  felt  and  with  fluores- 
cent materials  presented  under  an  ultra 
violet  lamp  in  a  box  similar  to  the  one 
available  here. 

Vision  —  a  learned  ability 

The  concept  of  training  children  to  see  is 
not  new.  Natalie  Barraga  (Increased  visual 
behaviour  in  low  vision  children  1964) 
showed  the  use  of  vision  to  be  a  learned 
ability  which  can  be  taught,  and  prog- 
rammes of  visual  stimulation  have  been 
given  increasing  importance  since  that  time. 
Profoundly  multi-handicapped  children  are 
often  unresponsive  and  do  not  seem  to  be 
aware  of  their  environment. 

The  use  of  ultra-violet  light  can  remove 
distracting  stimuli  and  highlight  critical 
features  to  facilitate  a  learning  programme. 
For  instance,  a  white  plastic  box  with  a 
square  and  a  round  hole  cut  in  the  lid,  two 
shapes  to  fit  the  holes  and  shapes  and 
holes  painted  with  brightly  coloured  match- 
ing fluorescent  paint,  present  a  highly  visual 
posting  task  and  could  be  an  aim  for  a 
particular  child.  Improved  visual  function 
stimulated  in  this  way  will  hopefully  im- 
prove general  visual  behaviour  and  it  has 
also  been  seen  to  have  a  calming  effect  on 
hyperactive  children,  a  condition  often  en- 
countered in  the  totally  blind.  Here  then  we 
see  the  two  main  types  of  visually  impaired 
children,  the  unresponsive  and  the  hyper- 
active, both  potentially  gaining  from  the 
stimulation  of  ultra-violet  light,  by  the  re- 
duction of  distracting  stimuli  and  the  high- 
lighting of  those  which  will  help  him  to 
organise  his  environment. 

It  is  often  very  difficult  when  dealing 
with  multi-handicapped  children  to  evaluate 
their  vision.  Ophthalmologists'  reports 
have  limited  scope  and  are  often  not 
helpful.  Lack  of  motivation,  problems 
produced   by  early  deprivation,   physical 


disability-any  of  these  may  be  responsible 
for  lack  of  visual  awareness.  There  may,  of 
course,  be  irremediable  damage  to  the 
visual  cortex,  but  we  need  to  explore  other 
possibilities  by  attempting  to  evoke 
responses  by  means  such  as  high  visibility 
stimuli. 

Mr  Werlin  has  been  given  the  oppor- 
tunity in  Philadelphia  to  develop  the  use  of 
such  materials  to  an  extent  where  he  has 
created  many  small  cubicles  and  even 
rooms  filled  with  special  effects  and 
'atmospheres',  as  he  calls  them.  This  is  not 
possible  for  most  of  us.  Even  to  find  a  quiet, 
dark  corner  is  sometimes  difficult,  but  a 
small  Ultra  Violet  Box  has  been  developed 
which  can  be  used  in  any  small  space  and 
has  possibilities,  if  used  with  imagination 
and  ingenuity  by  an  enthusiastic  teacher. 

The  ultra-violet  light  box  provides  a 
small  portable  means  of  experimenting  in 
any  classroom  corner  with  fluorescent 
materials.  A  curtained-off  corner  of  a  room, 
or  even  a  cupboard,  is  all  that  is  required  to 
make  use  of  a  teaching  aid  with  which  we 
can  attempt  to  teach  the  child  to  do  some- 
thing at  his  own  basic  level,  which  he 
cannot  do  in  normal  light.  It  may  be  as  basic 
as  to  achieve  visual  attention,  the  ability  to 
fix  or  track  an  object  such  as  a  posting  box, 
a  matching  game  ora  jigsaw  puzzle.  Hope- 
fully, the  added  motivation  and  heightened 
visual  awareness  will  enable  the  child  to 
learn  a  new  skill.  It  will  be  important,  once 
an  objective  is  achieved,  that  a  new  object- 
ive is  set  at  once,  diversifying  and  extending 
the  new  skill,  or  it  will  become  boring  and 
motivation  will  be  lost. 

We  must  always  remember  that  even 
minimal  vision  may  be  vital  to  a  child's 
relationship  to  other  people  and  to  his 
environment  and  we  must  not  fail  to  make 
use  of  even  the  smallest  amount  of  sight.  It 
is  thought  that  visual  skills  continue  to 
develop  with  training,  even  in  cases  where 
children  have  been  thought  to  be  totally 
blind. 

A  Practical  Programme 

Having  discussed  the  background  to  ultra- 
violet light  and  the  reasons  for  using  it,  we 
need  to  consider  the  practical  question  of 
how  to  put  it  to  use.  In  order  to  produce  a 
programme  of  work  for  an  individual  child, 
we  must  first  pose  these  three  questions: 
WHAT? 

What  are  we  going  to  teach? 
WHY? 

Why  are  we  going  to  teach  it? 
HOW? 
How  are  we  going  to  teach  it? 

When  working  with  severely  handicapped 
low  vision  children,  we  will  perhaps  be 
dealing  with  aims  and  objectives  which 
may  appear  to  be  stunning  in  their  triviality, 
but  it  is  essential  to  find  an  objective  which 
is  achievable  and  which  can  be  attained  in 
as  short  a  time  as  possible,  in  order  to  see 
progress.  Setting  such  an  objective  can  be 
the  most  difficult  part  of  creating  a  prog- 
ramme for  these  children.  Children  suit- 
able for  training  by  use  of  the  ultra-violet 
box  need  to  be  carefully  selected.  After 
several  initial  sessions,  if  a  child  demon- 
strates no  response  whatsoever,  then  it 
will  be  better  to  plan  a  programme  along 
other  lines,  although  further  attempts  could 
be  made  at  a  later  date. 

continued  on  page  8 
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continued  from  page  7 

Responses  may  be  delayed  and  at  least 
20  -  30  seconds  should  be  allowed. 
Responses  may  take  many  forms,  such  as 
increased  or  decreased  vocalisation,  body 
movements  or  stillness,  head  banging, 
biting,  etc.  All  may  be  an  indication  of 
increased  visual  awareness. 

Having  selected  our  children  and  an- 
swered our  questions,  regular  sessions 
should  be  held,  possibly  three  times  per 
week,  of  about  five  to  ten  minutes,  longer  if 
the  child  has  the  ability  to  co-operate, 
preferably  in  a  quiet  withdrawal  area  where 
light  can  be  eliminated  as  much  as  possible. 
For  maximum  effect,  the  light  should  be 
switched  on  to  illuminate  a  suitable  object, 
when  the  child  is  already  seated  and  look- 
ing towards  the  box.  Careful  records  should 
be  kept  of  the  task  and  the  responses.  The 
child  should  not  be  overloaded  with  stimuli 
and  the  same  task  should  be  presented 
over  a  recorded  period,  in  order  to 
compare  results.  The  task  should  corres- 
pond with  the  sort  of  activities  with  which 
the  child  has  been  presented  in  normal 
classroom  conditions.  Many  ordinary  toys 
and  games  can  be  made  fluorescent  by 
use  of  paint,  card  or  paper.  Remember  the 
Ultra  Violet  Box  is  a  teaching  aid  and 
should  be  used  to  develop  a  series  of 
increasingly  complex  skills. 

Examples  of  these  skills  are: 

Visual  attention 

Visual  fixation 

Visual  tracking 

Visually  directed  reaching 

Exploration 

Manipulation 

Tasks 

Possible  transfer  of  skills  into  normal 

lighting  conditions 

Suggested  Activities 

•  Scribble  on  white  paper  with  a  fluor- 
escent pen. 

•  Fluorescent  gloves  and  puppets-use  a 
sock  -  make  it  fun! 

•  Cover  plastic  containers  with  fluores- 
cent material  to  make  shakers-fill  them 
with  different  'sounds'. 

•  Posting  boxes  and  tins  painted  with 
fluorescent  paint  or  decorated  with  fluor- 
escent paper. 

•  Plastic  balls  with  bells  inside  or  shiny 
buttons,  etc.  stuck  on. 

•  Dish  mop  puppet  with  a  bell. 

•  White  balloons  with  fluorescent  pen 
faces  or  patterns  on  them. 

•  Use  a  mirror  under  the  lamp  -  draw  on 
face  or  hands  (it  comes  off!) 

•  Fluorescent  plasticine  -  make  brace- 
lets, etc.  to  play  with. 

•  Spinning  tops,  windmills,  decorated  with 
scraps  of  fluorescent  papers. 

•  Egg  boxes  painted  in  bright  fluorescent 
colours  and  used  as  a  play  tray  or  sorting 
container. 

•  Fluorescent  wooden  clothes  pegs  to 
clip  onto  highlighted  edge  of  box. 

•  Fluorescent  fabrics  for  feeling  and 
making  toys. 

•  Pieces  of  white  polystyrene  for  building 
blocks  -  decorate  with  fluorescent  felt 
tip  pens. 

•  Outlines  of  simple  pictures  for  child  to 
00  our  in  with  fluorescent  crayons. 

•  Musical  toys  with  moving  parts  high- 
ligr  • 


Book  Reviews 


Multiply  Handicapped 
Children 

by  Rosalind  Wyman 

Congratulations,  not  only  to  the  author  of 
this  book,  but  to  the  obviously  very  exper- 
ienced parents  and  other  professionals 
who  contributed. 

Although  the  book  has  been  written  as  a 
guide  for  parents  to  advise  them  on  caring 
for  their  multiply  handicapped  child,  I  feel 
sure  that  many  professionals  would  benefit 
from  reading  it.  As  there  are  so  few  Teachers, 
Therapists,  Nursery  Nurses  etc.  with  spec- 
ific training  in  the  needs  of  deaf-blind  child- 
ren, consolidation  of  experiences  such  as 
these  are  welcome. 

I  liked  the  way  the  book  has  been  written 
in  case  history  form.  A  lot  of  parents  will 
probably  identify  with  some  of  the  problems 
presented,  giving  them  great  comfort  in 
the  knowledge  that  achievements  have 
been  made  with  the  children  described. 

Having  read  the  book  once,  it  gave  me  a 
general  impression  of  how  working  with 
and  caring  fora  multiply  handicapped  deaf- 
blind  child  should  be  approached.  Then  I 
found  myself  dipping  back  into  it  to  pick  out 
the  parts  that  apply  to  our  own  problems 
with  our  multiply  handicapped  child.  A  good 
book  to  refer  back  to  as  problems  arise  or 
as  goals  are  achieved.  I  found  plenty  of 
ideas  for  toys  and  suggestions  of  other 
books  to  read. 

I  recommend  this  heartwarming  book 
with  its  sensitive  photographs  to  anyone 
caring  for  a  multiply  handicapped  child, 
and  hope  they  find  it  as  helpful  and  enjoy- 
able as  I  did. 

Valerie  Wilson 

Multiply  Handicapped  Children  is  available  from 
Sense,  price  E6.95 


EDUCATION  OFFICER 


The  post  of  Education  Officer  for  Sense  will 
become  vacant  early  in  1987.  The  final  job 
specification  has  not  yet  been  agreed,  but  the 
post  will  be  concerned  with  all  issues  relating 
to  the  schooling  of  deaf-blind  children  and 
with  courses  for  teachers  and  associated 
professionals. 

Any  one  interested  at  this  stage  is  invited  to 
indicate  such  interest  to  Rodney  Clark,  Director 
of  Sense,  at  Head  Office.  Full  details  will  then 
be  sent  when  available. 


Profound  Retardation  and 

Multiple  Impairment 

Volume  2 

James  Hogg  and  Judy  Sebba 
Croom  Helm  1986,  £14.95 

Only  in  recent  years  has  there  been  any 
sign  of  interest  in  developing  teaching 
methods  for  children  and  adults  who  are 
profoundly  retarded.  Until  1970,  children 
were  labelled  as  "ineducable"  if  orthodox 
teaching  methods  seemed  inappropriate. 
Nowadays,  things  are  different.  Many 
schools  for  children  with  severe  learning 
difficulties  are  exciting  and  inspiring  places 
to  visit,  and  everywhere  there  are  signs  of 
interest  in  new  techniques,  new  ideas  and 
new  enthusiasm. 

These  books  are  one  reflection  of  the 
growing  interest.  Written  for  professionals 
—  indeed,  for  those  professionals  who  like 
a  "heavy  read"  —  "Profound  Retardation 
and  Multiple  Impairment"  is  the  vehicle  for 
two  able  researchers  from  the  Hester 
Adrian  Centre  in  Manchester  to  map  out 
the  current  state  of  the  art.  Volume  One 
looks  at  Development  and  Learning. 
Volume  Two  deals  with  Education  and 
Therapy,  and  is  much  the  best  summary  I 
have  found  of  existing  teaching  methods 
and  research  findings. 

Some  day,  however,  someone  will  explore 
the  issue  of  'Communication'  in  the  depth 
that  it  deserves.  Even  in  these  books. 
which  make  a  genuine  attempt  to  bring 
theory  and  practical  ideas  to  bear  on 
children  who  may  show  very  little  response 
to  anything,  we  still  find  that  the  section  on 
"non-speech  communication"  concentrates 
on  formal  systems  and  how  to  extend 
them.  The  crucial  stage,  with  deaf-blind 
profoundly  handicapped  children  at  least, 
seems  to  be  before  this;  how  to  establish  in 
the  child  the  understanding  that  the 
outside  world  has  meaning,  and  that  any 
kind  of  interaction  can  take  place  between 
the  child  and  another  person. 

When  you  find  a  specialist  bookyou  have 
to  pay  heavily  for  it.  Hogg  and  Sebba  will  be 
useful  additions  to  the  library  of  any  S.L.D. 
schools  or  individual  teachers  who  com- 
bine a  special  interest  in  special  children 
with  a  generous  budget. 

Paul  Ennals 


TEACHER 

THE  MANOR  HOUSE 

MARKET  DEEPING 

LINCOLNSHIRE 

The  Manor  House  is  a  residential  centre 
providing  further  education  plus  social,  pre- 
vocational  and  recreational  training  for  17 
deaf-blind  students.  The  teacher  will  primarily 
beinvolved  in  implementing  programmescon- 
cerned  with  early  learning  skills.  Experience 
in  special  education  would  be  an  advantage 
but  is  not  essential.  The  post  is  graded  accord- 
ing to  Burnham  2s/3s  depending  on  qualif- 
ications and  experience. 

For  further  information,  a  job  specification 
and  application  details,  please  contact  John 
Blanchard.  Principal.  The  Manor  House. 
72  Church  Street.  Market  Deeping.  Peter- 
borough PE6  5AL.  Tel:  (0778)  344921 . 
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Day  Meeting 

Sense  and  the  National  Deaf  Children's 
Society  (NDCS),  in  the  persons  of  Mary 
Guest  and  Lynn  Watling,  jointly  organised 
the  first  ever  large  get-together  for  young 
people  with  Usher  Syndrome  at  Church 
House,  Westminster,  on  Saturday  October 
25th.  Over  fifty  people  took  part,  including 
friends  and  relatives,  various  kinds  of  inter- 
preters and  support  staff. 

In  her  welcoming  speech  Mary  Guest 
outlined  her  hopes  that  more  videos  would 
be  made  to  add  to  The  Quiet  Tunnel  (see 
below)  which  was  being  shown  publicly  for 
the  first  time  that  day.  She  hoped  that 
'mobility'  and  'emotions'  might  be  future 
subjects  and  thanked  the  BBC  TV  Open 
University  for  their  work. 

Professor  Geoffrey  Arden  spoke  on 
'What  is  Retinitis  Pigmentosa?  (RP)  -  cur- 
rent research'  and  later  Mrs  Maureen  Den- 
mark described  her  own  experiences  in 
'Facing  up  to  RP'.  The  conference  then 


One  of  the  groups 


divided  into  four  discussion  groups  in  which 
every  member  answered  a  set  of  questions, 
according  to  their  status,  as  follows. 

•  When  you  first  learnt  about  RP,  who  told 
you? 

•  What  advice  were  you  given? 

•  How  do  you  think  people  should  be  told 
about  Usher  Syndrome? 

•  What  do  other  people  think  about  Usher 
Syndrome? 

•  How  do  they  respond  to  you? 

•  How  would  you  like  them  to  respond? 


Mary  Guest  and  Michael  St  John 

•  How  are  you  linked  to  Usher  Syndrome 
e.g.  friend,  husband  or  brother  has  it? 

•  How  does  Usher  Syndrome  affect  you? 

•  Mary  GueSt  at  Sense  Head  Office  is 
interested  to  hear  from  others,  not  at  the 
meeting,  about  these  questions. 


Maureen's  View 


Maureen  Denmark  called  her  talk  'Facing 
up  to  RP'.  Maureen,  who  is  now  a  Super- 
viser  of  a  Signed  Reading  Project  at  the 
Northern  Counties  School  for  the  Deaf  has 
worked  for  Grampian  TV. 


Maureen  Denmark 

She  gave  an  action  packed  account  of 
several  episodes  in  her  life  that  showed 
the  gradual  development  of  Retinitis  Pig- 
mentosa (RP). 

For  example,  she  had  been  knocked 
down  by  a  car  that  she  had  completely 
failed  to  see  when  she  was  thirteen.  Later 
there  came  the  accusation  from  fellow 
students  and  friends  that  she  was 'ignoring 
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them',  when  she  simply  didn't  see  them. 
She  had  not  been  too  worried  about  her 
developing  tunnel  vision,  nevertheless  she 
found  she  could  not  learn  to  drive  and 
began  to  lose  confidence.  Eventually  her 
general  health  deteriorated  through  stress 
and  her  employers  suggested  an  eye  test. 

The  hospital  told  her  that  she  had  RP 
but  this  meant  little  to  her  and  only  after 
reading  the  Usher  Syndrome  (US)  pack 
from  Sense  did  she  understand  many  of 
the  things  that  had  worried  her  for  years 
and  this  brought  a  sense  of  relief. 

This  new  knowledge  has  led  to  family 
problems  of  acceptance  and  the  tensions 
implicit  in  having  to  tell  her  brother  and 
sister  that  they  or  their  children  may  also 
be  affected  by  Usher  Syndrome. 

Speaking  as  a  newcomer,  a  person  with 
'L'  plates  in  US,  she  felt  that  there  was, 
above  all,  a  need  to  tell  the  Deaf  Community 
and  all  eye  hospitals  about  the  disease. 


Usher  Diary 

'So  what  ha  ve  you  been  up  to  lately,  Mary?' I 
was  asked  this  question  the  other  week 
and  when  I  started  to  cast  my  mind  back 
over  the  last  few  busy  months  I  realised 
that  I'd  been  up  to  quite  a  lot  and  that  it  was 
perhaps  time  to  start  telling  the  people  that 
mattered  —  those  with  Usher  Syndrome 
and  their  families  —  about  what  has  been 
happening. 

Visit  to  Forfar 

In  April  Paul  Ennals,  Head  of  Welfare 
Services,  and  I  were  invited  to  visit  the 
Guide  Dog  for  the  Blind  Centre  in  Forfar, 
Scotland,  to  observe  a  young  severely  deaf 
man  with  retinitis  pigmentosa  going  through 
a  refresher  course  with  his  guide  dog, 
Nelson. 

Clark  Stevens  has  limited  communication 
both  in  speech  and  sign.  The  problem  for 
the  staff  at  Forfar  was  how  to  train  a  dog  to 
respond  to  commands  by  touch  instead  of 
voice  and  how  to  communicate  the  training 
to  one  who  has  limited  sight  as  well  as 
English  language. 

The  story  of  how  they  solved  this 
problem  will  be  told  in  the  Spring  edition  of 
Talking  Sense.  What  we  learnt  from 
observing  Clark  was  that  nothing  is 
impossible  if  you  have  the  will  to  succeed. 
We  saw  Clark  enjoying  his  dog,  working 
well  and  gaining  freedom  of  movement  —  a 
great  achievement  for  someone  with  so 
little  hearing  and  sight.  We  also  saw  that 
the  hearing  people  at  Forfar  such  as  the 
cooks,  kennel  maids  and  training  staff  had 
lost  their  shyness  about  trying  to  com- 
municate and  really  wanted  to  break 
through  and  communicate  using  manual 
finger  spelling  and  body  signs  with  Clark. 

Guide  dog  training  is  not  suitable  for  all 
deaf  people  with  severe  vision  problems 
but  the  achievement  of  Clark  and  Nelson 
does  offer  hope  for  others  who  might  be 
thinking  of  applying  to  the  Guide  Dogs  for 
the  Blind  Association  one  day. 

Usher  Syndrome  in  Europe 

In  July  I  went  to  Bruges  in  Belgium  for  the 
second  annual  meeting  of  the  European 
Usher  Syndrome  Study  Group  Meeting. 


This  group  is  made  up  of  professional 
workers  from  different  countries  who  are 
working  with  people  with  this  condition. 
Our  purpose  is  to  share  our  knowledge  and 
problems  and  stimulate  more  study  in  each 
country.  This  year  Norway,  Denmark, 
Germany,  France,  Switzerland,  Holland, 
Italy,  United  Kingdom  and,  of  course, 
Belgium  were  represented. 

One  of  the  topics  which  came  up  this 
year  was  the  need  for  earlier  screening  for 
RP  and  a  better  standard  of  counselling  for 
the  individual  and  the  family  at  diagnosis 
and  later. 

Next  year  we  hope  to  meet  in  Italy,  in 
Ancona. 

New  Video  on  Usher  Syndrome 

—  "The  Quiet  Tunnel" 

Some  of  you  will  have  seen  the  new  25 
minute  film  which  was  made  jointly  by 
Sense  and  the  BBC  Open  University  this 
summer  when  you  came  to  the  Usher 
Meeting  for  young  people  on  25  October 

—  indeed,  some  of  you  were  in  it! 

The  video  tries  to  explain  the  condition  of 
deafness  and  retinitis  pigmentosa  by 
talking  to  four  people  who  have  it: 
It  is  through  Stella's  words  that  we  hear 
about  the  misunderstandings  resulting 
from  late  diagnosis;  Michael  and  Stella  tell 
us  about  the  difficulties  at  school  with 
lipreading  and  games;  through  Pauline's 
experience  we  learn  about  attitudes  of 
work  colleagues  to  her  blindness.  Roy  tells 
about  some  of  the  practical  aids  which  help 
him. 

Already  the  25  minute  video  is  proving  a 
very  useful  tool  when  speaking  to  different 
professional  groups  about  Usher  Syndrome 
and  I  hope  that  in  1  987  through  it  I  will  be 
able  to  reach  many  more  who  need  to 
understand  properly  what  having  Usher 
Syndrome  means. 

Details  about  obtaining  "The  Quiet 
Tunnel"  will  be  ready  in  November.  Please 
write  to  Mary  Guest  at  Sense  if  you  would 
like  an  order  form. 

i  will  be  keeping  you  up-to-date  in  the 
Spring  issue  with  Usher  Syndrome  matters. 
Until  then  Happy  Christmas  and  enjoy  your 
festivities. 

Mary  Guest 

Co-ordinator,  Usher  Syndrome  Project 
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For  about  twelve  years  it  was  my  aim  in  life 
to  go  to  University.  I  am  now  in  the  third 
year  of  a  four  year  course  at  the  University 
of  Durham,  at  the  age  of  twenty  seven.  I 
would  like  to  say  that  it  was  an  ambition  of 
mine  that  was  fairly  easily  fulfilled,  but 
unfortunately  it  is  not  like  that  at  all.  I  was 
born  deaf  and  have  always  had  poor 
eyesight  which  has  steadily  worsened  over 
the  last  ten  years. 

Obviously  this  has  resulted  in  several 
severe  personal  crises  and  even  now  I  feel 
like  packing  University  in,  as  sometimes  I 
feel  I  am  banging  my  head  against  a  brick 
wall  or  chasing  a  rainbow  that  does  not 
exist.  However,  due  to  the  fantastic  sup- 
port of  the  University -students  as  well  as 
staff  -  I  am  still  at  Durham. 

The  University  has  a  large  body  of  stu- 
dents with  varying  hearing  losses,  so  I  did 
not  imagine  I  would  have  the  problems  I 
did.  One  thing  I  have  never  come  to  terms 
with  in  my  life  is  having  both  hearing  and 
sight  disabilities.  Most  people  I  have  come 
into  contact  with  can  understand  one  or 
the  other,  but  not  both.  Therefore  at  first  I 
was  different'  from  the  other  deaf  students, 
because  I  was  blind  as  well. 

However,  even  though  the  deaf  students 
are  friendly  towards  each  other,  they  do 
not  form  a  social  group  as  most  integrate 
well  with  normal  hearing  people.  I  wenttoa 
normal"  Convent  Grammar  School  and  so 
it  was  my  expectation  that  I  would  integrate 
well.  But  at  that  time,  it  was  my  sight  that 
created  a  problem.  Luckily  I  found  a  very 
good  friend  in  my  first  year  at  University 
who  has  stood  by  me  and  supported  me  in 
every  way  possible  and  she  is  the  main 
reason  I  have  managed  to  stay  in  Durham 
for  so  long.  My  friendship  with  Kim  Turner 
must  have  created  a  sort  of  chain  reaction 
as  sometimes  it  appears  that  just  about 
everyone  knows  me. 

Being  in  Durham  has  overall  been  a  very 
good  experience  for  me  and  I  really  hope 
that  I  can  find  the  strength  and  courage  to 
finish  my  course  and  achieve  a  satisfactory 
degree. 

But  perhaps  the  most  importantthing  to 
happen  to  me  in  Durham  is  my  becoming  a 
Guide  Dog  owner.  I  got  Bess  in  June  of  this 
year  and  already  she  has  made  such  a  big 
difference  to  my  life.  I  have  never  seriously 
contemplated  applying  for  a  Guide  Dog, 
even  though  my  unreliable  sight  warranted 
one  because  I  knew  deaf  people  were  not 
suitable  candidates  -  or  so  I  thought. 

It  all  began  to  happen  after  another  of 
those  big  traumas  when  I  actually  packed 
my  bags  and  left  Durham  -  never  to  return. 
Perhaps  predictably  I  was  back  within  a 
week  ready  to  try  again.  The  Social  Worker 
for  the  Blind  in  Durham,  Miss  Jane  Wilson, 
was  called  in  to  start  the  ball  rolling  for  a 
course  in  Braille  and  in  addition,  much  to 
the  University's  surprise,  I  was  offered  the 
chance  of  a  Guide  Dog!  That  was  just 
before  Christmas  1985.  It  was  a  hope  to 
cling  to  and  the  thought  kept  me  going  so  I 
was  able  to  complete  my  second  year. 

I  do  not  really  know  what  I  expected  the 
Training  Centre  in  Middlesborough  to  be 
Ifce  Looking  back  on  it  now,  it  was  all  a  very 
/<ible  experience  though  for  the  first 
few  days  I  had  the  same  old  problem  of 
being  different'.  This  time,  though,  be- 
cause I  /vasdeaf.  At  the  time,  I  do  not  think  I 
realty  cared  about  this  difference  as  I  was 


Life  is  better  with  Bess,  my  Guide  Dog 


Helen  Browne  is  deaf-blind.  She 
has  recently  trained  to  work  with  a 
guide  dog.  Here  she  recounts  some 

of  her  feelings  and  experiences. 


only  in  Middlesborough  to  get  Bess.  But 
the  thing  is,  I  did  care,  and  being  the  odd 
one  out  hurt.  You  may  be  thinking  I've 
experienced  being  different  before,  so  it 
shouldn't  really  hurt  any  more,  but  it  does. 
as  it  is  a  pain  you  never  get  used  to.  Still.  I 
did  manage  to  settle  in  at  the  Centre  and  I 
have  some  happy  memories  of  the  place. 
There  was  quite  a  bit  of  socialising  and 
quite  a  few  laughs.  The  Instructors  worked 
extremely  hard  to  see  each  student  got  the 
attention  they  needed  and  I  reckon  that  in 
the  end  they  were  glad  to  see  us  leave  as 
we  were  all  very  demanding. 

I  do  not  think  that  my  training  differed 
much  from  the  other  students  despite  my 
deafness,  though  I  probably  got  more  indiv- 
idual attention  than  the  others  did. 

Probably  the  most  obvious  problem  of 
my  having  a  Guide  Dog  was  traffic.  Although 
I  am  profoundly  deaf.  I  am  luckily  able  to 
hear  traffic  and  human  speech  through  a 
little  hearing  in  my  right  ear.  Previously  my 
impulse  was  to  race  across  the  road  and 
hope  forthe  best.  Now,  to  my  family's  relief, 
I  am  far  more  cautious  as  being  a  Guide 
Dog  owner  also  means  responsibility  to 
the  dog.  Bess  is  a  really  lovable  dog.  She  is 
a  cross  between  a  Collie  and  a  Golden 
Retriever  and  the  main  reason  I  got  her  is 
because  she  herself  is  very  cautious  of 
traffic.  Duetomytype  of  deafness,  I  realise 
I  am  very  lucky  to  have  been  able  to  have  a 
dog.  It  is  very  dodgy  for  deaf  peopletohave 
Guide  Dogs  simply  because  of  the  traffic 


problem  and  the  Association  found  it  nec- 
essary to  add  an  extra  clause  to  my  agree- 
ment. I  have  to  wear  armbands  and  a  Sam 
Brown  Belt  to  make  me  more  noticeable.  I 
do  not  really  like  this  as  it  emphasises  that  I 
am  'different'  but  in  fact  it  is  a  small  price  to 
pay  for  such  a  loyal  friend. 

Another  problem  I  had,  that  I  did  not 
anticipate,  was  having  to  control  the  dog 
by  using  my  voice.  For  as  long  as  I  can 
remember,  I  have  had  problems  projecting 
my  voice.  Very  rarely  do  I  get  it  right.  I  either 
whisper  or  shout.  Many  a  time  I  have  un- 
wittingly created  an  argument  by  sounding 
sharper  -  thus  more  aggressive  -  than  I 
actually  intended.  Consequently  I  found  it 
very  difficult  to  get  that  voice  of  control  just 
right.  No  doubt  I  still  have  not  got  it  right, 
but  nevertheless  Bess  is  responding  to  my 
orders  and  it  is  improving  all  the  time.  She 
is  a  very  wilful  intelligent  dog  and  responds 
superbly  to  correction  -  so  much  so  that 
she  will  not  do  it  again.  I  have  now  had  Bess 
for  nearly  four  months  and  the  change  she 
has  made  to  my  life  istremendous.She  has 
given  me  a  responsibility  I  needed,  but 
apart  from  that  she  is  a  terrific  companion. 
To  be  needed,  like  Bess  needs  me,  really 
means  a  lot  to  me. 

Getting  about  now  is  far  easier  than  it 
has  been  for  a  long  time.  In  the  right 
conditions  I  can  see  a  little  and  so  some- 
times I  get  a  few  strange  looks  when  I  stop 
to  look  in  a  shop  window  or  select  my  own 
record.  But  generally  speaking  the  public 
are  now  far  more  sympathetic  and  I  prob- 
ably get  far  more  help  from  them  than  I 
actually  need.  Nevertheless  it  does  make 
me  a  little  angry  to  think  I  had  to  get  a 
Guide  Dog  before  I  got  the  understanding 
of  my  disability  from  the  public.  Before  I 
used  to  get  dirty  looks  if  I  said  I  could  not 
see,  now  with  Bess  by  my  side,  people  are 
only  too  willing  to  help.  I  hope  it  is  not  too 
long  before  other  people  in  my  situation 
are  allowed  to  have  a  Guide  Dog.  as  rightly 
or  wrongly,  it  does  make  life  in  a  world  full 
of  'normal'  people  much  easier.  I  have  not 
as  yet  had  Bess  with  me  at  Durham  during 
term  time.  I  do  not  expect  the  next  two 
years  to  be  free  from  troubles  and  I  am  sure 
there  will  be  times  when  I  will  feel  like 
packing  it  in  again.  But  with  Bess,  it  is  at 
least  a  little  less  likely  to  happen. 

One  ultimate  benefit  of  having  Bess  is 
that  I  no  longer  have  to  play  Cinderella  - 
dashing  to  get  home  before  it  gets  dark.  As 
my  mum  will  tell  you,  I  have  always  had  an 
overwhelming  streak  of  independence 
which  Bess  now  fulfills  for  me.  I  hope  my 
mum  and  family  now  feel  more  at  ease  as  I 
know  that  me  having  a  Guide  Dog  must 
hurt  them.  But  I  think  they  now  see  Bess, 
not  only  as  an  aid  for  me.  but  as  a  fantastic 
constant  companion. 

I  do  not  expect  my  life  to  be  full  of  roses 
now  that  I  have  Bess,  no  ones  life  ever  is, 
but  never  again  will  I  feel  lonely.  Nothing 
can  replace  the  gift  of  human  companion- 
ship and  people  are  always  willing  to  stop 
and  talk  when  you  have  a  dog,  as  it  serves 
as  a  conversation  opener. 

I  would  like  to  thank  everyone  con- 
cerned in  giving  me  the  opportunity  of 
having  Bess.  My  tutor,  Mr  E  C  Davies,  who 
started  the  whole  thing  off  and  everyone  at 
Durham  who  has  supported  the  idea.  I 
hope  that  my  experience  will  lead  to  greater 
opportunities  for  deaf-blind  people. 
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What  is  Retinitis  Pigmentosa? 


I  first  became  interested  in  Retinitis  Pig- 
mentosa in  1959,  when  little  was  known 
about  the  condition.  Since  then,  many  doc- 
tors have  begun  to  work  on  these  problems. 
Unfortunately,  we  are  still  unable  to  offer 
any  sort  of  cure  for  the  condition  -  and  this 
is  exactly  the  same  as  when  I  started. 
However  there  have  been  enormous  ad- 
vances and  especially  so  in  Usher 
Syndrome. 

It  is  difficult  to  grasp  how  fast  things  are 
changing  nowadays:  there  have  been  three 
stages,  each  a  revolution.  A  comparison 
can  be  made  with  archaeology.  The  first 
workers  just  dug  around,  and  sometimes 
they  uncovered  buried  cities  and  found 
treasures.  However  the  digs  were  done 
very  casually.  Little  was  found  out  about 
the  people  who  built  the  city.  The  second 
stage  consisted  of  diggers  who  used  small 
trowels  and  brushes,  taking  off  an  inch  or 
two  of  each  at  a  time.  They  uncovered 
small  fragments  of  pottery,  from  which  they 
could  build  up  a  complete  history.  But  now 
a  third  phase  has  begun.  The  rubble  from 
the  city  is  sifted  under  a  microscope  and 
individual  tiny  grains  are  subjected  to  anal- 
ysis in  complex  machines,  so  the  archae- 
ologists can  tell  you  what  those  vanished 
people  ate,  how  they  cooked  it,  whether 
they  imported  their  knives,  and  even  if  they 
suffered  from  the  same  sort  of  dietary 
diseases  we  do  today. 

There  have  also  been  these  three  stages 
of  study  of  RP. 

Understanding  the  Retina 

The  first  of  these  was  to  find  out  why 
people  could  not  see.  There  are  many 
causes  of  difficulty  in  seeing.  Every  part  of 
the  eye  can  be  involved.  The  eye  has  a  lens 
system  like  a  camera.  Could  this  be  in- 
volved? Although  in  some  people  with  RP, 
the  lens  goes  cloudy  and  this  can  affect 
vision,  this  is  not  the  main  problem. 

The  most  complicated  part  of  the  eye  is 
the  lining  at  the  back,  which  is  called  the 
retina.  This  is  the  part  which  actually  does 
the  seeing.  It  is  a  sheet  about  as  thick  as 
heavy  paper. 

Although  the  retina  is  so  thin,  it  itself 
consists  of  many  layers.  Most  of  these  are 
cells  like  those  of  the  brain-nerve  cells  - 
and  they  are  transparent,  which  is  essential. 
Light  actually  passes  through  them  before 
it  reaches  two  more  layers  which  are  totally 
different  to  anything  else. 

The  first  of  these  two  is  the  layer  of  cells 
which  actually  detect  light.  These  cells  are 
called  rods  and  cones,  and  they  contain 
coloured  dyes  which  absorb  some  of  the 
light  which  falls  on  them.  The  process  of 
sight  begins  in  the  rods  and  cones. 

The  second  special  layer  lies  behind 
the  rods  and  cones,  and  absorbs  most  of 
the  light  that  escapes  them.  Therefore  it 
also  contains  a  substance  to  absorb  light. 
In  this  case,  it  is  dense  black  pigment,  and 
this  gives  the  name  to  the  layer  -  the 
pigment  epithelium,  or  PE  for  short. 

These  two  layers  are  the  really  import- 
ant ones  from  the  point  of  view  of  Retinitis 
Pigmentosa.  It  is  not  surprising  that  the 
rods  and  cones  are  involved  because  these 
are  the  cells  where  the  entire  process 
starts.  The  part  the  PE  plays  has  only 
recently  been  worked  out.  It  turns  out  that 
the  rods  and  cones  are  so  highly  specialised 
that  they  are  unable  to  look  after  them- 
selves, and  the  PE  cells  act  as  nurses  or 
servants.  They  protect  the  rods  and  cones, 
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provide  food  for  them  and  clear  up  after 
them. 

They  really  do  clear  up.  The  rods  and 
cones  use  up  their  insides  by  absorbing 
light,  and  starting  up  vision.  The  used  up 
bits  are  simply  pushed  out  of  the  cells,  and 
lie  around  and  accumulate  until  they  are 
hoovered  up  by  the  PE. 

PE  cells  are  specialised  hoovers.  Nor- 
mally they  arewell  behaved,  but  if  thereare 
many  dead  cells  around  which  require  re- 
moval, the  PE  gets  over-excited.  Its  cells 
become  mobile  and  move  through  the  retina 
clearing  up  any  debris.  Then  they  move  to 
the  front  of  the  retina,  where  they  can  be 
easily  seen  by  the  eye  doctors  because 
they  are  loaded  with  black  pigment.  This 
happens  in  RP  and  is  why  the  condition  is 
called  'pigmentosa'.  It  is  a  sign  that  cells 
are  dying. 
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have  many  eye  tests  to  find  out  as  exactly 
as  possible  how  good  your  vision  is,  and 
exactly  what  changes  have  occurred. 
Some  of  the  tests  we  do  take  a  long  time, 
because  the  retina  reacts  very  slowly  to 
change  of  light.  After  staying  in  a  dark  room 
for  half  an  hour,  the  retina  should  become 
much  more  sensitive.  In  RP  this  change 
may  not  happen.  Therefore  the  first 
problems  for  many  people  with  RP  is  that 
they  cannot  see  at  night.  The  cells  for  dim 
light  are  the  rods,  while  the  cones  are  used 
in  bright  light  to  detect  colours. 

So,  by  measuring  the  sensitivity  of  the 
eye  under  various  conditions,  we  can  tell  if 
the  rods  or  the  cones  or  both,  are  affected. 
This  helps  us  understand  the  problems 
that  people  with  RP  experience.  For  a  long 
time  it  was  thought  that  only  rods  were 
affected  in  RP.  We  and  others  have  shown 
that  all  sorts  of  possibilities  exist.  One 
exciting  thing  is  that  often,  when  the  con- 
dition occurs  in  many  members  of  the 
same  family,  they  all  have  the  same  prob- 
lems, which  are  different  to  those  in  other 
families.  In  fact,  in  this  way  we  have  dis- 
covered that  RP  is  a  group  of  many  dif- 
ferent diseases. 

The  brain  and  sight 

To  some  extent,  this  has  been  realised  for  a 
long  time  because  the  trouble  people  with 
RP  experience  is  very  variable.  Some  only 
have  difficulty  with  night  vision.  In  them, 
only  the  rods  are  damaged.  Other  people 
have  problems  bumping  into  objects, 
especially  low  ones  like  coffee  tables.  The 
reason  is  that  while  both  the  rods  and 
cones  are  affected,  the  ones  that  suffer  the 
most  are  those  that  are  used  for  vision  'out 
of  the  corner  of  the  eye'.  The  field  of  view  is 
restricted,  even  though  when  the  person 
concentrates  on  what  happens  'straight 
ahead',  vision  is  good. 

There  are  some  animals  with  all-round 
vision:  they  are  mostly  things  like  spiders, 


Several  kinds  of  RP 

So,  we  can  now  ask  a  lot  more  questions 
about  RP.  This  is  the  second  stage  of  the 
medical  revolution  I  mentioned  and  it  is  the 
one  we  are  in  now.  We  can  ask  what  cells 
are  dying?  and  why  are  they  dying?  Do  they 
die  suddenly,  or  are  they  sick  for  a  long 
time  and  die  gradually?  At  the  moment  we 
are  getting  a  lot  of  answers  to  these  ques- 
tions. 

One  way  of  answering  the  questions  is 
to  study  how  people  with  RP  see.  If  you 
come  to  Moorfields  Eye  Hospital,  you  will 


so  we  need  not  envy  them.  Our  own  eyes 
are  much  more  selective.  We  generally 
think  we  can  see  everything  in  front  of  us, 
but  that  is  not  really  true.  The  part  of  the 
world  we  can  see  well  is  a  little  area  that  is 
straight  ahead  -about  the  size  of  a  5p  coin 
held  at  arm's  length.  Because  of  the  lens 
system  in  our  eye,  an  image  of  the  world 
forms  on  our  retinas.  That  5p  worth  only 
covers  a  very  small  part  of  the  retina,  but  a 
very  large  part  of  our  brain  is  hooked  up  to 
it.  The  rest  of  the  retina  is  connected  to  the 
small  remaining  bit  of  brain.  A  great  deal  of 
brain  power  is  required  to  understand  the 
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details  of  what  is  going  on  in  that  little  bit  of 
the  world  which  is  straight  ahead.  We  only 
have  a  very  vague  idea  of  what  is  going  on 
elsewhere.  If  we  want  to  find  out,  we  move 
our  eyes.  This  happens  so  fast  and  so 
automatically,  we  get  the  impression  of  a 
broad  field  of  view.  The  small  central  part  of 
the  retina  contains  cones,  all  packed  to- 
gether as  tightly  as  possible  to  help  us  see 
details.  The  rods  are  pushed  out  of  the 
centre.  The  rest  of  the  retina  which  is 
hooked  up  to  much  smaller  areas  of  brain 
can't  be  used  to  see  details,  and  there  are 
fewer  cones  in  it  -  just  enough  to  signal 
that  something  is  changing. 

For  many  people  with  RP  the  condition 
begins  in  the  rods  at  the  retinal  edges. 
Even  if  they  are  night  blind,  vision  during 
the  day  is  quite  good,  and  tasks  such  as 
reading  are  not  affected.  Unfortunately, 
the  condition  tends  to  get  worse  during 
life,  and  the  disease  creeps  in  from  the 
edge  of  the  retina  toward  the  centre  and 
affects  the  cones  as  well.  At  this  stage  the 
field  of  vision  is  restricted.  If  the  condition 
is  very  severe,  the  condition  begins  to 
affect  the  very  central  part  of  the  retina, 
and  then  everything  seems  blurred,  and 
tasks  such  as  reading  become  impossible. 
In  some  people,  the  problems  may  actually 
begin  in  the  central  part  of  the  retina,  and 
they  have  difficulty  in  tasks  like  reading 
very  early  in  life. 

Patterns  of  Inheritance 

In  the  past,  it  was  found  that  RP  was 
inherited  in  various  ways.  In  some  families, 
only  boys  got  it,  but  it  was  passed  down 
through  the  girls.  In  others,  the  condition 
only  appeared  occasionally  in  the  children 
of  two  people  with  good  vision  and  they 
each  had  to  have  RP  in  the  family-  maybe 
very  distantly.  Generally  this  meant  that 
children  of  the  person  affected  were  very 
likely  to  have  normal  vision.  In  still  others, 
many  family  members  had  the  condition  in 
several  generations.  These  sorts  of  RP  are 
obviously  quite  different.  What  we  now 
know  is  that  there  are  lots  of  different  types 
of  RP  which  are  handed  down  in  the  same 
way.  So  each  of  these  basic  types  can  be 
split  into  a  number  of  different  diseases.  It 
is  extremely  unlikely  that  these  different 
forms  all  have  the  same  cause. 

The  tests  we  do  in  the  clinic  can  tell  us 
still  more.  I  won't  go  into  details,  but  they 
can  tell  us  which  cells  are  affected  first.  So 
we  know  that  in  some  cases,  the  pigment 
epithelium  seems  normal,  even  when  the 
rods  and  cones  are  damaged.  In  other 
cases,  although  the  rods  and  cones  are  as 
sensitive  as  ever,  the  damage  begins  in  the 
other  layers  of  the  retina.  There  are  so 
many  rods  and  cones  that  they  are  lined  up 
in  rows,  like  soldiers  on  parade.  In  some 
people,  the  cells  all  get  sick  at  once,  like 
soldiers  struck  by  poison  gas.  In  others, 
individual  cells  seem  to  die,  as  though  they 
had  been  picked  off  by  a  sniper.  The  re- 
maining cells  are  normal. 

The  need  for  more  research 

All  this  tells  us   much   more  about  the 

-;  ■.<■■■:■.'■.  '/  jt  Uj  gi-j  f  jrther  //<;  need  much 
more  information  about  the  chemistry  of 
"<:'.<:  -.  :3r 'j //fj^nriM'j'jMhi',  by  medical 
examinations.  When  people  with  RP  die, 


they  often  donate  their  eyes  for  research. 
Most  of  the  eyes  we  have  seen  are  so  badly 
affected,  it  is  impossible  to  find  out  how  or 
where  or  why  the  damage  began.  Of  course, 
we  desperately  need  such  donations,  for  a 
number  of  reasons.  But  to  get  more  infor- 
mation we  have  looked  for  animals  which 
have  diseases  like  RP,  because  if  we  can 
understand  what  is  going  on  in  them,  we 
could  possibly  cure  it,  and  also  help  humans. 
However,  there  are  many  differences  be- 
tween the  eyes  of  animals  like  rats  and 
dogs  and  our  own,  and  it  is  not  certain  that 
any  of  the  animal  diseases  are  just  like  the 
human.  What  has  been  found  is  that  both 
the  PE  and  the  rods  and  cones  can  be 
affected,  but  it  varies  from  animal  to  animal. 


Lynn  Watling,  of  the  NDCS,  who  helped 
organise  the  Usher  Day 

For  example,  in  rats,  the  PE  seems  to  rebel, 
and  refuses  to  clean  up  the  old  bits  of  rods, 
until  the  rubbish  accumulates  and  drowns 
the  retina.  In  some  dogs,  the  rods  seem  to 
grow  very  slowly,  and  the  PE  cleans  up  very 
effectively,  nibbling  away  at  the  rods,  till 
they  get  shorterandshorterand  disappear. 
In  other  animals,  the  rods  can't  get  rid  of 
chemicals  within  themselves.and  they  swell 
up  and  burst.  Some  of  these  mechanisms 
must  account  for  the  problems  in  human 
beings. 

Molecular  Biology 

But,  even  if  they  do,  what  can  we  do  about 
it?  For  this  one  needs  the  help  of  the 
recent  revolution  in  science,  called  molec- 
ular biology.  Molecular  biology  is  all  about 
inheritance.  It  enables  us  to  analyse  the 
exact  nature  of  the  genes  which  control 
every  aspect  of  our  being.  If  we  have  red 
hair,  or  are  very  tall,  or  play  a  musical 
instrument  very  well,  we  can  thank  our 
parents  who  passed  on  their  genes  to  us. 
And  sometimes,  the  genes  contain  the 
errors  which  lead  to  eye  conditions  like  RP. 
If  we  know  exactly  how  a  gene  is  made  up, 
we  can  easily  make  the  chemicals  which 
correspond  to  the  gene,  and  discover  how 
these  are  altered  in  disease.  In  theory,  we 
then  know  everything  about  the  disease. 
The  problem  is  to  find  the  right  gene. 

This  is  now  a  great  race,  with  thousands 
of  scientists  all  trying  to  find  the  important 
genes.  Genes  are  very  small.  They  are 
strung  like  beads  on  a  necklace  called  a 
chromosome.  There  are  about  five  hun- 
dred thousand  genes  in  every  cell  in  the 
body  so  finding  the  right  one  is  a  huge 
problem.  One  way  is  to  find  out  where  on  a 
chromosome  a  gene  is  located.  One  of  the 
genes  whose  position  has  been  roughly 
determined  is  the  one  involved  in  one  form 
of  RP,  and  very  soon,  it  will  be  located  so 
accurately  that  it  will  be  completely  known 
and  understood. 


Another  approach  is  to  say  that  in  RP 
'one  of  the  important  substances  in  the 
rods  and  cones  must  be  abnormal.  Then 
one  can  try  and  find  the  gene  which  makes 
or  controls  this  substance.  This  approach 
has  been  followed  for  the  dyes  in  the  rods 
and  cones,  and  also  some  of  the  other 
proteins.  The  snag  is,  one  does  not  really 
know  which  of  the  substances  to  try,  and 
there  are  many  hundreds  which  might  be 
involved. 

The  link  between  hearing 
and  sight 

This  brings  me  to  Usher's  disease,  which  is 
a  form  of  RP  with  deafness.  Now,  deaf- 
ness is  common  in  RP,  and  there  must  be  a 
reason  why.  Some  years  ago,  Fox  and  I 
guessed  at  the  reason.  We  knew  that  the 
hearing  cells  in  the  ear  and  the  seeing  cells 
in  the  retina  were  very  different,  but  they 
began  originally  as  similar  structures.  What 
was  the  structure?  It  was  the  very  fine 
whip-like  hair  which  is  found  on  the  surface 
of  many  cells.  These  hairs  are  called  cilia. 
They  line  the  nasal  cavity  and  lungs  and 
they  whip  around,  to  remove  secretions 
from  the  lungs.  In  the  retina,  the  cilia  have 
lost  the  ability  to  move,  and  their  tips  have 
swollen  enormously  and  are  full  of  special 
dyes  which  absorb  light,  but  the  basic 
structure  of  the  cilium  can  still  be  seen. 

We  suggested  that  Usher  syndrome 
was  a  disease  of  the  cilium,  and  if  so,  the 
cilia  lining  the  nose  would  be  abnormal, 
just  as  the  ear  and  eye  cells  were  abnormal. 
Some  of  you  may  have  helped  our  invest- 
igation: we  had  to  remove  pieces  of  the 
lining  of  the  nose,  and  look  at  them  under 
an  electron  microscope.  Our  guess  proved 
to  be  correct.  Other  people  have  now  re- 
peated our  findings  and  confirmed  them. 

But  the  story  does  not  end  there.  The 
structure  of  the  cilium  is  very  simple  and 
very  elegant.  If  you  cut  across  the  shaft  of  a 
cilium,  it  looks  the  same  everywhere:  the 
structure  is  a  circle  made  up  of  nine  pairs  of 
tubules,  very  rigid.  Various  other  bits  are 
stuck  onto  the  pairs  of  tubules,  and  these 
are  concerned  with  making  the  cilium  whip. 
What  happens  is  that  the  tubules  slide  past 
each  other.  Most  of  the  complex  parts  of 
the  cilium  are  concerned  with  the  sliding 
mechanism.  Since  rods  and  cones  do  not 
move  the  sliding  mechanism  is  absent. 
However,  they  also  share  the  abnormality 
seen  in  other  cilia,  so  the  sliding  part  can't 
be  the  key  to  the  condition.  In  RP  the  fault 
must  lie  in  the  tubules  themselves. 

But  the  tubules  are  made  up  of  one  or 
two  substances  only- basic  building  bricks, 
endlessly  laid  down  in  spirals  to  form  each 
tubule,  like  a  tall  factory  chimney.  The 
bricks  are  in  fact  two  proteins  called  tub- 
ulins. The  simplest  and  most  likely  thing  to 
have  happened  in  this  sort  of  RP  is  that  the 
bricks -the  tubulin -are  slightly  deformed, 
so  that  the  tubules  are  not  so  stable,  and 
occasionally  they  fracture.  That  is  what 
Fox  and  I  saw.  If  this  happens,  the  whole 
structure  collapses  like  a  pack  of  cards, 
and  the  rod  can  no  longerfunction.  So,  now 
we  have  a  good  idea  of  the  actual  sub- 
stance which  goes  wrong  in  Usher's  and 
we  can  use  all  the  resources  of  molecular 
biology  to  find  out  exactly  why,  and  how, 
and  what  can  be  done  to  repair  the  damage. 

I  hope  that  I  have  not  completely  con- 
fused you  with  all  this  detail.  Let  me  sum  up 
by  saying  that  everyone  working  on  in- 
herited conditions  is  beginning  to  become 
more  hopeful  about  solving  the  problem, 
because  of  dramatic  changes  in  basic 
science.  And  for  eye  diseases  like  RP, 
hope  is  turning  into  optimism. 
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ASocial  Worker  Encounters  Usher  Syndrome 


Usher  Syndrome!  I  had  no  idea  when  I 
came  to  Birmingham  in  March  1984  what 
Usher  Syndrome  was.  In  May  1984  I  dis- 
covered. 

As  a  Social  Worker  with  deaf  people  I 
was  asked  to  visit  a  family  who  required 
'Social  Work  assistance  and  support'.  I 
visited  the  family  and  was  stunned  by  what 
I  saw.  There  began  my  interest  in  Usher 
Syndrome. 

Usher  Syndrome 

Initially,  I  struggled  with  the  feeling  that  I 
was  inadequate  to  work  with  a  man  whose 
needs  were  so  special.  However,  I  contacted 
Sense  and  read  as  much  as  I  could  about 
the  condition.  I  learnt  that  the  term  'Usher 
Syndrome'  describes  a  hearing  impaired 
person  who  in  their  late  teens  or  twenties  is 
diagnosed  as  having  Retinitis  Pigmentosa. 
In  the  case  of  the  family  I  have  just 
mentioned,  the  husband  was  profoundly 
deaf  -  without  speech,  with  advanced 
tunnel  vision. 

Difficulties 

Through  my  experiences  with  this  man, 
and  later  other  people  with  Usher  Syn- 
drome, I  quickly  became  aware  of  the  dif- 
ficulties faced  by  individuals  and  their  fam- 
ilies. 

The  people  I  work  with  grew  up  as 
profoundly  deaf  without  speech,  their  lan- 
guage is  British  Sign  Language  (BSL).  Once 
diagnosed  as  having  Retinitis  Pigmentosa 
they  continue  to  function  as  a  deaf  person. 
However,  as  their  sight  deteriorates  they 
develop  night  blindness,  and  communi- 
cation becomes  difficult.  Regular  visits  to 
the  Deaf  Club  become  'hard  work' -friends 
realise  the  amount  of  time  required  to 
communicate  and  hence  many  keep  con- 
versation to  a  minimum. 

At  home,  stress  increases  as  communi- 
cation becomes  difficult.  Balance  becomes 
a  problem,  especially  in  darkness  and  bright 


Wendy  Ebsworth  is  a  social  worker 

with  deaf  people.  Here  she  describes 

her  first  experience  of  a  client  with 

Usher  Syndrome  and  what  she  has 

learned. 


sunlight.  Lighting  needs  to  be  just  right  for 
communication.  Inside  can  betoodarkand 
outside  can  be  too  bright.  Sometimes  they 
acquire  the  label 'rude' when  they 'ignore' a 
friend  who  passes  by  them;  it  is  easy  to 
forget  their  peripheral  vision  has  deterior- 
ated and  they  do  not  see  their  friend. 

We  may  also  forget  that  a  group  situation 
can  be  extremely  difficult  for  a  person  with 
Usher  Syndrome.  Their  frame  of  vision  may 
only  make  one-to-one  conversation  poss- 
ible. I  had  to  ensure  my  sign  language 
stayed  within  their  frame  and  that  lighting 
was  adequate  for  them  and  the  distance 
between  the  individual  and  myself  was  not 
too  close;  about  five  feet  seems  about 
right. 

Workers  with  Blind  People 

In  the  past,  specialists  with  blind  people 
have  always  worked  with  deaf-blind  people. 
However,  in  my  experience,  people  with 
Usher  Syndrome  function  as  a  deaf  person 
and  I  felt,  each  and  every  one  of  them  had  a 
right  to  have  a  Social  Worker  with  deaf 
people  and  the  skills  of  a  Social  Worker 
with  blind  people. 

Communication 

An  important  area  I  have  come  across  is 
communication.  One  can  easily  presume 
that  if  a  deaf  person  has  a  sight  loss  it 
should  be  no  problem  for  them  to  use  the 
Deaf-Blind  Manual.  Isn't  finger-spelling  part 
of  BSL?  Whilst  the  answer  to  this  is  'Yes'  it 
isn't  that  clear  cut.  In  BSL  finger-spelling 
includes  patterns  and  abbreviations.  Deaf- 
Blind  Manual  assumes  a  good  vocabulary 
of  written  english.  A  deaf  person  may  have 


Using  the  Computer 


Every  day  new  ideas  and  opportunites 
seem  to  arise  for  using  computers  with  less 
able  children  and  adults. 

New  equipment  and  new  computer 
programs  are  now  regularly  exchanged 
and  developed,  and  there  are  signs  of 
increasing  cooperation  between  practic- 
ing teachers  and  other  professionals. 

Over  the  last  two  years  the  Research 
Centre  for  the  Education  of  the  Visually 
Handicapped  at  Birmingham  University 
has  been  coordinating  a  working  group 
dedicated  to  developing  material  for  'Prim- 
ary skills,  less  able  and  multi-handicapped 
visually  impaired  children'.  In  previous 
issues  of  Talking  Sense  Paul  Blenkhorn 
has  written  about  some  of  the  develop- 
ments from  this  working  group,  and 
examples  are  regularly  displayed  at  Sense 
Conferences  and  Courses. 

Now  the  working  group  has  provided 
two  new  leaflets.  'Information  Sheet  No.  7' 
is  a  resource  list  for  staff  using  the  BBC 
Micro  computer  with  less  able  visually 
impaired  children.  It  describes  computer 
programs  to  assist  with  Visual  Attention, 
Visual  Discrimination  and  Tracking,  basic 
numeracy,  auditory  discrimination,  com- 


munication and  mobility.  It  discusses  a 
variety  of  peripheral  devices  such  as 
switch  boxes,  touch  screens,  light  pens 
and  concept  keyboards,  as  well  as  listing 
supplies,  sources  of  information  and  use- 
ful literature. 

'Information  Sheet  No.  8'  is  written  by 
Dave  Mitchell,  and  lists  some  practical 
suggestions  for  ensuring  that  the  con- 
ditions are  ideal  to  allow  a  child  to  benefit 
from  the  computer.  Dave  underlines  the 
point  that  it  is  not  enough  to  have  brilliant 
equipment  and  scintillating  software;  you 
have  to  consider  the  physical  environment 
in  which  the  child  is  working,  how  the  child 
is  sitting,  the  lighting  and  sound  conditions, 
the  staff  available  and  the  communication 
with  the  child. 

These  Information  Sheets,  and  many 
others,  are  available  from  the  Research 
Centre.  The  working  group  produces  a 
newsletter  and  arranges  termly  meetings 
of  involved  staff  to  discuss  issues  of 
interest. 

For  further  information  contact: 
Research  Centre  for  the  Education  of  the 
Visually  Handicapped  (RCEVH),  Selly  Wick 
House,  59  Selly  Wick  Road,  Birmingham 
B29  7JE. 


a  vast  vocabulary  on  their  hands,  but  could 
not  finger-spell  each  sign  and  concept.  For 
many,  accepting  Deaf-Blind  Manual  is  equiv- 
alent to  learning  a  second  language,  which 
is  English  based  and  presumes  an  under- 
standing of  written  English. 

As  their  Social  Worker  I  have  attempted 
to  encourage  them  to  learn  and  use  the 
Deaf-Blind  Manual  along  with  braille  and 
mobility  training.  More  often  the  workers 
with  the  blind  and  myself  have  succeeded 
in  the  area  of  mobility  training  but  less  with 
the  Deaf-Blind  Manual  and  even  less  with 
braille.  The  more  I  become  involved  with 
Usher  Syndrome,  the  more  certain  I  be- 
come that  there  is  a  need  for  support 
groups  for  both  people  with  Usher  Syn- 
drome and  for  the  families.  I  also  see  the 
need  for  early  diagnosis  and  genetic  coun- 
selling. 

As  my  involvement  continues,  my  learn- 
ing and  understanding  increases.  Whilst  I 
am  the  first  to  admit  there  is  still  lots  to 
learn  I  feel  sure  by  working  with  Sense  we 
can  achieve  the  support  and  understanding 
necessary  for  people  with  Usher  Syndrome. 


How  I  Feel  About 
Deaf  People 

I  am  deaf  and  have  some  sight.  Years  ago 
when  I  was  very  isolated  a  social  worker 
advised  me  to  attend  a  centre  for  the  deaf 
and  to  get  involved.  I  was  much  more  than 
reluctant  for  I  didn't  want  to  be  classified 
with  the  deaf,  whom  I  considered  'thick'  at 
that  time. 

That  first  visit  was  not  a  success. 
Accustomed  to  my  family  where  I  have 
always  used  my  voice  I  found  the  complete 
silence,  the  waving  hands,  the  so-expres- 
sive facial  expressions  and  the  sudden 
thumps  and  bangs  a  most  unnerving  and 
depressing  experience.  I  wouldn't  go  again 
for  ages. 

Eventually  I  was  driven  there  to  learn 
sign  language  and  once  I  became  fluent, 
found  myself  talking  to  deaf  people  in  an 
enjoyable  way  -  the  deaf  ceased  to  be 
'thick'. 

Over  the  years  I  have  learned  to  be 
happy  with  deaf  people  and,  in  fact,  often 
feel  more  relaxed  with  them  when  we're 
using  total  communication.  Yet  there  is 
always  the  knowledge  that  I  am  not  really 
one  of  them  and  can  never  be. 

Deaf  people,  like  hearing  people,  tend 
to  chat  in  small  groups,  lip-reading  and 
signing  quickly  from  a  distance  and  there  I 
am  alone.  At  times  I  feel  unable  to  cope  and 
escape.  Often  there  is  no  escape,  then  I 
can  experience  considerable  difficulty  in 
controlling  my  mounting  tension,  frust- 
ration, boredom,  acute  loneliness  and  the 
sudden  deep  emotional  feeling  that  yearns 
to  belong.  Occasionally,  to  my  horror,  I  can 
feel  violent  to  the  deaf  people  around  me 
and  have  to  restrain  wild  urges  to  reach  out 
and  hit  someone.  I  remind  myself  that  they 
are  not  deliberately  leaving  me  out  and 
that's  the  way  it  has  to  be. 

Sometimes  deaf  people  make  remarks 
which  are  best  treated  lightly  such  as,  'You 
deaf-blind  are  better  off  than  us.  You  have 
free  travel  and  wonderful  holidays  provided. 
It's  a  great  life  you  have'.  I  respond,  'Sure 
its  a  great  life.  Long  may  it  last!' 

Anne  Murphy 
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Rubella 
Awareness 


Between  July  and  December  1985.  some 
of  Sense's  Rubella  Awareness  Campaign 
workers  carried  out  a  survey  of  1 ,500  family 
planning  clinic  clients  in  Wandsworth, 
Croydon  and  Richmond  health  authorities 
to  gauge  levels  of  knowledge  and  aware- 
nes  concerning  rubella,  rubella  vaccination 
and  rubella  handicap. 

The  findings  can  be  summarised  as 
follows: 

•  Although  most  clients  were  aware  that  a 
vaccine  to  prevent  rubella  was  available 
there  was  uncertainty  as  to  where  vaccin- 
ation was  available.  Only  four  out  of  ten 
clients  knew  that  vaccination  was  available 
from  the  same  building  in  which  they  com- 
pleted the  questionnaire. 

•  Although  most  clients  were  aware  that 
rubella  affected  the  health  of  the  unborn 
child,  there  was  uncertainty  as  to  the  type 
of  handicap  caused. 

•  There  was  uncertainty  about  the  nature 
and  identification  of  the  disease. 

•  Many  clients  were  uncertain  abouttheir 
own  immunity,  or  thought  that  they  were 
immune  on  the  wrong  grounds  (i.e.  other 
than  by  having  had  a  bloodtest).  There  was 
also  uncertainty  about  the  duration  of 
immunity. 

Our  conclusion  was  that  a  lack  of  know- 
ledge and  awareness  about  the  dangers  of 
rubella  and  the  importance  of  bloodtesting 
is  still  putting  women  at  risk. 

We  recommend  that  there  should  be 
more  publicity  about  the  dangers  of  rubella 
and  where  and  when  women  can  be  tested 
and  vaccinated  against  the  disease.  It  is 
particularly  important  to  reach  women  who 
do  not  fall  into  the  'captive'  groups  of 
schoolgirls  orfamily  planning  clinicclients. 

If  anyone  would  like  a  copy  of  the  report 
please  contact  the  Rubella  Awareness 
Campaign  at  Sense  Head  Office. 


Sense-in-Scotland 


Geoff  Aplin,  the  Principal  Officer  for 
Overbridge,  the  new  residential  centre  for 
12  deaf-blind  young  adults,  is  now  in  post 
and  working  extremely  hard  with  Quarrier's 
Homes  and  ourselves  to  get  Overbridge  up 
and  running  as  soon  as  possible. 

We  have  been  very  busy  with  our  move 
and  our  shop  is  now  opened.  The  office  and 
shop  are  on  the  same  site  which  makes  life 
very  busy.  Still,  it  gives  everybody  an 
opportunity  to  get  to  know  one  another  and 
indeed  allows  our  volunteers  to  find  out 
about  deaf-blindness  and  what  the  money 
is  being  used  for. 


and  Family  Alliance  organisation  and 
comes  to  us  with  much  expertise. 

I  would  like  to  say  a  special  thanks  in 
this  Magazine  to  firstly,  all  the  volunteers 
who  helped  in  the  move  and  and  are  con- 
tinuing to  help  in  the  shop.  Secondly,  there 
have  been  some  wonderful  fundraising 
efforts.  Strathclyde  Police  organised  by 
Constable  William  Mitchell,  undertook  a 
sponsored  relay  from  Glasgow  to  Edinburgh. 
We  also  had  a  number  of  people  running  in 
the  Glasgow  and  Dundee  Marathons  and 
again  their  efforts  are  much  appreciated. 

Sense-in-Scotland  is  now  looking  to 


Staff  at  Sense- 
in-Scotland: 
Betty 

McKenzie. 
Carol 

Callaghan  and 
Joyce  Wilson. 


We  opened  the  shop  on  the  19th 
October.  There  was  an  official  opening  in 
the  morning,  when  Jack  Milroy  and  Mary 
came  along  and  'cut  the  ribbon'.  Later  we 
had  an  open  evening  with  parents  and 
friends  -  many  thanks  to  everyone  who 
arrived,  showed  so  much  interest  and 
made  the  evening  such  a  success. 

Our  staff  has  also  grown  to  five.  Carol, 
Joyce  and  Pauline  have  joined  Betty  and 
me  now.  Carol  works  in  the  office  and 
Pauline  Nelson  is  in  charge  of  the  shop. 
Joyce  Wilson  is  our  Development  Officer 
and  has  been  in  the  post  for  three  weeks. 
Joyce  was  previously  employed  as  the 
Information  Officer  for  the  Scottish  Child 


1 987  and  another  year  of  developing  and 
expanding  our  services.  We  wish  all  our 
friends  the  very  best  and  look  forward 
together  to  the  new  year. 

Gillian  Morbey 
(Scottish  Officer) 


In  our  last  issue  we  reported  on  Sense 
in  Scotland's  International  Week. 
Funding  for  the  holiday  came  from  the 
Mobility  International  Europrogramme 
under  the  sponsorship  of  the 
European  Communities,  and  from  the 
National  Youth  Exchange  Centre. 


Over  Eighteen,  an  Adult? 


When  a  person  reaches  the  age  of  1 8  they 
become  an  adult.  No  matter  how  severely 
disabled  or  lacking  in  comprehension  they 
may  be  they  have  the  same  rights  as  any 
other  adult. 

One  of  these  rights  is  that  of  choice  of 
medical  treatment.  We  all  have  the  right  to 
accept  or  refuse  any  treatment  offered  to 
us.  In  the  case  of  handicapped  adults  living 
at  home  their  parents  are  naturally  involved, 
they  see  their  child  every  day  and  notice 
any  changes  of  health  or  temperament 
which  might  need  the  services  of  a  doctor. 
When  their  child  sees  the  doctor  they  are 
there  and  can  explain  what  they  think  may 
be  wrong.  Should  the  doctor  prescribe 
medication  they  may  ask  what  it  is  and 
what  the  possible  side  effects  may  be  and 
can  discuss  with  the  doctor  if  this  is 
suitable  or  not.  As  they  are  in  charge  of  the 
child's  daily  life  they  have  the  ultimate  right 
BtO  and  may  give  or  withhold  medic- 
ation at  will. 

In  an  institution  or  a  hospital  the  parents 

no  longer  see  their  child  daily.  The  care 

■.•>."  ook  after  the  health  of  the  child  and 

:<;  if  a  doctor  is  needed  or  not.  They 

•»"ie  prescribed  medication  and  check 

on  possible  side  effects. 

In  both  cases  the  right  of  the  adult  child 
to  choose  has  been  overridden  by  others. 


What  legal  rights  do  our  children  have 
when  they  reach  the  age  of  18?  If  they 
cannot  make  decisions  for  themselves, 
who  does?  Gill  Kilby,  a  parent  member 
of  Sense's  Adult  Services  Committee, 
explores  some  of  the  problem  areas  that 
can  arise. 

There  are  many  deaf-blind  young  adults 
who  are  unable  to  understand  the  cause  of 
illness  and  the  effects  of  drugs.  They  take 
what  they  are  given  and  are  forced  to  rely 
on  others  to  observe  for  ill  effects. 

When  an  adult  child  has  been  placed  in 
hospital  or  an  institution  the  parents  have 
no  right  to  know  what  drugs  their  child  is 
having  and  no  right  to  refuse  them  on  his 
behalf.  A  doctor  is  ethically,  but  not  legally, 
obliged  to  keep  close  relatives  informed  of 
the  child's  progress. 

Because  at  the  age  of  eighteen  our 
handicapped  children  are  given  the  rights 
of  an  adult,  many  of  which  they  are  unable 
to  comprehend,  they  have,  in  effect,  no 
rights  at  all.  The  care  staff  looking  after 
them  are  in  an  invidious  legal  position. 
They  must  provide  care  but  have  no  legal 
right  to  enforce  it. 

One  way  out  of  this  difficulty  may  be  for 
the  law  to  be  changed  so  that  over  18's 


who  are  unable  to  be  responsibleforthem- 
selves  may  have  a  guardian  appointed  who 
will  take  over  some  or  all  of  their  rights.  This 
guardian  or  guardians,  could  be  the  parents 
or  any  other  interested  person  who  has  the 
welfare  of  the  'child-adult'  at  heart. 

In  order  to  care  for  our  children  we  may 
have  to  become  their  legal  guardian.  For 
those  of  us  with  uncomprehending  children 
over  the  age  of  18,  it  seems  a  strange 
thought  but  also  reassuring  as  it  would  be  a 
means  of  ensuring  that  the  children  contin- 
ued to  receive  the  care  which  is  in  their 
best  interest. 


1987  Membership 

Membership  renewal  notices  and  1987 
membership  cards  are  in  the  process  of 
being  sent  out,  so  if  you  have  not 
received  yours  yet.  don't  worry  —  it's  on 
its  way!  If  you  are  not  a  member  of 
Sense  but  would  like  to  join  please 
complete  and  return  the  application 
form  enclosed  with  this  Newsletter. 

Please  don't  forget  to  let  us  know  if 
you  change  your  address  during  the 
year  so  we  can  update  our  records. 

Linda  Ricardo 
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WEEKEND  AWAY 

Sense  annual  Weekend  Away 


SEPTEMBER 
1986 


Birmingham  University  must  have  liked  us, 
because  they  are  letting  us  back  next  year! 
The  Weekend  Away  certainly  seems  to 
have  been  a  success,  even  though  we 
ended  up  accommodating  over  300  people, 
1 30  more  people  than  we  anticipated.  It  is 
hard  to  know  what  makes  such  a  weekend 
a  successful  occasion:  whether  it  is  be- 
cause we  have  so  many  of  our  children  and 
young  adults  around,  providing  us  with  so 
much  fun;  whether  it's  because  our  parents 
can  get  together  and  natter  about  issues  of 
mutual  concern  and  mutual  pleasure;  whe- 
ther it's  because  so  many  of  the  barriers 
between  family  and  professional  are  broken 
down;  or  whether  it's  because  of  the  num- 
ber and  range  of  people  who  give  up  their 
time  to  lead  workshops  on  many  topics. 

We  were  so  fortunate  this  year:  John 
Mclnnes  came  from  Canada  to  talk  on  his 
specialist  area-  Intervention;  we  had  other 
delegates  from  overseas  -  Jes  Kryger  from 
Denmark,  and  a  group  of  French  profes- 
sionals from  Poitiers;  we  had  people  from 
all  parts  of  the  United  Kingdom,  and  dele- 
gates from  Eire.  The  topics  for  workshops, 
discussions  and  talks  covered  the  full  range 
of  age  and  ability,  from  help  for  babies  and 
small  children  (with  individual  advice  from 
our  Family  Advisory  Service),  to  providing 
for  a  deaf-blind  person  following  parents' 
deaths;  from  stimulating  vision,  and  hearing 
assessment  to  special  diets  and  delayed 
manifestations  of  rubella.  We  also  had  some 
of  our  deaf-blind  members  giving  work- 
shops; Graham  Hicks  talking  about  his 
travels  around  USA,  and  Julia  Gates  and 
Dorothy  Entwhistle  talking  about  their  nor- 
mal working  lives. 

While  all  this  was  going  on,  Sarah  Forde 
was  running  training  for  her  HASICOM 
group,  and  ouryoungsters  were  being  enter- 
tained by  a  superb  creche  team.  This  was 
organised  by  Bob  Snow,  with  support  from 
Jim  Grundy  and  Vanessa  Hutchinson,  and 
included  trainee  Technical  Officers  and 
Mobility  Officers  for  the  Blind  from  South 
Regional  Association  for  the  Blind,  and  the 
National  Mobility  Centre.  We  did  have  a  few 
complaints  about  creche  arrangements 
emerging  from  our  Questionnaires.  The 


m  /    *     - 

^ ''  -  A——       -*  'j} 

Carmel  Perry  with  John  Lee,  the  interpreter 
from  the  BBC  'See  Hear'  programme, 
outside  the  Halls  of  Residence. 

main  problem  seemed  to  be  the  sheer 
numbers  of  children!  We  ended  up  having 
50%  more  children  than  we  expected. 
Please  don't  stop  bringing  them  -the  pres- 
ence of  our  children  adds  so  much  to  the 
weekend,  just  let  us  know  in  advance.  The 
numberof  children  we  were  expecting,  and 
the  fact  that  we  only  had  completed  creche 
questionnaires  for  less  than  half  of  them 
did  put  a  lot  of  extra  work  on  the  creche 
workers,  who  valiantly  struggled  on  and 
really  did  a  splendid  job. 

The  Market  Place  is  where  we  aim  to 
give  everybody  an  opportunity  to  find  out 
about  anything  new:  new  toys  for  the  child- 
ren to  play  with  (if  they  can  get  them  away 
from  the  adults!),  new  pieces  of  equipment, 
new  information.  It  got  rather  crowded,  so 
it  was  nice  to  see  so  many  people  interested. 


James  Rice  was  responsible  for  that,  and  it 
was  due  to  his  hard  work  that  the  exhibition 
was  so  interesting. 

The  use  of  the  Sense  in  the  Midlands 
site  was  a  luxury  that  unfortunately  we 
cannot  repeat  next  year  as  we  shall  soon 
be  having  our  first  influx  of  students.  John 
Hatton  and  the  rest  of  the  Sense  staff 
there  did  a  superb  job  in  organising  the  site 
-  which  was  some  feat  considering  the 
numbers  of  people  there.  I  was  also  pleased 
that  they  organised  the  weather  for  the 
day! 

Lake  and  Wyddrington  Halls  provided 
us  with  super  accommodation,  excellent 
food  and  good  (if  somewhat  confusing) 
workshop  facilities.  Next  year  we  shall  be 
moving  to  the  rather  larger  Mason  Hall,  on 


The  Market  Place  was  humming  with  activities  and  toys. 


Meanwhile  in  the  creche,  everything  was 
going  fine... 

the  Edgbaston  University  Campus.  It  will 
be  held  during  the  weekend  18-20  Sept- 
ember. 

All  who  took  part  should  have  received 
a  questionnaire  by  now  about  the  weekend: 
what  you  liked,  what  you  didn't  like, 
what  should  be  included  next  year  etc.  If 
anyone  hasn't  received  one  and  would  like 
to  comment,  please  contact  me  at  Gray's 
Inn  Road;  either  request  a  questionnaire, 
or  simply  write  in  with  your  comments. 

I  would  like  to  give  thanks  to  everyone 
involved  in  the  Weekend  Away:  to  the 
speakers,  to  all  the  Sense  staff  who  took 
part,  especially  Marion  Tobin  (and  I  sup- 
pose I'd  better  thank  Paul  Ennals  too)  for 
all  their  work  prior  to  the  Weekend,  to 
Sarah  Forde  and  her  HASICOM  group,  and 
to  the  creche  workers. 

Many  thanks  are  due  too,  to  the  'See- 
Hear'  team  (who  should  be  commended  for 
their  choice  of  people  interviewed!),  and  to 
Simon  Cox  who  organised  them.  Lastly, 
thank  you  to  everyone  who  came  for  the 
weekend,  or  even  part  of  it.  I  hope  we'll  see 
you  next  year! 

Carmel  Perry 
Conference  Organiser 
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Brothers  and  sisters  get  together 


What  is  it  like  to  grow  up  with  an  handi- 
capped brother  or  sister? 

How  does  it  affect  you:  at  home?  at 
school?  in  later  life? 

To  find  our  more  about  these  questions 
Sense  asked  the  people  who  really  know. 
At  the  Weekend  Away  the  siblings  (brothers 
and  sisters)  of  handicapped  Sense  mem- 
bers were  invited  to  take  part  in  two  Dis- 
cussion Groups. 

These  Groups  were  'firsts'  for  two  rea- 
sons. They  were  the  first  attempt  by  Sense 
to  bring  the  siblings  together.  Also,  for 
many  of  us  it  was  the  first  time  that  we  had 
talked  openly  about  our  feelings  and  exper- 
iences. 

We  started  off  by  introducing  ourselves 
-  necessary  with  a  group  of  about  a  dozen 
near  strangers.  We  were  talking  about  some- 
thing that  is  a  common  factor  between  us 
all  and  through  the  sharing  of  our  feelings 
and  experiences  we  soon  got  to  know  each 
other.  By  the  end  of  the  third  session  (we 
decided  that  two  were  not  enough)  I  was 
beginning  to  feel  that  I  had  known  the 
others  for  a  long  time. 

We  found  that  the  sharing  of  our  feel- 
ings and  experiences  with  others  was  quite 
a  relief.  Over  the  years  some  of  us  has 
bottled  up  our  feelings  about  our  handi- 
capped brother  or  sister  and  how  we  had 
been  affected  by  them.  At  first  talking 
about  them  was  difficult,  but  as  we  began 
to  break  down  the  barriers  built  up  over 
many  years  it  became  easier.  For  the  first 
time  we  realised  that  we  were  not  alone, 
that  there  were  people  who  understood 
what  we  had  been  through.  They  had 
experienced  similar  things  themselves.  I 
think  that  all  of  us  benefitted  from  the 
realisation  that  we  are  not  isolated  in  our 
experiences  and  the  opportunity  to  share 
them  was  very  welcome.  I  personally  came 
away  from  the  sessions  in  a  much  happier 
frame  of  mind  and  with  a  determination  to 
pass  on  what  I  had  learnt  from  them  -  it 
helps  to  talk  about  your  problems. 

That  sounds  easy  enough  in  theory,  but 
in  practice  it  can  prove  very  difficult.  Who 
do  you  turn  to?  Most  of  us  have  found  it 
very  difficult  to  find  someone  that  we 
thought  would  understand  and  that  we 
could  talk  to  about  our  feelings.  Probably 
we  all  felt  that  our  parents  had  enough 
problems  anyway  and  to  protect  them  from 
any  more  we  kept  our  feelings  to  ourselves. 
Who  else  would  understand?  Almost 
certainly  not  our  classmates  at  school;  in 
fact,  we  would  keep  quiet  at  school  to  save 
ourselves  from  being  taunted  about  having 
a  handicapped  (spastic  -  moron  -  cretin, 
and  all  the  other  names  that  are  used) 
brother  or  sister.  Not  the  teachers  either, 
because  it  is  probably  outside  their 
experience  and  they  might  start  treating  us 
differently  from  the  other  pupils.  Those  of 
us  who  also  have  non-handicapped  brothers 
and  sisters  are  perhaps  a  little  more 
fortunate  in  having  them  to  talk  to,  but  from 
a  personal  point  of  view,  for  instance,  I 
cannot  remember  when  I  last  spoke  to  my 
brother  or  sister.  Also  another  brother  or 
sister  may  be  too  close  to  the  problem 
anyway. 

Something  that  was  brought  out  in  the 
-;  ■/.  /:.  ','  -.  /;;;'.  "  <:  differing  '^U-.'.i  that  '■> 
handicapped  person  has  on  elder  brothers 
and  sisters  compared  to  younger  brothers 

of  us  who  are  older  than  our  handicapped 
brother   or   sister   have    probably   been 


Andy  White  joined  with  Cathy  Brown 

to  run  the  sessions  for  brothers  and 

sisters  at  Sense's  Weekend  Away.  His 

sister  Helen  is  a  deaf-blind  resident  at 

Poolemead. 


affected  more.  We  seemed  to  have  much 
more  complicated  and  severe  emotional 
problems.  We  have  tended  to  set  up 
barriers  behind  which  we  hide  our  feelings, 
and  as  a  result  have  more  difficulty  in 
talking  about  our  brother  or  sister.  We  are 
affected  by  a  sense  of  guilt  about  what  we 
feel  about  our  brother  or  sister.  Often 
because  we  have  done  (or  feel  that  we 
have  done)  very  little  to  help,  or  have  tried 
to  shut  them  out  of  our  lives  to  some 
degree.  This  is  not  to  say  that  those  who 
are  younger  are  not  affected.  They  are  but 
they  seem  to  cope  better.  Partly,  we  think, 
because  having  a  handicapped  brother  or 
sister  has  always  been  part  of  their  life; 
they  have  never  known  anything  different, 
whereas  the  older  ones  have  experienced 
a  'normal'  life  (however  short)  before  the 
birth  of  their  handicapped  brother  or  sister. 

A  difference  was  also  noted  between 
the  way  females  and  males  either  felt  or 
were  affected  by  their  handicapped  brother 
or  sister.  Males  are  not  supposed  to  be 
emotional,  to  care  very  deeply  about 
things  or  if  they  do,  they  are  certainly  not 
supposed  to  show  it.  So  they  tend  to  hide 
their  feelings  much  more  and  talk  rather 
less  about  them.  Possibly  this  results  in 
them  being  more  affected  in  the  long  term, 
though  this  aspect  is  one  that  needs 
further  discussion. 

During  the  third  session  we  were 
discussing  howwe would  liketoseethings 
progress.  What  we  were  determined  on 
was  that  we  did  not  want  to  find  ourselves 
sitting  round  in  a  year's  time  asking  what 
had  happened  to  all  our  good  intentions. 

We  would  like  to  see  discussion  groups 
for  the  brothers  and  sisters  on  a  regular 
basis.  Ideally,  a  weekend  devoted  to  their 


problems;  not  just  so  that  we  can  carry  on 
chatting  to  each  other  but  so  that  we  can 
identify  ways  in  which  we  can  help  to 
overcome  our  problems.  By  identifying  and 
overcoming  our  problems  we  may  be  able 
to  provide  information  and  help  to  parents 
and  other  brothers  and  sisters  to  help 
minimise  the  effects  that  a  handicapped 
person  can  have  on  their  lives.  We  cannot 
promise  miracles  but  we  may  be  able  to 
help  others  who  find  themselves  in  similar 
situations  to  ourselves. 

We  felt  that  talking  to  one  another  had 
been  very  useful  to  us  and  that  we  wanted 
to  be  able  to  keep  in  touch  after  the 
Weekend.  We  also  wanted  to  set  up  a 
group  for  the  brothers  and  sisters.  The 
aims  of  this  group  would  be:  to  help 
organise  discussion  groups  forthe  brothers 
and  sisters;  to  exchange  information 
amongst  themselves  and  also  between 
them  and  other  interested  parties;  and  to 
provide  support  for  brothers  and  sisters 
where  needed. 

As  the  first  stage  in  the  process  of 
setting  up  this  group  a  list  of  the  names  and 
addresses  of  all  the  brothers  and  sisters 
who  attended  the  three  sessions  has  been 
compiled.  This  list  has  been  circulated  to 
all  the  people  on  the  list.  If  there  are  any 
other  brothers  or  sisters  who  would  like  to 
be  included  on  the  list  they  should  get  in 
touch  with  me  at  the  following  address: 
Andy  White 
62  Cornwell  Close 
Rowner 
Gosport 

Hampshire,  P013  9QN 
Telephone:  Home:  Gosport  (0705)  5231  90 
Work:  Titchfield  (0329)  4251 1 
Extension  497. 

For  most  of  this  report  I  have  used  the 
rather  cumbersome  term  'brothers  and 
sisters' instead  of  the  single  word 'siblings'. 
This  is  because  we  were  agreed  that  we 
disliked  the  word  'siblings'  intensely  and 
would  prefer  to  use  some  other  word.  If 
anyone  knows  of  an  alternative  I  would  be 
very  grateful  if  they  would  let  me  know 
because  it  will  save  me  a  great  deal  of 
typing. 

It  was  agreed  that  I  would  write  this 
report  of  the  discussion  groups  and  as  far 
as  possible  I  have  tried  to  reflect  the  views 
of  the  group  as  a  whole.  It  would  be 
appreciated  if  any  comments  about  the 
article  were  addressed  to  me  as  it  may  not 
necessarily  reflect  the  individual  views  of 
other  participants  in  the  discussion  group. 

Andy  White 


They  also  serve...  Katy  Marchant,  Angela  Myers  and  Jean  Anderson  from  Sense  front  office 
on  the  Weekend  Reception. 
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Providing  for  your  child  after  your  death 


My  husband  and  I  decided  to  make  our 
wills.  We  went  to  our  solicitor,  dis- 
cussed all  our  requirements,  and  ended 
up  with  drafts  which  were  not  finalised 
since  there  seemed  to  be  no  way  of 
providing  adequately  for  Helen,  our 
deaf-blind  daughter. 

In  the  workshop  Mr  Bingley  emphasised 
that  a  will  must  be  made,  and  that  should 
be  with  the  help  of  solicitor  with  know- 
ledge of  the  special  situation  of  our  young- 
sters, their  allowances,  charges  for  Part  III 
accommodation,  and  so  on.  Two  sources 
of  information  about  such  solicitors  are 
Mencap,  who  have  a  list,  and  the  Law 
Society. 

It  will  be  necessary  to  have  an  executor 
and  trustees,  though  the  executor  may 
also  be  a  trustee.  A  good  combination 
might  be  a  solicitor,  as  a  competent  pro- 
fessional, andafamilyfriendwho would  be 
in  touch  with  the  needs  of  the  child.  In  Mr 
Bingley's  view,  these  two  would  be  prefer- 
able to,  for  instance,  a  bank  (which  might 
be  expensive). 

We  were  urged  to  leave  something  to 
our  handicapped  ones  and,  generally, 
what  we  say  in  our  will  is  carried  out. 
However  there  is  provision  in  law  for  cer- 
tain people  (usually  relatives)  to  contest  a 
will  if  they  feel  they  have  not  been  ad- 
equately catered  for. 

When  considering  how  to  make  pro- 
vision for  our  offspring,  there  are  a  num- 
ber of  questions  to  ask  ourselves,  for 
example: 

•  What  have  I  to  leave?  This  may  well  be 
much  more  than  we  think  at  first. 

•  What  degree  of  disability  is  there? 

•  a)  Where  will  our  'child'  live? 

b)  How  is  this  funded? 

c)  Is  there  likely  to  be  any  change  in 
either  a)  or  b)? 

•  How  much  income  and  capital  do  they 
have? 

•  Who  will  take  an  interest  in  the  'child'. 

If  our  'child'  is  to  live  in  Part  III  accom- 
modation, i.e.  a  local  authority  home,  the 


Margaret  White  attended  a  fascinating 
workshop  on  providing  for  your  child 
after  your  death.  The  workshop  was 
presented  by  William  Bingley,  Legal 

Director  of  Mind,  the  National 

Association  for  Mental  Health.  This  is 

Margaret's  report  of  the  workshop. 


William  Bingley 

local  social  services  make  a  charge  once  a 
person's  capital  is  above  a  certain  figure. 
(This  is  £1,250  at  present,  but  changes 
from  time  to  time.)  The  more  capital  over 
this,  the  greater  the  charge  made;  and  if 
the  capital  is  tied  up  in  such  a  way  as  not  to 
produce  an  income,  then  the  local  auth- 
ority will  start  selling  to  get  one. 


If,  on  the  other  hand,  our  youngster 
should  be  in  private  residential  care  pro- 
vision, their  supplementary  benefit  would 
pay  up  to  about  £150  per  week  towards 
their  placement,  unless  their  capital  is 
over  £3,000,  when  they  lose  their  benefit. 

William  Bingley  warned  us  that  it  is  very 
important  to  safeguard  any  benefit  pay- 
mentsand  allowances  to  which  ourchildren 
are  entitled. 

A  Law  Society  proposal  suggests  that  a 
'residual  fund',  just  less  than  £3,000  might 
be  set  up,  administed  by  trustees.  A  dis- 
cretionary trust  might  count  over  and  above 
the  £3,000,  so  a  'protected  trust'  would  be 
better. 

Leaving  money  in  this  way,  it  has  to  be 
shown  that  the  disabled  person  cannot  use 
any  of  the  capital.  This  might  then  produce 
income  which  would  be  above  the  amount 
allowed,  so  the  trustees  (at  least  two,  and 
not  more  than  eight,  over  eighteen  years 
of  age)  would  need  to  move  some  into 
another  fund. 

Even  a  home  may  be  left  to  residual 
legatees,  if  they  will  grant  a  lease,  for  life,  to 
the  handicapped  person.  If  necessary,  the 
trustees  might  be  able  to  sell  the  house 
and  provide  a  loan  to  buy  another  more 
suitable  for  the  handicapped  person. 

A  question  arose  about  our  youngsters 
and  their  possessions.  We  were  advised 
that  anyone  can  make  a  will  who  can: 

•  Have  some  idea  of  what  a  will  is. 

•  Have  some  idea  what  they  have  to 
leave. 

•  Know  who  to  leave  it  to. 

If  you  are  unable  to  look  after  your 
own  financial  or  personal  affairs  through 
mental  incapacity,  a  will  can  be  made  for 
you  through  the  Court  of  Protection.  Cer- 
tainly some  of  our  'children'  should  qualify. 
In  such  a  minefield,  it  has  to  be  emph- 
asised that  each  person  and  situation  is  an 
individual  one.  Mr  Bingley  advised  us  to 
ensure  that  we  engaged  a  solicitor 
expert  in  this  field,  since  the  trust  deed 
must  be  very  clear  and  without  loopholes. 

Margaret  White 


Above:  Catching  a  bit  of  shut-eye  in  a  talk 
on  visual  impairment... 
Right:  Linda  Miller  and  Andrew  Banks  from 
Poolemead  join  in  the  weekend  spirit. 


Linda  Miller  is  a  resident  at  the 

Physically  Handicapped  Unit  at  RNID 

Poolemead  Centre.  She  wrote  to  us  on 

her  trip  to  the  Sense  Weekend  Away. 

We  are  having  a  nice  time  in  Birmingham 
for  the  Week-end.  We  had  a  nice  food  and 
chicken  and  chocolate  mousses.  We  went 
to  tripe  a  minibus  and  the  zoo  and  the 
disco-dancing  bar. 

We  went  to  tripe  with  other  staff.  We 
went  to  meeting  with  other  some  deaf 
people.  I  had  a  lovely  my  own  sleep.  Andy 
has  to  over  lovely  bed.  We  went  for  a 
walking  with  other  deaf-blind  people  and 
other  staff.  May  be  we  could  go  to  the  zoo. 
The  animals  are  parrot  and  fox  and  rabbit 
and  giraftee  and  elephant  and  seal  and 
ducks  and  goat  and  kangaroo  and  docks 
and  bird  and  mouse  and  monkey  and  small 
black  bear  and  tiger  and  lion. 

The  weather  was  good  and  warm.  We 
had  a  nice  meet  other  people. 
Physically  Handicapped  Unit 
Poolemead  Centre 
Bath 


17 


WEEKEND  AWAY 


WEEKEND  AWAY 


WEEKEND  AWAY 


Lessons  from  America 


and    Deaf 


My  first  visit  was  to  the  W  Ross  Macdonald 
school  in  Brantford.  Ontario.  Canada.  This 
is  a  school  for  the  blind  with  a  unit  for  the 
deaf-blind.  It  is  set  in  large  pleasant  grounds 
having  plenty  of  room  both  for  indoor  and 
outdoor  activities.  At  the  time  of  my  visit  in 
June  1 986  there  were  fifty-one  deaf-blind 
students  ranging  from  very  young  children 
to  adults  of  24.  and  ranging  widely  in  ability. 
To  ensure  the  best  standard  of  teaching  all 
teachers  of  the  deaf-blind  are  required  to 
take  athreeyearcourse  in  the  education  of 
deaf-blind  students. 

Apart  from  special  teachers  the  school 
also  has  a  team  of  interveners  who  work 
with  the  students  both  in  and  outside  of 
class  hours.  When  working  in  a  class  an 
intervenor  often  works  with  more  than  one 
student,  and  on  an  individual  basis  in  out- 
of-school  activities.  Unlike  an  interpreter 
an  intervenor  not  only  acts  as  a  communi- 
cation link  between  the  student  and  an- 
other person,  but  also  they  are  there  to 
work  as  a  learning  aid;  using  their  eyes  and 
ears  to  pass  on  every  kind  of  information 
which  the  deaf-blind  person  would  other- 
wise be  without.  An  intervenor  is  also  there 
to  help  the  student  learn  to  do  things  for 
himself  rather  than  be  dependant  on  others. 
Finally  an  intervenor  works  on  a  personal 
level  with  an  individual  student;  helping 
with  theirshopping.  going  out  with  them  in 
the  evenings  to  meet  friends  and  make 
new  ones:  or  whatever  social  activities  in 
which  the  student  wishes  to  participate. 


Graham  Hicks  is  the  first  deaf-blind 
person  to  win  a  Winston  Churchill 
Trust  Fellowship.  In  the  summer  of 
1986  he  travelled  to  the  USA  and 
Canada,  to  study  services  for  deaf- 
blind  people  and  to  develop  his  own 
ideas.  At  the  weekend  away 
Graham  discussed  some  of  the 
things  he  learnt,  from  the  places  he 
visited  and  the  people  he  met. 

a  working  attitude  towards  the  job  and 
want  to  take  up  full  time  employment,  it 
also  has  the  aim  of  increasing  the  student's 
range  of  occupational  activities  in  their 
leisure  time  and  particularly  for  when  they 
have  finished  their  education  and  may  not 
have  a  job.  It  was  an  interesting  and  enjoy- 
able experience  to  visit  a  small  pottery 
workshop  where  one  of  the  older  students 
works  part  time.  There  was  a  very  friendly 
atmosphere  which  indicated  the  willing- 
ness of  the  owners  of  the  pottery  business 
to  help  the  student  learn  a  trade. 

The  school's  determination  to  work  to- 
wards the  best  level  of  independence  was 
again  made  apparent  when  I  visited  the 
school's  woodwork  and  metal  workshop. 
Here  students  are  trained  to  use  all  kinds 
of  equipment,  including  electrical  drilling 
and  cutting  machinery.  Ratherthan  buying 
specially  adapted  tools,  the  school  has 
purchased  the  kind  of  toolswhich  students 
are  likely  to  come  across  in  a  place  of  work, 
or  they  could  buy  for  themselves  at  home. 


In  the  pottery  workshop  at  W  Ross  McDonald  School. 


Intervenors  are  usually  employed  by 
the  school  at  the  age  of  about  nineteen 
and  work  for  a  period  of  two  years.  They're 
then  replaced  by  other  young  people,  the 
idea  here  being  always  to  have  fresh  and 
enthusiastic  people.  While  the  school  has 
the  facilities  for  a  wide  range  of  activities 
they  also  make  extensive  use  of  those  in 
the  community  with  the  aim  of  helping  the 
students  to  become  used  to  life  in  the 
outside  world,  and,  just  as  important,  to 
increase  deaf-blind  awareness  among  the 
public 

The  school  has  a  programme  of  work 

-  ence  for  those  approaching  working 

age.  Students  are  placed  usually  in  a  small 

firm  tor  a  few  days  per  week.  However, 

while  ft  is  hoped  that  students  will  develop 


In  the  course  of  one  conversation  with  a 
teacher  I  asked:  'Are  any  of  the  deaf-blind 
children  here  also  mentally  retarded?'  the 
reply  was:  'We  don't  regard  any  of  our 
children  as  being  mentally  retarded'.  My 
interpretation  of  this  comment  was,  that 
any  child  born  deaf  and  blind  is  likely  to 
appear  to  be  mentally  retarded  unless  the 
appropriate  means  of  education  and  under- 
standing of  his  or  her  needs  are  made 
available  at  an  early  age.  There  are  good 
examples  here  of  deaf-blind  people  who, 
before  they  came  to  the  W  Ross  Macdonald 
school,  were  treated  and  behaved  as 
though  they  were  mentally  retarded,  but 
since  joining  they  have  become  very 
changed  people  and  are  definitely  not 
retarded. 


Communications 
Sign  Language 

Should  we  try  to  close  the  gap  between 
deaf  and  deaf-blind,  by  introducing  deaf 
sign  language  into  the  deaf-blind  world?  It 
is  interesting  to  notice  that  many  deaf- 
blind  people  in  the  USA  both  learn  and  use 
deaf  sign  language.  At  such  places  as  the 
W  Ross  Macdonald  school  and  Perkins 


Fingerspelling  to  Kerry  Wadman. 

school,  if  the  deaf-blind  student  does  no 
have  enough  vision  to  follow  signing  the; 
will  learn  to  sign  'hand-over-hand'.  There 
are  three  basic  advantages  of  deaf-blinc 
people  being  able  to  sign: 

1 .  Easy  communication  between  deaf  anc 
deaf-blind. 

2.  All  hearing  people  who  know  dea 
signing  will  be  able  to  communicate  witr 
deaf-blind  people. 

3.  The  use  of  signs  rather  than  spelling  o 
individual  words  is  much  faster. 

These  advantages  were  very  apparen 
to  me.  Once  I  had  learnt  the  Americar 
manual  alphabet  which  is  part,  of  ASL 
(American  Sign  Language).  I  was  able  tc 
talk  fluently  with  both  deaf  and  deaf-blinc 
and  their  interpreters.  My  learning  of  some 
signs  to  represent  words  then  helpec 
further  to  speed  up  conversation.  It  was 
also  interesting  to  notice  that  quite  a  few  o 
the  interpreters  at  the  American  Associatior 
of  the  Deaf-Blind  Convention  in  Washingtor 
DC  were  themselves  deaf.  Howeverwhen 
look  at  the  deaf  community  in  the  UK  I  an 
doubtful  whether  the  same  system  woulc 
work  with  the  same  degree  of  success 
This  is  largely  because  a  great  many  dea 
people  were  educated  by  oral  method  a: 
their  means  of  communication  and  offer 
have  little  or  no  knowledge  of  sigr 
language  -  in  fact  they  have  often  beer 
strenuously  discouraged,  with  the  resul 
that  some  of  them  find  it  difficult  to  adapt  tc 
the  idea  of,  or  are  actually  reluctant  tc 
learn,  sign  language.  It  is  also  questionable 
whetherdeaf-blind  people  who  are  used  tc 
using  manual  would  want  to  learn  what  tc 
them  would  be  a  new  language.  Havinc 
said  that  I  still  feel  we  need  to  make  ar 
effort  to  bridge  the  gap  between  deaf  anc 
deaf-blind  people.  This  has  to  mean  tha 
we  must  not  invent  yet  another  sigr 
language  which  would  further  isolate  uj 
from  the  deaf  world  and  those  hearing 
people  who  know  their  language. 
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Tactile  Involvement 

I  have  been  interested  to  notice  that  some 
of  the  activities  available  for  deaf-blind 
people  to  take  part  in  are  purely  visual  or 
that  there  is  a  lack  of  tactile  contact.  For 
example  in  a  visit  to  a  museum  where 
everything  is  behind  glass  or  out  of  reach, 
the  only  way  they  can  take  part  in  such  an 
activity  will  be  through  an  interpreter,  who 
will  be  able  to  put  over  so  much,  depending 
on  his  or  her  ability  and  the  deaf-blind 
person's  ability.  This  is  likely  to  be  both 
tiring  and  frustrating  for  both  the  deaf-blind 
person  and  the  interpreter.  Another  ex- 
ample would  be  a  deaf-blind  person  taking 
part  in  a  game  of  ten  pin  bowling  where  he 
would  simply  be  throwing  a  large  wooden 
ball  into  darkness,  then  being  told  whether 
he'd  knocked  any  pins  down.  Of  course 
these  are  just  two  of  many  activities  which 
can  be  both  interesting  and  amusing  to 
many  people,  but  how  should  we  over- 
come the  deaf-blind  person's  lack  of 
contact  with  some  of  these  things?  The 
obvious  answer  in  the  first  example  would 
be  to  remove  the  barriers  and  glass  and 
allow  the  deaf-blind  person  to  touch  the 
exhibits  and  thereby  give  them  a  vivid 
impression  and  stimulate theirimagination. 
In  the  second  example  some  form  of 
adaptation  is  caNed  for.  It  was  at  the 
Queen's  Lighthouse  for  the  Blind  in  New 
York  that  I  was  able  to  experience  just  such 
a  specially  adapted  bowling  alley.  Apart 
from  extra  good  lighting  and  a  guide  rail 
there  were  different  buzzing  tones  to  tell 
people  how  many  pins  were  down  and  if 
you  had  stepped  over  the  starting  line.  All 
these  buzzing  tones  could  be  felt  in  the 
form  of  different  vibrations.  The  result  was, 
that  what  for  me  had  previously  been  a 
rather  aimless  and  frustrating  game,  sud- 
denly took  on  a  much  more  involving  and 
enjoyable  form.  The  value  of  being  involved 
tactilely  and  taking  an  active  part  is  clearly 
recognised  and  reflected  by  some  of  the 
things  I  have  seen  deaf-blind  people  doing 
while  I  was  in  the  USA  and  Canada  - 
wrestling  and  water  skiing  are  two  good 
examples  and  very  popular  among  some  of 
the  deaf-blind.  Not  only  does  being 
involved  tactilely  make  it  possible  for  deaf- 
blind  people  to  take  an  interest,  but  it  will 
also  widen  their  horizons  to  new  possibil- 
ities of  what  else  they  could  do,  and  just  as 
important,  there  will  be  a  feeling  of  being 
more  independently  involved.  In  short  it  is 
a  wonder  what  can  be  done,  when  a  bit  of 
careful  thought  and  determination  is 
present. 


Waterskiing  in  the  USA.  Graham  was  accompanied  on  his  trip  by  a  guide-interpreter 
(intervenor).  Nick  (shown  above)  interpreted  for  the  second  month,  Sarah  Forde  for  the  first. 


The  Medical  World  Needs  to 
Learn  Manual 

While  in  Canada  and  the  USA  I  was 
interested  to  learn  whether  G.P.'s  and 
other  medical  personnel  were  able  to 
communicate  directly  with  their  deaf-blind 
patients.  The  answer  to  this  question  was 
generally  no,  that  an  interpreter  needed  to 
present.  However  a  few  said  their  G.P.  was 
able  to  talk  directly  to  them  and  that  this 
was  an  advantage  they  enjoyed.  Having 
made  these  findings  I  question  whether  an 
interpreter  is  the  right  answer  in  this 
particular  field.  I  feel  that  we  should 
campaign  to  have  deaf-blind  manual  made 
a  part  of  a  doctor's  and  other  medical 
personnel's  training,  which  would  be  a 
great  advantage  both  to  themselves  and  to 
their  deaf-blind  patients.  For  the  doctor  it 
would  speed  up  communications  and 
avoid  possible  misunderstandings.  And 
from  the  deaf-blind  person's  point  of  view 
the  very  knowledge  that  his  GP  or  dentist 
would  be  able  to  communicate  with  him 
directly  and  in  confidence  would  be  a  most 
reassuring  feeling.  Things  which  they  may 
feel  unable  to  discuss  when  a  third  party  is 
present  would  become  much  easier.  It  is 
true  that  some  people  may  actually  prefer 
to  have  a  third  person  present,  but  deaf- 
blind  people  need  to  feel  they  have  the 
right  to  privacy,  just  as  anyone  else. 


At  the  Weekend  Away,  Edith  Wilson  and  Graham  meet  in  the  HASICOM  group. 


The  Intervenor 

In  the  first  section  of  this  article  I  have 
explained  the  difference  between  an 
interpreter  and  an  intervenor  and  how  the 
intervenor  works  at  the  WRossMacdonald 
school.  I  would  now  like  to  look  at  the  idea 
of  intervention  and  what  it  means  to  the 
deaf-blind  individual.  An  intervenor  can  be 
anyone  who  is  in  close  contact  with  the 
deaf-blind  person.  It  could  be  a  parent, 
anotherfamily  member,  a  spouse  orfriend. 
They  do  not  necessarily  need  to  undertake 
any  special  training  in  order  to  be  a 
successful  intervenor;  what  is  essential  is 
that  the  intervenor  has  a  good  under- 
standing of  that  person  and  sees  the 
person  first  and  not  the  handicap.  The 
deaf-blind  person  must  be  allowed  to  make 
mistakes,  and  the  results  of  those  mistakes 
must  be  brought  to  his  or  her  attention  by 
the  intervenor.  Information  given  to  the 
deaf-blind  person  must  be  undistorted; 
they  must  have  full  and  accurate  under- 
standing of  the  world  around  them  by 
which  they  can  form  the  ability  to  make 
theirown  decisions.  In  shortthe  intervenor 
is  there  to  work  'with'  and  not  'for'.  If  this 
principle  of  intervention  is  followed,  and 
only  if,  then  intervention  could  bethe'KEY' 
that  will  open  the  door  to  a  future  of 
increased  independence  for  deaf-blind 
people  of  all  abilities.  It  is  also  important  in 
my  experience  to  remember  that  like  with 
any  good  relationship  between  two  people 
there  has  to  be  willingness  to  share  and 
give  consideration  for  the  others  feelings, 
from  both  parties  -  the  deaf-blind  person 
should  not  always  be  on  the  receiving  end 
and  must  try  to  accept  their  handicap. 

The  question  then  is,  should  we  set  up  a 
service  of  interveners  in  the  UK,  and  how? 
My  answer  is  yes.  We  need  a  service  of 
trained  intervenors  because  it  is  not  every 
deaf-blind  person  who  has  someone  who 
can  provide  such  a  service.  The  W  Ross 
Macdonald  school  also  offers  advice  on 
how  best  a  family  member  can  work  as  an 
intervenor.  Funding  is  often  provided  by 
the  Canadian  government.  I  would  there- 
fore suggest  that  if  an  intervention  service 
is  to  be  established,  we  should  look 
towards  ourcentral  government  to  provide 
the  funds  and  that  the  actual  construction 
of  the  service  should  be  placed  in  the 
hands  of  an  existing  deaf-blind  organis- 
ation who  possesses  the  professional 
knowledge  to  ensure  that  this  service  will 
be  THE  KEY'. 
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Rubella  —  delayed  effects 


From  time  to  time  over  the  last  two  years  I 
have  been  hearing  of  or  receiving  reports 
and  enquiries  from  parents  of  rubella- 
affected  children  who  are  sure  that  they 
are  seeing  in  their  teenagers  and  young 
adults  changes  in  behaviour  that  are  so  out 
of  character  that  they  wonder  whether 
there  can  be  a  physical  cause.  In  other 
words,  they  have  been  asking  "Can 
rubella  continue  to  cause  damage  into 
adulthood?" 

When  you  consider  the  enormous  variety 
of  possible  causes  which  can  affect  the 
behaviour  of  children  such  as  ours,  it  is 
very  tempting  to  argue  away  fears  of  new 
problems  and  it  is  certainly  wise  to 
consider  everything  with  extreme  caution. 

It  is  the  experience  of  this  Association 
that  when  a  parent  finally  speaks  of  what 
careful  and  close  observation  indicates, 
that  parent  is  more  likely  to  be  right  than 
wrong. 

Even  as  we  were  seeking  any  research 
findings  that  exist,  an  additional  spurcame 
from  an  audiologist  who  was  forming  the 
opinion  that  there  were  some  problems 
emerging  among  the  rubella-deaf  teen- 
agers she  saw  which  were  not  common  to 
teenagers  whose  deafness  had  other 
causes. 

Research  into  such  areas  in  this  country 
is  conspicuous  by  its  absence  but  I  was 
able  to  use  the  opportunity  of  my  recent 
visit  to  America  to  tap  sources  there.  In 
writing  this  article  I  am  therefore  indebted 
to  American  sources  for  much  of  it. 

Research  in  the  USA 

The  message  I  came  back  with  from  Dr 
Louis  Cooper  was  that  we  are  getting 
evidence  from  parents  but  that  what  struck 
him  continually  was  the  tremendous  vari- 
ability of  the  manifestations  among  our 
children,  making  it  hard  to  know  how  to 
separate  out  things  with  specific  rubella 
causes. 

Thanks  to  Dr  Kathleen  Shaver  who  gave 
me  copies  of  the  research  in  which  she  has 
been  involved,  I  can  mention  some  areas  in 
which  progress  has  been  made. 

It  would  seem  that  damage  caused  by 
the  rubella  virus  continuing  its  activity  is 
very    rare    indeed.    What    we    may    be 
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witnessing  is  the  delayed  manifestation  of 
damage  caused  before  birth  but  not  yet 
evident  then. 

We  know  that  the  virus  can  affect  eyes 
and  ears  and  heart  and  brain  but  it  can  also 
so  stimulate  and  affect  the  immune  system 
that  the  body  can  start  working  against 
itself,  breaking  down  its  own  defences  and 
altering  functions:  auto-immune  responses. 

Sometimes  this  can  be  seen  in  growth 
hormone  deficiency,  sometimes  in  de- 
generation of  hearing  or  sight.  These 
effects  are  comparatively  rare.  What  the 
American  studies  have  confirmed  is  some- 
thing first  noticed  in  Australia,  which  is  a 
universally  high  incidence  of  diabetes 
mellitus  appearing  in  teenage  and  the 
twenties.  The  Australians  found  up  to  30% 
and  the  American  studies  have  shown  at 
least  20%.  Since  the  ordinary  likelihood  is 
around  0.1%  this  is  certainly  an  area  of 
concern,  because  diabetes  itself  can 
damage  sight  and  our  children  are  already 
at  risk. 

Research  into  diabetes  as  a  result  of 
congenital  rubella  is  at  the  moment  the 
most  well  documented  but  a  study  has  also 
revealed  a  significant  development  of 
thyroid  problems,  much  less  than  the 
incidence  of  diabetes  but  nonetheless 
indicating  the  need  for  awareness  and  for 
checking. 

Impulsive  behaviour 

Among  our  own  children,  where  the 
problem  of  communication  overshadows 
all  others  and  compounds  many,  the 
evidence  of  any  change  or  upset  is  almost 
guaranteed  to  be  behavioural.  It  does  not 
help  therefore  when  another  possible 
delayed  effect  can  be  itself  an  organically 
triggered  behaviour  disturbance.  This  is 
the  area  where  parents  and  carers  are 
most  likely  to  pick  up  warning  signs  and 
also  where  it  is  easiest  to  get  the  meaning 
wrong. 

So  what  has  been  the  experience  of  our 
members?  I  have  already  mentioned  our 
audiologist  friend  who  was  observing  a 
pattern  of  degeneration  in  hearing  and  of 
increase  in  behavioural  outbursts  —  some- 
thing the  Americans  label  "impulsivity".  We 
have  also  had  reports  of  seizures  occurring 
in  late  teenage,  but  the  evidence  seems  to 
be  that  these  are  not  recurrent  and  do  not 
indicate  epilepsy,  indeed  in  one  case  the 
cause  may  have  been  the  side  effects  of 
drugs  taken  at  the  time.  The  overwhelming 
concern  seems  to  be  behaviour.  It  would 
appear  that  in  two  cases  this  was  due  to 
degeneration  in  vision  which  had  not  been 
spotted  and  that  in  another  case  it  was  the 
side  effects  of  drugs.  For  the  rest  we  have 
no  answer  at  present. 

We  are  faced  with  a  situation  where 
alarm  bells  are  sounding,  but  where  the 
issue  is  complicated  by  the  numberof  false 
alarms.  I  am  writing  to  reassure  some 
parents  that  they  are  not  mad  to  consider 
possible  delayed  effects  but  at  the  same 
time  I  am  conscious  that  if  I  merely  depress 
every  parent  I  am  doing  no-one  a  service.  I 
am  relying  on  the  proven  good  sense  of  our 
members  to  retain  a  perspective  and  to  be 

20 


ready  to  help  us  help  one  another  as  we 
seek  to  learn  more.  Even  taking  the  worst 
example,  if  two  out  of  ten  rubella-affected 
teenagers  may  develop  diabetes,  then 
eight  out  of  ten  will  not.  What  you  will  want 
to  know  is  whether  your  child  is  one  of  the 
two  or  one  of  the  eight. 

Medical  checkups  advisable 

The  answer  lies  in  checking  known  danger 
areas.  The  recommendation  from  Dr  Shaver 
is  that  our  teenagers  should  annually  be 
checked  for  diabetes  and  thyroid  problems 
as  well  as  having  a  full  vision  and  hearing 
check.  This  may  well  enable  us  to  spot 
potential  problems  before  they  cause 
serious  trouble  and  also  to  relieve  much 
unnecessary  worry  if  all  is  clear. 

For  Sense  itself  you  will  know  that  we 
are  already  in  the  process  of  appointing  a 
Development  Officer,  so  that  the  invaluable 
work  done  for  us  by  Dr  Nick  Sidle  in  the 
area  of  rubella  in  pregnancy  can  be 
continued  and  the  research  being  done  by 
others  in  the  area  of  delayed  effects  can  be 
gathered  and  further  work  stimulated. 

At  the  same  time  we  are  actively 
pursuing  the  establishment  of  a  Fellowship 
which  will  allow  direct  participation  of 
medically  qualified  people  in  research  and 
investigation.  We  already  know  of  families 
other  than  our  own  who  would  co-operate 
in  any  such  research,  for  it  is  not  only  the 
deaf-blind  who  have  been  congenially 
affected  by  rubella. 

In  the  present  state  of  uncertainty  and 
lack  of  knowledge,  we  have  to  be  sure  that 
we  do  not  confuse  the  issue  by  attributing 
to  rubella  damage  something  which  has 
other  causes  and  other  treatments.  An 
upsurge  in  behaviour  problems  can  result 
from: 

•  The  natural  outbursts,  upsets  and 
adjustments  met  with  many  adolescents. 

•  Manifestation  and  behaviour  problems 
common  to  deaf  teenagers  living  in  a 
hearing  world. 

•  Problems  of  increasing  size  and  the 
realisation/testing  of  growing  strength. 

•  The  long-term  effects  of  stress  — 
particularly  relevant  to  children  with  a  dual 
sensory  impairment. 

•  The  effects  of  degenerating  sight  and/or 
hearing. 

•  The  side  effects  of  drugs. 

However,  we  must  make  sure  our  young 
people  have  yearly  health  evaluations 
including: 

•  Full  sight  and  hearing  checks. 

•  Fasting  blood  sugar  or  urine  test. 

•  Screening  for  thyroid  antibodies. 

Now  for  the  GOOD  NEWS 

One  last  note  from  a  different  viewpoint.  I 
did  find  mention  in  a  report  that  although 
the  rubella  virus  could  cause  delayed 
problems  it  could  also  appear  to  vanish 
completely  along  with  its  behavioural 
effects.  I  thought  maybe  this  was  wishful 
thinking  but  a  mother  in  Sussex  has  written 
in  delight  to  report  exactly  that  happening 
to  her  son,  who  is  now  in  his  early  thirties. 
The  change  was  sudden,  unexpected  and 
appears  to  be  permanent.  Not  all  is 
foreboding. 

Norman  Brown 
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Sex  education  for  people  with  handicaps 


Very  few  people  are  willing  to  talk  openly 
about  sexuality,  particularly  to  strangers, 
and,  if  you  do,  you  run  the  risk  of  being 
labelled  as  a  "sex  expert". 

Perhaps  that  is  the  first  myth  to  dispel. 
Long  before  any  of  us  get  access  to  any 
formal  instruction  or  practical  experience, 
we  have  learned  just  by  living  together  with 
other  people,  in  particular  our  families,  a 
great  deal  about  our  bodies,  our  sexual 
identification  and  ways  of  relating  to  each 
other.  As  we  grow  up  we  then  begin  to  ask 
questions  of  our  parents,  our  friends,  our 
teachers;  we  look  at  books  or  watch  TV;  we 
explore  with  our  peer  group  or  learn  by 
having  younger  brothers  and  sisters.  We 
obtain  a  whole  jigsaw  of  information  that 
only  gradually  fits  together  in  some 
meaningful  way.  All  these  are  options  open 
to  you  if  you  are  a  normal  child  with  friends 
at  school,  have  reasonably  open  parents, 
access  to  TV  or  literature  and  if  biology  at 
school  includes  sex. 

But  what  happens  if  you  are  handicapped 
in  some  way?  If  you  are  mentally  handi- 
capped or  your  ability  to  learn  is  in  any  way 
damaged,  there  is  a  good  chance  that  your 
reading  skills  will  be  limited  or  nonexistent. 
Your  language  comprehension  will  be 
impaired  so  that  picking  up  information 
incidentally  or  from  TV  will  either  not  occur 
or  be  distorted.  Your  peer  group  will 
probably  know  no  more  than  you  and  you 
will  have  less  opportunity  for  private  play. 
Generally,  you  will  be  more  protected  than 
a  normal  child. 


"We  obtain  a  whole  jigsaw  of  information 
that  only  gradually  fits  together  in  some 
meaningful  way" 

The  issues  for  someone  with  a  physical 
handicap  are  slightly  different  and  it  will 
depend  very  largely  on  the  degree  of 
physical  handicap.  Your  ability  to  learn 
may  not  be  impaired  and  so  you  will 
probably  be  attending  a  school  with  a 
normal  curriculum  where  in  biology  at  least 
some  aspects  of  sex  may  be  dealt  with.  You 
can  learn  from  books  and  TV  but  if  you  are 
reliant  on  someone  giving  them  to  you, 
because  you  are  not  independently  mobile, 
you  will  probably  find  the  same  protective 
attitude  coming  towards  you  as  with 
people  with  a  mental  handicap.  Immobility 
is  also  going  to  make  peer  group  exploration 
difficult  as  well  as  the  absence  of  'natural 
nudity'.  As  children  we  learn  a  lot  about  our 
bodies  by  accidentally  stumbling  across 
our  parents  nude.  This  provokes  questions 
about  body  differences  both  in  regard  to 
sex  and  age.  If  you  are  physically  handi- 
capped you  will  not  find  nudity  by  chance 
and  most  people  do  not  deliberately  walk 
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around  nude  even  in  their  own  homes. 
Physical  contact  may  also  become  distorted 
in  that  it  tends  to  be  one  way,  adult  to  child, 
and  usually  centres  around  being  washed, 
toileted,  changed.  You  will  have  fewer 
opportunities  for  privacy  as  these  will  be 
determined  by  others  and  like  people  with 
a  mental  handicap  you  will  probably  be 
seen  as  more  vulnerable  and  in  need  of 
protection  than  a  normal  child. 

The  problems  connected  with  sensory 
handicaps  introduce  another  aspect  to 
learning  about  sex,  that  is  personal 
relationships.  Whilst  hearing  or  visual 
impairments  may  not  in  themselves  present 
a  major  obstacle  to  learning  certain  facts 
about  sex,  they  do  affect  the  context  of  sex. 
If  you  have  a  hearing  difficulty  you  mayfind 
there  is  no  formal  sexual  sign  language 
and  if  signs  for  some  concepts  do  exist 
then  you  will,  of  course,  be  reliant  on 
someone  teaching  them  to  you.  You  will 
miss  out  on  the  nuances  of  emotional 
speech,  such  as  tone  and  inflexion,  which 
are  an  important  source  of  social  signals. 
And,  if  you  are  blind  or  partially  sighted, 
you  are  not  only  deprived  of  a  major 
channel  of  sexual  stimulus,  but  also  your 
ability  to  select  a  partner  and  to  respond  to 
social  signals  such  as  smiling.  Your 
reliance  on  touch  to  explore  the  world  may 
meet  with  resistance  from  owners  of  British 
inhibition  or  may  create  a  premature 
intimacy  that  makes  it  difficult  to  distinguish 
between  friends  and  acquaintances.  The 
lack  of  sight  may  create  an  inappropriate 
dependency  with  the  lack  of  proximity  to  a 
loved  one  felt  as  rejection  or  loss. 

It  is  not  hard  to  see  why  the  difficulties 
that  confront  people  with  handicaps  make 
parents  feel  the  need  for  specialist  help. 
Many  parents  have  great  difficulty  in 
coming  to  terms  with  their  children's 
sexuality  or  in  making  a  positive  contrib- 
ution to  their  formal  sex  education,  even  if 
they  are  not  handicapped.  Sex  is  a  very 
private  matter  that  not  only  reflects  the 
difficulties  in  establishing  and  maintaining 
a  good  personal  relationship  but  also 
seems  to  belong  to  the  realm  of  adulthood. 
It  is  always  difficult  for  parents  to  accept 
that  transition  between  childhood  and 
adulthood.  It  involves  major  processes  of 
independence  and  separation. 

The  next  myth  to  dispel  is  the  belief  that 
people  who  are  handicapped  are  children. 
Whereas  parents  who  have  normal  children 
can  look  forward  to  the  growing  independ- 
ence of  their  children,  the  adolescent  or 
young  adult  with  a  major  handicap  may 
have  special  needs  for  continuing  care  and 
protection.  It  is  not  therefore  uncommon 
for  parents  to  deny  that  their  child  has  any 
sexual  feelings  at  all,  or  to  become 
overprotective  and  strictly  control  social 
contacts.  It  makes  people  vulnerable  to 
damaging  and  exploitative  situations,  and 
it  makes  them  confused  because  partial 
knowledge    lacks    meaning.    It    causes 


internal  emotional  conflict  where  lack  of 
understanding  blocks  the  normal  expres- 
sion of  natural  instincts  and  this  may  lead 
to  depression,  anxiety  or  behaviour 
problems.  It  also  deprives  people  of  a  basic 
right  to  know. 

The  current  trend  towards  sex  education, 
however,  whilst  providing  the  specialist 
help  required,  still  holds  many  fears  for 
parents.  Perhaps  the  greatest  fear  is  that 
sexual  knowledge  will  lead  to  promiscuity 
and  pregnancy  and  they,  in  turn,  raise 
further  issues  about  sexual  hygiene, 
abortion  or  parenting.  It  is  not  possible  to 
remove  these  fears  entirely  as  they  are  an 
integral  part  of  any  parenting,  just  in  the 
same  way  that  providing  a  child  with  an 
understanding  of  how  their  bodies  change 
and  where  they  have  come  from  is  also  a 
part  of  parenting.  This  then  brings  us  back 
to  the  first  point  about  none  or  all  of  us 
being  sex  experts  and  to  the  question  of 
what  sex  education  is  all  about. 

We  can  approach  sex  education  from 
two  points  of  view:  formal  or  informal, 
referring  more  to  the  place  in  which  it  takes 
place  than  the  attitude  of  approach  of  the 
educator.  In  dealing  with  the  formal 
approach  to  sex  education  that  may  take 
place  in  schools  or  day  centres,  much  of 
what  is  said  can  easily  be  applied  to  the 
home  situation. 

Any  such  group  has  a  number  of  different 
aims: 

•  To  inform  people  about  their  bodies  and 
themselves  as  sexual  beings 

In  order  to  give  ourselves  a  sexual 
identification  and  the  basis  of  a  self- 
concept  we  need  to  have  some  knowledge 
of  our  body  parts  and  the  extent  to  which 
they  are  common  to  other  people  as  well. 
This  in  turn  raises  issues  relating  to  the 
way  in  which  our  bodies  develop  and  how 
they  differ  in  people  of  different  ages.  The 
appearance  of  secondary  sex  character- 
istics such  as  body  hair,  growth  of  breasts 
and  genitals,  may  be  quite  frightening, 
especially  if  we  believe  we  are  the  only 
person  it  is  happening  to.  But  there  are 
other  aspects  too.  Menstruation,  masturb- 
ation and  body  hair  all  raise  issues  related 
not  just  to  human  reproduction  but  also  to 
health  and  hygiene  and  the  development 
of  self-help  skills  such  as  washing  and 
shaving.  Put  in  context  these  skills  no 
longer  are  a  chore  we  have  to  learn  but  a 
meaningful  activity  because  there  is  a 
reason  for  them. 

•  It  puts  sex  into  a  context  of  personal 
relationships 

Sex  does  not  work  in  isolation,  except 
when  you  are  masturbating.  You  need  a 
partner  and  that  means  some  kind  of 
relationship  and  the  ability  to  communicate. 
A  large  part  of  any  sex  education  pro- 
gramme will  therefore  concentrate  on  the 
development  of  social  and  communication 
skills.  In  order  to  form,  maintain  and 
terminate  relationships  we  need  to  be  able 
not  only  to  communicate  our  own  needs 
and  feelings  but  also  to  understand  the 
meaning  of  other  people's  social  signals 
and  be  responsive  to  their  needs.  That 
means  understanding  nonverbal  aspects 
of  communication  such  as  eye  contact, 
posture,  social  distance  and  facial  expres- 
sion as  well  as  tone  of  voice  and  the 
content  of  conversation.  But  if  you  cannot 

continued  on  page  22 
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Christine  Taylor  writes  ... 
our  thanks  to  Vanessa  and  Jim 
who  ran  the  creche  so  well,  and  all 
their  helpers.  Once  Mark  was  told 
that  the  girl  looking  after  Paul  on 
Saturday,  Penny  Cloke.  also  had  a 
Rubella  handicapped  brother,  he 
was  able  to  relax  and  go  to  play 
with  his  friends.  Mark  feels  he  has 
to  take  care  of  his  brother  if  his 
parents  are  not  there,  he  thinks 
that  'they'  will  not  understand  his 
brother,  happily  on  this  occasion 
our  problem  was  solved. 

I  was  still  talking  to  another 
parent  Les  Good,  about  BSL  and 
Makaton  while  my  husband  and 
Peter  Turner  were  tapping  their 
feet  anxious  to  start  the  drive  back 
down  the  M1.  It's  so  nice  to  enjoy 
one  weekend  in  the  year  where 
everyone  understands.  Thank  you 
Carmel  for  all  your  hard  work  and 
Sense  for  making  it  possible. 

Sex  Education 

continued  from  page  21 

see  or  hear  some  or  all  of  these  cues  are 
not  available  to  you  and  alternative  means 
of  communication  need  to  be  found. 

The  theme  running  through  all  the 
personal-social  skills  is  reciprocity,  an 
understanding  of  not  just  your  own  but 
others'  points  of  view.  All  children  have  to 
pass  through  a  stage  of  egocentricity 
where  the  world  only  exists  on  their  terms. 
Children  with  a  mental  handicap  will  by 
virtue  of  their  slow  mental  development  be 
in  the  egocentric  phase  for  much  longer, 
often  well  into  adolescence  or  even 
adulthood.  Similarly,  any  child  with  any 
kind  of  disability  will  be  placed  in  an 
omnipotent  position  vis-a-vis  their  family 
and  possibly  other  social  situations  if  only 
because  they  are  protected,  looked  after 
and  very  often  waited  on. 

Sex  in  a  personal  relationship  also  raises 
the  issues  of  birth  control,  marriage, 
pregnancy  and  parenting.  Without  some 
understanding  of  the  mechanics  of  preg- 
nancy and  birth  and  the  responsibilities  of 
parenting,  it  is  not  possible  to  make  a 
sensible  decision  about  birth  control. 
Similarly,  marriage  is  not  just  about  white 
dresses  and  rings,  it  is  about  assuming 


task-oriented  roles,  having  ups  and  downs 
and  growing  old. 

•  It  provides  guidelines  about  appropriate 
behaviour  in  relation  to  the  handicapped 
person  attending  the  group  and  to  what 
they  should  expect  in  other  people  with 
whom  they  come  into  contact. 
Parental  and  societal  concerns  often  focus 
around  real  or  anticipated  inappropriate 
behaviour.  If,  however,  we  consider  the 
determinants  of  sexual  behaviour  we 
realise  these  relate  first  to  the  attitudes  of 
other  people,  parents,  staff  or  the  general 
public,  who  provide  feedback  about  our 
behaviour  and  a  model  to  learn  from. 
Secondly,  a  person's  behaviour  is  deter- 
mined by  the  environment  in  which  he  or 
she  finds  him  or  herself.  Thus  in  segregated 
institutions,  homo-  rather  than  hetero- 
sexuality  is  likely  to  become  the  norm. 
Institutional  behaviour,  such  as  indiscrim- 
inate or  inappropriate  displays  of  affection, 
stripping  or  open  masturbation  may  be 
tolerated,  whereas  in  the  community  it  may 
not  just  be  embarassing,  but  dangerous  or 
illegal.  Similarly,  the  lack  of  privacy  and 
close  supervision  mean  that  sexual 
behaviour  is  inevitably  visible,  public  and 
devalued.  The  answer  to  the  question 
"What  do  I  do  about  my  son  who  is  1 5  and 
masturbates?"  will  then  be  more  about 
teaching  him  the  difference  between 
public  and  private  places  than  whether  or 
not  the  behaviour  should  continue.  An 
important  role  of  the  sex  education  pro- 
gramme will  be  through  role-play  and 
discussion  to  establish  appropriate  be- 
havior by  giving  appropriate  feedback. 

•  To  allow  the  group  members  to  explore 
their  feelings  in  a  setting  that  is  both  open 
and  accepting  as  well  as  private 
Finally,  we  need  to  take  account  of 
members'  previous  experiences  of  relation- 
ships either  in  terms  of  relationships  they 
have  been  personally  involved  in,  or  which 
they  have  experienced  through  their  own 
families  and  peer  group,  or  maybe  just 
through  hearsay.  This  may  be  associated 
with  sadness  if  there  has  been  separation, 
or  anxiety  if  the  experience  was  in  some 
way  negative.  Issues  of  jealousy,  sharing 
and  individual  differences  will  arise.  What 
do  I  do  about  my  handicapped  daughter 
who  sees  her  sister  going  out  with 
boyfriends  and  getting  married? 


There  is  no  one  way  to  run  a  sex  education 
programme.  Each  programme  must  be 
specifically  geared  to  the  needs  ot  the 
group  members.  How  might  the  members 
differ?  What  might  those  different  needs 
be? 

Learning  ability  is  important  and  has  two 
quite  different  aspects.  On  the  one  hand 
there  is  the  rate  at  which  people  learn. 
Everyone,  whatever  their  level  of  handicap, 
is  capable  of  learning.  What  changes  with 
different  levels  of  handicap  is  the  speed  at 
which  learning  takes  place.  Someone  with 
a  mild  handicap  will  inevitably  learn  faster 
than  someone  with  a  moderate  or  severe 
handicap.  The  first  special  need  relates 
then  to  the  pace  of  learning. 

On  the  other  hand,  learning  may  be 
impaired  or  made  more  difficult  because  of 
other  kinds  of  handicap,  sensory  or 
physical.  Here  it  is  not  a  question  of  place 
but  of  the  way  in  which  material  is 
presented.  There  is  a  heavy  reliance  on 
visual  materials,  slides,  pictures  and  films. 
This,  however,  poses  a  particularly  difficult 
problem  for  the  visually  impaired.  In  this 
group,  there  is  a  heavy  reliance  on  the 
sense  of  touch  and  ideally  a  tactile 
presentation  should  be  substituted.  This 
could  be  the  exploration  of  human  bodies 
or  the  use  of  suitable  manufactured 
models. 

As  you  can  see  running  a  sex  education 
group  requires  an  open  exchange  of 
information  and  in  order  to  do  so  we  need 
to  start  by  coming  to  terms  with  our  own 
sexuality.  We  need  to  accept  that  sex  is  fun 
as  well  as  frightening  and  that  we  all  had  a 
lot  of  learning  to  do.  It  is  also  clearfrom  the 
outline  above  that  there  is  nothing  in  a  sex 
education  group  that  could  not  normally  be 
taught  at  home.  In  fact  an  informal 
approach  to  sex  education  within  the 
person's  own  home  where  the  issues  of 
intimacy  are  less  fraught  is  both  a  good 
starting  and  end  point,  although  the  group 
at  school  or  day  centre  provides  necessary 
peergroup  interaction,  albeit  in  astructured 
setting.  It  is  also  clearfrom  the  above  that 
sex  education  may  not  require  any  special 
techniques,  even  where  there  are  different 
kinds  of  handicap.  Instead,  we  need  to  ask 
ourselves  whether  the  milestones  along 
the  way  to  normal  sexual  development  in 
the  child  with  a  handicap  are  so  radically 
different  from  those  in  the  normal  child. 


Xj'jt-.\  %he  look  better  like  that?'  Mr.  Good  with  son  and  daughter  in  the 
Market  Place 


Ray  Hazan,  chairman  of  Hasicom.  introduces  his  guide  dog  to 
Abby  and  Linda  Ricardo 
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Self  Injurious  Behaviour 


When  shown  by  people  with  a  mental  handi- 
cap, self-injurious  behaviour  (SIB)  is  a  dis- 
tressing and  invasive  problem  for  both  self- 
injurer  and  care  giver.  It  is  seen  in  more 
than  one  in  10  people  with  mental  handicap 
who  live  in  hospital  and  about  three  in 
every  100  who  live  in  the  community.  The 
commonest  forms  of  self-injury  are  skin 
picking  and  scratching,  self-biting  and  head- 
banging  and  punching,  with  more  severe 
self-injurers  often  displaying  more  than 
one  type.  Although  it  is  more  likely  to  occur 
in  people  with  a  greater  degree  of  mental 
handicap  it  can  be  shown  by  those  with 
only  mild  mental  handicap  as  well.  It  is 
equally  distributed  between  sexes  and  can 
occur  at  all  ages  with  a  'peak  period'  be- 
tween 10  and  25.  Whilst  SIB  is  cause  for 
considerable  concern  and  has  been  a  sub- 
ject of  research  for  over  40  years  no  quick, 
easy  and  substantially  effective  remedy 
has  been  developed. 

This  article  discusses  how  self-injury 
develops  and  why  it  should  continue  to  be 
such  an  intransigent  problem  in  people 
with  severe  mental  handicap. 


The  Onset  of  SIB 

The  point  of  onset  of  SIB  is  often  difficult  to 
determine  as  the  first  acts  may  appear  so 
innocuous  as  to  go  unnoticed.  However, 
they  may  be  associated  with  a  minor  illness 
(e.g.  ear  infection  or  tooth  pain  leading  to 
head-banging,  dermatitis  leading  to  scrat- 
ching etc.)  and  perhaps  caused  in  the  first 
instance  by  the  handicapped  person  trying 
to  relieve  the  immediate  discomfort.  It  may 
also  begin  as  an  extension  of  stereotyped 
acts  (e.g.  small  rapid  hand  to  mouth  move- 
ments) which  initially  served  development- 
al or  stimulatory  purposes  or  may  be  part  of 
a  movement  disorder.  SIB  is  also  known  to 
be  associated  with  some  rare  syndromes 
(e.g.  Lesch-Nyhan  syndrome,  De  Lange 
syndrome)  where  the  acts  are  thought  to 
have  a  biological  or  genetic  basis.  How- 
ever a  syndrome  is  the  initial  cause  of  SIB 
in  only  about  one  in  every  1 00  self-injurers. 
The  first  act  of  SIB  may  occur  by  chance, 
for  example  a  poorly  controlled  head  move- 
ment may  result  in  an  unintended  bang  on 
the  floor  or  any  nearby  object.  All  of  these 
causes  for  the  first  act  of  SIB  are  made 
likely  by  the  presence  of  mental  handicap 
which  is  therefore  best  seen  as  a  pre- 
disposing factor  for  the  onset. 


The  Development  of  SIB 

The  first  few  acts  of  SIB  which  occur  inev- 
itably cause  understandable  concern  and 
anxiety  in  the  care  giver.  This  is  perhaps 
compounded  by  some  over  protection  such 
that  the  care  giver  will  immediately  act  in 
any  one  of  a  number  of  ways  to  try  to  stop 
the  SIB  from  continuing  and  to  try  and  find 
the  cause.  As  soon  as  the  SIB  occurs  the 
care  giver  may,  for  example,  go  over  to  the 
self-injurer  and  physically  stop  them,  tell 
them  to  stop,  talk  to  them  or  interpret  the 
SIB  as  an  expression  of  a  need  of  a  drink, 
food,  comfort,  pain  relief  etc.,  and  offer 
things  to  relieve  the  assumed  need.  Alter- 
natively if  the  SIB  occurs  whilst  the  care 
giver  is  doing  something  with  or  to  the 
handicapped  person,  the  activity  stops  whilst 
the  care  giver  momentarily  prevents  the 
SIB.  Additionally  the  care  giver  may  view 


There  is  nothing  quite  so  distressing 

as  to  watch  a  child  injure  himself 

purposely  time  and  again,  and  to  be 

unable  to  stop  him  doing  it.  Chris 

Oliver,  a  research  psychologist, 

funded  by  the  DHSS  at  the  Institute  of 

Psychiatry,  discusses  some  of  the 

reasons  why  such  behaviour  may 

develop. 

the  SIB  as  an  expression  of  the  self-injurer's 
unwillingness  to  take  part  in  whatever  it  is 
that  is  happening  and  consequently  stops 
the  activity  altogether.  All  of  these  acts  by 
the  care  giver  are  strategies  implemented 
to  stop  the  SIB  occurring  at  that  time  only 
and  are  not  geared  towards  a  long  term 
solution.  If  a  strategy  fails  the  care  giver 
may  quickly  try  another  and  if  this  fails 
continue  trying  diffferent  strategies  until 
the  SIB  abates.  Once  a  strategy  success- 
fully stops  the  self-injury,  and  it  is  very 
likely  that  one  will  (as  the  self-injurer  may 
be  physically  stopped,  distracted  by  the 
drink,  comfort  etc.),  the  concern  of  the  care 
giver  decreases  and  because  of  this  the 
care  giver  is  rewarded  for  implementing 
the  strategy.  The  care  giver  consequently 
learns  that  that  particular  strategy  is  effec- 
tive and  therefore  is  likely  to  adopt  it  the 
next  time  the  SIB  occurs.  (They  may  also 
be  rewarded  by  feeling  that  they  have 
satisfied  the  assumed  need  of  the  self- 
injurer.)  This  is  a  straight  forward  learning 
process  for  the  care  giver  whereby  imp- 
lementation of  the  successful  strategy  is 
rewarded  by  the  SIB  stopping  and  this 
increases  the  likelihood  that  the  next  time 
the  SIB  occurs  the  care  giverwill  implement 
the  same  strategy  to  stop  the  SIB.  Whilst 
this  may  seem  desirable,  as  the  self-injury 
momentarily  stops,  if  one  considers  the 
whole  process  from  the  self-injurers  point 
of  view  it  is  apparent  that  the  foundations 
of  the  long  term  problem  are  being  laid. 

Some  Reasons 

Before  discussing  the  same  sequence  of 
learning  from  the  self-injurer's  viewpoint  it 
is  worthwhile  briefly  considering  some  of 
the  difficulties  that  people  with  a  severe 
degree  of  mental  handicap  have  on  a  day- 
to-day  basis  as  these  contribute  to  the 
problem  of  SIB.  As  people  with  a  severe 
mental  handicap  generally  have  poor  lang- 
uage and  communication  skills  they  inev- 
itably have  great  difficulty  in  expressing 
their  needs  to  other  people.  There  are  two 
fundamental  types  of  need  which  are  ex- 
pressed to  others  by  everyone  in  one  way 
or  another.  The  first  is  the  need  for  some- 
thing to  be  given  (e.g.  the  need  for  food, 
warmth,  company,  something  to  occupy 
us,  comfort  etc.)  and  the  second  is  the 
need  for  something  that  is  disliked  or  un- 
pleasant to  be  removed,  changed  or  stop- 
ped (e.g.  something  frightening,  physical 
discomfort,  difficult  or  unpleasant  tasks 
etc.)  The  deficits  in  communicative  abil- 
ities and  social  skills  that  severely  mentally 
handicapped  people  have  make  it  nigh 
impossible  for  these  two  basic  needs  to  be 
expressed  to  others.  A  further  need,  which 
is  not  usually  fulfilled  by  communication, 
but  by  action  is  the  need  for  stimulation. 
Generally  people  prefer  to  be  doing  some- 
thing when  alone  (e.g.  reading,  watching 
television,  smoking,  thinking  etc.)  and  if 


nothing  is  immediately  available  for  them 
to  do  they  will  seek  out  some  form  of 
stimulation.  Severely  mentally  handicapped 
people  are  often  in  situations  which  make 
it  difficult  for  them  to  gain  stimulation.  This 
may  be  so  because  they  have  sensory 
deficits  or  the  environment  is  bare  (e.g. 
hospital  back  wards)  or  they  are  not  ambul- 
ant and  therefore  unable  to  reach  toys  etc. 
or  the  stimulation  available  is  not  approp- 
riate to  their  developmental  level  (e.g.  nearly 
all  television  programmes,  difficult  jigsaw 
puzzles  etc.)  or  they  simply  find  ordinary 
toys  and  games  unstimulating.  So,  gen- 
erally speaking,  people  with  a  severe  deg- 
ree of  mental  handicap  have  difficulty  in 
requesting  something  they  need,  request- 
ing that  something  they  dislike  is  removed 
and  in  gaining  adequate  stimulation  from 
the  environment. 

Learning  to  Self-Injure 

Bearing  in  mind  these  difficulties  which 
are  faced  by  severely  mentally  handicapped 
people,  if  we  now  look  at  the  process  of  the 
care  giver  implementing  strategies  to  stop 
the  self-injury  occuring  in  the  short  term, 
we  can  see  the  long  term  problem  develop- 
ing. 

When  the  first  few  acts  of  SIB  occur  for 
any  one  of  the  reasons  discussed  prev- 
iously, the  self-injurer  finds  that  immed- 
iately following  the  act  the  strategies  out- 
lined above  are  carried  out  by  the  care 
giver.  That  is,  someone  may  come  over  and 
prevent  the  SIB  and  talk  to  them  or  give 
them  a  drink,  something  to  do  etc.  Alter- 
natively whatever  was  being  done  with  or 
to  the  self-injurer  stops,  at  least  moment- 
arily whilst  the  self-injury  is  prevented.  (It 
may  stop  completely  if  the  care  giver  inter- 
prets the  SIB  as  an  expression  of  the  self- 
injurer's  unwillingness  to  take  part  in  what- 
ever it  is  that  is  happening).  Initially  a  range 
of  such  strategies  may  be  tried  and  the 
self-injurer  is  likely  to  stop  self-injuring 
when  a  strategy  prevents  SIB  or  is  suffic- 
iently desirable  to  the  self-injurer  to  dis- 
tract them  from  self-injuring.  Once  this  pro- 
cess has  happened  a  few  times  the  self- 
injurer  learns  that  the  act  of  self-injury  can 
and  usually  will  yield  a  particular  strategy 
from  the  care  giver,  as  at  this  point  the  care 
giver  has  learnt  or  is  learning  which  strat- 
egy to  implement  to  stop  the  SIB. 

The  strategies  implemented  that  are 
successful  are  likely  to  be  so  either  be- 
cause they  are  pleasant  enough  to  the  self- 
injurer  to  distract  the  self-injury  from  cont- 
inuing or  because  they  are  incompatible 
with  self-injury  e.g.  being  held  or  cuddled. 

Generally  speaking  a  strategy  is  pleas- 
ant enough  to  distract  the  person  from  self- 
injury  if  it  fulfils  a  need.  As  has  been  dis- 
cussed previously  because  people  with  a 
severe  degree  of  mental  handicap  are  often 
unable  to  express  their  need  for  something 
to  be  presented  or  to  be  removed  the  act  of 
self-injury  comes  to  be  shown  by  the  self- 
injurer  because  it  directly  leads  to  the  care 
giver  implementing  strategies  which  fulfil 
needs  and  thus  act  as  a  form  of  communi- 
cation. Ironically  then  the  strategies  imp- 
lemented often  are  desirable  to  the  self- 
injurer  and  because  they  occur  after  the 
self-injury  (because  they  are  strategies  to 
stop  it)  they  act  as  a  reward  for  the  self- 
injury. 

continued  on  page  24 
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continued  from  page  23 

If  the  strategy  does  not  satisfy  the  need, 
the  SIB  continues  and  the  care  giver  tries 
different  strategies  until  the  SIB  eventually 
stops  when  the  need  is  fulfilled  by  an 
alternative  appropriate  strategy  (i.e.  com- 
munication is  successful). 

Again  this  is  a  straight  forward  learning 
process  whereby  the  SIB  is  rewarded  by 
the  strategy  being  implemented  by  the 
care  giver  (which  is  a  desirable  state  for  the 
self-injurer  as  a  need  is  fulfilled  by  the 
strategy),  thus  increasing  the  likelihood 
that  the  next  time  the  self-injurer  is  in 
similar  circumstances  i.e.  needing  some- 
thing, s/he  will  self-injure  to  have  the  strat- 
egy implemented  and  the  need  fulfilled.  So 
whilst  the  care  giver  has  learnt  to  imple- 
ment the  strategy  to  stop  the  self-injury  in 
the  immediacy,  the  self-injurer  has  learnt 
to  self-injure  to  elicit  the  strategy  from  the 
care  giver  and  thus  fulfil  a  need.  We  have 
called  this  whole  process  'The  SIB  Trap' 
and  it  is  represented  in  the  flow  diagram  in 
figure  1.  We  are  not  implying  from  this 
explanation  that  the  handicapped  person 
is  deliberately  planning  their  'communi- 
cations' using  SIB,  but  simply  that  they 
learn  that  SIB  leads  to  people  responding 
to  them  with  strategies  which  fulfil  needs, 
and  this  appears  as  a  communication. 

Self  Injury  for  Different 
Reasons 

It  is  important  to  distinguish  between  SIB 
which  occurs  for  different  reasons  in  dif- 
ferent people.  For  example,  if  a  handi- 
capped person  particularly  likes  attention 
s/he  may  have  learned  to  self-injure  when 
no-one  is  with  them  because  it  leads  to 
someone  coming  over  holding  their  hand 
and  telling  them  to  stop  (i.e.  that  particular 
strategy  being  implemented).  They  then 
stop  the  SIB  as  their  need  for  attention  is 
fulfilled  and  they  are  inadvertently  rewarded 
for  their  SIB.  This  is  termed  'attention  main- 
tained self-injury'.  Alternatively  if  a  handi- 
capped person  particularly  dislikes  doing 
difficult  table  top  tasks  s/he  may  have 
learned  to  self-injure  because  when  they 
are  being  prompted  to  do  such  tasks  the 
self-injury  leads  to  the  care  giver  moment- 
arily stopping  to  prevent  the  SIB,  removing 
the  task  altogether  or  presenting  a  new 
task  which  they  know  the  self-injurer  likes. 
They  then  stop  the  SIB  as  their  need  for  the 
unwanted  task  to  be  removed  is  fulfilled 
and  again  they  are  inadvertently  rewarded 
for  their  SIB.  This  is  termed  'task  avoidance 
maintained  self-injury'. 

Of  course  SIB  also  immediately  leads 
to  sensations  for  the  individual  which,  in 
the  absence  of  any  other  from  of  stim- 
ulation, may  be  pleasurable  (e.g.  in  people 
with  sight  loss  pressing  the  eye  leads  to 
bright  flashes).  Consequently  if  people  are 
unable  to  fulfil  their  need  for  adequate 
stimulation  it  may  be  pleasurable  for  them 
to  induce  sensation  by  acts  which  also 
happen  to  inflict  injury.  As  the  sensation  is 
rewarding  the  self-injurer  learns  to  gain  the 
stimulation  by  the  act  of  SIB.  This  is  termed 
self  stimulatory  SIB'  and  is  slightly  different 
from  the  first  two  kinds  of  SIB  in  that  the 
reward  is  not  gained  from  others  but  from 
the  act  itself. 

Self-injury  may  also  occur  because  it 
leads  to  escaping  from  any  social  inter- 
>■:■,■  ■/,"<:  people  dislike  any  form  ol 
social  contact),  the  granting  or  a  request 
for  something  which  has  been  previously 
denied  or  any  other  need  being  fulfilled. 
O'jite  understandably  then  the  'reason'  for 


The  SIB  trap 


ONSET 


SENSATION 


NEXT  TIME  IN 

SAME  CIRCUMSTANCES 

CONCERN  DECREASES  \  \  *^ 

FOR  CAREGIVER  (IS  \  REWARD  FROM  THE 

REWARDED  AND  LEARNS)         \  STIMULATION 


SELF-INJURIOUS 
BEHAVIOUR 


NEED  FULFILLED  FOR 
SELF INJURER  BY 
STRATEGY  (IS  REWARDED 
AND  LEARNS) 

SIB  STOPS    . 

FOR  NOW     ^ 

self-injury  can  vary  from  person  to  person 
and  any  person  may  show  self-inury  for 
more  than  one  reason.  For  example  on 
some  occasions  a  handicapped  person 
may  show  SIB  because  it  gains  attention 
and  on  others  it  leads  to  a  difficult  task 
being  removed.  It  should  by  now  be  clear 
that  when  self-injury  occurs  because  it 
leads  to  a  strategy  being  implemented 
(and  not  just  stimulation)  that  it  closely 
resembles  communication  as  it  has  the 
effect  of  causing  the  care  giver  to  fulfil  the 
self-injurer's  immediate  wants.  It  is  of 
course,  a  very  undesirable  form  of  communi- 
cation as  it  leads  to  injury.  Once  injury 
becomes  severe  it  is  often  difficult  for  the 
care  giver  to  agree  with  the  above  explan- 
ations because  they  see  both  that  the  SIB 
may  occur  for  long  periods  before  a  strategy 
is  implemented  and  that  the  self-injury  may 
seem  to  be  purposefully  injurious.  The  pro- 
cesses described  below  offer  an  explan- 
ation for  long  bouts  of  SIB  and  severely 
injurious  SIB. 

The  Development  of  More 
Severe  SIB 

Once  a  pattern  of  self-injury  leading  to  a 
strategy  of  management  is  established  (and 
because  of  the  powerful  rewards  for  the 
participants  in  the  SIB  trap  this  may  not 
take  too  long)  there  are  two  phenomena, 
stretching  and  shaping,  which  act  to  in- 
crease the  severity  of  the  self-injury,  over 
and  above  the  learning  process  of  reward 
for  the  self-injury  which  produces  its  reg- 
ularity. 

Stretching  refers  to  the  increasing  num- 
ber of  self-injurious  acts  which  may  occur 
before  the  strategy  is  implemented.  For 
example,  for  an  attention  maintained  self- 
injurer,  for  the  first  few  occasions  each 
single  face  slap  may  cause  the  care  giver 
to  move  quickly  towards  the  self-injurer  to 
prevent  the  self-injury.  Later  when  a  slap 
occurs  the  care  giver  may  not  see  or  hear  it 
and  the  self-injurer  may  repeat  the  slap 
(two  or  three  times),  expecting  the  desirable 
strategy  which  has,  after  all,  always  occur- 
red in  the  past.  On  the  fourth  slap  the  care 
giver  may  finally  see  the  act  and  go  over 
and  tell  the  person  to  stop,  hold  their  hand 
etc.  (implement  the  strategy).  At  this  point 
the  self-injurer  may  learn  that  to  have  the 
person  come  over  it  is  necessary  to  hit  not 
once  but  four  times.  Taking  this  argument 
further  it  is  not  difficult  to  explain  why  the 
self-injurer  may  slap  numerous  times  in  the 
absence  of  any  immediate  attention  be- 
cause they  have  learned  that  a  large  num- 
ber of  slaps  and  not  just  one  eventually 
leads  to  attention. 

Shaping  refers  to  the  nature  of  each 
individual  act  of  self-injury.  For  example  in 
the  case  of  a  task  reduction  self-injurer,  if 
initially  whilst  trying  to  get  the  self-injurer 
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to  do  a  table  top  task  which  is  difficult  and 
therefore  undesirable,  the  self-injurer 
bangs  his  /her  head  on  the  table,  the  care 
giver  may  usually  temporarily  stop  the  task 
and  sit  the  person  up,  check  for  a  bump  etc. 
(implement  a  strategy).  If  however,  the 
bang  is  not  hard  the  care  giver  may  be  able 
to  continue  with  the  task  as  it  is  not  nec- 
cessary  to  check  for  any  damage.  At  a  later 
point,  by  chance,  the  self-injurer  may  bang 
much  harder  to  catch  the  sharp  corner  of 
the  table  in  an  act  which  makes  the  care 
giver  jump  up  and  move  the  self-injurer 
away  from  the  table  to  prevent  a  further 
bang  and  then  check  the  bump,  reassure 
the  person  etc.  The  task  has  now  been 
removed  (a  need  fulfilled  forthe  self-injurer, 
a  strategy  implemented  by  the  care  giver), 
and  the  self-injurer  learns  that  to  have  the 
strategy  implemented  a  hard  bang  on  the 
corner  of  the  table  is  necessary.  Again 
taking  this  argument  further  it  is  not  difficult 
to  explain  why  it  is  possible  to  see  self- 
injurers  seeking  to  bang  open  head  wounds 
on  sharp  edges,  an  act  which  evokes  any 
previously  successful  strategy  immediately. 

Conclusions 

With  this  explanation  of  self-injury  as  a 
learned  behaviour  it  is  hoped  that  the  reader 
can  understand  the  'cause'  of  SIB.  From 
these  ideas  research  has  shown  that  it  is 
possible  to  choose  particular  methods  of 
management  which  lead  to  reductions  in 
SIB.  Whilst  such  methods  have  been  shown 
to  be  effective  they  depend  on  gaining  a 
thorough  understanding  of  each  individual's 
reasons  for  self-injury  so  that  an  individual 
treatment  programme  can  be  designed. 
For  example  it  is  found  that  the  self-injury 
occurs  because  the  person  is  seeking  stim- 
ulation, then  teaching  a  more  appropriate 
way  of  self  occupation  tends  to  reduce  the 
self-injury.  Conversely  if  it  is  found  that  a 
self-injurer  shows  SIB  because  it  gains 
attention,  then  completely  ignoring  the  SIB 
when  it  occurs  and  giving  attention  when 
the  person  is  behaving  appropriately  does 
eventually  lead  to  a  decrease  in  the  SIB  as 
the  person  learns  that  SIB  no  longer  gains 
attention.  (It  is  also  crucial  in  a  manage- 
ment plan  of  this  kind  that  an  alternative 
communicative  act  is  taught  that  will  gain 
attention  for  the  person.)  If  a  treatment 
plan  does  not  take  into  account  the  indiv- 
idual reasons  for  the  SIB  then  no  matter 
how  thoroughly  and  enthusiastically  the 
plan  is  carried  out  it  is  unlikely  to  succeed. 
The  first  step  is  to  look  at  the  SIB  trap  and 
to  try  and  work  out  what  need  the  self- 
injurer  is  trying  to  fulfil  by  showing  SIB. 

It  is  not  possible  to  discuss  fully  the 
various  methods  of  uncovering  individual 
reasons  or  the  numerous  effective  man- 
agement procedures  within  this  article  for 
reasons  of  space. 
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1986  Annual  General  Meeting 


This  year,  for  the  first  time,  the  Annual 
General  Meeting  took  place  on  the  Sunday 
afternoon  of  the  Weekend  Away  -  on  21 
September  in  Wyddrington  Hall  at  the  Uni- 
versity of  Birmingham. 

Sense  Chairman,  Jessica  Hills,  wel- 
comed members  and  began  the  proceed- 
ings by  extending  sympathy  to  the  family  of 
our  Patron,  Lord  Maybray-King,  who  had 
died  earlier  that  month. 

Jessica  continued  by  introducing  the 
1985-6  Review  'The  Gift  of  Sound  and 
Vision'  and  by  describing  the  year  past  as 
one  of  great  expansion  in  many  areas  of 
Sense's  activities  and  services,  notably 
the  major  developments  at  Sense-in-the- 
Midlands  in  Birmingham  and  at  Sense-in- 
Scotland  in  Glasgow.  One  particular  suc- 
cess during  the  year  towards  which  Sense 
made  a  substantial  contribution  was  the 
passing  of  the  The  Disabled  Persons'  Act 
which,  when  implemented  will  allow  dis- 
abled people  to  appoint  someone  to  rep- 
resent their  interests  to  statutory  author- 
ities, ensure  that  the  interests  and  views  of 
disabled  people  are  listened  to  in  the  plan- 
ning and  provision  of  services  to  them,  im- 
prove the  frequency  and  quality  of  assess- 
ments of  the  needs  of  disabled  people,  and 
take  heed  of  the  needs  of  carers. 

Jessica  completed  her  appraisal  of  the 
year's  activities  by  announcing  that  Sense 
will  be  holding  a  review  of  its  work,  similar 
to  that  of  1 982,  which  will  lead  to  a  second 
Development  Plan  for  the  Association, 
covering  the  next  five  years  (see  page  26). 

Emrys  Lloyd,  Head  of  Finance,  reported 
that  Sense  had  made  a  surplus  of  income 
over  expenditure  of  £228,000  by  the  end 
of  the  year,  mostly  due  to  one  legacy.  Most 
of  this  surplus  will  be  spent  on  the  building 
works  at  Sense-in-the-Midlands.  Emrys 
also  reported  that: 

•  The  building  works  including  the  new 
swimming  pool  at  Manor  House  had 
been  completed  during  the  year  and 


£50,000  remains  to  be  raised  to  cover 
their  cost. 

•  Sense  is  now  registered  for  VAT  and 
therefore  in  a  position  to  recover  tax. 

•  Sense  assets  stand  at  £946,000  on 
paper.  In  real  terms,  the  value  of  our 
assets  are  approximately  £1 ,250,000. 

The  Annual  Review  and  the  Accounts 
for  both  Sense  and  for  the  Royal  School  for 
the  Deaf  Children  Trust  were  unan- 
imously accepted  by  the  meeting.  Margaret 
White,  Vice-Chairman,  moved  a  vote  of 
thanks  to  the  staff  and  to  parents  and 
professional  members  for  all  the  work 
carried  out  during  the  year.  In  particular, 
she  thanked  Jessica  Hills  for  her  dedicat- 
ion, personal  sacrifice  and  hard  work 
which  has  enabled  the  Association  to 
achieve  a  substantial  status  nationally  and 
to  exert  great  influence  with  government 
over  policy-making. 

Three  retiring  members  of  the  Council  of 
Management  were  re-elected  -  Barry 
Jones,  Philippa  Russell  and  Margaret 
White,  and  one  new  member  was  elected, 
Peter  Holman. 

There  were  no  resolutions  from  mem- 
bers, but  there  was  a  written  request  from 
Doreen  Kemsley  and  Sylvia  Hutchinson  for 
Sense  to  restate  our  policy  on  permanent 
care  provision  for  our  less  able  beneficiaries 
and  to  state  what  action  is  planned. 

Paul  Ennals,  Head  of  Welfare  Services, 
responded: 

'There  are  three  areas  in  which  we  are 
approaching  the  problem  of  meeting  the 
long-term  needs  of  our  members  for 
residential  care. 

First,  we  are  planning  for  our  own 
services.  The  Manor  House  is  planning  a 
new  hostel  offering  long-term  care,  and 
Sense-in-the-Midlands  intends  to  develop 
off-site  housing  once  the  Further  Education 
Unit  is  established. 

In  addition,  two  of  our  branches  are 
exploring  ways  of  starting  new  services; 


Emrys  Lioyd  presents  the  Accounts  whilst 
Jessica  Hills  and  Rodney  Clark  study  the 
Annual  Review. 


Sense  South  West  is  raising  funds  to 
open  a  residential  centre  and  Sense 
South  Wales  is  discussing  with  the  local 
authority  the  needs  of  our  young  people. 

Second,  we  are  seeking  to  influence 
others  into  establishing  services.  Our  work 
with  authorities  throughout  the  country 
has  enabled  many  of  our  members  to  move 
out  of  hospitals  into  more  suitable  accom- 
modation in  the  community.  We  are 
working  also  within  the  hospitals  to 
improve  the  services  offered  there  and  to 
provide  training  for  the  staff. 

Third,  our  Adult  Services  Committee  is 
beginning  the  task  of  preparing  a  National 
Policy  towards  provision  for  deaf-blind 
adults.  The  completion  of  this  task  will 
enable  us  to  plan  our  own  services  better 
but,  more  importantly,  help  us  put  pressure 
on  government  to  provide  the  services  that 
we  need'. 


The  Roughmoor  Centre 

Are  you  looking  for  somewhere  to  hold  a  project,  either  a  holiday  or  business  or  something 
in  between  the  two,  where  your  children  will  be  safe  and  happy  with  plenty  of  space  for 
them  to  play? 

Several  groups  such  as  Sense  and  NDCS  have  been  grateful  for  the  comfort  and 
facilities  to  be  found  at  the  Breakthrough  Trust's  Roughmoor  Centre  just  2  or  3  miles  from 
junction  16  on  the  M4. 

The  Roughmoor  Centre  .is  a  converted  farmhouse  with  fields  on  all  sides  but  with  a 
hypermarket  within  5  minutes  drive,  close  to  the  Cotswolds  and  with  numerous  places  of 
interest  within  easy  reach. 

We  can  accommodate  a  maximum  of  24  people  and  a  minimum  of  1 2  in  the  6  bedrooms 
(two  of  which  are  on  the  ground  floor)  on  either  a  self-catering  or  catered-for  basis.  The 
Farmhouse  is  centrally  heated  with  visual  fire  alarm  system,  is  fully  equipped  with  bed  linen 
which  is  included  in  the  charges,  and  has  a  spacious,  fully  equipped  kitchen  and  coin 
operated  washing  and  drying  machines. 

There  is  a  spacious,  looped  community  hall  with  a  26"  teletext  TV  set  and  VHS  video 
recorder,  an  adventure  playground  and  tots  play  area  and  a  large  games  hall  with  pool, 
table-tennis  and  darts. 

We  are  always  pleased  to  help  with  lists  of  places  of  interest,  help  with  meal  planning  or 
whatever  is  needed  and  further  details  can  be  obtained  from: 

The  Director,  Breakthrough  Trust,  Roughmoor  Centre,  Shaw,  Swindon  SN5  9PW. 
Telephone -Swindon  (0793)  771524  (Vistel)  or  Swindon  (0793)  771021  (voice). 


******************************* 


Letters 


Dear  Sir, 


If  any  of  our  members  are  looking  for  ways 
of  providing  entertainment  for  groups  of 
children  with  special  needs  I  can  recom- 
mend a  travelling  theatre  called  POD. 

Whilst  I  was  helping  with  the  Southport 
holiday,  two  people  from  this  group 
provided  a  marvellous  evening  for  the 
children  on  holiday. 

POD  are  a  team  of  young  volunteers 
and  entertainers  who  will  provide  free  of 
charge,  a  variety  of  activities  for  any  group 
of  cJ/iildren  with  special  needs  anywhere 
and  at  anytime  and  with  a  format  suited  to 
the  needs  of  each  group. 

They  can  be  contacted  at  POD  for 
Children,  4  Steele's  Mews  North,  London 
NW3  4RJ  or  by  telephoning  01-  586  0071 . 

Yours, 

Bob  Snow, 
Edgbaston 
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Review  of  Sense's  Long-Term  Strategy 


During  the  autumn  of  1 982.  the  Association 
carried  out  a  review  of  its  activities  and 
policies.  This  led  to  the  formation  of  a 
Policy  Group  consisting  of  Jessica  Hills, 
Chairman.  Margaret  White.  Vice-Chairman 
and  Tony  Best.  Council  Member.  Assisted 
by  Mike  Hudson,  Sense's  Management 
Consultant  and  Rodney  Clark,  Director, 
the  Group  was  charged  with  the  task  of 
considering  the  Association's  priorities  for 
action  and  of  producing  a  development 
programme  for  the  following  five  years. 

The  Policy  Group  met  and  deliberated 
during  the  first  six  months  and  in  June 
1983  produced  A  Program  me  for  Develop- 
ment' which  Norman  Brown  presented  on 
behalf  of  the  Council  to  the  1983  AGM. 
This  document  reviewed  all  the  Assoc- 
iation's major  areas  of  activity  and  con- 
cluded that  the  central  thrust  of  the  Assoc- 
iation's development  overthe  ensuing  five 
years  should  have  three  major  components: 

1.  Community  care  and  further  education 
for  the  over  1  6s; 

2.  Peripateticsupportforchildrenand par- 
ents; 

3.  Linking  and  helping  parents  and  children 
to  maintain  contact  with  each  other. 

It  was  felt  at  the  time  that  lack  of  re- 
sources would  prohibit  any  major  capital 
development,  but  that  attention  needed  to 
be  given  to  overhauling  the  Association's 
regional  organisation. 

By  and  large,  Sense's  growth  since 
1 983  has  reflected  these  intentions.  Once 
our  financial  situation  had  improved,  we 
did  not  feel  restricted  by  the  plan  when  the 
opportunity  arose  to  acquire  our  new  Bir- 
mingham centre,  Sense-in-the-Midlands, 
but  otherwise  we  have  concentrated  on 
the  three  main  priority  areas.  In  Community 
Care  and  Further  Education  for  over  16s, 
we  have  seen  developments  at  the  Manor 


House,  Birmingham,  Harrogate  (Henshaw's), 
Poolemead  and  Glasgow  (Overbridge)  in 
addition  to  a  host  of  local  authority  and 
health  authority  schemes  with  which  we 
have  been  involved.  In  1983,  six  teachers 
were  recommended  for  the  Family  Advisory 
Service,  and  the  sixth  teacher  has  just 
been  appointed  to  work  alongside  Doreen 
Norris  in  the  Midlands  (it  looks  as  though 
we  may  have  to  exceed  this  limit  soon!). 
Linking  and  supporting  parents  has  devel- 
oped enormously  since  the  appointment  of 
Norman  Brown  as  Parent  Liaison  Officer 
and  Norman,  with  patience,  sensitivity  and 
enthusiasm,  devoted  many  hours  to  the 
expansion  of  our  Regional  Organisation. 

As  Jessica  Hills  announced  at  this  year's 
AGM,  it  is  now  time  to  repeat  the  exercise 
and  establish  priorities  for  the  next  five 
years.  A  number  of  questions  are  already 
being  asked,  for  instance: 

What  steps  should  we  take  to  evolve 
appropriate  'cradle  to  grave'  care  provision 
for  all  our  members? 

Should  Sense  become  directly  involved  in 
formal  education  (i.e.  5-16  years)  by 
opening  its  own  school? 

Should  we  extend  our  services  to  the  fam- 
ilies of  multi-handicapped  sensory-impaired 
children  (i.e.  who  are  deaf  or  blind  but  not 
both)  who  are  often  served,  in  school  or  in 
residential  settings,  alongside  our  tradit- 
ional membership? 

Should  Sense  aim  to  provide  long-term 
care  itself  or  should  it  expend  its  energies 
in  urging  local  authorities  to  makethe  right 
provision? 

There  are  many  more  such  questions 
covering  all  aspects  of  our  work. 

The  Honorary  officers  and  senior  staff 
members  are  currently  preparing  papers 
covering  aspects  of  our  work,  i.e.: 


•  Education  -  schooling 

•  Pre-school  services 

•  Rehabilitation,  training  and  long-term 
care 

•  Staff  training  and  the  training  of  pro- 
fessionals 

•  Family  support  and  welfare 

•  Holidays 

•  Information  and  awareness  (profess- 
ional issues) 

•  Regional  development  and  branches 

•  Medical  issues 

•  Rubella  and  congenital  rubella 

•  Usher  Syndrome 

•  Budgetting 

•  Administration 

•  HQ  Accommodation 

•  Fundraising,  Publicity  and  Public  Relat- 
ions 

•  Campaigning  and  other  Parliamentary 
activities 

•  International  activities 

These  papers  will  be  reviewed  by  the 
Policy  Group  in  December  and  a  draft 
overall  strategy  developed  early  in  the  new 
year.  It  will  be  refined  at  a  residential 
weekend  in  March/April  and  presented  to 
Sense's  Advisory  Council  -  a  committee  of 
senior  members  of  the  Association  -  meet- 
ing for  the  first  time.  The  final  overall  strat- 
egy will  then  be  presented  to  the  Council  of 
Management  in  June  1987  and  to  the  AGM 
next  September. 

Members  who  wish  to  submit  thoughts 
on  any  of  these  areas  of  work  are  urged  to 
do  so  without  delay,  but  certainly  by  Friday 
16  January  1987.  Please  send  them  in  to 
Rodney  Clark  at  Head  Office. 


Anastasia  Trust 

Lord  and  Lady  Annaly,  who  are  parents  of 
two  deaf  daughters,  have  formed  a  Trust  to 
develop  two  major  projects.  A  new  resi- 
dential centre  for  oeaf  people  and  the 
International  Deaf  Cultural  Centre. 

Sites  have  not  yet  been  found  for  either 
project.  The  residential  project  will  provide 
independent  living  flats  for  1  6  people  and 
a  home  for  15  people  with  a  level  of 
dependency  needs. 

The  International  Deaf  Cultural  Centre 
grew  out  of  an  idea  to  provide  daytime 
activities  for  residents  and  tenants  of  the 
residential  centre.  It  is  now  seen  as  a  major 
focus  for  deaf  people  nationally  and 
internationally.  It  will  be  built  in  London 
and  essential  features  will  be  a  theatre,  a 
library,  audio-visual  facilities,  a  restaurant 
and  bar,  CAB  office,  offices  for  voluntary 
organisations,  an  exhibition  centre,  com- 
puter room,  lecture  theatres,  seminar 
rooms,  workshops,  creche,  indoor  sports 
facilities  and  a  100-bed  hostel/hotel. 

All  the  major  deaf  organisations  are 
involved  in  this  development  and  a  Steering 
Committee  has  been  meeting  monthly  for 
the  past  year,  planning  all  aspects  of  the 
Centre  Three  packed  open  meetings  have 
heard  plans  and  discussed  them.  When 
the  plans  for  both  projects  come  to  fruition, 
they  will  provide  two  essential  answers  to 
the  needs  of  deaf  and  deaf-blind  people. 
The  four  Trustees  of  the  Anastasia  Trust 
are  Beverley,  Lady  Annaly;  Patricia  Houlihan, 


Ann  Hewitt  and  Rodney  Clark.  Contact 
Rodney  Clark  at  Sense  Head  Office  for 
more  information. 


Meningitis 

The  recent  outbreak  of  meningitis  in 
Gloucestershire  and  in  other  parts  of  the 
country  is  causing  some  concern.  In  the 
past  meningitis  has  been  considered  a 
major  cause  of  deaf-blindness,  and  we  are 
monitoring  the  situation  to  see  how  many 
people,  if  any,  become  deaf-blind. 


Retinitis 
Pigmentosa 

A  new  laboratory  which  will  conduct  re- 
search into  the  inherited  retinal  dystrophies 
(wasting  of  tissue)  is  scheduled  to  open  at 
St  Thomas'  Hospital,  London  in  October 
this  year. 

It  will  be  housed  in  the  Rayne  Institute 
whose  trustees  have  given  the  space  and 
the  use  of  expensive  research  instruments, 
whilst  the  BRPS  (British  Retinitis  Pigmen- 
tosa Society)  are  giving  £30,000  a  year  for 
five  years  as  a  start-up  fund. 

Retinitis  Pigmentosa  isa  hereditary  dis- 
ease of  the  eye  which  can  cause  tunnel 
vision.  It  is  thought  to  affect  about  25,000 
people  in  Britain,  including  those  with  Usher 
Syndrome. 
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Wliitef ield  School 

The  new  building  for  the  Deaf-Visually 
Handicapped  (DVH)  department  at  White- 
field  School,  Walthamstow,  is  nearing 
completion.  The  building  was  made  poss- 
ible by  a  very  large  grant  from  the  Variety 
Club  of  Great  Britain. 

At  the  same  time,  building  work  has  now 
started  to  convert  a  nearby  house  into  a 
residential  unit  for  the  DVH.  The  house  is 
owned  by  The  Whitefield  Development 
Trust  and,  as  things  stand,  it  will  be 
managed  by  Sense  on  behalf  of  the  Trust. 
It  is  hoped  to  have  the  house  ready  for 
occupancy  by  next  March/April. 


Hot  Line  to  the 
Deaf-Blind 

is  the  title  of  a  fortnightly  braille  newspaper 
published  by  the  American  Brotherhood 
for  the  Blind  for  international  circulation. 
Enquiries  to  ABB  at  1 8440  Oxnard  Street, 
Tarzana,  California  91356,  USA. 


Quote  of  the  Quarter 

6  Putting   Darrel   in  a  home  for  the  9 

mentally  handicapped  is  like  putting 

a  cat  in  Battersea  Dogs  Home  and 

calling  it  a  holiday. 


In  June  1 986,  Invalid  Care  Allowance  was 
extended  to  be  payable  to  co-habiting  and 
married  women  who  are  caring  for  a  dis- 
abled person  who  receives  attendance 
allowance.  Any  women  who  are  now  elig- 
ible for  ICA,  and  who  fulfilled  all  the  criteria 
for  eligibility  before  June  1986,  can  make  a 
claim  backdated  to  22  December  1984. 

The  last  date  for  putting  in  back- 
dated claims  is  31  December  1 986.  After 
this  date,  if  you  are  a  married  woman  caring 
for  a  disabled  person,  you  may  still  be 
eligible  to  claim,  but  you  will  not  be  able  to 
backdate  the  claim. 

For  full  details  of  eligibility,  read  the 
leaflet  Nl  21 2  from  your  local  DHSS  office. 
A  summary  of  the  existing  situation  appears 
in  'Disability  Rights  Bulletin'  Autumn  1 986 
(E1.50  from  Disability  Alliance,  25  Den- 
mark Street,  London  WC2). 

Children  at  Special  Schools 

If  your  child  is  at  a  residential  school  but 
returns  home  at  weekends  and  school 


Psychologists' 
Day 

The  assessment  and 
placement  of  children  with 
a  dual  sensory  impairment 

Twenty  educational  psychologists  and  five 
Sense  speakers  met  at  Edgbaston  to  share 
ideas  on  this  subject.  As  psychologists 
rarely  meet  such  handicapped  children 
their  interest  and  concern  for  them  is  en- 
couraging. 

Chris  Best,  chairman  of  Sense's  Educ- 
ation Committee  and  herself  an  educational 
psychologist,  set  the  scene  by  explaining 
the  statistics  about  the  range  of  handicaps 
among  children  and  where  the  children  are 
currently  placed.  We  considered  how  facil- 
ities for  these  children  might  be  improved 
in  the  context  of  Sense's  National  Plan 
proposals.  At  a  time  when  the  trend  is 
towards  less  categorisation  is  Sense  moving 
in  the  right  direction?  A  lively  debate  ensued. 

Following  a  video  show  and  a  discussion 
led  by  Tony  Best,  who  lectures  on  special 
education  at  Birmingham  University,  we 
considered  the  difficulties  in  making  afunc- 
tional assessment  of  visual  ability.  We 
attempted  to  analyse  how  a  student  learns 
to  cope  with  vision,  vision  plus  touch  and 
touch  alone  with  changes  of  demands  on 
him  and  changes  in  his  environment.  Tony 
also  gave  us  clear  and  practical  information 
about  various  eye  conditions  and  their 
effects  on  vision. 

Phillipa  Clark,  psychologist  from  the 
Royal  West  of  England  School  spoke  about 
her  work  and  this  led  to  a  lively  exchange 
on  the  pros  and  cons  of  checklists  with  the 
multi-handicapped. 

After  my  own  talk  about  developing 
communication  in  the  very  early  stages  the 
course  concluded  with  David  Bond  (from 
Margate)  giving  an  illustrated  talk  on  long 
term  placements  and  how  everyone  con- 
cerned must  be  involved  -  from  parent  to 
policy  maker. 

The  course  was  heavily  over-subscribed 
so  we  hope  to  hold  another  workshop  early 
next  year. 

Helen  Bradley 


holidays  you  will  remain  technically  en- 
titled to  ICA  as  long  as  your  child  remains 
entitled  to  Attendance  Allowance.  However, 
to  get  an  actual  payment  of  ICA  you  will 
have  to  show  that  you  are  substantially  and 
regularly  caring  for  them  when  they  are  at 
home. 

ICA  is  payable  on  a  weekly  basis.  The 
ICA  week  runs  from  Sunday  to  the  following 
Saturday.  Therefore  if  your  child  is  home 
every  weekend  (i.e.  from  Friday  afternoon 
to  Monday  morning)  it  should  be  easy  to 
show  that  35  hours  care  is  provided  in  any 
week.  Remember  that  both  the  days  that 
s/he  comes  home  and  returns  to  school 
(i.e.  the  Friday  and  Monday)  count  as  days 
at  home.  Therefore  the  35  hours  care 
would  be  provided  over  the  Sunday, 
Monday  and  following  Friday  and  Saturday 
of  each  week. 

It  may  be  more  difficult  to  show  that  35 
hours  care  is  provided  in  an  ICA  week,  if 
your  child  only  returns  home  every  second 
weekend  or  less,  as  the  35  hours  care 
would  have  to  be  provided  in  either  the 
Friday  or  Saturday  of  week  1  or  the  Sunday 
and  Monday  of  week  2. 

It  should  be  noted  that,  at  present,  the 
hours  for  which  you  provide  care  do  not 
have  to  be  the  same  hours  for  which  the 
person  gets  attendance  allowance. 

Ifyourchildisawayfrom  home  at  school 
you  should  inform  the  DHSS.  They  will 
follow  the  same  procedure  as  for  attend- 
ance allowance  in  these  circumstances 
and  should  send  you  a  'declaration'  form 
on  which  you  should  give  details  of  when 
the  child  is  returning  homeand  the  amount 
of  care  that  you'll  be  providing  over  the 
following  six  weeks.  You  should  complete 
this  form  and  return  it  to  the  DHSS  as 
quickly  as  possible. 

Backdated  Payments 

If  you  put  a  claim  in  the  first  week  of 
December  1 986  and  successfully  backdate 


the  claim  to  December  1984,  you  will  re- 
ceive a  cheque  for  £2,255.  It  is  worth 
claiming.  If  you  know  of  any  married  woman 
who  has  stayed  at  home  caring  for  a  dis- 
abled person  over  the  last  two  years,  check 
whether  she  is  claiming  the  benefits  to 
which  she  is  entitled. 


Mobility 
Allowance 


The  campaign  continues  to  make  Mobility 
Allowance  available  to  deaf-blind  people. 

•  The  DHSS  appears  to  have  accepted 
our  argument  that  a  deaf-blind  person 
should  always  be  tested  our  of  doors.  They 
have  promised  to  put  this  in  their  new 
Guidance  to  Medical  Practitioners,  but 
they  say  that  the  decision  as  to  how 
someone  is  tested  must  remain  with  the 
medical  authorities.  Meanwhile  one  of  our 
members,  Mark  Webster,  is  appealing  to 
the  Tribunal  of  Commissioners  on  the  point 
of  law  that  his  case  has  been  turned  down 
three  times  without  him  yet  being  tested 
outdoors. 

•  A  recent  case,  the  'Hilton'  case,  seems 
to  have  confirmed  that  if  your  child 
regularly  refuses  to  move,  even  if  he  is 
physically  capable  of  movement,  then  he 
should  be  eligible  for  mobility  allowance. 
Whether  he  is  eligible  or  not  will  then 
depend  on  how  often  he  refuses,  and  how 
difficult  it  then  is  to  'persuade'  him  to  come 
with  you.  In  practice,  we  need  to  hope  that 
a  child  has  a  'bad  day'  when  the  test  is 
performed! 


Not  a  Penny  to  Call  my  Own 

Martin  Bradshaw  and  Ann  Davis 

£3  from  Disability  Alliance,  25  Denmark 
Street,  London  WC2  8NJ 

Most  people  living  in  mental  illness  and 
mental  handicap  hospitals  are  dependent 
on  social  security  benefits  for  all  or  part  of 
their  weekly  income.  With  1 1 2,000  people 
resident  in  such  hospitals,  it  is  high  time 
that  the  issue  of  poverty  in  which  many 
such  people  live  was  explored.  In  this 
pamphlet,  Martin  Bradshaw  and  Ann  Davis 
expose  some  of  the  injustices  in  our 
present  benefits  system,  and  demonstrate 
that  large  numbers  of  hospital  residents 
are  not  receiving  the  little  to  which  they  are 
entitled. 

Many  Sense  members  have  children  or 
other  relatives  living  in  mental  handicap 
hospitals.  Are  they  receiving  all  they  are 
entitled?  Do  they  receive  Attendance 
Allowance  if  they  visit  home  for  the  day? 
And  do  they  then  claim  Attendance  Allow- 
ance for  the  four  weeks  following  such  a 
break  from  hospital?  What  about  Supp- 
lementary Benefit  claims  for  these  same 
day  home  visits? 

Have  all  residents  applied  for  Mobility 
Allowance?  They  may  not  all  get  it  but 
many  should.  Are  the  personal  allowances 
to  which  the  residents  are  entitled  actually 
spent  on  their  personal  needs,  or  are  they 
spent  on  things  which  the  hospital  should 
provide? 

Some  hospitals  are  now  making  efforts 
to  ensure  that  residents  claim  all  the 
benefits  to  which  they  are  entitled.  This 
booklet  makes  clear  recommendations  to 
hospitals  and  to  government  as  to  what 
should  be  done. 


•  It  is  not  so  clear,  though,  as  to  what 
happens  if  a  child  tends  to  pull  away  or  run 
away,  placing  himself  and  others  into 
danger.  At  present  a  child  with  this 
problem  is  less  likely  to  be  awarded 
mobility  allowance,  although  their  difficul- 
ties with  effective  mobility  arejustasgreat. 

•  Sense,  in  conjunction  with  a  group  of 
other  charities  involved  with  disabled 
people,  has  proposed  a  new  draft  of 
regulations  to  be  submitted  to  the  new 
Minister  for  the  Disabled,  John  Major.  In 
recent  months  ministers  have  suggested 
that  they  are  in  sympathy  with  our 
arguments,  but  that  they  would  have  to  be 
sure  that  any  change  in  Mobility  Allowance 
regulations  will  be  easy  to  understand,  and 
will  not  'open  the  floodgates'  to  thousands 
of  new  applicants.  We  are  continuing  to 
campaign,  and  are  hoping  to  put  down  an 
Early  Day  Motion  in  the  House  of  Commons 
to  canvass  support  from  MPs. 

Many  of  our  members  are  being  suc- 
cessful in  applying  for  mobility  allowance. 
Many  others  are  not.  The  message  seems 
to  be:  if  you  do  not  receive  it,  apply.  If  you 
are  turned  down,  appeal. 


27 


TALKING 
POINT 


Sign  Communication 


If  we  decide  that  a  child  needs  to  use  sign  language  as  his 
means  of  communication,  how  do  we  go  about  teaching  him? 
There  are  many  areas  of  discussion  and  debate  within 
schools  and  units  educating  deaf-blind  children  and  other 
children  with  communication  difficulties.  How  do  we  first 
introduce  signs?  Should  all  children  use  the  same  signing 
system,  or  should  we  encourage  individual  signs  from  each 
child?  When  using  a  ■formal"  sign  system,  which  one  should 
be  used? 

In  recent  years  many  schools  and  units  have  adopted 
Makaton.  a  vocabularly  derived  from  British  Sign  Language 
signs.  Others,  in  particular  many  units  for  deaf  and  hearing- 
impaired  children,  use  Signs  Supporting  English,  where  the 
grammatical  structure  and  vocabulary  of  ordinary  English 
speech  is  translated  directly  into  signs.  Others  use  British 


Sign  Language,  which  is  a  complete  language  in  itself,  with 
its  own  word  order  and  vocabulary.  Paget  Gorman  Signed 
Speech  is  also  used.  In  many  schools,  one  of  these  sign 
systems  will  be  supplemented  by  various  Symbol  Systems  - 
Bliss.  Premack  or  individual  ones -where  objects  or  pictures 
are  also  used  to  convey  meaning. 

Most  of  the  debate  so  far  has  been  conducted  by 
researchers  or  academics.  We  now  want  to  hearthe  views  of 
practitioners  -  of  teachers,  parents  and  users.  What  are  the 
advantages  or  disadvantages  of  different  sign  systems? 

John  Peter  Jones  runs  the  deaf-blind  unit  at  Pathways,  in 
the  RNIB  Condover  Hall  School.  Pathways  has  pioneered  the 
use  of  Paget  Gorman  with  its  pupils  over  the  years.  In  this 
article  he  discusses  the  merits  of  using  Paget  Gorman  with 
deaf-blind  pupils,  and  considers  some  alternative  systems. 


BSL  v  PGSS 


Yes.  I  know  this  heading  looks  like  the 
billing  for  a  continental  football  match.  But 
it  isn't.  The  initials  stand  for  two  signing 
systems  that  are  often  talked  about  today.  I 
would  like  to  share  some  thoughts  about 
them  with  you.  The  thoughts  in  the  article 
are  mine  and  are  not  exhaustive.  But  one  of 
the  very  serious  issues  faced  by  parents  is 
that  of  manual  communication. 

I  think  we  can  take  for  granted  that  most 
teachers  of  children  with  a  visual  and  audit- 
ory handicap  will  accept  that  Total  Com- 
munication is  desirable.  Briefly,  that  can  be 
defined  as  an  approach  to  language  acqui- 
sition and  mastery  which  uses  combin- 
ations or  oral,  aural,  written  and  manual 
components'.  It  is  when  we  consider  the 
manual  elements  that  educators  face  a 
dilemma. 

Our  aim  must  be  to  provide  the  handi- 
capped child  with  the  opportunity  of  de- 
veloping as  a  person  according  to  the 
abilities  and  aptitudes  of  each  individual. 
The  most  desirable  aspect  is  that  each 
child  will  be  able  to  take  his  or  her  place  in 
the  family,  in  the  community  and  also  in  the 
work  place.  To  be  successful,  you  will  agree 
I'm  sure,  the  individual  will  need  to  com- 
municate easily  and  fluently.  In  order  for 
this  to  take  place  the  child  must  have  an 
understanding  of  the  English  language,  in 
its  written  and  spoken  form  if  possible,  but 
probably  supported  by  a  signing  system. 
Manual  signing,  like  speech,  is  merely  a 
means  of  expressing  language.  There  was 
a  story  that  somebody  believed  Manual 
Communication  was  a  Spaniard! 

The  two  systems  explained 

Parents  are  often  faced  by  educators 
advocating  particular  signing  systems.  In 
this  article  I  will  discuss  just  two,  BSL  and 
PGSS.  I  will  explain  briefly  the  two  systems 
and  some  misconceptions  about  both.  My 
own  view  is  that  some  children  will  need 
both  but  at  different  times  in  their  lives.  I 
think  it  is  essential  to  understand  that 
there  is  no  perfect  signing  system.  In  the 
two  I  have  referred  to  there  are  good  ele- 
ments of  both. 

By  the  time  a  normal'  child  goes  to 
school  he  will  have  a  vocabulary  of  between 
two  and  five  thousand  words  and  will  be 
using  a  number  of  complex  grammatical 
constructions.  All  of  this  will  be  achieved 
without  direct  teaching  and  the  complex 
task  of  language  development  will  have 
begun  Not  so  with  our  deaf-blind  children. 
Most  of  the  language  will  have  to  be  intro- 
d  In  a  direct  way  So  it  is  important 
what  is  ir  :   when  it  is  introduced 

and  most  important  of  all  that  it  is  relevant 


to  the  needs  of  the  child.  How  can  we  help 
those  children  who  have  no  language  at  all 
to  learn  what  language  is  and  howto  use  it? 
BSL  or  British  Sign  Language  and  PGSS 
or  Paget  Gorman  Signed  Speech  are  used 
with  deaf  children  but  not  exclusively  so. 
Signing  for  the  deaf  has  always  been  a 
contentious  issue.  By  the  1860s  sign  lang- 
uage was  used  in  schools  for  the  deaf  and 
it  is  recorded  that  Dickens  saw  signs  being 
used  to  teach  reading.  However,  at  the 
International  Congress  on  the  Education 
of  the  Deaf  in  Milan  in  1  880  it  was  estab- 
lished that  oralism  was  to  be  the  main  tool 
of  deaf  education.  That  has  been  the  case 
until  very  recently  when  there  has  been  a 
general  recognition  that  signing  has  very 
positive  advantages  for  the  deaf.  Now 
people  cannot  agree  about  which  system 
to  use! 

British  Sign  Language 

British  Sign  Language  is  not  recom- 
mended for  use  in  educational  settings. 
This  is  because  in  schools  the  aim  is  to  help 
children  to  develop  their  understanding  of 
the  English  language.  British  Sign  Lang- 
uage is  recognised  as  a  language  in  its  own 
right  which  is  distinct  from  English.  It  is  an 
independent  language  with  its  own  gram- 
mar. It  has  no  spoken  equivalent.  Signs 
vary  from  region  to  region.  Similar  signs 
can  have  different  meanings  in  different 
regions.  At  a  rough  estimate  up  to  30.000 
people  need  to  use  sign  language. 

British  Sign  Language  apart  from  using 
hands  also  involves  body  language,  use  of 
the  eyes,  facial  expressions,  and  mime.  All 
these  factors  add  interest  for  deaf  people. 
Many  of  the  signs  are  linked  to  meaning 
and  many  signsare  made  up  by  determining 
the  characteristics  of  an  idea  or  object. 
However,  when  the  aim  is  to  encourage  the 
development  of  English  the  system  is  not 
helpful.  The  deaf  would  not  need  and  would 
not  use  one  sign  per  word.  In  the  sentence, 
for  example,  The  room  is  blue.'  That  would 
be  signed,  room  blue.  Another  example 
would  be,  'Who  are  you?'  This  would  be 
signed,  who  you.  No  punctuation  is  in- 
cluded. 

Paget  Gorman  Signed 
Speech 

Paget  Gorman  Signed  Speech  has  been 
developing  since  1 934.  It  aims  to  produce 
an  accurate  representation  of  the  English 
language  using  the  grammar  and  speech 
we  use  ourselves.  It  is  an  aid  to  the  acqui- 
sition of  normal  language.  Many  of  the 
features  in  the  system  are  there  because 


of  requests  by  professional  people  over 
the  years. 

The  original  work  on  the  system  was 
developed  by  Sir  Richard  Paget  at  the 
request  of  Prebendary  Albert  Smith  who 
was  Senior  Chaplain  to  the  RADD.  The  aim 
was  to  help  deaf  children  learn  language. 
After  Sir  Richard's  death  the  work  was 
taken  over  by  Dr.  Pierre  Gorman  who  work- 
ed with  Lady  Paget.  They  produced  precise 
instructions  for  using  the  system,  many 
new  and  useful  signs  and  a  manual. 

An  important  aspect  of  the  system  is 
that  teachers  can  use  that  part  of  it  which  is 
appropriate  to  the  needs  of  a  child  at  a 
particular  time.  It  is  flexible.  It  is  a  system 
that  encourages  the  child  to  think.  Of 
course,  the  teachers  must  have  a  thorough 
knowledge  of  the  code  used.  Once  that  is 
grasped  the  rest  should  be  comparatively 
easy.  I  have  seen  the  instructions  des- 
cribed as  being  like  a  knitting  pattern.  This 
is  true.  Sometimes,  it  is  suggested  that 
Paget  is  very  difficult.  For  whom?  Children 
are  not  expected  to  read  and  carry  out  the 
instructions.  They  copy  and  use  the  signs 
presented  to  them. 

PGSS  expresses  English  accurately  with 
signs  for  all  the  grammatical  characteristics 
of  the  language.  Speech  is  always  used 
when  signing.  It  can  be  used  at  a  very  early 
age  when  mothers  are  speaking  naturally 
to  their  children.  What  they  are  saying  is 
signed  simultaneously.  Quite  complicated 
sentences  can  be  signed  if  necessary.  All 
the  elements  of  asentence  would  be  signed. 
For  example,  all  of  the  sentence  The  room 
is  blue,  would  be  signed.  Similarly,  the 
question.  Who  are  you?  would  be  signed 
and  the  question  mark  too.  The  system  is 
executed  precisely  and  it  is  logical. 

It  is  often  thought  that  children  will 
leave  their  respective  schools  signing  Paget 
vigorously  with  no  other  form  of  commun- 
ication. Paget  is  not  designed  to  be  used 
throughout  life.  Usually,  children  are  intro- 
duces to  BSL  or  something  else  before 
they  leave.  Another  argument  is  that  using 
signs  discourages  or  restricts  speech.  That 
is  not  so  because  people  are  encouraged 
to  speak  and  sign  at  the  same  time. 

Advice  to  parents 

I  sincerely  hope  that  people  in  responsible 
positions  do  not  take  up  fixed  positions 
over  communication.  Bigotry  is  not  helpful. 
Parents  need  to  be  given  as  much  advice 
as  possible  about  signing.  Deaf-blind  may 
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The  GACDP  Deaf-Blind  Advisory 
Committee 


A  lot  of  progress  has  been  made  recently  in 
developing  Communication  Courses  for  vol- 
unteers, parents  and  professional  people 
working  with  deaf-blind  adults.  Two  Com- 
municators' Courses  have  been  held,  in 
Manchester  and  Bristol  in  the  last  year  and 
a  package  of  Course  content  and  materials 
is  about  ready  for  release  to  be  used  by 
anyone  wishing  to  run  a  Course.  Forty-four 
people  have  passed  the  assessment  for 
this  Course. 

A  new  Course,  the  Interpreters'  Course 
Stage  1,  was  held  in  Birmingham  earlier 
this  year.  Five  people  passed  the  assess- 
ment which  included  a  stated  speed  of 
interpreting  and  paraphrasing. 

Eventually  a  higher  level  of  Interpreters' 
Course  will  be  planned  which  will  include 
higher  finger-spelling  speeds  and  reading 
back  finger-spelling  from  those  who  do  not 
use  speech.  The  Stage  1  Course  was  run 
by  Sheila  Grew  and  Jean  Greaves,  RNID 


Regional  Officers  for  the  West  and  East 
Midlands  who  worked  extremely  hard  de- 
veloping the  Course. 

The  Advisory  Committee  has  also  been 
discussing  the  communication  needs  of 
deaf-blind  children  not  using  the  deaf-blind 
manual  alphabet.  They  have  been  looking 
into  the  possibility  of  research  into  different 
communication  methods  currently  in  use 
to  see  if  coordination  is  practicable.  A 
research  project  has  been  planned  and  an 
application  forfunding  will  be  presented  to 
the  DES.  The  research  will  contribute  to 
the  DES  Survey  of  the  educational  needs 
of  deaf-blind  children. 

On  behalf  of  the  Committee,  Doreen 
Woodford  is  researching  into  the  communi- 
cation methods  used  by  adults  born  deaf 
and  losing  their  sight  because  they  have 
Usher  Syndrome.  Her  pilot  study  has  pro- 
duced some  ideas  about  early  intervention 
which  we  hope  she  will  write  about  for 
Sense  when  her  study  is  complete. 


Sign  Communication  in 
Teacher  Training 

The  CACDP  has  brought  together,  under 
the  Chairmanship  of  Doreen  Woodford,  a 
number  of  organisations  and  professional 
bodies  concerned  with  the  deaf  and  tutors 
from  a  number  of  the  Courses  for  teachers 
of  the  deaf.  The  purpose  of  the  series  of 
Meetings  is  to  draw  up  a  paper  of  suggest- 
ions or  recommendations  to  the  Course 
designers  on  the  possibility  of  an  increased 
input  to  the  Courses  on  Sign  Communi- 
cation from  a  theoretical  and  maybe  prac- 
tical point  of  view.  We  shall  report  further 
on  these  discussions  when  the  paper  is 
released  but  they  are  significant  for  many 
of  our  members  who  depend  upon  their 
teachers  of  the  deaf  being  able  to  use  and 
develop  signed  communication  with  them. 


News  from  Ireland 


Recently  Sense  has  started  building 

links  with  people  in  Ireland,  north  and 

south.  Here  Anne  Murphy  keeps  us  up  to 

date  with  some  activities  there.' 

The  Deaf  help  the  Deaf-Blind 

St  Vincents  Deaf  Community  Centre, 
located  near  the  City,  is  a  large  building 
including  within  it  halls,  offices,  a  prayer 
room,  a  tea  bar  and  games  facilities. 
Despite  all  that  it  has  become  too  small  for 
the  increasing  numbers  who  attend,  about 
400  -  of  whom  250  are  regulars.  We  have 
been  fund  raising  for  some  years  for  a 
bigger  centre. 

There  are  so  many  clubs,  groups  and 
activities  going  on  that  I  will  mention  only  a 
few:  The  Irish  Theatre  of  the  Deaf,  the  deaf 


Sign  Communication 

continued  from  page  28 

need  a  variety  of  systems.  We  need  to  be 
cautious  though. 

What  I  would  suggest  to  parents  is  that 
they  join  a  group  or  an  evening  class  in 
their  area  and  do  some  signing.  Take  a 
friend  with  you.  You  must  practise  to  keep 
up  standards.  Practice  in  private  would 
also  seem  to  be  a  necessary  precaution  if 
you  wish  to  avoid  some  strange  looks!  Try 
signing  in  front  of  a  mirror.  This  is  helpful, 
too. 

Signing  needs  to  be  fluent  and  rhythmic. 
It  is  rather  like  music  in  this  respect.  Imagine 
what  music  would  be  like  if  you  had  to  stop 
at  every  bar  to  work  out  what  is  to  come 
next.  Avoid  the  traffic  light  syndrome-stop, 
start,  stop,  start,  etc. 

From  my  experience  I  find  parents  are 
given  just  enough  information  about  com- 
munication to  confuse  them.  As  parents 
you  need  to  know  about  all  the  alternatives. 
As  educators  we  need  to  be  open  minded 
and  be  prepared  to  consider  anything  that 
may  help  our  children. 

John  Peter  Jones 


Anne  Murphy  (right)  at  Sense's  Weekend  Away, 
with  her  guide-interpreter  Alison  Barstow 

signing  choir,  young  people's  club,  married 
ladies  club,  charismatic  renewal  prayer 
group  and  a  sports  club  whose  members 
play  nationally,  internationally  and  in  the 
Deaf  Olympics.  There  are  adult  education 
classes  with  more  than  1 00  students.  The 
one  social  worker  for  the  deaf  in  Dublin 
visits  the  Centre  one  night  a  week.  Much  of 
her  daily  work  is  interpreting,  if  requested 
she  will  attend  courts  or  go  with  deaf 
people  to  hospital. 

The  popular  national  magazine  for  the 
deaf  'Contact'  was  launched  from  here 
some  years  ago. 

Although  the  Centre  is  run  by  the  deaf 
for  the  deaf,  they  have  the  help  and 
involvement  of  Catholic  Chaplains.  In 
recent  years  many  hearing  friends  of  the 
deaf  attend  to  participate,  socialise  and 
interpret.  Due  to  all  these  activities  there 
are  many  marriages  within  and  without  the 
deaf  community. 


Deaf-Blind  Entertained 

Once  a  month  the  'Old  Folk's  Committee' 
helped  by  young  deaf  people  entertain  the 
elderly  deaf  who  are  mai  nly  from  St  Joseph's 
Home.  Among  them  are  five  deaf-blind 
people,  who  are  only  in  their  fifties  but  who 
have  long  since  been  catered  for  with  the 
elderly.  Born  deaf,  they  have  no  speech 
and  can  barely  see,  communicating  quite 
rapidly  with  the  deaf  with  sign  language  by 
touch.  At  home  they  do  the  housework, 
read  braille  magazines,  but  mostly  they  do 
elaborate  Aran  knitting  at  which  one  woman 
is  so  good  that  she  has  won  prizes. 

Their  monthly  visit  to  the  Centre  is  a  real 
treat  for  they  rarely  get  out  beyond  the 
groundsof  the  Home.  In  recent  years  some 
young  deaf  people  have  begun  to  entertain 
and  visit  them.  Although  very  intelligent 
they  live  in  a  small  and  sheltered  world  and 
have  never  had  the  opportunity  to  go  on 
deaf-blind  holidays.  Most  of  their  holidays 
are  with  the  deaf,  however,  for  the  past 
three  years  they  have  been  taken  to,  and 
greatly  enjoyed,  the  one  day  League  Rallies 
in  England. 

The  Irish  Deaf  Society 

During  the  'Year  of  the  Disabled'  a  new 
association  emerged  called  the  Irish  Deaf 
Society  (IDS)  a  radical  body  with  all  deaf 
directors,  no  hearing  person  is  permitted 
membership.  Based  at  the  Centre  they 
seek  to  improve  the  quality  of  life  for  deaf 
and  deaf-blind  people  in  Ireland,  to  preserve 
deaf  culture  and  promote  sign  language. 
They  hope  to  see  the  setting  up  of  an 
institute  of  paid  interpreters,  but  I  am  afraid 
that  is  a  long  way  off.  At  present  we  do  well 
with  volunteers,  who  are  generous  with 
their  time. 

The  IDS  organised  our  first  Deafness 
Awareness  Week  in  September  based  in  a 
large  city  centre  store.  On  the  last  day  we 
held  fund  raising  signing  marathons  in 
several  shopping  centres  around  the  cap- 
ital and  the  cash  rolled  in  amazingly  quickly. 
It  will  go  to  towards  the  building  of  the  new 
Centre. 
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Nat  West's  full  range  ofbanking 
services  in  Braille  and  Large  Print  give 
the  visually  handicapped  the 
independence  they  deserve  and  enjoy 

Translation  of  all  information  into 
Braille  is  carried  out  by  bank  staff  to 
ensure  absolute  confidentiality  This  also 
enables  us  to  provide  a  quick,  efficient 
and  personal  service. 

Statements  in  Braille  and 
correspondence  when  necessary  are  just 
part  of  the  service.  Our  Brailled  Cheque 
Writing  Template  assists  visually 
handicapped  people  to  write  their 
cheques  with  confidence.  Nat  West  also 
provides  specially  written  Braille 
instructions  to  help  non -sighted 
(  ustomers  useServicetillsforeasycash 
withdrawals.  All  these  services  are  also 
available  in  Large  Print  to  assist  partially 
Sighted  ( ustomers. 


The  visually  handicapped  may  also 
use  the  convenient  Access  Credit  Card 
service  through  Nat  West.  Statements, 
literature,  card  number  and  credit  limit 
all  being  provided  in  Braille  or  Large  Print. 

Nat  West  Braille  and  Large  Print 
services  are  available  through  our 
network  of  over  3,000  branches  and  are 
free  to  visually  handicapped  customers. 

Your  local  Nat  West  branch  will  be 
pleased  to  provide  full  details  and  a 
friendly  welcome;  alternatively  write  to: 
General  Administration  Services 
National  Westminster  Bank  PLC 
73  Leman  Street,  London  El  8EG 
or  telephone  01-480  2285  and  ask  for  a 
copy  of  our  booklet  "Make  Nat  West  Work 
For  fou  -  in  Braille"  (copies  are  available 
in  Braille  and  inkprint). 

Nat  West  appreciates  the  importance  of 
independence  to  the  visually  handicapped. 
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Members'  News 


Ailill  Finlayson 

After  moving  again,  this  time  from  Bristol  to 
North  Berwick  in  August  last  year,  thereby 
leaving  the  umbrella  of  Sense's  Family 
Advisory  Service  and  entering  the  un- 
charted confusion  of  Special  Education  in 
Edinburgh,  Ailill  joined  the  nursery  at 


as  we  have  been  advised  to  do  from  the 
beginning;  when  he  started  to  speak  I  felt 
the  same. 

Fortunately,  given  the  nervous  desper- 
ation of  his  parents  (caused  by  frustrating 
encounters  with  the  medical  and  educ- 
ational world,  not  by  Ailill)  Ailill  has  worked 
many  things  out  on  his  own.  I  remember 


Donaldson's  School  for  the  Deaf.  Although 
he  was  very  willing  and  eager  to  learn,  he 
became  increasingly  frustrated  at  school 
and  it  was  obvious  that  his  visual  handicap 
was  too  great  for  him  to  follow  the  Signed 
English  support  as  used  with  his  classmates, 
and  he  wasn't  receiving  enough  individual 
attention.  We  also  felt  that,  as  his  compre- 
hension of  speech  and  attempts  to  speak, 
became  more  apparent,  he  wasn't  receiving 
enough  aural/oral  input.  This  term  he  started 
in  a  class  of  three  at  St.  Giles  School  for  the 
Deaf  in  Edinburgh  where  the  teaching  is 
more  orally  inclined  with  natural  gesture 
rather  than  a  structured  sign  system.  We 
were  horribly  caught  up  in  the  Total 
Communication  versus  Oralism  argument 
which  clouded  the  issue  for  Ailill  and  re- 
sulted in  our  insisting  that  he  attend 
Donaldson's  last  year  and  which  was  poss- 
ibly a  mistake.  So  far  he  seems  much  more 
contented  with  his  day  at  school  and  less 
inclined  to  bouts  of  thumping  other  children. 
However,  he  still  has  two  hours  travelling  a 
day  which  is  very  unsatisfactory.  We  have 
often  wished  that  we  had  moved  to  the 
West  Coast  to  be  able  to  lean  more  heavily 
on  Gill  Morbey  and  Sister  Ailish,  but  even  at 
a  distance  they  have  been  very  helpful  and 
Sense-in-Scotland  is  extending  eastwards. 
Ailill's  company  is  so  enjoyable  and 
rewarding  now  that  I'm  sorry  to  pack  him  off 
in  his  limousine  every  morning.  He  is  com- 
pensating well  for  his  visual  handicap,  thanks 
to  the  early  and  successful  operation  on 
his  cataracts,  contact  lenses  and  tremen- 
dous interest  in  things  that  are  meaningful 
to  him.  He  seems  to  have  sorted  out  his 
visual  world,  got  himself  mobile  and  is  now 
concentrating  on  sounds.  I  suppose  we 
must  have  persevered  in  order  to  help  him 
achieve  so  much,  but  I  found  and  still  find, 
that  perseverance,  the  endless  repetition 
of  activities  until  a  response  is  given,  very 
difficult  to  hang  onto.  When  Ailill  started 
signing,  I  wished  we  had  persevered  more 


Our  congratulations  and  best  wishes  to  Val 
and  Dalou  Waite  on  the  birth  of  baby  Kelly 
on  1 1  September.  I  hope  Simon  and  Shari 
don't  mind  the  competition;  I  know  Richard 
doesn't.  But  how  will  big  brother  piggyback 
them  all? 


thinking  he  was  wonderful  the  first  time  he 
picked  his  nose  and  was  horrified  when 
other  people  told  him  not  to  do  it  because 
it's  dirty.  Now  he  infuriates  me  at  bedtime 
when  he  decides  that  the  contents  of  his 
nose  need  investigating  for  at  least  half  an 
hour  before  he'll  consider  relaxing  and 
going  to  sleep.  He  could  pick  his  nose  all 
night  if  I  didn't  have  to  sit  watching,  but  he 
won't  stay  in  bed  by  himself  when  he's 
awake.  In  a  more  poetic  vein,  I  had  a  reward 
for  perseverance  the  other  day  when  Ailill 
picked  up  a  feather  on  the  beach  and 


decided  to  take  it  home  and  agreed  to  take 
it  to  school  to  show  Colin.  This  was  after  a 
year  of  ignoring  feathers  which  I  had  tried 
to  explain  to  him.  He  gradually  became 
interested  in  birds  when  he  learnt  to  put 
bread  on  the  windowsill,  wait  for  a  fat 
blackbird  to  appearthen  bang  on  the  window 
to  make  it  fly  away  which  caused  screams 
of  delight.  About  six  months  ago  when  bird 
lessons  were  at  an  ebb  we  were  walking 
along  the  beach  and  Ailill  found  a  dead 
gannet  at  the  water's  edge.  He  rearranged 
it  slightly,  then  very  gently  covered  it  with 
fresh  shining  seaweed.  I  could  feel  the 
tears  welling  and  knew  he  had  understood 
more  about  birds  than  I  thought.  The  flying 
kind, that  is,  he  stopped  peering  up  little 
girls'  and  ladies'  skirts  a  year  ago. 

I'm  sorry  the  Scottish  TV  Appeal  with 
Hannah  Gordon  wasn't  shown  down  South 
but  relieved  in  a  way  as  I  didn't  say  any  of 
the  things  I  meant  to  say  and  they  didn't 
use  what  I  thought  were  the  best  bits.  I 
thought  editing  was  supposed  to  make  you 
sound  better  on  the  TV  and  I  won't  tell  you 
how  much  wine  Gill  and  I  drank  the  night 
before.  Fortunately  Ailill  seemed  to  know 
exactly  what  he  was  supposed  to  do  and 
held  us  all  together.  He  calls  me 'Anna' for 
some  reason,  and  when  it  was  time  for 
Hannah  Gordon  to  leave  the  Family  Centre 
he  was  squawking  about  something  saying 
'Anna,  Anna!'  Hannah  turned  backthinking 
he  was  calling  her  (maybe  he  was)  and  he 
gave  her  a  big  hug. 

Carolyn  Finlayson 
49  Westgate 
North  Berwick 
East  Lothian 
EH 39  4AG 


Frances  Stokes 

Frances  was  born  partially  deaf  but  was 
registered  as  blind  after  a  cataract  op- 
eration six  years  ago,  she  is  now  37  years 
old. 

She  had  a  mobility  officer,  Mrs  Sutton, 
forawhile,  but  now  I  havetodomostthings 
for  her  as  there  is  no  social  worker  for  the 
deaf-blind  in  Ellesmere  Port. 

I  am  not  in  the  best  of  health  myself  due 
to  stress,  naturally  my  greatest  worry  is 
what  the  future  is  for  Frances. 

We  have  tried  to  get  individual  training 
for  her,  but  so  far  without  success. 

'See-Hear'  was  on  TV  and  I  was  telling 
Francesabout  Sense  opening  somewhere 
in  the  Midlands.  Could  Francesgotherefor 
a  break,  I  wonder?*  It  would  be  nearer 
than  her  going  to  Rainbow  Court  at 
Peterborough,  where  she  went  for  a  week 
in  September. 

Frances  loves  swimming,  cooking  and 
baking,  she  enjoys  music  and  can  write 
braille,  all  with  a  little  help  from  Mum. 

Mrs  E  F  Stokes 
Flat  2,  Harlech  Way 
Ellesmere  Port 
South  Wirral,  L65  5ES 

*There  are  no  plans  at  present  to  offer 
respite  care  at  Sense-in-the-Midlands, 

Edgbaston. 


Editor 


Paul  Taylor 

We  now  live  near  Epping  Forest  and  are 
using  our  Sunday  walks  to  help  Paul's 
mobility.  He  did  not  like  to  walk  on  rough 
ground,  but  by  persuading  himtowalkfrom 
tree  to  tree  his  confidence  has  grown. 

Paul  is  fascinated  by  all  forms  of  trans- 
port and  insists  on  standing  still  and  watch- 
ing vehicles  pass  by  until  they  are  out  of 
sight.  Although  short  of  his  own  friends  he 
is  overjoyed  by  his  brother  Mark's  friends 
when  they  come  to  play  and  sign  to  him 
'Hello  Paul'  as  Mark  has  taught  them.  He  is 
also  delighted  when  Mark  takes  him  for  a 
walk  round  the  block  and  they  collect  a  trail 
of  under-tens  behind  them. 

At  school  Paul  will  now  accept  the 
'Messy  Play'  from  shaving  soap  to  treacle, 
he's  only  just  taking  to  the  Jelly  Bath, 
despite  all  the  adults  telling  him  how 
wonderful  it  is! 

Paul  recently  lost  his  first  milk  tooth.  As 
the  replacement  tooth  came  through  he 
had  a  severe  reaction,  a  rash  all  over  his 
trunk,  a  very  high  temperature,  bad  dreams 
and  temper  tantrums.  Whilst  I  have  an 
excellent  GP  and  access  to  specialists  for 
his  eyes  and  ears  -  who  do  you  go  to  for 
help  when  a  child's  body  over-reacts  to 
'normal'  events?  It  would  be  helpful  if  there 
was  someone  who  could  do  a  'wholebody' 
annual  check-up  on  Rubella  children. 

Christine  Taylor 
26  Albion  Road 
London  E17  3HZ 
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Simon  Lloyd 


It  is  now  two  years  since  I  wrote  a  report  on 
Simon,  and  a  hectic  two  years  it  has  been. 

Simon  had  tendon  release  surgery  in 
May  1 984.  He  was  nearly  1 5  years  old.  He 
was  in  plaster  for  six  weeks  and  then  for  a 
while  he  seemed  to  walk  quite  well.  The 
orthopaedic  surgeon  we  were  seeing  was 
very  pleased  to  be  seen  to  be  keeping  me 
happy.  He  thought  (and  told  me)  I  was 
stupid  to  consider  that  Simon  was  in  pain 
when  walking.  He  told  me  Simon  was  just 
very  difficult!  Simon  coped  with  his  spells 
in  hospital  and  plaster  very  well.  Gradually 
over  the  last  two  years  his  walking  has 
deteriorated  -  i.e.  he  recently  was  only  able 
to  walk  short  distances  in  the  house  -  or 
about  30  yards  outside. 

Over  the  last  two  years  we  have  had 
many  meetings  with  school,  social  services 
and  clinical  psychologists  toconsiderwhat 
was  available  for  Simon  -  particularly  look- 
ing at  1 6+  placement.  We  were  given  the 
go  ahead  to  look  at  other  centres  that 
could  offer  Simon  more  than  the  caring 
situation  he  was  in. 

Oursocial  workerwas  most  helpful.  She 
made  arrangements  for  us  to  visit  places 
that  could  possibly  help  Simon  in  the  long 
term.  Eventually  we  found  Dr  David  Byrne 
in  Windsor.  He  was  the  first  person  in  two 
years  of  visits  that  gave  me  any  hope. 
Previous  visits  had  left  me  feeling  empty 
and  flat  and  we  were  totally  without  help.  I 
was  also  under  pressure  from  school  as 
they  did  not  like  what  I  was  doing.  For  the 
first  time  in  Simon's  1 6  years  I  felt  Dr  Byrne 
knew  how  I  felt  and  really  cared.  He  immed- 
iately and  very  directly  spoke  to  me  about 
Simon  and  during  our  first  visit  of  about  an 
hour  and  a  half  he  laid  clear  plans  of  what 
he  was  prepared  to  offer  Simon.  I  could 
hardly  believe  it. 

But  we  had  a  long  way  to  go.  Dr  Byrne's 
Unit  was  new  and  therefore  unknown  by 
our  Local  Authority.  It  took  months  for 
things  to  sort  themselves  out.  Eventually 
we  had  a  letter  from  County  Hall  -  it  had 
been  agreed  they  would  fund  Simon  for  a 
period  of  assessment  and  intensive  therapy 
with  Dr  Byrne. 

Dr  Byrne  planned  to  spend  a  week  at 
homewith  Simon  to  observe  and  record  his 
day,  school  and  home  and  reactions  to 
situations  and  people.  Simon  would  then 
go  to  Windsor  for  six  weeks  intensive  ther- 
apy and  then  Simon  would  return  home 
with  Dr  Byrne  for  a  further  week  with  us, 
training  us  in  our  management  of  Simon 
and  use  of  his  new  skills.  It  was  a  very 
intense  time  for  us.  During  the  initial  week 
with  Dr  Byrne  we  talked  a  great  deal  about 
Simon,  going  back  to  the  day  he  was  born.  I 
have  a  brief  case  full  of  notes  and  folders 
with  reports  and  personal  diaries  -  so  we 
had  written  back  up  to  help  jog  our  mem- 
ories. It  was  an  emotionally  painful  week- 
nerve  endings  were  very  raw.  But  it  was 
also  exciting -someone  was  actually  listen- 
ing and  helping. 

January  20,  1 986.  Simon's  day  for  going 
to  Windsor.  How  was  I  going  to  explain 
what  was  happening?  Apart  from  packing 
his  bags  and  having  him  in  the  midst  of  the 
action  there  was  no  way  I  was  sure  he 
would  know  what  was  happening. 

Dr  Byrne  had  told  me  what  he  expected 
me  to  do  -  take  Simon  -  say  goodbye  and 
leave  -  he  would  take  over.  We  could 
phone  as  often  as  we  wanted  -  we  could 
visit  whenever  we  wanted  -  but  he  would 


like  us  to  leave  it  three  weeks,  if  we  could, 
to  give  Simon  a  chance  to  make  his  adjust- 
ments and  settle.  I  was  later  to  learn  that 
Simon  was  fine  until  bedtime  when  he 
became  very  upset  -  and  that  Dr  Byrne  was 
to  sit  with  him  during  his  first  night. 

During  that  three  weeks  (I'd  never  been 
away  from  Simon  for  more  than  a  week 
before)  I  phoned  every  three  days  -  eager 
for  news  and  assurance.  Simon  was  fine  - 
he  was  a  fighter  but  he  began  to  accept  his 


new  routine.  We  could  hardly  wait  to  visit 
him.  Every  time  I  phoned  he  had  achieved 
something  new.  I  have  been  toileting  Simon 
every  hour  and  a  half  since  he  was  18 
months  old  and  still  he  was  incontinent. 
Within  five  days  with  Dr  Byrne  he  was  dry 
by  day  -  I  was  thrilled  -  what  an  achieve- 
ment! His  toilet  regime  is  very  strict  -  ten 
minutes  on  the  loo  every  hour-  if  he  fails  to 
go  -  he's  off  for  half  an  hour,  then  back  for 
ten  minutes,  if  he  uses  the  loo  he's  off  for 
an  hour.  During  his  initial  assessment  of 
Simon,  Dr  Byrne  referred  to  available  med- 
ical reports  for  Simon.  My  first  query  with 
Simon  was  that  I  thought  he  was  deaf  (he 
was  then  four  months  old)  but  it  was  never 
proven.  In  February,  after  a  month  with  Dr 
Byrne,  Simon  went  into  Royal  Berks  Hosp- 
ital for  hearing  tests  under  anaesthetic,  it 
was  confirmed  Simon  had  a  60%  hearing 
loss.  It  has  been  decided  at  the  moment 
not  to  fit  hearing  aids  because  he  already 
has  a  lot  to  cope  with,  and  it  could  present 
more  difficulties  than  we  need  at  this  time. 
Simon  was  also  referred  to  London  for 
an  orthopaedic  opinion.  This  took  place  at 
the  end  of  April.  It  was  then  felt  that  Simon 
would  benefit  from  having  an  arthrodesis 
of  his  left  ankle  (fusing  his  ankle  joint).  The 
consultant  felt  his  walking  was  sufficiently 


bad  to  need  surgery  to  maintain  his  mobility 
-or  we  would  end  up  with  Simon  completely 
wheelchair  bound.  At  this  time  he  could 
only  walk  about  30  yards  and  was  by  then 
obviously  in  pain.  Climbing  stairs  was  also 
becoming  more  difficult. 

Simon  had  his  ankle  operation  on  May 
21,1 986  and  has  spent  three  months  in  a 
non-walking  plaster.  He  had  his  plaster  off 
on  August  15  and  now  begins  his  rehabil- 
itation. I  am  told  it  will  be  several  months 
before  he  will  walk  again.  He  is  still  in  some 
pain  and  having  problems  with  swelling  of 
his  foot,  but  this  should  settle  down.  We 
have  adjusted  to  not  having  Simon  at  home. 
It  was  very  hard  at  first  -  but  now  I  must 
admit  I  have  time  to  enjoy  my  younger 
children.  His  last  school  holiday  has  been 
so  easy  -  and  we  have  enjoyed  frequent 
visits  to  Simon. 

Simon  originally  went  to  Dr  Byrne  for  six 
visits.  He  did  so  well  in  the  first  month  we 
then  were  given  funding  for  a  three  month 
extension.  In  the  next  review  we  were 
given  funding  for  a  further  year,  so  we  now 
have  funding  until  June  1 ,  1 987  -  Simon's 
1 8th  birthday.  Apart  from  toileting  success, 
Simon  uses  several  signs,  'please',  'drink' 
and  'toilet'.  He  can  now  dress  himself  with 
help.  He  totally  feeds  himself,  he  always 
needed  help  before.  He  has  learnt  to  'listen' 
and  also  has  learned  to  be  more  'visually 
aware'.  His  activities  are  many  and  include 
swimming.  He  also  has  physiotherapy  three 
times  a  day  for  half  an  hour.  His  day  is 
structured  to  include  occupational  activities 
and  free  time.  He  is  also  involved  in  group 
activities  with  his  new  friends,  and  he  enjoys 
outings  and  rides  on  trains  and  buses.  He 
is  so  happy  and  friendly  and  we  really  do 
enjoy  visiting  him.  We  have  only  had  him 
home  once  following  his  operation  but  he 
is  coming  home  for  regular  weekends  soon. 

At  first  he  stayed  at  Windsor  -  and  we 
didn't  bring  him  home  as  it  would  be  con- 
fusing. Then  we  had  three  spells  in  hospital 
-  with  a  brief  spell  at  home  -  and  now  Dr 
Byrne  has  opened  a  new  house  in  Reading, 
and  Simon  has  moved  there -so  we  left  him 
for  a  period  to  settle  in  new  surroundings 
and  with  new  carers.  We  feel  Simon  is  so 
happy  and  learning  so  much  we  don't  want 
him  to  be  moved  back  to  Wiltshire  as  there 
are  no  deaf-blind  facilities  in  this  area. 
He  was  originally  to  be  coming  back  to  live 
at  home  and  attend  a  Special  Needs  Unit- 
which  is  considerably  overstretched  with 
only  part-time  placement  available.  We  had 
plenty  of  discussions  with  people  involved 
and  eventually  we  were  invited  to  be  pres- 
ent at  a  panel  meeting.  This  was  the  Mentally 
Handicapped  Assessment  and  Review 
Panel.  This  meeting  was  held  on  Sep- 
tember 4.  We  prepared  our  case  -the  night 
before  I  was  very  wound  up- and  I  spent  a 
couple  of  hours  in  the  middle  of  the  night 
while  everyone  else  slept  writing  and  mak- 
ing notes.  Eventually  I  was  able  to  sleep! 

We  went  to  one  meeting  -  not  in  anyway 
sure  what  would  happen -and  thinking  this 
could  be  the  beginning  of  a  long  haul  -  to 
which  we  have  become  accustomed.  We 
came  away  feeling  very  delighted  as  recom- 
mendations have  been  made  that  Simon 
should  remain  where  his  is  indefinitely.  He 
will  be  funded  by  social  services  and  Area 
Health  and  he  is  also  entitled  to  Supple- 
mentary Benefit.  We  will  not  have  news  of 
funding  until  the  Spring,  but  rest  assured 
we  haven't  fought  this  hard,  for  this  long,  to 
fail  now. 

Simon  is  now  17  years  old.  We  have 
other  children  of  1 9  years,  1 3  years  and  1 2 
years  old.  We  also  continue  to  fosteryoung 
children  -  and  have  now  had  55  babies  and 
toddlers.  We  feel  the  need  now  to  ensure 
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Simon's  place  is  permanent,  and  to  give 
him  his  independence.  Our  eldest  son  has 
his  freedom  -  and  continues  to  live  at  home 
-  so  why  should  Simon  remain  trapped 
within  his  body?  -  and  our  two  younger 
children,  being  close  in  age  require  their 
share  of  our  attention.  Simon  gets  bored  so 
quickly,  and  he  can't  cope  with  the  pace  of 
living  in  our  busy  household  -  he  needs  his 
own  level  of  development.  We  are  quite 
delighted  to  have  'found'  Simon.  He  is 
always  pleased  to  see  us  -  and  visits  are 
fun.  We  look  forward  to  having  him  home 
for  weekends  regularly. 

I  feel  sure  he  will  continue  to  acquire 
new  skills  and  activities.  He  will  also  have 
to  learn  to  walk  again.  Dr  Byrne  and  his 
staff  are  amazing  -  and  we  are  always 
made  to  feel  welcome.  I  never  imagined  I 
would  ever  find  anything  so  perfect  for 
Simon -it  hasn't  been  easy -but  I  hope  we 
are  there. 

Mollie  Lloyd 

20  West  Ashton  Road 

Trowbridge 

Wilts  BA14  7BQ 


Kerry  Riley 


Kerry  is  now  1 1  years  old.  She  has  moved 
from  Needwood  School,  which  has  closed, 
to  The  Mount  at  Stoke  on  Trent  where  she 
seems  to  be  getting  on  alright.  She  enjoys 
horse  riding  and  is  getting  to  be  a  good 
swimmer. 


Her  eyesight  is  no  better  and  she  is  now 
doing  sign  talking  which  is  very  hard  to  pick 
up. 

Kerry  is  growing  up  fast  but  cannot  do 
very  much  on  her  own,  I  still  have  to  be  with 
her  all  the  time.  Now  that  she  is  starting  to 
ride  a  bike  I  should  like  to  know  if  there  is 
anything  I  can  get  to  put  on  her  on  the  bike 
to  let  people  know  that  she  is  deaf.  I  am 
scared  that  she  will  get  knocked  off  it. 

Linda  Riley 

30  Short  Lane 

Barton  under  Needwood 

Burton  on  Trent 

Staffs. 


Helen  White 

Helen  went  to  Poolemead  in  October  after 
much  careful  thought  and  planning  on  the 
part  of  Poolemead  staff. 

On  1  October  we  left  for  Bath.  Once 
arrived,  Helen  enjoyed  her  lunch  and  then 
helped  unpack  the  clothes  she  had  joined 
in  packing  at  the  hospital.  She  very  quickly 
learned  where  and  how  to  hang  her  clothes 
and  stow  her  shoes,  to  our  surprise  and 
pleasure. 

Although  Helen  has  lost  most  of  what 
sight  she  had,  and  has  had  some  conjunc- 
tivitis since  her  move,  she  has  settled  hap- 
pily and  can  find  her  way  around  the  small 
area  of  the  unit  she  is  in,  and  the  dining 
room. 

Since  Helen  went  to  Poolemead  I  have 
joined  a  signing  class.  When  we  visited  her 


Dizzy  Scott 

Last  July  Dizzy  saw  a  film  about  Rubella  on 
television.  She  then  wrote  to  Sense  and 
asked  several  of  you  to  telephone  me, 
which  you  kindly  did.  She  has  never  ident- 
ified withanygroupof  children  before,  until 
she  saw  the  TV  film,  although  she  is  now  25 
years  old. 

She  sees  herself  as  deaf  and  does  not 
bother  about  her  sight  and  other  handicaps. 
You  allow  her,  a  few  times  a  year,  to  be 
deaf,  a  luxury  she  has  never  been  used  to 
since  her  deafness  is  largely  ignored  by 
those  around  her.  Dizzy  moved  heaven 
and  earth  to  get  together  with  Sense,  and 
as  always,  she  succeeded. 

The  September  Conference  has  become 
the  main  fixture  in  her  year,  particularly 
since  she  went  to  Butlins  with  Sense  during 
the  summer.  She  had  a  wonderful  time 
there  and  I  don't  think  she  has  ever  been  so 
happy  about  anything.  Our  thanks  to  Jean 
Richards  and  friends  who  did  a  wonderful 
job. 

So  now,  when  Dizzy  comes  to  the 
Conference  she  knows  quite  a  few  people, 
that's  why  she  comes.  I  can  say  that  the 
food  and  the  disco  attract  her  too.  You 
were  right  to  advise  us  that  the  place  is  not 
'wheelchair  friendly',  for  although  we  had  a 
lovely  time,  I  felt  hysterical  at  certain  mom- 
ents. 

It  is  good  for  me  to  talk  to  parents,  a 
luxury  I  have  never  had.  I'd  better  start  a 
group  at  Eastbourne. 

We  both  have  come  to  see  you  all  as 
friends,  will  join  anything  you  will  let  us  join 
during  the  year  and  will  see  you  all  at 
Edgbaston  in  1987,  that  I  can  guarantee. 

Beate  and  Dizzy  Scott 
32  Metropole  Court 
Royal  Parade 
Eastbourne 
Suusex 


Sometimes  we  have  to  share  sadness 
and  remind  one  another  of  the  love 
that  continues  through  it  all. 

Our  hearts  go  out  to  Sue  and 
Bruce  Smart,  who  lost  baby  Eleanor 
this  September,  to  Hazel  Benjamin 
whose  husband  Tom  passed  away  in 
November,  and  to  Norman  Rowe 
whose  wife  Margaret  died  in  the 
same  month. 

To  all  who  grieve  we  give  our 
thoughts  and  love. 


recently,  her  obvious  happiness,  and  pleas- 
ure at  our  visit  turned  to  radiance  and  much 
giggling  once  she  got  over  her  surprise  at 
her  Mum  being  able  to  say  'Hello  Helen. 
This  is  Mummy'  to  her.  One  of  the  staff 
thought  she  was  trying  to  say  'Mum'.  Geoff 
thought  so  too,  but  we  will  take  some 
convincing! 

Helen  started  to  be  miserable  when  we 
were  going  to  leave,  having  made  it  as 
clear  as  we  could  that  it  was  only  a  short 
visit.  Immediately  one  of  the  staff  stepped 
in  and  occupied  Helen  for  the  rest  of  the 
evening  with  a  walk,  washing,  doing  puzzles, 
etc. 

We  must  thank  all  ourfriends  who  phoned 
us  after  the  move  had  taken  place,  and  in 
particular  Margaret  Brock  for  her  letter  of 
welcome  to  the  'Poolemead  community', 
and  Molly  Francis  who  saw  Helen  the  next 
day  and  rang  to  report  her  happy. 

Margaret  White 

115  Lutterworth  Road 

Nuneaton 

Warwicks. 


Andrew  Thornley 

Our  son  is  eleven  years  old  and  attends 
Whitefield  school,  where  he  is  very  happy. 
We  looked  at  a  mental  handicap  school  in 
Dorset  for  him  and  wondered  if  our  son 
would  be  happy  there.  We  love  him  so 
much  that  we  felt  we  should  be  throwing 
him  away  if  we  left  him  there. 


My  husband  Michael,  our  daughter  and 
I  are  all  without  useful  hearing,  which  makes 
for  difficulties;  we  are  helped  by  a  good 
neighbour  who  will,  for  example,  tele- 
phone for  us  when  necessary. 

Michael  is  a  ballet  shoe  maker,  who 
works  very  hard  sewing  forty  pairs  by  hand 
every  day.  We  go  to  Romford  Deaf  Club,  we 
have  a  friend  there,  Jean  Hugh,  who  also 
helps  us  a  lot. 

Sheila  Thornley 

1  7  Glendale  Avenue 

Chadwell  Heath 

Romford 

RM6  4RR 
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APPEALING 
FOR 


All  Contributions  Gratefully  Received 


Fashion  Show  at  Belvoir  Castle 

On  Friday  17  October  at  Belvoir  Castle  in 
Leicestershire.  Sense  held  another  Fashion 
Show.  The  Duke  of  Rutland,  the  Manor 
House  Appeal  President,  kindly  lent  his 
home  for  the  evening.  Her  Royal  Highness 
the  Duchess  of  Gloucestershire  was  our 
Chief  Guest. 

The  evening  was  a  great  success  with 
nine  top  fashion  designers  represented 


including  The  House  of  Hartnell,  Caroline 
Charles  and  Franka.  This  splendid  effort 
raised  over  £5,000  and  we  congratulate 
everyone  who  helped. 

Thanks  in  particular  go  to  George 
Farnham,  the  Appeal  Manager,  who  organ- 
ised the  event,  well  assisted  by  Jackie 
Bocock. 

The  Manor  House  Appeal  currently 
stands  at  £1 1 5,000  which  is  most  impressive. 


Left  to  right:  George  Farnham.  HRH  The  Duchess  of  Gloucester,  The  Duchess  of  Rutland, 
Jessica  Hills.  The  Duke  of  Rutland 


Christmas  Cards 


i«:  do  to  raiae  fund*  for  us! 


In  Edgbaston  Carol  Benson  is  doing  a 
marvellous  job  with  Christmas  order  fulfil- 
ment. We  are  selling  extremely  well  this 
year  so  order  now  if  you  want  goods.  Ring 
Carol  on  02 1  455  7 1 88  or  use  your  Christmas 
Catalogue  Order  Form. 


Staff  Announcements 

Both  Penny  Amerenaand  David  Saint  have 
moved  on  to  work  within  the  charity  field. 
Sarah  Plumb  has  joined  us  as  Appeals 
Assistant.  Sarah  has  worked  for  World 
Vision,  a  christian  charity  in  Australia.  Gloria 
Russell  has  been  taken  on  full-time  as  data 
entry  clerk  for  our  computer  ...  And  I  say 
farewell  as  I  am  off  to  Australia  myself  ... 
you  gain  some  you  lose  some! 

Janet  Hawkins 


Sponsored  Events 

Graham  Hicks,  family  and  friends  have 
been  out  cycling  for  Sense  again.  Their 
Hertfordshire  bike  marathon  seems  to  be 
becoming  an  annual  event.  This  year's 
ride,  on  September  7,  was  again  raising 
money  for  new  Hasicom  equipment. 

Our  top  marathon  runner  of  the  year  at 
£465.80  has  been  well  and  truly  ousted  by 
Richard  Davies  of  London.  He  raised  an 
amazing  £1,331  in  the  London  Marathon. 

PaulTuohy  has  raised  £92  so  far  from  a 
parachute  jump  and  there  is  a  lot  more  to 
follow. 

Can  I  take  this  opportunity  to  thank 
everyone  who  took  part  in  sponsored 
events  for  us  this  summer  but  particularly 
those  who  did  something  brave  or  unusual; 

Pat  Amies  of  Cheshire  raised  £105  in  a 
horse  ride.  The  Early  Birds  Golf  Society  of 
Surrey  raised  £143  playing  -  yes,  you've 
guessed  it-golf.  Michelle  Murch  andfriends 
of  the  East  Warwickshire  College  of  Further 
Education  raised  £180  by  canoeing.  St 
Paul's  Girls  School  in  London  raised  £227 
swimming.  Philip  James  and  friends  of 
Portsmouth  Poly  raised  £300  by  walking 
Offa's  Dyke.  Ken  Routledge  and  friends 
raised  £384  through  a  parachute  jump. 
Patricia  Stone  of  Cardiff  raised  £106  by  a 
parachute  jump.  Mavis  English  of  Bristol 
raised  £75  in  a  very  brave  manner  -  a 
sponsored  slim!  And  of  course  thanks  to  all 
our  runners  too. 

Bolting  at  Bolton 


Arthur  Pearce  fulfilled  a  lifelong  ambition 
on  August  1  7th  when  he  ran  his  first  mara- 
thon at  Bolton.  In  ideal  weather  and  with 
5000  others  Arthur  completed  the  run  in  3 
hrs  38  mins.  Although  he  had  trained  ser- 
iously for  several  months  Arthur  admits 
that  he  found  the  last  few  miles  hard  going. 
Well  done  Arthur  and  thanks  for  the  spon- 
sored £63.30  that  you  raised! 
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CONFERENCES 


SENSE  COURSES 


WHITEFIELD  SENSE  CONFERENCE 

for 

PROFESSIONALS  WORKING  WITH  DEAF-BLIND  STUDENTS 

ON  CURRICULUM  DEVELOPMENT  AND  PROGRAMMING 

3  —  5  April  1987 

Fee  £45 


Presentations  and  workshops 

will  take  place  at 

Whitefield  School  &  Centre 


Residential  accommodation  will  be 

in  single  study-bedrooms  at 

Queen  Mary  College. 


Further  details  from: 

The  Course  Secretary 

Whitefield  School  &  Centre 

MacDonald  Road,  Walthamstow,  London  E17  4AZ. 

Telephone  01-531  7627 


Sense  Holidays  1987 


For  Younger  Children 

One  week  in  the  Lake  District  for  7  children 
of  mixed  abilities  aged  5—1 1  years  from 
the    North    and    Midlands    in    children's 
holiday  home  accommodation. 
Leader:  Sheila  Houston 
Dares:  August 

•  NEW  FOR  1987* 

One  week  on  the  Isle  of  Wight  for  5 
children  of  mixed  abilities  aged  5-1 1  years 
from  the  South  in  guest  house  accom- 
modation. 

Leader:  Adam  Ockelford 
Dates:  August 

For  Older  Children 

Two  weeks  in  Southport  for  10  children  of 

mixed  abilities  aged  1 0-1 6  years  from  the 

North  and  Midlands  in  residential  school 

accommodation. 

Leader: 

Dates:  August 

10  days  near  Weston-Super-Mare  for  10 
children  of  mixed  abilities  aged   10-16 
years   from   the   South    in   guest   house 
accommodation. 
Leader:  Jane  Evans 
Dates:  August 

•  NEW  FOR  1987  * 

A  one  week  adventure  holiday  for  6  more 
independent  children  of  secondary  school 
age  at  Botley,  Hants. 
Leader:  Laura  Pease 
Dates:  8-15  August 


For  young  adults 

One  week  for  10  more  independent 
youngsters  aged  from  17  upwards  in 
holiday  camp  or  similar  accommodation. 
This  is  a  repeat  of  our  established  Barry 
Island  holiday  but  at  a  new  location  still  to 
be  arranged  following  the  closure  of 
Butlin's  Holiday  Centre. 
Leader:  Graham  Evans 
Dates:  8-1  5  August 

One  week  for  8  more  profoundly  handi- 
capped young  people  at  our  SENSE-in- 
the-Midlands  Edgbaston  Centre  offering 
activities  based  on  the  indoor  swimming 
pool,  well-equipped  gymnasium  and  spa- 
cious grounds. 
Leader:  Paul  Ennals 
Dates:  15-22  August 

We  are  also  planning  a  one  week  holiday  in 
Harrogate  for  up  to  8  youngsters  aged  1 5- 
17  years  of  mixed  abilities  in  residential 
school  accommodation  but  arrangements 
have  yet  to  be  finalised  as  we  go  to  press. 


All  our  holidays  are  led  by  experienced 
professionals  and  we  offer  a  better  than 
1:1  ratio  of  helpers  to  holidaymakers. 

For  further  information,  booking 
enquiries  or  just  to  chat  over  individual 
holiday  needs,  please  contact  Roger 
O'Connor  at  the  London  Headquarters, 
01-278  1005  ext.  32/31. 


Death,  of  our  Patron 

It  is  with  great  regret  that  we  report  the  death  last  September  of  our  Patron,  Lord 
Maybray-King  at  the  age  of  85. 

Horace  King  was  born  at  Grangetown-on-Tees  in  1  901  and  was  a  teacher  and 
headmaster  before  entering  Parliament  as  a  Labour  MP  in  1950. 

He  earned  a  national  reputation  as  Speaker  of  the  House  of  Commons  during 
the  years  1965-71.  He  was  raised  to  the  peerage  as  Baron  Maybray-King  of  the  City 
of  Southampton  in  1971  and  in  1973  became  patron  of  the  (then)  National 
Association  for  Deaf-Blind  and  Rubella  Handicapped  Children. 

Lord  Maybray-King  worked  indefatigably  for  charitable  causes  -  Help  the  Aged 
and  the  Spina  Bifida  Association  in  addition  to  Sense  -  and  was  ever  ready  to  advise 
us  and  to  promote  our  cause  both  inside  and  outside  Parliament. 


Sense  courses 

A  two  week  course  in  the  education  of 
deaf-blind  children  from  12-16  January 
1987  and  continuing  from  11-15  May 
1987.  This  is  a  repeat  of  the  course  held 
earlier  this  year.  It  is  primarily  for  teachers, 
particularly  those  in  schools  for  children 
with  severe  learning  difficulties,  who  are 
responsible  for  teaching  deaf-blind  child- 
ren but  who  lack  training  in  working  with 
the  sensorily  impaired. 

The  course  will  be  held  at  Sense-in-the- 
Midlands,  Edgbaston,  and  immediate  ap- 
plication is  advised. 

Also: 

Saturday  21st  March  1987 
A  one  day  course  for  teachers,  "The  role  of 
therapists  in  the  education  and  manage- 
ment of  the  deaf-blind  child". 

For  both  courses  contact  Marion   Tobin, 

Education  Officer  at: 

Sense-in-the-M  id  lands 

4  Church  Road,  Edgbaston 

Birmingham  B15  3TD 

Tel:  021-454  2405 


COURSES 


■  The  Spastics  Society 

5  -  8  January,  1987 

The  Young  Child  with  a  Visual 

Disability 

-  for  those  staff  with  little  or  no  experience  in 
this  field. 

23  -  25  January,  1987 

Working  with  the  Pre-school  Child 

with  Special  Needs 

-a  course  for  home  liaison  teachers  and  other 
personnel  working  with  special  children  and 
their  families. 

23  -  25  February  1987 
"They  Keep  Going  Away" 

-views  and  discussons  on  good  practice  in 
short  term  and  respite  care  of  children  and 
adults  with  severe  disabilities. 

27  February-  1  March,  1987 

Revised  Makaton  Vocabulary 

-  a  practical  workshop  for  all  categories  of 
staff.  Beginners,  Intermediate  and  Advanced 
Programmes. 

13-15  March,  1987 

The  Hand  as  a  Guide  to  Learning 

-  with  special  reference  to  those  with  a  severe 
disability  and  concerned  with  older  children. 

1  -  3  July,  1987 

The  Special  Needs  of  Children 
and  Adolescents  with  Physical 
and  Communication  Disorders 

-  primarily  for  educational  and  clinical 
psychologists. 

Contact:  Castle  Priory  College,  Thames  Street, 
Wallinglord,  Oxfordshire  OX  10  OHE. 
Tel:  Wallinglord  (0491)  37551 
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Sense 

The 

RUBELLA 

ACTION  PACK 


A  Multr  Cumcular  Approach  to  Rubella  Health  Education 
Suitable  for  10  1  3  Year  Old's 


Produced  tor  Sense  by 
Eva  Geser  Claire  Robins 


The  Rubella  Action  Pack  is  for  schools  to  help 
explain  why  it  is  important  that  all  schoolgirls  be 
immunised  against  Rubella.  Pack  material  can  be 
used  by  teachers  and  nurses  in  a  wide  variety  of 
lessons,  from  Biology  to  Mathematics.  Further  details 
and  order  form  are  enclosed. 


The  Duchess  of  ^ 

Gloucester  talking    v 
to  models  after  our  ^ 
Fashion  Show  at 
Belvoir  Castle. 


Bruce  Royle  and  his  Mum  accept  a 
cheque  raised  at  RAF  Honington  by 
our  friends. 


Mary  Lee  and  Jack  Milroy  opened 
our  Scottish  Shop  in  October.  They 
are  seen  here  with  manageress 
Pauline  Nelson,  friends  and  helpers. 


#^5 


Vol.  33  No.  1 
Spring  1987 


*OT 


Editor:  PAUL  ENNALS 
THE  NATIONAL  DEAF-BLIND  AND  RUBELLA  ASSOCIATION     Assistant  Editor:  PETER  BENNETT 


h 


Our  biggest  issue  ever; 
we  grow  to  forty  pages  - 
thanks  to  everybody 
who  has  written  to 
Talking  Sense. 


The  Princess  of  Wales 
opened  the  new  deaf- 
blind  school  unit  at 
Whitefield  School. 
Karen's  report  is  on  this 
page  -  turn  to  page  1 7 
for  photos. 


Deaf-blind  education  - 
the  Department  of 
Education  and  Science 
issue  their  thoughts. 
For  Sense's  response, 
see  pages  31  -  32. 


Holidays  will  soon  be 
here  -  we  have  many 
summer  suggestions  on 
pages  13  and  14. 


We  visit  Ireland:  -  read 
what's  happening  North 
and  South  on  pages  18  • 
21. 


Communication  -  more 
of  your  views  on  this 

^ vital  subject,  on  pages 
15  and  16. 


Plus  all  our  regular 
features  and  news. 


Sense 
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The  eyes  and  ears  of  deaf-blind  people. 


SENSE 

The  National  Deaf-Blind 
and  Rubella  Association 

311  Grays  Inn  Road.  London  WC1X8PT 
Tel:  01-278  1005 

President  DrGB  Simon  MB  ChB  DPM 

FRCPsych 
Chairman  Jessica  Hills  MBE 

Vice-Chairman  Margaret  White 

Director  Rodney  Clark 

Head  of  Finance  Emrys  Lloyd 

SENSE-IN-SCOTLAND 

Glasgow  Centre  for  the  Deaf 

168  Dumbarton  Road 

Glasgow  G11  6XE 

Tel:  041-334  9666/9675 

Scottish  Officer  Gill  Morbey 
Development  Officer  Joyce  Wilson 

REGIONAL    CONTACTS 

SENSE -Avon: 

Mavis  Rudman,  24  Hillyfield  Road,  Headley  Park, 
Bristol  BS13  7QF.  Tel:  0272  640370 

SENSE -Colchester: 

Brendan  Giblin,  104  Bergholt  Road, 

Colchester,  Essex 

Eastern: 

Elizabeth  Royle,  The  Lanterns,  Church  Lane, 

Playford,  Ipswich,  Suffolk  IP6  9DS. 

Tel:  0473  622443 

SENSE  -  London  North  East: 

Christine  Taylor,  26  Albion  Road,  Walthamstow, 

London  E1 7  3HZ.  Tel:  01-520  1  736 

SENSE-  London  West: 

Jacki  Dunleavy,  24  Queens  Road,  Richmond, 

Surrey  TW10  6JW.  Tel.  01-948  4309 

SENSE -Midlands: 

Margaret  Beattie.  The  Cottage',  82  Hinckley  Road 

Walsgrave.  Coventry  CV2  2EU.  Tel:  0203  61 6962 

Northern: 

Margery  Harrison,  6  Tidal  Lane,  Padgate, 

Warrington,  Cheshire  WA1  3DT.  Tel:  0925  813520 

SENSE  -  Northern  Ireland: 

Muriel  Mathers,  5  Old  Quay  Court,  Holywood, 

Co.  Down  BT18  OHT.  Tel:  023-174-242 

SENSE-  North  West: 

Robert  C  Stones,  19  Newry  Park,  Chester, 

CH2  2AR.  Tel:  0244  373822 

Scottish  Branch: 

Jerry  Morbey,  3  Kersland  Street,  Hillhead, 

Glasgow  G1 2.  Tel:  041-339  9381 

SENSE -South  Wales: 

Hazel  Benjamin,  8  Forest  View,  Cimla,  Neath, 

West  Glamorgan  SA1 1  3RS.  Tel:  0639  571 1 5 

SENSE  -South  West: 

Mary  Holman,  15a  Powderham  Road,  Newton 

Abbott,  Devon  TQ1  2  1  EV.  Tel:  0626  69278 


SENSE     CENTRES 


The  Family  Centre 
86  Cleveland  Road 
Ealing 

London  W13 
Tel:  01-991  0513 


The  Manor  House 

72  Church  Street 

Market  Deeping 

Peterborough  PE6  8AL 

Tel:  0778  344921 


Principal:  Lmdy  Wyman       Principal:  John  Blanchard 

Sense-in-t  he-  Midlands 

4  Church  Road,  Edgbaston,  Birmingham 

B15  3TD  Tel:  021-454  2405 

Principal:  John  Hatton 

Sheila  Houston  -  Peripatetic  Advisory  Teacher 

c/o  Northern  Counties  School  for  the  Deaf ,  Gt  North  Rd 

Newcastle-upon-Tyne  NE2  3BB  Tel:  091-281  5060 


The  views  expressed  in  the  magazine  are 

not  necessarily  tho-^  of  Sense,  the 

National  Deaf-Blind  and  Rubella 

Association. 

Pi***}  by  Adept  Press  Limited,  273  Abbeydale  Road. 
Wembley.  Middlesex. 


Chairman's  Letter 
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There  are  a  number  of  articles  in  this  issue 
of  Talking  Sense  about  Norther-n  Ireland 
and  our  plans  for  setting  up  a  Regional 
Service  there,  following  a  recent  visit  to 
Northern  Ireland  by  Rodney  Clark,  Paul 
Ennals,  Norman  Brown  and  Lindy  Wyman 
of  Sense,  with  colleagues  from  other 
organisations. 

We  have  had  a  number  of  members  in 
Ireland  for  a  long  time.  Peggy  and  Peter 
Freeman  went  over  to  Ireland  a  few  years 
back,  met  some  of  the  parents  and  helped 
them  to  meet  together.  However,  as  with 
all  our  other  earlier  Regional  Parents 
Groups,  it  proved  difficult  for  parents  to  do 
all  the  work  of  organising  meetings  and 
keeping  in  touch  with  each  other, 
developing  services  etc.  on  their  own. 

After  our  last  Policy  Document  three 
years  ago,  in  which  we  said  that  we  would 
try  to  set  up  a  Regional  network,  Norman 
Brown  has  been  going  round  the  country 
setting  up  new  groups  with  a  proper  plan  of 
campaign,  a  Constitution  and  meetings  for 
the  regional  leaders  to  get  together  and 
exchange  some  ideas  and  plans.  Even 
these  groups,  with  Head  Office  support, 
have  some  difficulties  in  planning  and 
maintaining  programmes,  in  keeping  in 
touch  with  all  the  families  and  contacting 
new  people,  often  because  of  the 
distances  between  members  of  the  groups 
but  also  the  time  people  are  able  to  give. 
We  recognise  that  for  Regions  to  work 
really  well  a  full-time  Regional  Officer  in 
each  Region  is  what  we  should  ultimately 
aim  for. 

Sense-in-Scotland  has  demonstrated 
in  the  last  two  or  three  years  what  can  be 
achieved  by  an  enthusiastic  full-time 
Officer.  Gill  Morbey,  with  her  staff  and  her 
Advisory  Committee,  has: 

-  set  up  a  thriving  parents'  group, 

-  conducted  a  Survey  throughout  Scotland 
of  deaf-blind  people  and  their  educational 


and  further  educational  needs, 

-  organised  holidays, 

-  run  one  Conference  and  is  preparing 
another  this  summer, 

-  opened  a  shop  for  fund-raising  and 
publicity,  and, 

-  working  with  Quarrier's  Homes,  has  set 
up  an  adult  Unit  for  young  deaf-blind 
people  at  Overbridge,  which  already  has 
some  staff  in  post  and  will  soon  take  in  its 
first  students. 

This  is  very  remarkable  in  such  a  short 
time. 

The  great  advantage  a  Regional  Officer 
has  which  someone  working  from  Head 
Office  finds  much  more  difficult,  is  regular 
contact  with  and  knowledge  of  the  Local 
Administration  in  Education,  Health  and 
Social  Services.  The  Officer  can  get  to 
know  parents  and  their  associated 
professionals  and  authorities  and  find  the 
best  people  to  support  families.  They  can 
bring  into  the  organisation  of  the  Region, 
because  of  their  local  knowledge  and 
contacts,  interested  people  as  volunteers, 
fund-raisers  etc.  who  are  not  themselves 
trying  to  help  their  deaf-blind  child  and 
look  after  the  rest  of  the  family. 

If  we  can  attract  the  funding,  we  now 
plan  to  set  up  a  Region  in  Northern  Ireland 
with  a  full-time  Regional  Officer  who,  we 
hope,  will  develop  such  services  there  as 
are  found  to  be  necessary.  Each  Region  is 
different  so  it  may  well  develop  quite 
differently  from  Sense-in-Scotland.  We 
wish  Sense-in-Northern-lreland  well  and 
hope  that  our  parents  there  and  the 
Regional  Officer  when  appointed  will 
receive  plenty  of  support  from  Statutory 
Authorities,  professional  workers  and 
volunteers  in  improving  services  for  deaf- 
blind  people  in  Northern  Ireland. 
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Jessica  Hills 


Weekend  Away 

Although  this  year's  weekend  away  is  not 
for  another  six  months,  we  are  beginning  to 
put  together  the  programme  now.  The 
weekend  will  be  from  Friday,  1 8  September 
to  Sunday,  20  September.  In  addition  to  an 
overseas  speaker,  we  shall  have  a  plenary 
session  on  the  National  Strategy  for  Deaf- 
Blind  Education.  We  hope  talks  and 
workshops  will  include  such  topics  as: 

•  Causes  of  deaf-blindness 

•  Conductive  education 

•  Benefits 

•  Early  communication 

•  Symbol  systems 

•  Sign  language 

•  1981  Education  Act 

•  Play  development 

•  Sexuality 

•  Coping  with  change/loss/death 

We  will  also  hope  to  have  more  siblings 
sessions  and  presentations  for  deaf-blind 
units. 

The  weekend  will  be  held  once  again  in 
Birmingham,  though  this  time  at  the 
slightly  larger  Mason  Hall. 

I  hope  you  will  mark  the  weekend  down 
in  your  diaries.  I'll  let  you  have  more  details 
and  an  application  form  in  the  next  issue  of 
Talking  Sense. 

Carmel  Perry 


Syndrome     -     New 


Usher 
Video 

This  twenty-five  minute  video  entitled  The 
Quiet  Tunnel',  made  by  Sense,  the  National 
Deaf-Blind  and  Rubella  Association,  and 
the  BBC  Open  University  Production 
Centre  is  about  a  condition  which  affects 
some  deaf  people  who  will  also  develop 
retinitis  pigmentosa. 

This  video,  by  looking  at  the  lives  of  four 
people  who  have  Usher  Syndrome,  shows 
what  has  happened  to  them  at  school, 
college,  at  work  and  within  the  family  as 
they  come  to  realize  what  it  means  to  be 
losing  their  sight.  The  video  also  shows, 
through  a  visit  to  Moorfields  Eye  Hospital, 
how  RP  is  diagnosed.  The  video  costs  £25 
plus  VAT. 

Order  forms  can  be  obtained  from 
SENSE,  311  Gray's  Inn  Road,  London 
WC1X  8PT  or  from  Learning  Materials 
Sales  Office,  Centre  for  Continuing 
Education,  The  Open  University,  PO  Box 
1 88,  Milton  Keynes  MK7  6DH. 


STOP  PRESS 

Don't  forget  to  watch  ITVon  Sunday  night  5 
April  between  6.30  and  7.00,  when  Ken 
Dodd  will  appear  making  the  HASICOM 
appeal. 


Sense  Notice  Board 


Family  Advisory  Service 

A  second  advisory  teacher  has  joined 
Sense's  Birmingham-based  service  to 
families  with  young  deaf-blind  children. 
Bronwen  Lilley  started  in  January,  and  is 
already  making  life  a  little  easier  for 
Doreen  Norris,  who  had  so  many  children 
to  serve.  The  completion  of  the  new  Family 
Centre  at  Edgbaston  in  the  summer  should 
further  strengthen  the  service  to  Midlands 
families. 


Sense-in-the-Midlands 

In  January  the  first  five  students  started  at 
the  new  Further  Education  provision  at 
Edgbaston.  With  building  work  well  under 
way,  there  will  be  space  for  a  further  15 
students  in  the  autumn.  Plans  for  bringing 
the  total  number  of  student  placesupto35 
are  dependent  upon  raising  £3  million  over 
the  next  few  years. 


Holidays 

As  the  summer  looms,  Sense's  holiday 
programme  is  already  bigger  than  ever 
before,  with  groups  of  children  and  young 
adults  being  offered  holidays  in  South 
Wales,  North  Wales,  the  Lake  District,  the 
Isle  of  Wight,  Harrogate,  Scotland, 
London,  Southport  and  sunny  Birmingham. 
In  addition,  a  number  of  small  groups  are 
being  planned. 
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Sense  Posts 
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Sense     are     seeking     to 
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appoint  a  Finance  Manager 

and  a  Head  of  Appeals. 
Both  posts  will  be  advertised 
in  the  national  press  but 
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should  you  be  personally 
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interested  in  either  appoint- 
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ment,  or  know  of  somebody 
who  might  be,  then  further 
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details  of  both  posts  can  be 
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obtained  from  David  Bridge, 
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at  311    Gray's   Inn   Road, 
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London  WC1X8PT. 
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National  Rubella 
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Welcome  to  a  new  N  RC  Co- 
ordinator, Jane  Atkinson  and 
thanks  to  Gloria  Abramoff 
for  1 8  months'  hard  and  suc- 
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cessful  work. 
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Raising  Funds 

Sense  continues  to  attract  money  from  a  variety  of  sources.  Jane  Asher's  TV 

Appeal  brought  in  donations  large  and  small  from  across  the  country.  And 

here  Lindy  Wyman  is  seen  receiving  a  gift  of  a  microwave  cooker  from  'The 

Sealed  Knot  Society'  for  the  Family  Centre  Ealing. 

•                                                                                                                                          • 

Manor  House 

The  Manor  House,  Sense's  centre  for  deaf-blind  young  adults  in  Market  Deeping, 
Lincolnshire,  is  soon  to  accept  its  1 7th  student.  With  the  new  swimming  pool  and 
the  second  workshop,  facilities  are  continuing  to  expand  for  the  students.  The  next 
venture  will  be  the  opening  of  a  new  group  home  in  the  village  for  two  Manor  House 
students,  to  learn  at  first  hand  the  meaning  of  independent  living. 


Minister  for  Disabled 

In  March,  Sense-in-the-Midlands  will  be  visited  by  Mr  John  Major,  the  Minister  for 
the  Disabled.  Here  he  will  meet  Sense  staff,  and  meet  some  of  the  children,  young 
adults  and  families  that  we  serve.  We  hope  to  give  him  an  idea  of  the  full  range  of 
Sense's  services  around  the  country. 

Scotland 

Sense-in-Scotland  are  organising  their  second  Conference,  in  July.  This  will  be  an 
opportunity  to  demonstrate  the  progress  being  made  in  developing  services  in 
Scotland,  from  the  contacts  with  new  families  to  the  opening  of  Overbridge,  the 
Glasgow  centre  for  deaf-blind  young  adults. 


Rubella 

Sense's  Rubella  Awareness  Campaign 
continues  to  expand,  alongside  the  work  of 
the  National  Rubella  Council.  The  appoint- 
ment of  Sense's  Rubella  Development 
Officer,  Joan  Perkins,  should  provide  a 
new  focus  for  this  work.  New  awareness 
projects  are  planned  for  Leeds  and  the 
north,  as  well  as  in  London.  With  the 
Princess  of  Wales  launching  the  new  video 
for  Asian  women  last  month,  the  campaign 
continues  to  command  high  levels  of 
support  and  publicity. 


Conferences  { 

Sense's  Weekend  Away  for  families, 
friends  and  professionals  is  planned  for 
the  weekend  of  September  18  to  20  in 
Birmingham.  Before  that,  though,  many 
people  will  have  travelled  north  of  the 
border  for  the  Scottish  conference.  In 
August,  the  International  Conference  at 
Poitiers,  France,  should  see  many  Sense 
^families  attending.  t 


National  Strategy  for  Deaf-Blind  Education 

The  Department  of  Education  and  Science  have  finally  issued  a  consultative 
document  to  education  authorities  and  other  bodies,  asking  them  to  consider  how 
best  to  meet  the  needs  of  the  the  deaf-blind  children  in  theirareas.  Included  in  this 
process  is  a  questionnaire,  which  we  hope  will  enable  education  authorities  for  the 
first  time  to  gain  a  clear  idea  of  how  many  such  children  there  are  in  their  schools. 
Sense  has  been  much  involved  in  the  production  of  this  document,  and  has  now 
written  to  all  special  schools  urging  them  to  cooperate  in  the  amassing  of  figures  on 
the  deaf-blind  school  population.  To  help  us  in  following  up  this  consultation 
process,  Sense  are  appointing  an  Education  Officer  to  start  detailed  negotiations 
with  individual  education  authorities. 


If  you  are  involved  in  any  way  with  a  multiply 
handicapped  blind  child,  you  are  sure  at  some  stage 
to  find  yourself  guiding  or  leading  that  child  from  one 
place  to  another.  Whatever  your  role  -  be  it  parent, 
teacher,  social  worker  or  just  friend -when  you  guide  a 
child  you  are  involved  with  them  very  directly. 

Throughout  a  school  day  a  child  may  be  led  by  as 
many  as  ten  or  more  different  adults.  This  makes  it 
important  that  the  child  is  led  in  a  consistent  way. 
These  guidelines  were  produced  for  the  80  staff  at  the 
RNIB's  school,  Rushton  Hall. 

When  we  lead  a  blind  child  we  must  be  doing  more 
than  just  transporting  them  from  one  place  to  another. 


If  we  deny  them  information  about  the  route  they  are 
travelling,  however  basic  that  information  may  be,  we 
are  denying  them  their  right  to  understand  their 
environment  to  the  best  of  their  abilities. 

Guiding  is  a  situation  where  adult  and  child  learn  to 
trust  each  other.  The  way  you  lead  a  blind  child  can 
communicate  to  the  child  where  they  are  going,  and 
can  also  communicate  that  you  understand  their 
needs  and  anxieties  as  a  visually  handicapped 
person.  If  the  child  could  always  choose  who  they 
walked  with  they  would  choose  the  sympathetic 
guider  and  reject  the  person  who  drags  them  or 
ignores  their  needs.  That  is  why  these  notes  are  entitled: 


I  like  to  walk  with  you  but . 


"Give  me  the  time  to 
agree  to  come  with 


Martin  Thomas  is  Mobility  Instructor  at 

RNIB's  Rushton  Hall  School  for  Multiply 

Handicapped  Blind  Children.  Here  he 

considers  the  experience  of  being 

guided  from  the  point  of  view  of  the 
child.  Thanks  to  Peter  Almond,  teacher 

at  Rushton  Hall,  for  the  illustrations. 


...  I  like  to  know  who's  coming  to  guide  me.  I  like  to 

hear  your  voice  say  my  name  and  for  you  to  say 

where  you  want  to  take  me.  That  means  I  can  make 

my  own  decision  as  to  whether  I  come  with  you.  If  I 

have  to  go  somewhere,  tell  me,  don't  ask,  otherwise  I 

might  say  no  and  then  what  would  you  do? 

.  .  .  Give  me  time  to  take  your  arm  at  a  height  which 
is  comfortable  for  both  me  and  you. 

...  I  would  like  to  trust  everybody  I  walk  with,  but 
sometimes  I  can't.  Some  people  seem  to  pull  me  out 

of  my  chair  or  off  the  floor  without  saying  anything 
first  and  that  frightens  me.  I  much  prefer  to  have  the 

time  to  find  your  hand  or  arm  and  get  up  out  of  my 
seat  on  my  own  or  with  as  much  help  as  I  need. 


"Let  me  help  you  to 

open  and  close 

doors." 


.  .  .  Remember  my  legs  are  not  as 

strong  or  as  long  as  yours.  I  cannot 

always  walk  as  quickly  as  you,  but  I 

still  get  dragged  along.  This  means 

that  I  can't  get  my  balance  or  that  I'm 

worried  about  falling  or  of  you 

suddenly  letting  go.  All  I  can  think 

about  when  you  drag  me  is  how  tired  I 

am  getting  rather  than  where  I'm 

going. 

. .  .  Please  tell  me  where  I'm  going 
and  what  I'm  passing  on  route. 

.  .  .  Don't  push  me  from  behind.  It 

makes  me  feel  as  if  I've  done  wrong 

or  that  I'm  not  wanted.  I  also  think  I 

might  fall  forward. 

...  I'm  able  to  open  and  close  doors. 

Let  me  find  the  handle  or  let  me  push 

the  door  open  and  close  it  behind  me. 

I  like  to  help  you  and  I  like  to  hear  you 

say  thank  you. 

.  .  ..  Sometimes  when  I'm  walking  on 

my  own  to  my  class  or  family  room 

you  confuse  me  by  suddenly  taking 

me  to  where  you  think  I'm  going.  Stop 

and  think;  I  might  be  listening  or 

feeling  for  clues  that  will  help  me  get 

there  on  my  own.  Sometimes  I  wish 

you  would  let  me  do  more  on  my  own, 

but  please  stay  close  to  me  as  I  might 

need  you  to  encourage  me  or  explain 

the  things  that  worry  me.  If  you  see 

me  in  danger  say  my  name  first  and 

then  calmly  tell  me  to  stop  or  stand 

still. 


"Never  push  me  along 
from  behind." 


. .  .  Remember  I  don't  get  lost  or  let  go  of  the  wall  I'm  trailing  on  purpose. 

All  blind  people  get  lost  sometimes.  If  I  do  get  lost  don't  tut  or  moan  as 

this  can  make  me  feel  guilty  or  angry. 

.  .  .  Please,  never  leave  me  in  space.  I  like  to  be  able  to  stand  by 
something,  it  helps  me  feel  secure. 

.  .  .  My  world  is  not  the  same  as  yours.  It  would  help  me  if  you  could  put 

yourself  in  my  shoes  once  in  a  while.  Maybe  then  you'll  realise  what  the 

differences  are.  Once  you  know  you'll  be  able  to  help  me  make  more 

sense  out  of  my  world. 


Put  yourself  in  my 
shoes  once  in  a 
while." 


Let  me  walk  at  my  own 
speed,  avoid  dragging    ftfa. 


.  .  .  Try  to  find  out  from  those  who  know  me  well  how  much  I  can  see, 

hear  and  support  myself  without  your  help.  This  will  help  you  make  my 

journey  with  you  more  meaningful. 

.  .  .  When  I'm  in  my  wheelchair  people  tend  to  open  and  close  doors  by 

pushing  my  chair  into  them.  I  deserve  better  treatment  than  that  and 

besides  it  gives  me  a  shock! 


"If  you  have  to  leave 
me,  avoid  leaving  me 
alone  in  open  space, 


. .  .  When  I'm  being  wheeled  along  I  get  confused  because  I'm  expecting 

to  turn  somewhere  but  people  cut  corners  so  I'm  never  really  sure  where 

I'm  going  until  I  get  there.  If  you  turn  90  degrees  around  corners  then  I'm 

bound  to  notice  where  I'm  going. 

. .  .  Some  people  are  much  taller  than  me  when  they  push  me  along  in  my 

chair  and  I  can't  always  hear  what  they're  saying  to  me,  especially  if 

there's  lots  of  noise  around  me.  If  you  bend  down  to  my  level  then  I'll 

hear  you  much  more  clearly. 


"/  like  to  feel  your 

hand  on  my  shoulder, 

it  increases  the 

physical  contact 

between  the  two  of 


.  .  .  Because  I  spend  a  lot  of  time  in  my  wheelchair  or  walking  with  my 

rollator  I  don't  get  a  lot  of  friendly  contact  whilst  on  my  way  around 

school.  I  like  to  feel  your  hand  on  my  shoulder  as  we  move  along.  After 

all,  all  my  friends  who  can  walk  are  always  holding  your  hand! 

. . .  And  finally 

.  .  .  Remember  you've  got  the  eyes!  Look  at  where  we're  both  going  and 

please  give  me  enough  room  .  I  know  I'll  bump  my  head  lots  of  times 

during  my  life  but  I'd  like  to  trust  that  when  I'm  with  you  I  won't. 

.  .  I  enjoy  being  guided  by  people  who  want  to  walk  with  me,  but  please, 
REMEMBER  I'm  blind!! 


A  New  Approach,  to  Special  Care 


For  several  years  I  have  been  working  in 
a  Special  Care  Unit  developing  micro- 
electronic aids  for  profoundly  handi- 
capped children.  The  children  in  the  Unit 
have  multiple  handicaps,  most  being 
incapable  of  voluntary  movement  or  of 
communication  in  any  form.  Despite  the 
low  level  of  functioning  it  has  been 
possible  to  show  that  visual,  aural,  and 
tactile  stimulation,  when  generated  or 
controlled  by  microelectronic  equipment, 
can  provide  a  level  of  stimulation  not 
possible  by  any  other  means. 

Over  a  number  of  years  I  have  brought 
together  my  ideas  and  techniques  and 
developed  (with  the  aid  of  a  Teacher 
Fellowship)  a  Visual,  Aural,  and  Tactile 
Stimulation  and  Feedback  System.  Rather 
than  trying  to  develop  microelectronic 
aids  for  individual  children  the  VAT-SF 
System  was  an  attempt  to  create  a 
system  that  would  be  of  benefit  to  all  the 
children.  It  was  felt  that  this  would  be 
more  cost  effective  in  the  long  run  and  at 
the  same  time  be  more  flexible.  Indeed, 
it  is  this  last  attribute  that  is  proving  the 
great  strength  of  the  system  as  it  is  now 
coping  with  tasks  not  envisaged  for  it  in 
the  beginning. 

The  system  is  in  three  main  parts: 

The  Main  Fixed  System 

This  has  two  'dedicated'  computers,  a 
Spectrum  which  is  used  for  visual 
stimulation  and  eye-tracking  programs, 
and  a  Yamaha  CX5  Music  Computer  for 
aural  stimulation  and  the  'learning  to 
listen'  programmes.  These  computers  are 
connected  to  the  Unit's  Hi-Fi  and  video 
distribution  system  that  serves  Special 
Care  and  adjacent  classrooms. 

A  50  inch  Sharp  Video  Projector  in  a 
curtained  alcove  is  used  for  visual 
stimulation  and  eye-tracking  programs. 
The  size  of  this  screen  allows  head 
turning  as  well  as  eye  movement  to  be 
encouraged  as  well  as  allowing  targets 
of  sufficient  size  (for  visually  impaired 
children)  to  be  used.  The  visual  stimul- 
ation   and    eye-tracking    programs   were 


Alan  Bickerstaff  is  in  charge  of  the 

Special  Care  Unit  at  Hilltop  School, 

Maltby.  He  spent  fifteen  years  in 

industry  as  an  electrical  engineer 

and  turned  to  teaching  after  an 

accident  left  him  40  per  cent  blind. 


developed  in  the  unit  and  they  are  -a 
developmental  series  of  programs  which 
are  designed  to  stimulate  the  visual 
cortex,  and  help  the  children  develop 
tracking  skills.  Horizontal,  vertical,  and 
diagonal  tracking  is  catered  for  and  both 
colour  and  speed  can  be  manipulated. 
The  system  is  also  designed  to  allow  for 
simultaneous  sound  and  object  tracking 
to  be  done  (where  the  sound  moves  with 
the  object  on  the  screen),  though  the 
computers  with  the  requisite  stereo  and 


graphics  facilities  for  this  are  at  pi 
too  expensive  to  dedicate  to  thi 
task.  A  second  Video  Projector  has 
installed  in  the  Nursery  Classroom 
being  connected  to  the  system. 

The  main  room  in  the  Special 
Unit  has  a  pair  of  large  Hi-Fi  speak 
mobile  stands  so  that  the  sound  c 
'aimed'  for  aural  stimulation,  learn 
listen,  movement  to  music,  am 
cueing  music.  Cueing  music  is  u; 
signal  arrival,  drink  time,  dinner 
hometime.  The  movement  to  mus 
been  developed  between  the  p 
therapists  and  myself  and  is  a  fc 
rhythmic  physiotherapy  with  its 
music  (which  the  parents  also 
home). 

For  children  with  profound  h 
loss  I  have  developed  a  sol 
vibration  bed  which  is  also  connec 


o 


Johnny  is  so  profounc 

handicapped  that  nobody  kne 
whether  he  was  aware  of  any  soui 
or  sight  or  touch.  Alan  win 
Johnny  to  his  bio-feedbai 
machine  and  waved  his  arm  in  fro 
of  him,  Johnny's  reaction  show« 
as  a  blip  on  the  graph  -  he  h; 
seen  the  arm  move! 

Similarly  the  sounds  John 
made  were  played  back  to  hi 
through  headphones,  he  obvious 
heard  them  as  they  had  a  calmir 
effect  on  him. 

Alan    discovered    that    fourtec 
year  old  Johnny  was  having  up 
700  fits  a  day  but  that  these  cou 
be  reduced  by  tickling  his  tummy 
the  most  stressful  times. 


the  main  system  so  that  the  child  on  it 
can  'feel'  the  music.  This  is  in  the 
process  of  being  modified  to  transmit 
stereo  vibration  so  as  to  increase  the 
amount  of  information  that  the  child  is 
able  to  receive  as  vibration. 

Mobile  Audio  Stimulation  & 
Feedback  Unit 

This  specially  developed  unit  can  be 
used  with  children  when  they  are  on  the 
floor  in  standing  frames  or  on  a  bed.  It  is 
used  for  aural  feedback,  where  any 
sound  which  the  child  is  able  to  make 
(even  breathing),  is  amplified/manipulated 
and  fed  back  to  them  via  headphones.  I 
have  found  that  this  is  an  excellent  way 


Letters 


to  encourage  vocalisation  in  children 
who  are  normally  non  vocal  or  who 
vocalise  very  little.  These  techniques 
have  been  employed  for  six  years  and 
proved  very  successful  with  a  child  with 
marked  autistic  behaviour.  This  unit  can 
also  be  connected  to  the  sound-to- 
vibration  bed. 

Mobile  Visual  Stimulation  & 
Feedback  Unit 

This  is  a  very  complex  unit  and  cannot 
be  described  fully  in  this  article.  Basically 
the  unit  consists  of  a  mobile  frame,  part 
of  which  holds  a  TV/Computer  Monitor 
face  down  over  a  bed.  It  has  its  own  BBC 
Master  Computer  and  ancillary  equipment 
including  microphones  and  amplifier.  It 
was  constructed  to  enable  children  who 
have  to  remain  prone  or  side  lying  to 
participate  in  visual  stimulation,  eye- 
tracking,  and  visual/aural  interaction 
programmes.  With  this  unit  a  child  is  able 
to  interact  with  visual  stimulation  prog- 
rams using  a  Micromike  and  it  is  also 
capable  of  sound  to  light  conversion  so 
that  the  child  can  'see'  the  sounds  it 
makes. 


Dear  Sir, 

"Noses.  Feathers  and  Knowledge" 

I  enjoy  reading  the  Braille  version  of  Sense, 
and  a  letter  from  Mrs  Finlayson  about  her 
lad  Aillil  who  is  deaf  and  partially  sighted 
caught  my  fancy  in  the  Winter  issue. 

I  grew  up  partially  sighted  and  with 
minor  hearing  difficulties  and  in  my  early 
days  at  boarding  school  I  often  got  a  right 
rousting  for  picking  my  nose  before  settling 
down  to  sleep  away  from  my  beloved  home 
and  parents.  I  was  made  to  feel  ashamed 
and  dirty  by  a  dreadful  woman  who  could 
see  normally  and  therefore  did  not  need  to 
turn  in  ignorance  to  a  preoccupation  with 
her  own  body  as  I  did  and  Aillil  did. 

After  puberty  and  in  the  same  visually 
unrewarding  world  I  found  pleasure  by 
attending  to  other  parts  of  my  anatomy  and 
the  same  shame  seemed  to  follow  me  into 
adulthood.  One  of  the  joys  of  getting  older 
is  that  one  comes  to  understand  the  pro- 
cesses of  nature  and  development.  If  Aillil 
and  I  could  see  others'  facial  expressions, 
eye  communication  signals  etc.  there  would 
be  no  need  whatsoever  to  play  with  oneself 
excessively  and  kindly  understanding  and 
explanation  of  this  sort  of  thing  over  the 
years  would  have  been  a  great  help  to  me 
and  others. 

Unlike  Aillil,  however,  I  never  had  his 
fascination  for  birds,  probably  because  I 
could  not  see  them  whereas  he  is  attracted 
to  their  movement  and  life.  My  parents 
seemed  to  understand  that  I,  like  Aillil, 
learned  most  from  being  involved  and 
actually  doing  things  for  myself,  like  laying 
the  table,  getting  food  from  the  pantry  or 
feeding  the  birds.  Abstract  talking  or  phony 
explanations  out  of  context  can  be  very 
much  a  waste  of  time.  The  real  secret  is  for 
the  adult  to  seize  every  opportunity  of 
learning  as  it  comes  along  and  to  be  always 
seeking  real  living  or  "hands-on"  learning 
experiences.  Depending  on  the  level  of 


ability,  the  preoccupation  with  one's  own 
body  or  repetitive  fascination  with  lights  or 
whatever  will  be  superceded  by  something 
a  little  less  tedious.  Mothers  are  right  to  be 
joyful  about  nose-picking  as  an  important 
milestone  in  manual  dexterity  and  body 
awareness  and  she  is  also  right  to  be 
leading  him  on  into  lots  of  less  boring 
preoccupations. 

Roger  Hinds  MSc  Dip  CTB 
Consultant  in  Blindness  and  Visual 
Handicap 
'The  Arbours' 
60  St  Johns  Road 
Sevenoaks 
Kent,  TN13  3NA 

Dear  Sir, 

I  always  read  "Talking  Sense"  with  great 
enthusiasm,  but  your  articles  on  social 
work  and  deaf  clubs  were  of  direct  rele- 
vance to  my  work.  I  empathise  with  the 
experiences  described  by  Wendy  Ebsworth 
and  I  totally  agree  with  Graham  Hicks' 
comments  about  the  use  of  the  "hand  over 
hand"  communication  method.  I  would  add 
that  it  seems  most  useful  either  as  a  method 
in  educational  settings,  but  most  of  all  for 
fluent  sign  language  users  who  have  lost 
their  sight,  e.g.  non-oral/aural  people  with 
Usher  Syndrome  -  the  very  people  Wendy 
described.  However,  while  this  method 
(holding  the  wrists  of  the  person  signing  to 
the  deaf-blind  person)  doesn't  have  many 
of  the  problems  associated  with  finger- 
spelling,  it  does  break  social  taboos  by 
touch,  and  by  standing  close  to  the  other 
person.  I've  found  people  rejecting  this 
method  because  of  the  taboos,  but  still 
hope  that  others  will  find  it  useful. 

Yours  sincerely, 

Ann  Darby 

Social  Worker  (services  for  the  hearing 

impaired) 

21a  High  Street 

Heathfield 

East  Sussex  TN21  8LU 


For  some  time  I  have  been  using  Bio- 
Feedback  techniques  in  order  to  monitor 
the  interaction  of  the  children  with  the 
stimuli  being  presented  and  this  work  is 
proving  to  be  very  exciting  indeed.  This 
is  an  example  of  how  the  inbuilt  flexibility 
of  the  System  allowed  a  new  develop- 
ment to  be  taken  advantage  of  im- 
mediately it  was  available.  The  equipment 
used  is  a  Galvanic  Skin  Response  meter 
which  couples  with  a  BBC  computer  to 
give  a  real  time  visual  trace  on  the 
monitor  screen. 

The  following  list  will  serve  to  show 
the  range  of  what  it  is  being  used  for  at 
present: 

•  The  detection  of  vision  in  children 
previously  diagnosed  as  'cortically  blind'. 
This  also  includes  the  detection  of  colour 
vision. 

•  The  detection  of  (and  attempts  to 
control)  epileptic  fits. 

•  The  detection  of  pain.  It  is  possible  to 
do  manipulation  etc.  while  taking  GVR 
readings  and  this  can  allow  pain  to  be 
avoided.  In  one  case  it  has  also  been 
used  to  reduce  pain  by  applying 
manipulation  (to  reduce  muscular  spasms) 
guided  by  the  GVR  trace. 

•  The  determination  of  tactile  responses 
on  various  parts  of  the  body. 

•  Feeding  back  to  the  child  the  sounds 
generated  from  their  changing  skin 
resistance  so  that  they  can  'hear',  and 
interact     with,     their    own     internalised 


responses.  A  slight  modification  of  this 
technique  is  being  tried  to  stimulate 
movement  by  providing  feedback  sound 
of  the  movement. 

•  The  response  to  different  sound 
stimuli. 

•  Intervention  to  reduce  fitting.  This  is  a 
very  exciting  proposition  and  is  made 
possible  by  the  'early  warning'  of  an 
impending  fit  that  bio-feedback  can  give. 

I  believe  that  bio-feedback  holds  the 
promise  of  being  a  very  powerful 
teaching/caring  tool  for  profoundly  handi- 
capped children.  Its  power  derives  from 
the  fact  that  it  not  only  provides  a 
tremendous  amount  of  information,  but 
that  the  teacher/carer  is  able  to  see  the 
effects  of  their  interaction  with  the  child 
in  a  way  not  previously  possible. 

There  are  inevitably  many  drawbacks 
to  using  complex  micro  based  technology 
in  a  caring  environment  but  I  believe  that 
it  has  the  capacity  to  make  the 
teacher/carer  so  much  more  effective 
that  we  must  learn  to  use  it  to  the  full. 

The  mobile  Visual  Stimulation  Unit  was 
developed  with  the  aid  of  a  grant  from 
the  Schools  Curriculum  Development 
Council. 

SOFTWARE.  A  research  software  pack 
called  'Vision  Box'  is  being  developed  as 
a  result  of  the  research  done  in  the  Unit 
and  is  available  for  use  by  other  people 
working  in  this  field. 


Sense  in  the  Midlands 


As  we  at  Sense-in-the-Midlands  ap- 
proached the  end  of  1 986  we  had  a  severe 
attack  of  the  WUDITS'.  This,  I  understand 
is  a  newly  diagnosed  syndrome  that  is 
evident  during  the  formative  years  of  most 
establishments.  We  were  surrounded  by 
WUDITS.  'WUD'  the  fourteen  newly 
appointed  staff  actually  turn  upon  January 
5.  WUD'  the  five  students  actually  arrive 
the  week  beginning  January  19.  'WUD' 
Ron  finish  painting  Braidwood  in  time. 
WUD'  Lilian  have  time  to  furnish  it.  'WUD' 
Bob  Snow  and  Helen  get  the  induction 
course,  the  students  programme,  the 
staffing  timetables  ready,  WUD,  WUD, 
WUD  -  oh  yes,  we  have  definitely  had  the 
WUDITS. 

Are  there  any  more?'  asked  Helen  as 
we  went  for  a  counselling  session.  'Delve 
into  your  inner  conscience'  and  bring  out 
any  more  'WUDS'.  Yes  I  admitted  there  are 
—  'WUD'  we  get  planning  permission, 
WENWUD'  (a  more  serious  strain)  the 
builders  start  and  probably  an  even  more 
serious  WENWUD' the  first  building  phase 
finish.  And  finally  the  biggest 'WUD' of  all  — 
WUD'  Geoff  Wood,  Foundation  Director, 
find  the  £3m  we  need  to  pay  for  it  all! 

Christmas  came   and  went  and  we 
suffered. 

1987     dawned     and     the     suffering 
continued,  BUT 
ON    5  January  14  new  staff  did  appear.  13 

for    the    FE    Department    and    one 

teacher  to  work  with  Doreen  Norris  in 

the  Family  Service. 

ON  8  January  we  got  planning  permission 
fcr  building  work  on  site. 

BY  16  January  Braidwood  House  was 
ready  and  waiting  for  its  first 
residents. 

(Feeling  better  already) 

ON  19  January  the  builders  moved  in  and 
work  on  Phase  1  —  the  Family  Centre 
and  the  first  20  places  in  the  FE 


Christmas? 

I  haven't  got  over  the  last  one  yet! 

Memo  to:  All  who  found  Christmas  a  little 
traumatic  or  a  little  lonely. 
From:  A  slightly  crazy  single-parent 
Liaison  Officer,  Norman  Brown. 
Message:  Would  anyone  else  be  prepared 
to  risk  joining  an  experiment,  on  the  clear 
understanding  that  it  might  go  completely 
wrong'' 

I  imagine  a  kind  of  gathering,  certainly  not 
a  holiday,  single-parents  mostly,  I  guess, 
with  their  children,  along  with  some  free 
but  otherwise  possibly  lonely  people  who 
would  share  as  volunteers. 

We  would  all  chip  in  the  kind  of  money 
we  all  overspend  at  Christmas  on  too  much 
food,  so  that  one  good  cook-up  would  feed 
us  all  each  time,  and  we  would  share  the 
Christmas  period,  or  about  a  week  of  it. 
This  time  not  a  holiday  laid  on  for  us,  nor 
handing  over  our  children  to  others,  but 
being  together  to  share  talk,  jokes,  chaos 
and  crises  and  the  inevitable  fun  that 
would  also  then  arise. 

A  crazy  idea?  Maybe,'  but  I  would  like  to 
test  the  water.  If  the  idea  appeals,  drop  me 
a  line  and  we'll  it  further.  Also,  if  you  know 
•  -,  }■,<:  or  •."  ;;  '  oentre  that  might 
Xj*-.  friendly  and  available  over  the 
Christmas  period,  let  me  know  that  also. 
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Early  days  —  the  first  five  students  arrive. 


AND, 


Department  started  and  we  were  told 
it  'WUD'  be  ready  by  July,  later  than 
expected  but  it  'WUD'  happen. 

i, 

on  19  January  John  Hartley  and 
loannis  Yiannakis  did  move  into 
Braidwood  House  closely  followed 
during  the  week  by  Beverley  Smith, 
Tracey  Archer  and  Maureen 
Marshallek. 

Then  we  were  feeling  almost  cured.  The 
'WUDITS'  had  practically  gone  and  the 
'ITAS'  were  upon  us. 


The  final  'WUD'  is  still  there,  ie  WUD 
Geoff  find  the  money,  but  we  are  all  firmly 
immersed  in  'EWILL'  solution  and  we  are 
sure  that  it  will  work. 

YES  the  'WUDS'  have  gone  —  SENSE 
in  the  MIDLANDS  is  on  its  way  —  the 
'WUDITS'  may  come  back  but  the  biggest 
attack  is  over. 

John  Hatton 
Principal 


Letter  from  Pathways  —  Assemblies 


From  time  to  time  a  colleague  will  quest  ion 
whether  it  is  necessary  for  us  all  to 
assemble  each  morning  for  'prayers'  as  a 
unit.  Such  a  query  must  be  taken  seriously 
and  considered  in  depth. 

The  majority  of  staff  have  always  felt 
that  this  coming  togetherasagroup  is  very 
important  for  a  number  of  reasons: 

•  The  younger  children  soon  learn  that 
this  is  a  situation  in  which  the  majority  of 
the  children  keep  still.  They  copy  this 
discipline. 

•  It  is  a  situation  in  which  some  very 
important  language  is  used  and  learned, 
and  which  can  be  developed  when  they 
return  to  the  classroom. 

•  It  gives  the  children  the  opportunity  to 
participate  in  whatever  way  they  can. 
Some  like  to  dress  up,  or  read,  or  sign,  etc. 

Assemblies  at  Pathways  normally  last 
for  a  quarter  of  an  hour.  All  the  children 
come,  from  seven  years  of  age  to  eighteen. 
The  children  are  of  any  shape,  size,  colour, 
creed  and  home  background.  Their 
abilities  will  be  very  wide  ranging.  Some 
will  never  be  able  to  understand  abstract 


Food  from  other  lands  was  a  popular 
Assembly  topic. 


concepts,  others  will  lack  social  experience. 
Some  will  not  be  able  to  build  up 
relationships  with  the  staff  or  peers.  But  we 
try  to  involve  all  these  children  in  our 
morning  assembly. 

Because  the  children  are  so  different, 
we  offer  wide  ranging  topics  which  will 
appeal  to  different  children  at  different 
times  and  at  different  levels.  That  is  the 
theory.  Assembly  itself  consists  of  a  hymn, 
a  topic,  a  prayer  and  one  verse  of  a  second 
hymn.  Music  always  makes  a  positive 
contribution. 

I  feel  the  formula  in  our  assemblies 
should  be  no  different  from  that  of  normal 
schools.  The  purpose  of  it  is  to  focus  on 
God.  The  next  part  of  the  assembly  should 
consist  of  praise,  reprimand  (we  hardly 
know  the  meaning  of  that  word,  here!)  or 
advice,  such  as  please  walk  and  don't  run. 
You  can  also  give  out  the  notices,  e.g. 
names  of  visitors. 

Through  assembly  we  can  encourage 
concepts  such  as  honesty,  courage  and 
tolerance.  We  are  able  to  use  imitative  play 
to  copy  adult  life.  The  role  of  the  nurse,  the 
gardener,  the  baker,  the  vicar,  etc.  They 
can  identify  with  people  close  to  them, 
their  parents  or  teachers.  Teachers  who 
talk  about  "good  manners"  must  carry  this 
out  or  the  children  will  soon  detect  this  lack 
of  sincerity. 

Through  assemblies  it  is  possible  to 
help  the  children  to  develop  attitudes, 
knowledge  and  skills.  Teachers  can  reflect 
on  their  own  values  and  attitudes.  It  is 
important  to  greet  the  children  warmly  in 
the  mornings  and  to  show  general  concern 
and  sensitivity  towards  them. 

John  Peter  Jones 

Pathways 

Condover  Hall  School  (RNIB) 


Overbridge,  Towards  the  End  of  the  Beginning 


It  takes  more  time  to  set  up  a  new  Project 
than  one  expects.  And  it  takes  a  little 
longer  if  that  Project  is  concerned  with 
needs  which  few  people  know  very  much 
about.  The  two  most  important  issues  at 
the  moment  are  fixing  the  fee  and  getting 
Registration  from  the  Local  Authority.  We 
have  done  all  the  work  that  we  can  do  and 
are  now  in  the  hands  of  Strathclyde 
Committees.  We  very  much  hope  that  both 
these  matters  will  be  settled  by  mid- 
February.  If  so  this  will  signal  the  end  of  the 
beginning  and  it  will  be  just  a  short  run  up 
to  the  first  student  admissions. 

In  the  meantime  there  is  much  to  do. 
Potential  students  have  been  assessed, 
furniture  and  equipment  ordered  and 
much  work  has  gone  into  defining  the 
model  of  practice  which  will  be  followed  in 
Overbridge.  The  "special  person"  principle 
is  central  to  this. 

The  house  is  spacious  but  unfortunately 
the  garden  is  small.  Good  use  is  being 
made  of  the  available  ground  and  office 
accommodation;  a  laundry,  a  small 
workshop/craft  area  and  a  large  room  for 
gymnastics  and  music  therapy  are  shortly 
to  be  built.  The  two  six-place  living  units  are 
virtually  complete  and  will  be  ready  for 
occupation  within  a  month.  The  limitation 
in  space  has  forced  us  to  look  outside  for 


The  new  centre  for  deaf-blind  young 

adults  in  Scotland  is  close  to  opening. 

Geoff  Aplin  reports  on  progress. 


accommodation  for  the  more  formal 
workshops  and  teaching  areas.  We  are 
very  fortunate  to  have  established  close 
links  with  Cardonald  College  where  we  will 
be  receiving  generous  help  from  the 
Special  Needs  Department.  Currently  we 
are  negotiating  with  Strathclyde  Further 
Education  Department  for  a  Training  Unit 
to  beset  up  in  the  wing  of  a  Primary  School 
near  by.  We  are  also  asking  for  some 
teaching  staff  to  be  made  available  to  us  on 
a  full  time  basis. 

We  have  now  received  ten  applications 
for  our  twelve  places- all  of  these  are  from 
Scotland.  Of  these,  six  have  so  far  been 
carefully  assessed.  But  for  the  severe 
January  weather  which  forced  us  to  cancel 
our  first  Admissions  Panel  it  would,  by  now, 
be  possible  to  report  how  many  places  had 
been  offered.  We  will  be  building  up  our 
numbers  gradually  so  there  is  no  rush  to  fill 
all  the  places.  Rather,  we  will  shortly 
circulate    a    brochure    to    all     relevant 


Institutions  and  Departments  in  Scotland 
to  ensure  the  widest  possible  opportunity 
to  apply  for  places. 

Karen  Tait,  the  First  Senior  Unit  Officer, 
takes  up  the  post  on  the  1st  of  February. 
She  trained  in  the  USA  as  a  teacher  of  deaf- 
blind  children,  and  taught  at  Newcastle  for 
some  years.  Her  arrival  will  enable  us  to 
move  up  a  gear  and  it  will  be  particularly 
helpful  to  involve  her  in  the  negotiations 
with  Further  Education  and  the  College. 
We  also  have  the  Second  Unit  Officer 
waiting  in  the  wings.  His  name  is  Alan 
Carter.  He  has  been  appointed  but,  at  the 
moment,  has  no  starting  date.  He  has,  in 
the  past,  been  the  Officer  in  Charge  of 
Children's  Homes  and  will  bring  very 
valuable  experience  of  the  care  side  to 
Overbridge. 

We  are  aiming  for  April  or  May  as  a  start 
date  for  the  staff  of  the  first  unit,  with  the 
first  four  students  coming  in  to  residence 
two  weeks  later.  But  do  not  hold  us  too 
firmly  to  this  plan.  It  all  depends  how 
quickly  we  can  get  the  young  people 
funded. 

If  anyone  would  like  a  copy  of  our  first 
brochure  please  drop  me  a  line. 

The  address  is:-  Overbridge  Continuing 
Education  Centre,  63  St  Andrew's  Drive, 
Pollockshields,  Glasgow  G42. 


News  from  Carnbooth  House 


It  has  been  six  months  now  since 
Jessica  Thomson  and  Fiona  Ross,  our 
two  senior  pupils,  moved  into  a  bed-sit 
within  the  School.  The  aim  was  to 
prepare  them  for  a  more  independent 
way  of  living,  and  as  they  both  now  know 
-  it  isn't  easy. 

They  both  started  off  enthusiastically, 
although  Jessica  had  a  notion  that  if  she 
organised  the  furniture  with  the  TV  at  the 
end  of  her  bed  she  could  quite  happily 
spend  all  day  watching  it.  Needless  to 
say  Fiona  wasn't  too  happy  about  the 
idea,  especially  when  she  realised  that 
she  was  expected  to  do  all  the  work. 
Compromise  was  the  first  thing  we 
worked  on! 

There  are  four  of  us  involved  in  the 
bed-sit  project  -  Jessica,  Fiona,  Julie 
McCorquodale  and  myself.  The  first  few 
weeks  we  spent  discussing  everything  in 
detail  until  we  were  all  reasonably  happy. 
The  most  daunting  prospect  for  both 
Jessica  and  Fiona  was  that  they  were 
responsible  for  so  much  -  when  they 
wanted  to  eat  they  had  to  agree  about 
the  meal,  buy  the  food  and  cook  it.  In 
every  area  they  came  up  against 
problems,  but  with  help  and  drawing  on 
their  previous  training  they  were  able  to 
work  things  out  and  now  are  doing 
things  instinctively  and  easily. 

They  are  responsible  for  all  areas  of 
daily  living.  They  have  a  budget  and  have 
learned  to  keep  within  it.  They  work  out 
menus  and  shopping  lists  and  shop  each 
week.  They  do  the  cooking  and  general 
housework.  They  wash  and  iron  their 
own  clothes  although  at  the  beginning 
we  had  some  disasters  in  this  area.  They 
both  ended  up  with  quite  of  lot  of  yellow 
clothes  after  putting  one  of  Jessica's 
shirts  into  the  washing  machine  with 
everything  else. 

In  a  bout  of  enthusiasm  Jessica 
ironed  some  of  Fiona's  clothes  for  her 


Jessica  Thompson  and  Fiona  Ross  in  Carnbooth 


and  left  Fiona  with  some  scorched  and 
ruined  underwear. 

As  part  of  Jessica's  mobility 
programme  she  is  travelling  to  and  from 
School  by  bus  with  a  member  of  staff 
and  will  hopefully  be  making  the  journey 
on  her  own  soon. 

They  both  have  lots  of  interests 
outwith  the  School.  Fiona  still  attends 
riding  lessons  and  is  a  member  of  the 
local  Archery  Club.  Jessica  has  made 
some  friends  at  the  Youth  Club  and  they 
both  go  swimming  each  week. 

Their  interests  vary  but  they  both 
enjoy  going  to  the  'local'  for  a  pub  lunch. 

They  have  learned  a  lot  from  their 
experience  of  living  in  the  bed-sit.  Fiona 
has  had  to  come  to  terms  with  her 
limitations,  something  she  has  found 
difficult.  Independent  living  agrees  with 


Jessica  and  she  has  shown  maturity  and 
resourcefulness  beyond  our 

expectations. 

The  problems  they  encounter  become 
the  basis  for  some  of  their  lessons  so  that 
the  work  we  do  is  related  to  and  is  relevant 
to  their  lives  and  experiences. 

They  need  very  little  practical  help  now 
from  Julie  and  me.  If  sometimes  we  feel 
redundant  because  they  don't  need  or 
want  our  help  then  we  couldn't  ask  for 
more  because  that  is  the  proof  that  they 
are  truly  on  their  way  to  being  independent 
people. 

Julie  Wengenroth 
Carnbooth  House 
Carmunnock 
Glasgow 


News  from  Henshaw's 


Henshaw's  Deaf-Blind  Unit  is  entering  its 
second  year  with  six  students  aged  16+ 
and  places  available  for  five  or  six  more. 

The  family  group  is  mixed,  with 
members  who  are  rubella  mentally 
handicapped,  rubella  deaf,  able  deaf  with 
Usher  Syndrome,  and  blind  with  profound 
hearing  loss. 

All  the  members  are  extending  the 
frontiers  of  their  own  experience,  be  it 
making  beans  on  toast  for  tea  or  travelling 
alone  to  Manchester. 

Each  student  has  their  own  room  in 
Tarn  House.  From  this  home  base'  of  self 
care  and  independence  theirwork takes  in 
the  facilities  and  expertise  of  Henshaw's 
Blind  School.  Here  our  young  adults  use 
wood,  metal  and  plastic  in  a  workshop  that 
has  casting  facilities  for  the  adventurous. 

Craft  involves  pottery,  plaster  moulding, 
candle-making,  collage,  spinning,  enamel- 
ling, weaving,  batik,  knitting,  beadwork,  tie- 
dying  and  other  leisure-based  activities. 

Our  friends  from  the  Yorkshire  Dance 
Centre  continue  to  work  exploring  creative 
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Julia  Green  preparing  the  goodies. 


Sense 

in  the  North 

Sense's  Family  Advisory  Service  in  the 
North  of  England  has  been  working  a  little 
outside  of  its  brief  recently.  As  well  as 
working  with  pre-school  deaf-blind  children, 
their  families  and  involved  professionals, 
Sheila  Houston  has  been  answering  a  few 
calls  from  people  working  with  older 
children  and  young  adults  with  dual 
disability.  Many  of  these  calls  come  from 
mental  handicap  hospitals. 

Sheila  has  been  finding  that  much  of 
the  advice  that  she  is  used  to  giving  to 
parents  of  young  children  is  equally 
appropriate  to  the  needs  of  older  children 
and  young  adults,  particularly  if  they  have 
received  little  specialist  help  in  the  past. 
Visual  stimulation,  Auditory  Awareness, 
giving  Tactile  Experiences,  establishing  a 
communication  system  -  the  needs  are 
often  the  same.  It  seems  that  if  the  young 
child  misses  out  in  the  appropriate 
approach,  stimulation  and  experience, 
then  their  development  will  be  seriously 
affected  and  the  need  will  remain  through 
into  adulthood. 

These  experiences  make  it  even  more 
important  that  any  families  with  deaf-blind 
young  children  receive  the  right  help  as 
early  as  possible.  People  in  the  North  of 
England  can  contact  Sheila  Houston  at: 
Sense  Family  Service 
Northern  Counties  School  for  the  Deaf 
Great  North  Road 
Newcastle-upon-Tyne  NE2  3BB 
Tel:  091-281   5060 


Janet  Grant  with  Helen  at  the  Yorkshire  Dance  Centre 


movement  with  our  students.  This  work 
has  helped  in  such  areas  as  posture, 
inappropriate  touching,  muscle  tension, 
emotional  concepts  or  simple  confidence. 
One  student  now  works  with  a  local 
comprehensive  school  group.  These 
sessions  remain  exciting  and  enjoyable  as 
our  visitors  to  the  'Labyrinths'  workshop 
will  remember. 

Our  use  of  technology  involves  working 
with  computers  and  electric  typewriters 
that  develop  keyboard  skills,  linked  with 


Paul  at  Speech  Therapy 


modified  software  that  encourages  number 
work  and  develops  attention  span.  Some 
of  the  students  use  a  Microwriter  and 
whilst  Moon  texts  are  available  for  one 
student,  a  member  of  staff  is  an 
experienced  braillist. 

In  addition  students  have  regular 
speech  therapy  and  mobility  training  from 
our  own  staff.  There  is  excellent  support 
from  the  local  medical,  audiological  and 
ophthalmological  services. 

We  try  to  involve  our  students  in  the 
local  community  as  much  as  possible.  This 
means  using  the  local  shops,  travelling  on 
buses  and  trains  and  visiting  Deaf  Clubs  in 
the  Leeds,  Bradford  and  York  areas. 

Harrogate  College  of  Further  Education 
participate  with  courses  for  our  students  to 
provide  the  necessary  contact  with  non- 
handicapped  people  of  their  age. 

Courses  range  from  two  to  five  years 
dependent  upon  the  degree  of  disability. 
Longer  term  provision  is  available  for 
suitable  students  both  on  campus  and  also 
in  Harrogate  itself  in  planned  supported 
accommodation. 

Mike  Jennings 

Head  of  Deaf-Blind  Unit 

Henshaw's  School 

Harrogate 


Sheila  Houston,  Sense's  Family  Adviser,  exchanging  ideas  with  her  colleagues. 


10 


Independence 
The  Manor 


Training  at 
House 


Visitors  are  sometimes  surprised  to  know 
that  six  of  our  students  are  able  to  travel 
into  Peterborough  by  bus  (a  half  hour 
journey),  do  their  shopping,  have  a  cup  of 
coffee  and  return  without  any  supervision. 
Such  independence  didn't  come  overnight 
or  through  taking  unnecessary  risks,  but 
only  after  three  months  of  careful  step-by- 
step  training. 

So  -  how  does  one  begin  to  help  a  deaf- 
blind  student  achieve  such  a  degree  of 
independence?  Various  skills  must  be 
checked  -  never  assumed!  -  and  possibly 
taught  before  one  even  ventures  out.  For 
instance: 

•  Has  the  student  a  basic  understanding 
of  money? 

•  Is  the  student  familiar  with  the  routine 
of  a  shop? 

•  Can  the  student  tell  the  time? 

•  Does  the  student  appreciate  the 
passing  of  time? 

•  Can  the  student  locate  the  bus  stops? 

•  Can  the  student  cross  the  road  using  a 
zebra  crossing? 

•  Can  the  student  use  escalators  safely? 

•  Can  the  student  go  unaccompanied  on 
the  bus  journey? 

•  Can  the  student  use  a  self-service 
restaurant? 

•  Does  the  student  know  his/her  clothes 
size? 

•  Canthestudentfind  his/herway  around 
the  Queensgate  shopping  centre? 

•  Does  the  student  fully  understand  the 
vocabulary  of  shopping  i.e.  queue,  please 
pay  here,  etc.? 

•  Is  the  student's  behaviour  acceptable 
to  the  public? 

If  the  answer  to  any  of  these  questions 
is  "No"  then  the  trainer  will  need  to  teach 
that  particular  skill,  using  the  appropriate 
Task  Analysis.  In  reality,  of  course  one 
wouldn't  even  begin  to  start  on  such  an 
Independence  Programme  until  one  was 
confident  that  the  student  had  had  lots  of 
practice  shopping  locally  and  was  used  to 
travelling  on  buses  with  a  member  of  staff. 

When  one  is  confident  that  all  of  the 
above  skills  have  been  mastered  then  one 
is  ready  to  begin  teaching  "Shopping 
Unaccompanied  in  the  Shopping  Centre". 
The  Task  Analysis  is  long.  The  essence  of  it 
is  that  the  shopping  trip  to  Petersborough 
takes  place  on  a  regular  basis  many,  many, 
times  with  the  trainer  gradually  with- 
drawing support,  until  the  day  arrives  when 
the  student  thinks  he/she  is  unaccomp- 
anied, but  is,  in  fact,  being  "shadowed"  by 
the  Trainer.  Only  when  the  unseen  Trainer 
has  followed  the  student  many  times  and  is 
confident  that  the  student  can  cope  with 
any  eventuality  will  total  independence  be 
permitted.  Even  then,  one  must  not 
become  complacent,  but  must  recognise 
the  necessity  for  periodic  "shadowing"  to 
see  that  all  is  still  going  well. 

One  relies  heavily  in  the  initial  stages 
on  the  patience  and  goodwill  of  shop 
assistants  and,  if  one  uses  a  particular 
shop  quite  frequently,  a  "thank  you"  plus 
an  explanation  of  who  you  are  and  what 
you  are  doing  goes  a  long  way  to  ensure 
continued  co-operation.  It  also  stops  one 
from  being  arrested  for  "Loitering  with 
Intent"  or  whatever  they  call  it  when  one  is 
hiding  behind  the  toothpaste  stand  for 
ages  trying  hard  not  be  be  seen  by  the 
student  one  is  following! 


Sometimes,  no  matter  how  careful  and 
detailed  are  the  preparations,  the  un- 
expected happens.  I  well  remember  when 
BBC  East  were  filming  "Inside  Story"  about 
Paul  Bentley.  They  wanted  a  shot  of  Paul 
and  David  Small  doing  their  shopping  in 
the  Queensgate  Centre.  The  film  crew, 
plus  the  TV  cameras  and  attendant 
paraphernalia,  stationed  themselves  at 
the  top  of  the  escalators  leading  up  from 
the  bus  station  in  order  to  film  the  two  boys 
at  the  start  of  their  shopping.  The  bus  Paul 
and  David  were  on  duly  came,  so,  cameras 
at  the  ready,  we  (plus  a  whole  crowd  of 
onlookers  by  now)  waited . . .  and  waited . . . 
and  waited,  but  no  sign  of  Paul  and  David!  I 
ran  all  around  the  bus  station  looking  for 
them,  to  no  avail,  frantic  with  worry  at  what 
could  have  happened  to  them,  coupled 
with  acute  embarrassment  at  the  thought 
of  all  those  people  waiting  for  them  at  the 
top  of  the  escalators!  In  the  end  I  found  the 
pair  of  them  calmly  doing  their  shopping  in 
Boots  at  the  other  end  of  Queensgate, 
quite  oblivious  to  all  the  fuss! 

It  transpired  that,  having  got  off  the  bus, 
they  had  decided  to  get  up  to  the  shops' 
level  by  using  the  back  stairs  (which  they 
had  never  used  before!)  instead  of  the 
escalator  which  they  had  always  used 
previously,  and  came  up  on  the  opposite 
side  of  the  mall  to  where  we  were  all 
waiting  for  them. 

On  another  occasion  Kanhai,  having 
successfully  completed  his  shopping, 
been  for  a  coffee  and  got  himself  back  to 
the  bus  stop  in  time,  saw  the  bus  come  in 


but  made  no  attempt  whatsoever  to  board 
it  -  indeed  he  let  it  go  without  him!  Later 
questioning  revealed  that  he  didn't  get  on 
it  because  he  thought  it  wasn't  the  right 
bus  -  apparently  he'd  come  on  a  double 
decker  bus  and  the  one  that  came  for  the 
return  journey  happened  to  be  a  single 
decker! 

It  is  always  interesting  to  observe  the 
students'  reactions  when  they  cannot  find 
what  they  want  from  their  shopping  list  on 
the  shelves.  Some  will  scour  every  shelf 
upstairs  and  downstairs  in  the  shop  three 
times  over  before  giving  up,  others  have 
the  confidence  to  approach  a  shop 
assistant  with  their  list  and  some  will  even 
use  their  initiative  to  look  for  the  item  in 
other  shops.  Some  lazy  ones,  however, 
will,  if  they  thinkthey  are  unobserved,  take 
the  whole  of  their  shopping  list  direct  to  the 
shop  assistant  without  even  attempting  to 
find  any  items  for  themselves! 

We  have  been  very  fortunate  up  to  now 
in  having  encountered  nothing  but 
helpfulness  and  kindness  towards  our 
students  from  both  shop  assistants  and 
the  general  public  alike.  This  attitude  has 
remained  constant  whether  or  not  the 
student  has  been  accompanied  by  a 
member  of  staff,  which  has  been  a 
pleasant  surprise  for  us. 

A  natural  progression  from  using  the 
local  buses  has  been  to  teach  those 
students  who  are  able  enough  to  use 
public  transport  when  travelling  to  and 
from  their  homes.  So  far,  only  one  student 
has  achieved  this,  but  we  plan  to  train  three 
more  within  the  next  twelve  months. 

Success,  we  feel,  depends  on  careful 
planning,  teaching  a  step  at  a  time,  and  on 
continuing  evaluation  and  assessment. 

June  Brooks 


Where  are  they  now?  Alexander  Patterson  School 


Since  the  closure  of  the  Perrygrove  School 
at  Lea  Hospital,  Bromsgrove  in  1985, 
many  of  the  deaf-blind  youngsters  have 
been  transferred  to  the  Alexander 
Patterson  School,  Kidderminster,  which  is 
situated  in  the  grounds  of  Lea  Castle 
Hospital.  These  youngsters  are  catered  for 
at  the  Perrygrove  Unit  for  the  visually 
impaired  -  yes,  the  name  has  stayed! 

The  Alexander  Patterson  School  is  a 
day  school  of  some  110  children  with  a 
wide  range  of  handicaps  and  learning 
difficulties.  The  ages  of  the  children  vary 
from  3-19  years,  and  the  main  aim  of  the 
school  is  to  work  with  the  child  towards 
independence  and  hopefully  a  full  and 
varied  life  in  the  community. 

At  the  Perrygrove  Unit  we  have  Gary, 
Elaine,  Fiona  and  David.  Three  of  the  group 


are  deaf-blind  multiply  handicapped,  one 
is  totally  blind,  but  has  perfect  hearing. 

Our  daily  activities  include  computer 
work,  swimming,  body  awareness  and 
relaxation,  communication  skills,  auditory 
training,  mobility,  self-care  skills,  and  we 
even  go  donkey  riding! 

The  youngsters  have  regular  sessions 
with  various  professionals.  These  include 
the  peripatetic  teacher  of  the  deaf-blind, 
audiologist,  physiotherapist,  advisor  for 
the  hearing  impaired. 

Oakfield  Ward,  where  the  four  youngsters 
live,  and  the  school  have  a  very  good 
working  relationship.  We  have  weekly 
meetings  to  discuss  any  problems  or 
developments.  Those  involved  are  the 
psychologist,  dietician,  consultant,  ward 
and  school  staff,  plus  anyone  else  who 
works  closely  with  the  children. 


Some  of  the  children  in  Perrygrove  Unit 


11 


Meet  Joe  Hatton 


Whilst  Sense  ;'s  mainly  concerned 

with  children  and  young  adults,  our 

friends  at  the  National  Deaf-Blind 

Helpers  League  provide,  at 

Peterborough,  sheltered 

independent  accommodation  for 

some  deaf-blind  adults.  Peter 

Bennett  went  to  talk  to  one  of  the 

residents  at  his  flat. 

Joe  is  a  Lancashire  man  who  grew  up  in  St 
Helens.  Life  was  hard  for  his  family,  Joe's 
father  worked  in  the  famous  glass  works 
during  the  first  World  War,  but  had  to  give 
up  his  job  to  a  returning  soldier. 

At  the  age  of  four  the  little  boy  Joe 
caught  meningitis  and  lost  both  sight  and 
hearing:  he  barely  survived  the  illness.  The 
next  year  a  place  was  found  for  him  in  a 
blind  school  in  Old  Trafford  in  Manchester. 

After  over  fifty  years  Joe  still  remembers 
vividly  how  he  clung  to  his  mother  and  had 
to  be  forced  away  from  her  to  be  left  at  the 
school.  He  was  not  happy  there;  the  school 
did  not  want  him.  They  didn't  know  what  to 
do  with  the  only  blind  and  deaf  child  they 
had  ever  had. 

Joe  then  had  one  of  those  strokes  of 
good    fortune    which    change     lives.    A 


teacher,  Miss  Laycock,  who  had  a  deaf 
sister,  took  a  personal  interest  in  him.  She 
was  determined  to  teach  him  to  com- 
municate. Joe,  of  course,  had  spoken  and 
heard  before  meningitis  -  so  there  was 
something  to  build  on. 

Patiently  Joe  and  Miss  Laycock  worked 
together,  she  was  teaching  him  what  Joe 
calls  "lipreading"  and  is  also  known  as  the 
Tadoma  Method.  She  would  give  Joe  a 
sweet,  then  put  his  hand  to  her  mouth  so 
that  his  fingers  felt  the  vibration  of  her  lips 
and  throat  as  she  repeated  "Toffee, 
Toffee". 

In  this  way,  between  the  age  of  about 
five  and  ten  Joe  learned  to  understand 
people.  Unfortunately  his  teacher  died  and 
he  had  to  go  on  teaching  himself. 

His  schooling  turned  into  learning  a 
craft,  so  that  when  he  left  at  fifteen  he  was 


able  to  work  as  a  basket  maker.  "Did  you 
like  that  work,  Joe?"  "No  it  spoiled  my 
sense  of  touch.  My  thumb  and  the  edge  of 
my  hand,  which  I  had  to  use  to  hit  the  cane 
like  a  hammer,  became  hardened  and 
insensitive,  they  are  still.  It  was  not  good 
for  braille  reading  or  lip-reading"  Joe 
carried  on  this  work  until  he  was  about 
forty.  Sometimes  he  worked  on  big  parcel 
skips  for  the  Post  Office,  occasionally  he 
had  a  wicker  chair  to  repair-  it  built  up  his 
arm  and  shoulder  muscles,  he  comments. 

During  these  working  years  Joe 
married.  He  is  proud  of  his  children  Janet 
and  David.  Sadly  he  and  his  wife  have 
parted. 

Joe  likes  reading  and  playing  chess, 
which  he  is  very  good  at,  using  a  specially 
adapted  board  with  pegs.  He  has  a  wide 
circle  of  correspondents  and  uses  the 
Hasicom  network  every  day  as  well  as 
typewriting  letters  to  his  sighted  friends. 

On  a  TV  programme  Joe  had  said 
"Everywhere  is  the  same  to  me",  an 
observation  that  he  expanded  on.  "Apart 
from  the  obvious  changes  in  the  ground 
surface  I  am  walking  on  I  find  everywhere 
the  same,  even  America.  Yes,  apart  from  it 
being  very  hot  I  found  Washington  (he 
went  to  a  convention  there  last  year)  just 
like  everywhere  else". 

"Don't  you  like  the  seaside?  Isn't  it 
different?"  "Well  you  can  smell  the  sea,  of 
course".  "And  what  about  paddling  on  a 
sandy  beach?"  "Oh",  he  laughed  "you  can 
get  your  trousers  wet,  I  can  swim  though, 
with  an  armband". 

I  asked  Joe  if  he  minded  talking  about 
his  religious  ideas,  "f'd  like  to  believe  in 
God,  but  I'm  not  very  religious.  I  do  believe 
there  is  life  after  death".  Do  you  feel  that 
life  has  been  unfair  to  you?  "No,  its  not  a 
question  of  fair  or  unfair  but  of  chance.  Life 
is  very  chancy.  It's  like  when  a  person  sets 
out  to  make  something  and  it  turns  out 
different  from  what  they  intended". 

"Have  you  any  unfulfilled  wishes,  within 
your  limitations  Joe?"  "No,  I  live  life  one 
day  at  a  time.  I  don't  study  anything,  I  can't 
see  any  point  for  me  in  that  -  although  I 
learned  to  use  Hasicom  and  it  was 
difficult".  "I  take  pleasure  in  nature  but  I 
don't  garden;  I  wouldn't  risk  damaging  my 
hands  and  sense  of  touch  by  handling  soil 
or  plants  such  as  trees.  I  do  like  animals, 
we  had  two  dogs  at  St  Helen's.  Horses  are 
nice,  I  had  an  uncle  in  Edmonton,  Canada, 
who  bred  horses,  but  I'm  not  in  touch  with 
him". 

What  piece  of  advice  would  you  like  to 
give  through  Talking  Sense?  "Just  this,  if 
anyone  is  going  to  teach  a  child  Tadoma, 
start  as  young  as  possible  -  even  before 
five  years."  "Have  you  a  woman  friend, 
Joe?"  "No,  I  think  I  must  not  look  very  nice." 
Massuma,  my  lady  interpreter  and  I, 
simultaneously  -  "You  look  very  nice  Joe." 
All  burst  out  laughing. 


Birds  Estate  Agent 

The  provision  of  nest  boxes  has  a  very 
important  role  to  play  in  conservation  of 
There  ^re  3  basic  types  of  box:- 
WEDGE,  BOX  with  small  or  large  hole  and 
OPEN  FRONT  BOX.  The  Wedge  nesting 
box  is  mainly  used  for  Tree  creepers,  but 
Coal  tits.  Blue  tits  and  Tree  sparrow  will  use 
them. The  Box  type  nesting  box  with  a  small 
-  o  0  "ill  entire  a  wide  range  of  birds:-  most 
Of  the  tits,  Wryneck,  Nuthatch,  Wren,  Pied 
fiy-af-her  whilst  the  large  holed  box  type 


will  attract:-  Great  spotted  woodpecker, 
Redstart,  House  sparrow  and  Starling. 
Open  Front  boxes  are  mainly  used  by 
Robins  but  other  birds  will  use  them. 

At  Sense  workshops  (MANOR  HOUSE 
CRAFTS)  we  make  these  and  other  bird 
boxes,  also  birdtables,  all  available  in 
kit  form.  Open  fronted  -  £1 .50,  Wedge 
and  box  type  -  £3.50,  Hanging 
birdtables  from  £3.50. 

Contact:  THE  MANOR  HOUSE,  72 
Church  Street,  Market  Deeping,  Peter- 
borough PE6  8AL.  Tel:  0778  344921 . 


A  London  Directory  of 

Services  for  Families  and 

Their  Young  Children  with 

Special  Needs 

The  MENCAP  INTERLINK  Directory  is 
aimed  primarily  at  professionals  to  help 
them  direct  parents  of  very  young  children 
with  special  needs -and  more  particularly 
with  learning  disabilities  -  towards  the 
support  they  need  and  want.  It  should  also 
help  prompt  communication  and  referrals. 

The  Directory  is  in  two  parts:  PART  I 
presents  local  information  on  services  in 
each  London  borough;  while  PART  II  gives 
general  information  about  London  and 
national    provision. 

The  book  is  available,  price  £2.50  from 
MENCAP  BOOKSHOP,  123  Golden  Lane, 
London  EC1Y  ORT.  Tel:  01-253  9433. 


Deaf-Blind  Sponsored  Cycle 

In  July  1987,  PC  Don  Jones  and  Helen 
Browne  hope  to  raise  £3,000. 

Such  a  sum  would  fully  finance  the  next 
RNID  Deaf-Blind  Fellowship  group  holiday. 

The  route  centres  on  Birmingham.  Don 
and  Helen  will  each  be  cycling  approx- 
imately 850  miles  between  1 3  and  25  July. 


David  Brown  of  Walsall  and  PC  Don  Jones  (on 
bike) 

The  Edgbaston  Rotary  Club,  firms  and 
individuals  have  already  encouraged  this 
venture  and  offered  support. 

If  you  want  to  help  by  sponsorship  contact: 
Royal  National  Institute  for  the  Deaf,  Deaf- 
Blind  Fellowship,  Mr  D  K  Burton,  Organiser, 
46  Wilbraham  Road.Chorlton,  Manchester 
M21  1AG.  Tel:  061  881  2242. 
NOW  WHO  WILL  ORGANISE  THE  NEXT 
BIKE  RIDE  FOR  SENSE? 


Usher  Syndrome  family 
in  New  Zealand 

Gary  and  Sue  Rorison  have  3 
children,  2  of  whom  are  severely 
deaf  and  have  been  diagnosed 
recently  with  having  the  eye 
condition  Retinitis  Pigmentosa  - 
Usher  Syndrome.  Sue  would  welcome 
contact  with  other  parents  who  have 
children  with  this  condition.  The 
Rorisons  have  a  son  aged  13  and 
daughter  aged  10.  Please  write  to: 
Mrs  Sue  Rorison,  86  Coopers  Road, 
Tauranga,  New  Zealand. 
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MoHdays  for  All! 


Summer  is  fast  approaching,  so  it's  time  to  start  thinking  about  what  holidays  are 

on  offer  this  year.  In  1 987  the  opportunities  are  greater  than  ever.  Sense  has 

again  expanded  its  holiday  programme  to  seven  holidays;  together  with 

possibilities  for  individual,  family  and  group  breaks,  not  forgetting  our  caravans, 

the  prospects  are  bright  and  exciting. 


Sense  Holiday  Programme  1987 


Here    are    the    details    of    our    Summer 
Holiday  plans  for  this  year. 


For  Younger  Children 

Lake  District  Saturday  8  -  Saturday  15 
August 

An  'outings'  holiday  for  7  children  aged 
between  5-11  years  living  in  the  North  and 
Midlands  which  will  be  based  at  St  Marks 
Children's  Holiday  Home  in  Natland,  near 
Kendal.  Close  by  are  the  Lakes,  the 
Yorkshire  Dales  and  trips  will  be  arranged 
to  other  local  places  of  interest.  To  be  led 
by  Sheila  Houston. 


Isle  of  Wight  Saturday  8  -  Saturday  15 
August 

Adam  Ockelford  will  lead  this  new  party  of 
5  children  aged  5-11  years  living  in  the 
South.  Based  in  guest  house  accom- 
modation, the  holiday  will  be  one  of  trips 
around  the  island  and  visits  to  the  beach. 


Bookings  and  enquiries:  for  further 
information,  bookings,  or  just  to  chat  over 
individual  holiday  needs,  please  contact 
Roger  O'Connor  or  Adele  Horner  at  Sense 
Head  Office. 


For  Older  Children 

Southport  Saturday  8  -  Saturday  22 
August 

For  10  children  aged  between  10-16 
years  living  in  the  North  and  Midlands.  A 
'beach  and  outings'  holiday  to  be  led  by 
Chris  and  Karen  Gelder  and  based  at  the 
RNIB's  Sunshine  Home. 

Weston-super-Mare  Saturday  1  -  Tues- 
day 1 1  August 

A  'beach  and  outings'  holiday  for  10 
children  living  in  the  South.  To  be  led  by 
Jane  Evans  and  based  in  a  farmhouse 
setting.  A  holiday  of  beach  and  recreation 
centre  visits  and  outings  to  tourist 
attractions  in  Somerset  and  surrounding 
areas. 


Caravans -Booking  now 


Caravans 

Caravan  holidays  are  another  excellent 
way  to  get  away  from  it  all  in  style  and 
comfort.  Sense  offers  you  the  choice  of 
five  locations,  each  with  excellent  facilities 
and  the  caravans  providing  all  the  comfort 
of  home.  Rents  vary  according  to  individual 
location.  Further  details  and  booking  forms 
are  available  from  Adele  Horner  at  Head 
Office. 

Northern 

An  eight  berth  fully  equipped  caravan 
located  at  Lakeside  Lido,  North  Summer- 
coates,  Lincolnshire.  Site  facilities  include 
a  club,  cafe,  shop,  laundry,  cinema, 
childrens  play  area,  heated  swimming 
pool,  sauna,  solarium  and  nearby  beaches. 
Prices  are  £30  for  members  and  E40  per 
week  for  non-members. 

Scottish 

An  eight  berth  fully  equipped  caravan 
located  at  Regates  Caravan  Park,  Ayrshire. 
Site  facilities  include  laundry,  games  room 
and  pub,  in  the  nearby  town  are  a 
swimming  pool,  cinema,  bingo  hall, 
supermarket  and  shops. 


South-West 

Two  six-berth,  fully  equipped  caravans 
located  in  Paignton,  Devon,  on-site 
facilities  include  shop,  club  house  and 
swimming  pool.  In  nearby  Torbay  are 
shops,  theatres,  cinemas,  museums  etc. 
Prices  range  from  £60  -  £1 1  5  per  week, 
depending  on  the  time  of  season. 

Welsh 

A  six  berth  fully  equipped  caravan  located 
at  Dinas  Cross,  West  Wales.  Swimming 
pool,  shop  and  club  house  are  among  the 
on-site  facilities  with  a  beach  within 
walking  distance.  No  pets  allowed.  Prices 
are  £40  per  week  in  July/August,  £35  per 
week  in  June/September,  £50  per  week 
for  non-members. 

North  West 

Sense  North-West  have  recently  acquired 
a  six-berth  caravan  which  will  be  available 
for  hire  to  all  members  of  Sense  from 
Easter  onwards.  It  is  situated  at  Grange 
over  Sands,  near  to  the  Lake  District,  on  a 
site  with  full  amenities.  Please  contact 
Brenda  Carter  (tel:  0257  451  921)  for  full 
details. 


Voluntary  Helpers 

Busy  this  summer?  Willing  to  help? 
We  always  welcome  offers  of 
voluntary  help  with  our  Summer 
Holiday  Activities.  We  offer:  lots  of 
hard  work,  travel!  also  fun  and  the 
knowledge  that  your  time  has  been 
invaluable  to  all  involved  and  of 
course  very  worthwhile.  And,  on  top 
of  all  that,  we  pay  all  expenses 
including  travel,  board  and  lodging. 
So,  whether  professional,  family, 
friend  or  generally  interested,  we 
would  like  to  hear  from  you  to 
discuss  various  ways  you  could  help. 
Sounds  good?  Please  contact 
ROGER  O'CONNOR  or  ADELE 
HORNER  at  HEAD  OFFICE.  Look 
forward  to  hearing  from  you. 


For  Young  Adults 

Harrogate  Saturday  25  July-Saturday  1 
August 

To  be  led  by  Mike  Jennings,  an  'outings 
holiday'  for  8  young  people  aged  around 
15-17  years.  Based  at  Henshaws  Centre 
and  featuring  visits  to  the  Yorkshire  Dales, 
various  castles  and  abbeys  and  other  local 
places  of  interest.  This  holiday  is  an  ideal 
transition  for  youngsters  moving  from 
children's  to  an  adult  holiday. 

Minehead,  Somerset  Saturday  8  - 
Saturday  15  August 

For  10  higher  ability  youngsters  aged  17 
plus,  led  by  Graham  Evans  and  based  at 
Butlins,  this  party  will  make  full  use  of  on- 
site  recreational  facilities  together  with 
beach  visits  and  outings  to  local  places  of 
interest. 


Edgbaston  Saturday  15  -  Saturday  22 
August 

A  holiday  for  8  lower  ability  youngsters 
based  at  our  Sense-in-the-Midlands 
Centre  in  Edgbaston.  Group  leader  will  be 
Paul  Ennals  and  the  party  will  be  able  to 
make  full  use  of  the  facilities  there  which 
include  a  well-- quipped  gymnasium, 
swimming  pool  and  sports  field. 
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Holidays  for  the  Disabled  (Young 
Disabled  on  Holiday  and  30  60  group) 
These  groups  organise  a  range  of  holidays 
both  home  and  abroad  suitable  for  all  ages, 
and  providing  helpers'.  Contact  Miss  R 
GurJestone,  6  Yewland  Drive.  Boothsmere. 
Knutsford,  Cheshire  WA1 6.  (Please  enclose 
aSAE) 

PHAB  (Physically  Handicapped  Abie- 
Bodied).  Tavistock  House  North.  Tavistock 
Square.  London  WC1H  9HJ.  Holidays  in 
UK  and  abroad  arranged  for  young 
physically  handicapped  and  able-bodied 
friends  and  family.  Also  activity  holidays. 
Brochure  available  from  the  above 
address. 

Mobility  International.  62  Union  Street. 
London  SE1  1TD  (Tel:  01-403  5688i. 
Arranges  international  projects,  e.g.  holi- 
days, conferences,  etc.  to  encourage  the 
integration  of  handicapped  people  with 
non-handicapped  people,  including  events 
of  special  interest  to  visually  and/or 
hearing  impaired  people. 

Mencap  organise  a  very  wide  range  of 
holidays  including  Special  Care  Holidays' 
for  profoundly  handicapped  guests: 
"Adventure  Holidays'  for  less  handicapped 
guests  aged  from  1 2  years,  and  traditional 
type  Guest  House  Holidays'  for  adults. 

Mencap  run  about  thirty  holidays  in  all, 
too  many  and  too  varied  to  list  here. 
However,  if  you  require  any  further 
information,  please  contact  Adele  at  Head 
Office  or  Mencap  Holiday  Services,  119 
Drake  Street.  Rochdale  OL6  1PZ  (Tel: 
0706  541 1 1 ). 

Youth  Hostel  Association.  Trevelyan 
House,  8  St  Stephens  Hill.  St  Albans.  Herts 
A4  2DY  (Tel:  St  Albans  55215).  The  YHA 
have  some  20  hostels  which  are 
accessible  for  disabled  people,  most  able 
and  experienced  in  catering  for  visually 
and  additionally  handicapped  people.  Ar- 
ranges a  very  wide  range  of  indoor  and 
outdoor  activities  with  fully  qualified  and 
experienced  instructors. 


Other 

Holiday 

Ideas 


The  National  Deaf-Blind  Helpers  League 
8  Rainbow  Court.  Paston  Ridings.  Peter- 
borough PE4  6UP  (Tel:  0733  73511). 
Arrange  an  extensive  range  of  holidays 
suitable  for  all  ages. 

The  Winged  Fellowship  Trust,  ~-ge 
House.  Pentonville  Road.  London  N1  9XD 
(Tel:  01-833  2594).  Organise  a  varied 
range  of  holidays  both  in  their  own 
purpose-built  centres  in  this  country  and 
also  holidays  abroad.  For  people  with 
disabilities  over  the  age  of  16  years. 

Breakthrough  Trust.  Charles  W  Gillett 
Centre,  Selly  Oak  Colleges,  Birmingham 
B2S  6LE.  offer  an  interesting  variety  of 
activity'  holidays  for  children  with  impaired 
hearing  and  who  have  additional  handicaps. 
Based  in  farmhouse  accommodation,  the 
Centre  provides  a  wide  range  of 
recreational  facilities,  combined  with  local 
interest  outings'.  A  '•help-mate"  is  provided. 

Rainbow  Court  is  a  small  guest  house  for 
deaf-blind  visitors  with  their  personal 
guides.  Open  May  to  October.  Contact  the 
Secretary.  National  Deaf-Blind  Helpers 
League.  18  Rainbow  Court,  Paston 
Ridings.  Peterborough  PE4  6UP  (Tel:  0733 
73511). 

Alison  Park  Hotel  -~  s  see:  a  ..  a;a::e: 

either  alone  or  with  a  group  of  friends  or 
family.  Set  in  its  own  grounds,  nearthe  spa 
town  of  Buxton,  makes  it  an  ideal  base  for  a 
holiday  in  the  Peak  District.  Cost  for  one 
week,  full  board:  £1 26.00.  Contact:  Alison 
Park  Hotel.  Temple  Road.  Buxton. 
Derbyshire  SK17  9BA  (Tel:  0298  2473). 


Christmas  Party 


Andrew  Thornley  and  friends 


Just  before  Christmas,  members  of  Sense 
Head  Office  and  Rubella  project  workers 
threw  a  party  for  a  small  group  of  children 
from  Whrtefieid  School.  Hello  to  Andrew 
Thornley.  Paul  Taylor.  Kelley  Smith  and 
Lisa  5  -.<h 

It  took  place  at  an  adventure  playground 
caHed  the  Hayward"  near  Head  Office 
specialty  adapted  for  use  by  handicapped 
children,  with  a  soft  play  area,  painting. 
pottery,  and  music  making  faalrties. 
Outvde.  set  in  a  small  park  within  a  park,  is 
an  extensive  climbing/exploring  apparatus. 


three  very  friendly  goats  and  a  free  range 
of  hens  and  chickens. 

Inside  a  band  played  on,  aided  by 
Andrew  on  piano.  Lisa  and  Paul  on 
percussion  with  Kelley  on  bongos!  We 
were  served  with  a  nice  lunch  and  it  was 
fun  and  games  for  the  rest  of  the  day.  The 
staff  there  are  caring  and  experienced  and 
enjoyed  themselves  too. 

The  next  party  is  on  Tuesday  14  April. 
For  further  details,  please  contact  Adele  at 
Head  Office. 


Break  provides  holidays  and  short-stay 
care  at  two  centres  in  Norfolk.  Facilities  for 
individual  and  family  holidays  with  an 
excellent  range  of  recreational  facilities 
and  beach  resorts.  For  further  details  and 
bookings,  contact:  Break,  20  Hooks  Hill 
Road,  Sherringham,  Norfolk  NR26  8NL 

Buckets  and  Spades  A  holiday  home 
catering  for  multiply  handicapped  children 
(up  to  18  years  old).  A  wide  range  of 
recreational  activities  together  with  plan- 
ned outings  and  trips  are  offered.  Costs 
are  from  £1 20  a  week.  For  further  details, 
contact:  Buckets  and  Spades  Charitable 
Trust,  Lancaster  Road.  Hollington.  St 
Leonards-on-Sea  TN38  9LX  (Tel:  0424 
51215). 

Kathleen  Chambers  Home  forthe  Deaf- 
Blind  (RNIB)  A  residential  home  for  deaf- 
blind  adults  (no  children)  which  also  offers 
holidays  and  short-term  breaks  for  deaf- 
blind  adults  and  their  'help-mates'  who 
want  a  quiet  get-away-from-it-all"  style 
holiday.  Set  in  a  large  garden  near 
beaches,  and  1  mile  from  nearest  town. 
Contact:  97  Bellow  Road,  Bumham-on- 
Sea.  Somerset  (Tel:  0278  782142). 

Tate  House  Purpose-built  residential 
accommodation  for  older  deaf-blind  adults, 
offers  holiday  accommodation.  Outings  to 
local  places  of  interest,  with  volunteers 
help  with  shopping,  letter-writing,  going  for 
walks,  etc.  Has  a  craft  department.  RN IB- 
run.  Contact:  Tate  House.  Wetherby  Road. 
Harrogate.  North  Yorkshire  HG2  7SA(Tel: 

:-22  iiz~ir 

Jane  Hodge  Holiday  Centre  A  holiday 
home  which  caters  for  mentally  and 
physically  handicapped  children.  Set  in 
South  Wales,  the  centre  provides  full  care 
and  supervision  and  has  an  extensive 
range  of  amenities  and  entertainments. 
For  further  details,  contact  the  Jane 
Hodge  Holiday  Centre.  Trerhyngyll, 
Maendy.  Nr  Cowbridge.  South  Glamorgan 
CF7  7TN  (Tel:  Cowbridge  (04463)  2608/- 
2972). 

Trefoil  Court  operate  a  holiday  unit  for 
multiply  handicapped  children  (aged  4-16 
years).  They  provide  a  varied  and 
interesting  programme  of  activities  and 
aim  to  allow  parents  some  time  whilst  the 
child  enjoys  a  break  and  is  carefully  cared 
for.  Contact:  Tadworth  Court  Childrens 
Trust.  Tadworth.  Surrey  KT20  5RU  (Tel: 
07373  57121). 

St  Annes  Holiday  Home  for  the  Blind- 
Deaf  are  open  all  year  round  and  cater  for 

bodied).  For  further  details,  contact  St 
Annes  Holiday  Home  for  the  Blind-Deaf. 
26-28  Harold  Road.  Clacton-on-Sea. 
Essex  C015  6AJ  (Tel:  0255  420595). 


EXTRA!! 

This  is  just  a  small  sample  of  the  wide 
range  of  holidays  that  are  on  offer  this  year 
for  people  of  all  ages,  both  at  home  and 
abroad.  However,  if  you  require  any  ad- 
ditional help  or  information,  please  do  not 
hesitate  to  contact: 

Holiday  Care  Service 
2  Old  Bank  Chambers.  Station  Road.  Horley. 
Surrey  RH6  9HW  (Tel:  Horley  (0293) 
774535).  Although  they  don't  make  book- 
ings, they  provide  a  mass  of  information  for 
people  with  special  needs  on  holiday. 
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Sign  Communication 


In  the  last  issue,  John  Peter  Jones  from  Condover  Hall  School  discussed  British 

Sign  Language  and  Paget  Gorman  Signed  Speech,  and  their  application  in  the 

education  of  deaf-blind  children.  Our  introduction  sought  to  encourage  some 

lively  discussion  on  the  issue  of  Sign  Systems,  and  the  response  suggests  we  have 

been  successful. 
Many  schools  and  units  are  giving  serious  consideration  to  how  best  to  use 
manual  communication  with  their  students.  We  welcome  comments,  articles  and 
letters  on  any  of  the  points  raised  in  the  following  articles. 


Having  read  the  editorial  introduction 
and  article  on  BSL  and  Paget  in  the  last 
issue  of  Talking  Sense,  there  are  a 
number  of  statements  and  points  made 
which  we  feel  need  clarification  and 
further  comment. 

In  the  introductory  section  entitled 
'Sign  Communication'  it  is  pointed  out 
that  there  are  a  number  of  questions  to 
be  answered  concerning  the  introduction 
and  choice  of  signed  communication. 
Perhaps  the  first  question  to  be  asked  is 

-  should  any  Sign  Language  at  all  even 
be  considered  as  the  means  of  com- 
munication for  education?  A  distinction 
needs  to  be  drawn  between  a  Sign 
Language  and  a  Sign  Support  System. 
Of  the  communication  'systems'  men- 
tioneed,  the  only  'Sign  Language'  is 
British  Sign  Language.  All  other  refer- 
ences concern  'Sign  Support  Systems' 

-  in  other  words  signs  used  to  support 
spoken  English  language. 

As  John  Peter  Jones  explains  -  BSL 
is  a  language  in  its  own  right  distinct 
from  English  and  is  not  recommended  for 
use  in  education  -  (though  it  is  being 
used  experimentally  in  one  educational 
setting).  Therefore  a  comparison  between 
BSL  and  PGSS  is  both  misleading  and 
inappropriate  because  -  BSL  is  a 
language  and  PGSS  is  not  -  BSL  has  its 
own  structure  while  PGSS  was  devised 
to  represent  the  English  structure  in 
sign. 

If  we  agree  with  J  P  Jones  -  that  for 
many  hearing-impaired  and  other  handi- 
capped children  a  sign  support  system  is 
likely  to  be  a  useful  educational  tool,  the 
the  next  question  to  be  considered  is  - 
what  are  the  support  systems  in 
existence?  The  systems  which  can  be 
used  to  reflect  spoken  English  structure 
mentioned  in  the  last  issue's  introduction 
are  The  Makaton  Vocabulary,  Signs 
Supporting  English  and  Paget  Gorman 
Signed  Speech.  (In  addition  reference 
was  made  to  various  symbol  systems  e.g. 
Bliss  and  Premack).  This  list  is  incomplete 
and  inaccurate.  It  is  stated  that  Signs 
Suporting  English  is  the  system  -  "where 
the  grammatical  structure  and  vocabulary 
of  ordinary  English  speech  is  translated 
directly  into  signs;"-  this  description 
would  seem  to  relate  better  to  Signed 
English  than  Signs  Supporting  English. 
We  would  suggest  that  all  the  following 
should  be  considered: 

•  The  Makaton  Vocabulary 

•  Signs  Supporting  English  (SSE) 

•  Signed  English  (SE) 

•  Paget  Gorman  Signed  Speech  (PGSS) 

The  first  three  of  these  systems  have 
signs  derived  from  BSL,  while  PGSS  has 
not.  The  Makaton  Vocabulary  is  a  signed 
vocabulary  derived  from  BSL.  It  comprises 
a  specially  selected  core  vocabulary 
considered  to  be  most  essential  and 
useful  in  providing  basic  communication. 
As  the  signs  are  used,  they  should 
always     be     accompanied     by     normal 
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grammatical  speech,  even  though  only 
key  words  are  being  signed.  The  order  of 
introducing  signs  is  strictly  controlled. 
Progress  is  through  nine  sequential 
stages  comprising  in  total  approximately 
350  concepts. 

SSE  signs  are  taken  from  BSL 
together  with  finger-spelling  and  used  in 
English  word  order  to  supplement 
spoken  English.  Key  words  are  signed 
but  signed  vocabulary  is  not  restricted  or 
introduced  systematically. 

SE  uses  signs  from  BSL  together  with 
finger-spelling,  generated  signs  and 
grammatical  markers,  (e.g.  for  '-ed',  -er' 
etc).  It  is  presented  simultaneously  with 
normal  speech  to  convey  exact  English 
language  patterns.  It  is  intended  primarily 
for  educational  purposes. 

PGSS  is  not  based  on  the  vocabulary 
of  BSL.  Its  vocabulary  and  sign  markers 
were  constructed  by  Sir  Richard  Paget, 
Dr  Pierre  Gorman  and  Lady  Paget.  PGSS 
gives  an  exact  signed  representation  of 
spoken  English  structure  and  speech  is 
always  used  when  signing. 

Clearly  the  individual's  ability  to 
communicate  easily  and  fluently  is  of 
prime  importance  and  our  aim  is  to  foster 
and  develop  communications  skills.  The 
child  will  require  basic  communication 
initially  and  later  an  understanding  of 
spoken  and  written  English.  A  sign 
support  system  may  help  the  child  to 
acquire  and  develop  each  of  these. 
However,  the  same  support  system  may 
not  be  appropriate  for  each  aspect  of 
communication. 

SSE  is  a  widely  used  aid  to  general 
communication,  as  is  Makaton.  SE  and 
PGSS  are  educational  tools.  Makaton, 
SSE  and  SE  use  signs  from  BSL.  PGSS 
however  is  comprised  of  a  'contrived' 
sign  vocabulary. 

BSL  is  the  language  of  the  deaf 
community  and  it  is  likely  that  most  deaf 
children  will  have  some  contact  with  the 
deaf  community  at  some  time  of  their 
lives.  Those  with  a  knowledge  of 
Makaton,  SSE  or  SE  will  find  few 
difficulties  in  communicating  with  the 
deaf  community  or  those  linked  to  it. 
However  those  with  a  background  of 
PGSS  are  not  only  unfamiliar  with  the 
signs  most  frequently  used  by  adults  but 
also  throughout  their  schooling  they  find 
limited  opportunites  beyond  the  school 
for  its  use. 

Nevertheless    J    P    Jones    lists    the 
following  advantages  of  PGSS: 
•  It     aims     to     produce     an     accurate 
representation  of  the  English  language 
ourselves. 


•  It  is  an  aid  to  the  acquisition  of  normal 
language. 

•  Many  of  the  features  in  the  system 
are  there  because  of  requests  made  by 
professional  people  over  the  years. 

•  There  are  precise  instructions  for 
using  the  system. 

•  Teachers  can  use  that  part  of  the 
system  which  is  appropriate  to  the  needs 
of  a  child  at  a  particular  time. 

•  It  is  flexible. 

•  It  is  a  system  that  encourages  the 
child  to  think. 

•  It  expresses  English  accurately  with 
signs  for  all  the  grammatical  character- 
istics of  the  language. 

•  Speech  is  always  used  when  signing. 

•  It  can  be  used  at  a  very  early  age 
when  mothers  are  talking  naturally  to 
their  children. 

•  Quite  complicated  sentences  can  be 
signed  if  necessary. 

•  The  system  is  executed  precisely  and 
it  is  logical. 

Each  of  these  can  also  be  applied  to 
Signed  English  but  if  SE  is  used,  in 
addition 

•  the  child  does  not  have  to  learn  a  new 
vocabulary  at  school-leaving  age. 

•  he/she  has  throughout  school  life, 
opportunities  for  integration  with  other 
hearing-impaired  children  using  the  same 
or  similar  signs. 

At  one  time  PGSS  was  the  only 
support  system  available  which  repres- 
ented correct  English  structure  in  sign. 
Since  the  development  of  Signed  English 
however  a  choice  is  now  available.  PGSS 
is  only  used  by  a  very  small  number  of 
people  whereas  many  schools  for  the 
deaf  with  a  'Total  Communication' 
approach  use  Signed  English  and/or 
Signs  Supporting  English  and  schools  for 
other  handicapped  children  often  use 
Makaton. 

It  is  important  that  professionals  and 
parents  involved  should  be  aware  of  this 
situation.  The  issue  is  not  as  simple  as 
the  heading  "BSL  v  PGSS'  suggests. 
Rather  it  is  a  case  of  considering  the 
relative  advantages  and  disadvantages 
of  support  systems  available  for  educ- 
ational use.  If  PGSS  is  being  considered 
the  issue  is  PGSS  v  SE  and  our  feelings 
and  recommendations  would  be  that  the 
advantages  of  SE  outweigh  those  of 
PGSS. 

However  it  cannot  be  stressed  enough 
that  if  Signed  English  is  decided  upon  for 
use  in  schools  and  educational  establish- 
ments for  the  hearing-impaired,  Signs 
Supporting  English  must  first  be  in 
existence  in  order  to  build  up  basic 
communication  skills.  This  is  of  prime 
importance.  Signed  English  is  not  a 
support  system  to  be  entered  into 
without  careful  thought,  but  once  it  has 
been  established  it  is  a  very  positive  aid 
to  building  up  a  degree  of  competence  in 
language  use,  reading  and  writing. 
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All  for  One.  One  for  All? 


Sense  has  taken  a  positive  step  in 
addressing  itself  to  some  of  the  fundamental 
issues  concerning  possible  avenues  of 
communication.  But  should  we  be  thinking 
solely  of  the  deaf-blind?  Perhaps  this 
discussion  should  involve  a  wider  cross- 
section  of  groups  -  parents,  professionals 
and  clients.  The  factors  involved  are  not 
unique  to  those  with  a  dual  sensory 
impairment. 

Why  is  it  important  to  be  thinking 
outside  just  the  needs  of  deaf-blind 
children?  First,  current  assessment  pro- 
cedures give  rise  to  mistakes  being  made 
in  the  placement  of  children,  particularly 
young  children  for  whom  our  assessment 
procedures  may  have  least  validity.  With  a 
number  of  different  communication  sys- 
tems being  used  in  different  settings, 
change  of  placement  may  require  the  child 
to  adopt  an  entirely  different  system  to  that 
which  had  previously  been  carefully  laid 
down. 

Second,  communication  should  not  be 
specific  to  one  situation  or  institution. 
Increasingly,  people  with  a  dual  sensory 
loss  will  spend  at  least  part  of  their  day  in 
contact  with  children  or  adults  who  may 
have  some  form  of  hard-won  sign  system. 

Thirdly,  the  deaf-blind  child  does  not  yet 
exist.  Instead,  there  are  people  with  a  wide 
range  of  visual  and  auditory  problems  each 
affecting  communication  differently.  In 
evaluating  available  systems,  we  need  to 
recognise  that  there  are  aspects  in 
common  with  those  whose  communication 
difficulties  have  causes  other  than  dual 
sensory  impairment. 

Starting  from  Scratch 

Should  we  be  asking  which  of  the  present 
sign  systems  should  be  taught  to  help 
children  communicate?  It  may  be  more 
appropriate  to  return  to  first  principles,  and 
consider  the  development  of  a  sign  system 
as  a  design  problem.  From  the  point  of  view 
of  the  user,  if  we  were  trying  to  design  a 
sign  system  from  first  principles,  what 
would  we  have  to  take  into  account? 

First  we  must  consider  the  physical 
characteristics  of  the  user;  number  of 
limbs,  speed  and  dexterity  of  movement. 


Should  there  be  a  separate  sign 

system  for  deaf-blind  children?  What 

constitutes  a  good  signing  system? 

Stuart  Aitken  from  the  Royal  Blind 

School,  Edinburgh,  and  Duncan  Robb, 

lecturer  in  psychology  at  Queen 

Margaret  College,  have  responded  to 

our  call  for  comments  and  ideas. 


Then  we  need  to  recognise  that  using 
signs  implies  expressing  a  meaning.  This 
extends  beyond  simply  knowing  a  vocabu- 
lary. Then  we  would  need  to  consider  the 
level  of  understanding  required  to  use  the 
system.  Some  systems  might  well  involve 
more  cognitive  ability  than  others.  Finally, 
we  have  to  recognise  that  someone  has  to 
understand  what  the  sign  system  is  trying 
to  convey,  to  allow  the  user  to  become 
aware  that  a  special  relationship  exists 
between  events  in  the  world  and  their  own 
movements. 

Looking  at  these  criteria,  we  can  see 
why  so  many  different  systems  have 
evolved.  Some  present  systems  may  lay 
stress  upon  some  aspects  more  than 
others,  ignoring  other  aspects  and  how 
they  interact.  When  writers  advocate  the 
advantages  of  one  system  over  another, 
they  often  compare  on  entirely  different 
aspects  -  like  comparing  apples  with 
oranges.  However,  such  comparisons  can 
be  informative.  We  are  told,  for  example, 
that  some  systems  may  be  rigid, 
incremental  and  oriented  to  a  core 
vocabulary.  The  vocabulary  used  may 
reflect  an  implicit  understanding  as  to  how 
children  communicate  and  how  language 
is  learned.  But  is  this  the  way  children 
develop  communication  skills?  Elemental 
systems  ensure  that  their  applicability  is 
narrowly  constrained  to  the  situations  in 
which  they  are  taught.  The  'world'  offered 
to  the  child  is  the  world  imposed  by  us.  The 
need  to  offer  some  structure  leads  us  to 
address  not  only  the  essential  nature  of 
the  system,  but  also  how  it  is  introduced. 
Here  approaches  to  teaching  deaf-blind 
children  may  have  a  great  deal  to  offer. 

Planning  a  System 

In  the  deaf-blind  field,  attempts  have  been 


What  about  some  of  the  practical  problems  of  teaching  and  understanding 
some  signs  with  a  deaf-blind  child  or  adult?  Are  different  sign  vocabularies 
suited  to  different  types  of  people? 

How  many  of  our  signs  depend  on  perfect  vision  to  understand  them?  If 
the  sign  for,  say,  a  tree  is  designed  to  look  like  a  tree,  how  can  we  expect  a 
deaf-blind  child  who  has  never  seen  a  tree  to  understand  it?  What  about  signs 
that  involve  seeing  the  exact  detailed  position  of  the  fingers?  Are  these  signs 
only  any  good  for  people  with  good  central  vision?  Does  a  child  with  little  or 
no  vision  need  to  start  with  signs  that  feel  like  the  object  they  represent, 
rather  than  look  like  them? 

Are  some  signs  easier  to  learn  to  recognise  by  touch?  Should  we  be 
exploring  more  closely  how  signs  are  perceived  by  touch?  How  much 
information  can  we  pick  up  about  a  sign  by  placing  our  hands  on  top  of  the 
hands  of  the  signer  -  gross  movements,  the  starting  place  and  finish  of  a 
movement,  the  overall  shape  of  the  hands?  What  do  we  miss  -  the  facial 
expressions,  finger  positions,  and  hand  shapes,  the  position  of  the  sign  in 
relation  to  the  signer's  body? 

What  are  the  characteristics  of  the  sense  of  touch  which  might  affect  the 
way  we  can  use  a  'touch  sign  system'?  Are  there  different  types  of  information 
which  our  touch  gives  us,  that  our  vision  does  not?  Could  it  be  that  the  need  to 
introduce  a  sign  system  by  touch  introduces  the  need  for  an  entirely  new 
system  of  teaching? 

Let  us  know  your  ideas  about  these  and  any  other  aspects  of  the 
communication  process. 

Paul  Ennals 


made  to  understand  how  best  to  offer  the 
world  of  objects  and  events  to  the  child  or 
adult.  We  have  to  learn  how  to  understand 
the  child's  intentions,  and  from  this  learn 
how  to  make  the  child  aware  that  we 
understand  his/her  intentions.  If  we  get 
these  methods  right,  then  the  vocabulary 
to  be  offered  will  follow;  vocabulary  linked 
to  the  family  home,  the  school  or  wherever. 
Having  learnt  to  anticipate  events,  and  to 
understand  that  intentions  have  been 
understood,  what  does  the  child  do  next? 
Here  is  the  place  for  the  child  to  develop 
natural  gestures.  What  kind  of  natural 
gestures  are  the  easiest  or  most  effective? 
Some  kind  of  study  is  needed  on  this,  to 
examine  the  relative  ease  of  use  of 
different  natural  gestures.  What  we  define 
as  'natural'  may  well  be  entirely  unnatural 
to  the  child. 

Signs  most  easily  acquired  will  be  those 
which  have  most  meaning  forthe  child  and 
which  are  most  related  to  particular 
activities.  These  will  be  least  dependent 
upon  memorising,  upon  the  need  to 
sequence  events,  or  upon  matching. 
Instead  of  starting  by  advising  parents  on 
which  signs  to  offer,  we  should  listen  to 
them  as  to  what  they  would  most  like  to 
have  communicated  and  what  in  their 
experience  most  motivates  the  child.  We 
can  then  offer  a  method  for  establishing 
the  signs.  If  it  is  the  case  that  grammatical 
or  structural  aspects  are  necessary  in 
order  to  communicate,  then  these  too 
should  be  incorporated  into  the  system.  Of 
course  meaning  may  often  be  changed 
through  visual  avenues;  mime,  facial 
expression,  gaze  aversion,  eye  contact 
and  so  on.  The  more  extensive  the  visual 
impairment,  the  less  accessible  is  the  sign 
system  that  relies  upon  visual  channels  to 
convey  meaning.  We  must  ask  whether  our 
system  can  convey  all  aspects  of  meaning 
without  having  to  rely  on  other  senses. 

One  for  all? 

Should  there  be  one  system  made 
available  to  all?  With  the  variety  of  people 
with  whom  we  are  concerned,  clearly  what 
is  appropriate  for  one  person  or  group  will 
not  be  appropriate  for  others.  The  most 
able  and  articulate  of  those  using  sign 
systems  are  capable  of  using  any  sign 
system.  It  may  be  desirable  to  have  one 
system  that  can  act  as  a  signed 
representation  of  the  language  of  the 
user's  own  country.  Users  would  then  be 
able  to  communicate  with  the  widest 
community,  following  the  rules  and 
structure  of  that  language.  Not  everyone 
will  function  at  this  level.  As  some  systems 
are  completely  abstract,  free  of  context 
and  require  a  great  deal  of  memorising,  we 
could  expect  that  systems  of  this  nature 
would  only  be  available  to  the  most  able. 
Modifications  can  be  made,  though, 
depending  on  the  nature  of  the  disability. 
Take  visual  impairment.  There  are  many 
aspects  worth  studying.  At  what  degree  of 
visual  impairment  does  it  become  neces- 
sary to  modify  signs?  What  type  of 
modifications  have  people  used?  How 
easily  are  such  modified  signs  learned, 
and  are  they  then  used  consistently?  Have 
these  modifications  made  it  harder  for 
others  to  acquire  and  recognise  these 
signs  and  their  meanings?  If  modifications 
to  signs  for  visually  impaired  people  do  not 
make  these  signs  any  harder  for  sighted 
people  to  read,  then  perhaps  the  sign 
should  be  universally  modified.  This  is  a 
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further  reason  why  discussion  should  be 
wider  than  just  within  the  deaf-blind  field. 

It  should  then  be  possibe  for  the  most 
highly  specified  sign  system  to  be  the  end 
result  of  a  progression  from  a  less 
specified,  less  complex  system.  In  this  way 
there  would  not  be  a  number  of  different 
systems,  but  several  versions  of  the  same 
system  at  increasing  levels  of  specificity. 
The  most  able  users,  using  a  highly 
specified  system,  would  still  be  able  to 
understand  signs  presented  at  a  lower 
level  of  specification  by  those  who  are  less 
able.  There  would  be  continuity  of  use 
among  all  users.  This  approach  mirrors  the 
way  in  which  all  children  develop 
language. 

Our  design  approach  towards  a  'one  for 
all'  system  has  cleared  the  way  for  us  to  ask 
whether  there  exists  the  possibility  to 
communicate  with  the  widest  community. 
The  system  would  need  to  be  self- 
contained,  and  be  able  to  convey  all  of  that 
which  other  systems  convey.  If  we  adopt  a 
signing  system  and  impose  it,  we  then  lay  a 
heavy  burden  on  those  who  would  have  to 
try  to  identify  which  persons  could  and 
could  not  fit  into  the  system.  Instead,  we 
must  recognise  the  factors  outlined  above, 
and  determine  how  oursigning  system  and 
teaching  methods  will  reach  these 
objectives. 


Dear  Sir, 


Linden  Lodge  School  is  a  school  for 
visually  impaired  children.  As  with  many 
other  special  schools,  the  needs  of  the 
children  placed  with  us,  have  over  the  last 
two  or  three  years  begun  to  change.  Two 
years  ago  the  first  child  with  no  verbal 
communication  was  placed  with  us. 
Initially  this  child  was  thought  to  be  deaf- 
blind,  it  gradually  became  apparentthat  he 
could  hear  and  he  began  to  respond  to 
sound  stimulii.  Sense's  Family  Centre 
were  extremely  helpful  and  some  basic 
signs  were  introduced  into  the  child's 
programme.  These  signs  were  based  on 
BSL.  We  now  have  a  second  child  with 
severe  communication  problems.  This 
child  does  communicate  verbally  in  a 
limited  way  but  is  largely  echolalic,  with 
great  difficulty  in  using  expressive 
language.  This  second  child  is  now  nine 
years  of  age  and  it  seemed  appropriate  to 
introduce  signing.  In  both  children  the  aim 
is  to  promote  a  verbal  response. 

As  a  group  of  staff  we  have  had  to  look  at 
the  possibilities  presented  by  different 
types  of  non-verbal  communication.  After 
further  meetings  between  the  staff 
involved  and  David  Brown  from  the  Family 
Centre,  we  have  now  decided  that  we  will 
continue  our  use  of  signs  drawn  from 
British  Sign  Language  vocabulary. 

It  was  very  interesting  to  read  John 
Peter  Jones'  article  in  the  Winter  edition  of 
Talking  Sense'.  As  newcomers  to  the  use 
of  signing,  we  have  become  aware  of  the 
very  strong  views  that  are  held  on 
particular  methods  of  communication  and 
he  is  quite  right  when  he  writes  'Bigotry  is 
not  helpful'. 

Exchange  of  information  has  been  of 
vital  importance  to  us  and  we  would 
welcome  contact  with  anyone  else, 
especially  those  like  ourselves  who  are 
just  beginning  to  use  signing. 

Olga  Miller 
Linden  Lodge  School 
North  House 
61  Princes  Way 
London  SW19  6JB 


The   Princess   of  Wales   at 
Whitefields 

On  27  January  Princess  Diana  opened  the  new  Rebecca  Goodman  Centre,  the 

deaf-blind  unit  at  Whitefield  School,  Walthamstow.  Our  reporters  Karen  and 

Marissa  were  there;  here  are  their  reports: 


Marissa's    has    been    transcribed 
from  Braille: 


Yesterday  the  princess 
and  Jane  said 
"Marissa's  work  is  very 
good  work."  She  said 
"Hello  Marissa".  She 
said  "Are  you  working 
hard?"  She  saw  my 
book,  my  number  book, 
I  was  writing.  She  said 
"Number  is  very  hard". 

Marissa  Godoy 


La5t  lA/c-el*  on  kueS&oCj  ive 
seo.   Princes^Dib-nix 

VrinCeSSOkno-  Cowe  to school- 
I  see     PrmCMs  Din-po- ■ 


Hello  prfnCesf  D\cxn<x.  Pr\n£«ttj- 
Diarto.  ShooK    W  Wo-oJ- 


Princess Dfa.f»OL  r«i  a.n<H>l<xrk 
Coat    o-n*  sKirt- 


*\~ 


J    Want    to   l/Vo-rKln9  on  t*»e  JaeoJfc 

I     til  lot%   Wor*  Vtfl  Jooi.     ~ 
f    lA/We   Pr\nce.ssJDicLao-_J*o4j,>teL1_ 

I   Wcacw  see.  Tel^fiiOEaciiir 

Dlnsio-ALori<bon-  bkikk-5.it/9A W: 

ion  fyfc    n.-P lef&r-f o.r_    

Pride  Mr  Di0-n«-T  WieVvVto    ~se~<T 
Prince**"  Dfo-n^/i  t-he  blo-CV<t».r  • 


Kelley  Smith 
doing  Braille 
work  with 
her  teacher 
Ursula  Walker. 


Simon  doing  physio 
exercise  with  Gina 
Hudson,  classroom 
assistant.  Jane 
Evans  looks  on. 
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News  from  Ireland 

Developments  in  Northern  Ireland 


On  1 7  November  last  year  quite  a  party  of 
us  landed  in  Northern  Ireland  to  meet  a 
warm  welcome  and  a  few  days  hard  and 
enjoyable  work.  The  Blind  Centre  for  North- 
ern Ireland  hosted  two  days  of  seminars  on 
the  needs  of  deaf-blind  people.  Sense 
(Rodney  Clark,  Paul  Ennals,  Lindy  Wyman 
and  myself)  took  part  along  with  the  RNIB 
(Joan  Shields),  the  NDBHL  (Patrick 
Murphy  and  Ann  Barnett),  HASICOM 
(Sarah  Forde)  and  Mike  North,  a  Senior 
Social  Worker  for  the  Deaf  from  Manchester. 

Deane  Houston  and  his  team  from  the 
Blind  Centre  had  organised  and  publicised 
the  event  well.  A  glance  at  the  list  of 
speakers  will  give  an  immediate  ideaojthe 
breadth  of  topics  covered  and  there  were 
full  houses  at  all  sessions.  Deane 
Houston's  article  gives  more  details  and 
also  the  background  situation  in  the 
Province. 

The  keen  and  concerned  response  from 
all  the  participants  at  the  seminars  gives 
great  encouragement  at  a  time  when 
Northern  Ireland  is  about  to  come  more 
closely  into  line  with  educational  practice 
and  legislation  operating  in  the  rest  of 
Britain.  From  1  April  this  year  no  child  will 
be  thought  of  as  ineducable  and  all  will  be 
the  responsibility  of  the  Department  of 
Education  with  similar  rights  given  to 
parents  as  under  the  1 981  Education  Act. 

Regular  readers  will  know  that  we  have 
had  contacts  with  people  in  Ireland,  north 
and  south  of  the  border,  but  have  only  been 
able  to  serve  them  at  long  distance  or  by 
flying  families  over  from  Northern  Ireland 
to  our  Ealing  Family  Centre.  Joan  Shields 
and  Jonathan  Griffiths  have  carried  the 
RNIB's  advisory  service  there  on  visits  and 
a  number  of  children  travel  to  the  mainland 
to  school. 

People  there  have  been  working  hard, 
but  the  problems  outlined  by  Deane 
Houston  have  made  life  particularly 
difficult -and  we  have  been  unable  to  help 
as  effectively  as  we  would  have  wished. 

Last  year  happily  saw  the  launch  of  our 
Sense  -  Northern  Ireland  Branch.  What 
has  been  striking  has  been  the  impact  of 


our  Branch  in  the  short  time  since  it 
started.  Everywhere  we  went  people  had 
heard  of  us  and  most  knew  of  Muriel 
Mathers,  our  Branch  Secretary. 

Another  good  thing  was  finding  that 
borders  meant  little  and  sectarian  feeling 
even  less,  certainly  as  far  as  those  involved 
with  deaf-blind  people  were  concerned. 

While  we  were  over  for  the  seminars, 
the  Sense  group  took  the  opportunity  to 
meet  with  representatives  of  the  Department 
of  Education,  and  were  a  little  disturbed  at 
the  apparent  lack  of  awareness  of  the  size 
of  the  problem  or  the  means  necessary  to 
deal  effectively  with  it.  It  was  significant 
that  even  during  the  two  days  she  was 
there,  Lindy  had  two  new  referrals  and  four 
more  have  been  found  since  then. 
Obviously  there  is  some  groundwork  of 
identification  and  referral  to  be  done  as 
well  as  education  and  training. 

Paul  and  I  stayed  on  afterthe  main  party 
left,  for  that  all-important  meeting  with 
parents  and  also  to  visit  Jordanstown 
Schools  where  we  may  see  a  deaf-blind 
resource  before  long.  Gerry  McClelland, 
the  Headmaster,  has  his  thought-provoking 
article  on  page  20  and  gives  perspective  to 
the  scene  in  Northern  Ireland. 

Elizabeth  Higgins'  report  on  her  son 
highlights  another  great  area  of  worry -that 
of  what  happens  after  school.  In  this  area 
Northern  Ireland  is  exactly  on  a  par  with 
the  rest  of  the  country. 

From  south  of  the  border,  Sister 
Nicholas  Griffey  has  sent  us  a  report  on 
facilities  for  deaf-blind  children  in  the 
Republic,  while  Joan  Kelly  writes  of  the 
deaf-blind  unit  at  St  Joseph's  House  to 
complete  a  picture. 

Our  own  Chairman's  letter  gives  our 
planned  response. 

There  is  a  feel  about  things  very  similar 
to  that  in  Scotland  just  before  Gill  Morbey 
was  appointed  as  Scottish  Development 
Officer  -  and  we  all  know  how  much 
resulted  from  that  move.  I  confidently 
expect  a  similar  co-operative  development 
in  Ireland  this  year,  with  more  to  report  in 
each  edition  of  Talking  Sense. 

Norman  Brown 


Lewis  Scott 

Lewis  (born  in  1963,  rubella)  has  been 
giving  us  quite  serious  problems  in  the 
past  few  years.  Earlier  in  1986  he  spent 
eight  months  at  Dr  Denmark's  Clinic,  who 
finally  recommended  that  he  should  go  to 
Poolemead.  Thankfully  the  finance  for  this 
has  been  approved  by  the  local  authority 
and  we  are  now  awaiting  a  visit  from 
Poolemead  in  the  next  few  weeks.  In  the 
meantime  Lewis  is  back  temporarily  at  a 

/..'■/.  ■:     -.>.'':    (VOfkShOP 

I  understand  that  the  waiting  list  for 
Poolemead  is  long,  so  I  don't  know  what 
will  happen  to  him  -  but  we  are  coping 
alright.  Lewis  is  on  medication  which  is 
quietening  him.  Looking  back  I  feel  that  he 

■  ••'.•.      ■■,■■-.■     ■.''':'     <;;j/irig   v.hool,    I 

think  that  the  main  reason  was  his 
placement  in  a  mentally  handicapped 
workshop.  Whilst  they  did  everything 
possible  to  help  him  he  just  didn't  fit  in  and 
hates  going  there. 

This  brings  me  to  my  second  point. 
Although  we  are  happy  that  he  may  be 


going  to  a  deaf-blind  unit,  it  really  is  not 
very  satisfactory  that  it  is  out  of  the 
country,  it  is  going  to  be  difficult  to  keep  in 
close  touch  with  him,  especially  if  it  will  be 
long  term. 

As  well  as  having  no  training  facilities 
here  in  Northern  Ireland  there  are  also  no 
social  activities  specifically  for  the  deaf- 
blind.  Lewis  does  go  to  the  local  deaf  club 
and  also  to  the  PHAB  Club  (Physically 
Handicapped  and  Able  Bodied)  two  nights 
a  week  but  he  has  no  friends,  neither  has 
he  ever  met  anyone  like  himself.  He  comes 
across  to  me  as  a  very  unhappy  and 
depressed  young  man. 

I  know  that  there  are  not  too  many 
children  like  him  but  there  must  surely  be 
grounds  for  some  improvement  in  the 
facilities  in  this  province. 

Elizabeth  Higgins 

38  Cloyne  Crescent 

Monkstown 

Newtownabbey 

Co.  Antrim 

N.  Ireland  BT37  OHH 


"Yesterday" 
"Today"  and 
"Tomorrow" 


As  a  packed  minibus  pulled  out  of  the  Main 
Car  Park  at  Aldergrove  Airport,  15  miles 
north  west  of  Belfast,  a  young  man  quietly 
curled  up  in  his  mother's  arms  ....  for 
Master  Al  Wyman  this  was  his  first  visit  to 
the  Province.  We  soon  learnt  that  there 
were  others  in  the  minibus  who  have 
travelled  across  the  Irish  Sea  for  the  very 
first  time.  Over  the  next  50  hours  the  team 
of  experts  from  mainland  Britain  were  to 
travel  over  250  miles  and  address  some 
130  delegates  about  the  needs  of  the  deaf- 
blind  population. 

We  live  in  a  land  divided  by  so  many 
issues,  and  so  it  was  a  joy  to  see  three 
National  Agencies  under  one  umbrella, 
united  to  outline  the  needs  of  deaf-blind 
children,  adolescents  and  adults  to 
delegates  who  attended  the  seminars  in 
Omagh,  Co  Tyrone  and  Dunadry,  just 
outside  Antrim,  on  1 8  - 1  9  November  1 986. 

Delegates  travelled  from  as  far  away  as 
Limerick,  Mayo,  Bray  and  Monaghan  to 
"soak  in"  the  information  so  ably 
communicated  by  our  nine  experts.  The 
audience  were  made  up  of  social  workers, 
occupational  therapists,  health  visitors, 
educational  psychologists,  along  with 
representatives  from  the  Department  of 
Health  and  Social  Services.  However,  all 
that  seems  such  a  long  time  ago ...  1 986  is 
history  now,  yesterday  is  gone  .  .  .  and  all 
that's  left  is  memories. 

Today  in  Northern  Ireland  deaf-blind 
people  still  do  not  receive  a  proper  and 
adequate  service.  There  is  just  one  district 
in  the  province  who  have  a  specialist 
worker  for  the  deaf-blind.  The  same  district 
plans  to  develop  a  rehabilitation  programme 
for  their  deaf-blind  clients  after  Easter. 
Already  80  people  in  the  area  have  been 
registered  as  having  an  auditory  as  well  as 
a  visual  impairment. 

The  province  as  a  whole  lacks 
expertise,  some  areas  do  not  have  any 
specialist  service,  other  districts  depend 
on  a  sole  worker  to  carry  the  case  load  of 
the  partially  sighted,  the  blind  and  the 
deaf-blind.  But  enough  of  the  gloom  of 
today.  Let's  look  with  anticipation  to 
tomorrow  and  all  that  it  may  bring. 

Well  for  a  start  the  Blind  Centre  aims  to 
approach  two  locally  based  deaf  groups 
aiming,  as  a  united  body,  to  put  pressure 
on  the  provinces  four  Area  Health  Boards. 
We  want  to  know: 

•  How  many  deaf-blind  people  are  in  their 
district? 

•  The  level  of  present  services  to  their 
clients  -  if  any? 

•  The  introduction  of  specialist  workers- 
Board's  response? 

•  How  best  can  voluntary  agencies  be 
used  in  supporting  the  Boards  into 
meeting  the  needs  of  the  deaf-blind? 

•  What  level  of  support  are  the  Boards 
offering  to  the  other  members  of  the  family 
of  deaf-blind  people? 

♦YESTERDAY  -  We  got  off  to  a  good  start 

through  the  two  seminars. 

TODAY  -  We  continue  to  press  forward 

but 

TOMORROW  -  Our  aim  is  to  improve  the 

quality  of  life  for  every  deaf-blind  person  in 

Ulster. 

Deane  Houston 

Blind  Centre  for  Northern  Ireland 
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Facilities  for  Deaf-Blind  Children  in 

the  Republic 


As  a  result  of  rubella  epidemics  in  1967 
and  1971,  there  were  twenty-two  known 
deaf-blind  children  in  the  Republic  of 
Ireland  in  1973.  Many  of  them  were 
mentally  handicapped.  All  of  them, 
except  two,  were  rejected  by  the  Schools 
for  the  Deaf,  the  Schools  for  the  Visually 
Impaired  and  the  Centres  for  the  Mentally 
Handicapped.  The  need  for  special  facil- 
ities became  obvious  and  urgent.  At  that 
time,  developments  in  the  diagnosis, 
training  and  education  of  such  children  in 
the  'United  States,  England  and  the 
Netherlands  indicated  clearly  that  Irish 
children  should  be  given  opportunities 
suited  to  their  special  needs.  Many  of  the 
parents  were  entirely  unable  to  cope  and, 
as  yet,  there  was  no  guidance  available 
from  the  Visiting  Teachers  of  the  Deaf  or 
Visiting  Teachers  of  the  Blind.  The  Visiting 
Teacher  Service  forthe  Blind  had  not  been 
established  in  the  country  at  that  time  and 
the  few  Visiting  Teachers  of  the  Deaf  were 
already  overburdened  with  the  numbers  of 
pre-school  children  who  needed  im- 
mediate help. 

Happily  for  the  deaf-blind,  Sister  M 
Andrea  Shaw,  OP,  Principal  of  St  Mary's 
School  for  Hearing  Impaired  Children, 
Dominican  Convent,  Cabra,  Dublin  7, 
decided  to  admit  three  deaf-blind  children 
to  a  special  Unit  which  she  established  in 
her  school  in  1974.  One  of  the  Sisters  at 


Laura  Connolly,  the  first  deaf-blind  child  to 
be  educated  in  the  Republic,  at  Cabra 

Cabra  had  had  some  experience  in  the 
teaching  of  the  educable  deaf-blind 
children.  The  school  was  also  fortunate  in 
being  able  to  appoint  as  teacher  in  the  Unit 
Mrs  Susan  O'Connor  who  had  worked  in 
the  Perkins  Institute  for  the  Blind  in  the 
United  States.  The  Unit  at  Cabra  was  the 
beginning  of  organised  work  for  rubella 
deaf-blind  children  in  the  Republic  of 
Ireland.  It  served  as  a  centre  where 
teachers  and  diagnosticians  were  able  to 
acquire  skills  and  gain  experience  which 
proved  to  be  invaluable  later  on,  for 
children  who  could  be  classed  as  the  most 
handicapped  in  our  Society.  Above  all,  it 
was  a  help  to  parents  who  for  so  long  had 
been  trying  to  cope  in  isolation.  The 
bringing  together  of  the  children  meant 
that  parents  were  able  to  share  experiences 
and  to  support  each  other. 

By  1976,  it  was  obvious  that  a  more 
comprehensive  service  was  necessary  as 
the  group,  though  numerically  rather 
small,  was  not  a  homogenious  one.  The 
Sisters  at  Cabra -especially  Sister  M  Lydia 
Slattery,  the  Audiologist  in  charge  at  St 
Mary's  Audiology  Clinic- were  aware  that, 


while  some  children  were  able  to  develop 
communication  to  such  an  extent  that  they 
could  be  integrated  into  classes  for 
sighted  deaf  children  using  total  com- 
munication, others  needed  a  developmental 


Nurse  Avri 


educational  programme  suited  to  children 
with  lowered  intellectual  functioning.  The 
Sisters  at  Cabra  were  unable  to  make 
provision  for  all  types  of  deaf-blind 
children.  It  was  then  decided  that  Cabra 
would  provide  for  educable  deaf-blind, 
including  children  who  were  known  to  have 
Usher  Syndrome.  The  Department  of 
Health  established  a  unit  for  young  deaf- 
blind  children  inthe  MarinoClinic,  Bray, Co 
Wicklow  -  which  is  a  residential  and  day 
school  for  children  with  cerebral  palsy -in 
1972.  This  Unit  was  to  cater  for  young 
children  only  and  would  provide  ongoing 
diagnostic  teaching  and  stimulation. 
Parent  Guidance  would  also  be  made 
available.  At  this  time,  too,  the  Visiting 
Teacher  of  the  Deaf  Service  undertook  to 
visit  the  homes  of  pre-school  deaf-blind 
children  once  they  were  discovered  by  the 
Public  Health  doctors  and  nurses.  The 
Visiting  Teachers  of  the  Blind  also  began  to 
work  in  conjunction  with  the  Teachers  of 
the  Deaf. 

It  soon  became  evident  that  there  was  a 
need  for  a  special  Unit  for  mentally 
handicapped  deaf-blind  children.  In  1981 
the  Department  of  Health  made  arrange- 
ments for  the  admission  of  four  deaf-blind 
mentally  handicapped  children  to  a 
separate  Unit  in  the  Children's  Sunshine 
Home,  Foxrock,  Co  Dublin.  It  was  decided 
that  these  children  would  attend  a  class  on 
a  daily  basis  at  St  Joseph's  House.  The 
Department  of  Education  provided  a 
teacher  of  the  deaf- Miss  Joan  Kelly -who 
is  assisted  by  two  trained  children's  nurses 
from  the  Children's  Sunshine  Home.  A 
Visiting  Teacher  of  the  Blind -Mrs  Frances 
O'Grady-also  helps.  In  March  1 987,  a  new 
building  situated  in  the  beautiful  grounds 
of  St  Joseph's  House  for  Adult  Deaf  and 
Deaf-Blind  will  be  available  for  this  class. 
The  new  building  will  be  called  "Anne 
Sullivan  Unit". 


The  Deaf-Blind 
Children's  Unit 

The  Deaf-Blind  Unit,  St  Joseph's  House, 
Brewery  Road,  Stillorgan,  Co  Dublin, 
Ireland,  was  opened  in  January  1981  in 
response  to  the  needs  of  a  group  of  deaf- 
blind  children  for  whom  there  was  no 
suitable  school.  The  children  were  rubella 
deaf-blind  multiply  handicapped  but  also 
suffered  the  more  debilitating  effects  of 
severe  mental  handicap. 

Sr  Nicholas  Griffey,  for  many  years 
involved  in  the  education  of  the  deaf  and 
later  in  the  training  of  teachers  of  the  deaf, 
was  very  aware  of  the  gaps  and 
deficiencies  in  the  education  provisions  for 
such  children.  In  1980,  she  approached 
both  the  Irish  Department  of  Health  and 
the  Department  of  Education  to  highlight 
their  plight.  It  was  consequently  recom- 
mended that  residential  care  would  be 
provided  by  the  Children's  Sunshine  Home 
and  a  team  of  six  nurses  qualified  in 
nursing  mentally  handicapped  children. 
Educational  facilities  would  be  provided 
on  the  grounds  of  St  Joseph's  House  for 
Adult  Deaf  and  Deaf-Blind  located  close  by 
to  the  Children's  Sunshine  Home,  and  the 
Department  of  Education  would  pay  the 
teachers'  salary. 


Sister  Nicholas  Griffey  OP 


Left  to  right:  Nurse  Eithne  Doherty  and 
Nurse  Avril  Rawson  with  Trevor,  Fiona  and 
Mary 

Miss  Elizabeth  Burke,  a  Montessori 
trained  teacher,  began  teaching  in  the  Unit 
in  January  1  981  along  with  the  assistance 
of  the  team  of  nurses.  In  October  of  the 
same  year,  I  took  her  place  and  have  been 
with  the  children  ever  since,  apart  from  a 
year's  study  leave.  That  year  I  qualified  as  a 
teacher  of  the  deaf  in  UCD  where  Sr 
Nicholas  was  the  Director  of  the  course. 
During  that  time,  I  had  the  opportunity  of 
visiting  the  Netherlands  to  observe  the 
marvellous  facilities  in  Amsterdam  and  St 
Michielsgestel.  In  1982  I  visited  the  Family 
Centre  at  Ealing,  London  and  in  1986  had 
a  very  pleasant  tour  of  the  Helen  Keller 
Center,  Long  Island,  NY.  I  met  the  enth- 
usiastic team  at  the  Roosevelt  Hospital, 
New  York,  who  run  the  pre-school  percept- 
ual difficulties  programme  for  deaf-blind 
children. 

The  programme  followed  at  the  Unit  in 
St  Joseph's  includes  training  in  the  areas 
of: 

(a)  Self-help  Skills  i.e.  dressing,  un- 
dressing, eating,  drinking,  toiletting, 
grooming  etc. 

continued  on  page  20 
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continued  from  page  19 

(b)  Motor  Development:  Gross  motor  and 
fine  motor  programmes  to  encourage 
greater  body  awareness  and  better  co- 
ordination of  all  body  parts.  With  the 
support  of  a  visiting  social  worker,  Mrs 
O'Grady  of  the  National  Council  of  the 
Blind,  a  mobility  training  programme  is  part 
of  every  day  training. 

(c)  Percept  Development  -  in  the  auditory 
and  visual  stimulation  areas. 

(d)  Interpersonal  and  personality  de- 
velopment areas. 

It  must  be  borne  in  mind  that  the 
ordinary  learning  steps  of  a  normal  child 
are  major  milestones  of  achievement  for 
the  deaf-blind  child.  Progress  is  always 
slow  and  repetition  is  the  main  method  in 
helping  them  achieve  some  level  of  more 
independent  living. 

Two  highlights  of  the  school  week  are  a 
trip  to  the  riding  school  where  the 
instructors  and  helpers  of  the  Riding  for 
the  Disabled,  South  Co  Dublin  Branch 
volunteer  their  expertise  in  helping  the 
children  to  ride  on  ponies,  specifically 
trained  to  accept  very  disabled  learner 
riders.  On  Wednesday  morning  the 
children  are  driven  to  Our  Lady's  School 
for  the  Visually  Impaired,  Merrion,  run  by 
the  Irish  Sisters  of  Charity,  for  a  most 
enjoyable  hour  in  their  marvellous 
swimming  pool. 

Other  trips  include  shopping  ex- 
peditions, walks  along  Dun  Laoghaire 
piers,  treks  up  Killiney  Head  and  the  odd 
foray  to  city  parks  and  playgrounds. 

In  March  of  this  year  a  new  bungalow 
style  school  will  be  completed,  specially 
designed  and  built  to  cater  for  the  needs  of 
these  children.  The  opening  of  this  new 
unit  will  mark  the  realisation  of  a  long  held 
ambition  of  Sr  Nicholas.  She  has 
championed  the  cause  of  the  deaf-blind  for 
many  years  and  this  new  school  is 
testimony  to  her  dogged  determination 
that  these  sensorily  deprived  children 
should  have  the  best.  Her  campaign  on 
their  behalf  has  been  warmly  supported  by 
a  great  group  of  parents  and  business 
people  called  "Awareness".  They  have 
raised  many  thousands  of  pounds  through 
variousfund-raising  events  down  theyears 
and  in  the  summer  of  1984  presented  Sr 
Nicholas  with  a  mini-van  forthe  children. 


Left  to  right:  Laura,  Nurse  Emer 
Whelan.  Barbara.  Ms  Joan  Kelly 
(Teacher-in-charge)  and  Mary 

It  is  to  honour  the  often  forgotten 
teacher  of  the  famed  Helen  Keller  -  Anne 
Sullivan,  that  Sr  Nicholas  has  decided  to 
name  the  new  school  "The  Anne  Sullivan 
Unit".  We  hope  that  Anne's  kindness, 
:/-.'  enoe  and  perseverance  in  herteaching 
of  Helen  Keller  will  be  the  model  towards 

Cfl  all,  who  work  in  the  unit,  would  strive. 

Joan  Kelly, 


Northern  Ireland 

Future  Teaching  and  Caring 


Jerry  McClelland  is  Headmaster  of 

Jordanstown  Schools  in 

Newtownabbey.  Here  he  sets  out 

some  of  the  problems  of  educating 

deaf-blind  children  in  Northern 
Ireland  and  offers  a  partial  solution. 


From  1  April  1987  there  will  be  little  by 
way  of  legislation  pertaining  to  children 
with  special  needs  to  distinguish 
Northern  Ireland  from  the  remainder  of 
the  United  Kingdom. 

On  the  1  st  January  1 986  the  Education 
(Northern  Ireland  Order  1984)  came  into 
effect.  The  Order,  with  one  exception, 
brought  the  law  in  Northern  Ireland  into 
line  with  the  law  in  Great  Britain.  The 
exception  relates  to  children  deemed  to  be 
mentally  handicapped  and,  therefore,  un- 
suitable for  education  at  school.  These 
children  remain  the  responsibility  of  the 
Health  and  Social  Services  Boards  until  1 
April  1987. 

Early  in  1982  the  Board  of  Governors 
of  the  Ulster  Society  for  Promoting  the 
Education  of  the  Deaf  and  Dumb  and  the 
Blind  decided  to  make  enquiries  into  the 
various  aspects  of  provision  in  Northern 
Ireland  for  the  needs  of  visually 
handicapped  children  with  severe 
additional  handicaps.  A  Project  Team 
was  brought  together  consisting  of  one 
full-time  and  two  part-time  workers  and 
an  investigation  was  begun  in  the  spring 
of  1982.  The  Report  of  the  investigation 
was  published  in  May  1983  and  copies 
made  available  to  interested  parties 
throughout  Northern  Ireland. 

Of  the  104  children,  age  range  0-19 
years,  found  by  the  Project  Team  to 
satisfy  the  criterion  of  the  investigation, 
25  did  not  have  normal  use  of  hearing. 
Thirteen  of  the  25  were  assessed  as 
having  a  profound  or  partial  hearing  loss 
with  the  remainder,  although  not  formally 
assessed,  functioning  as  hearing 
impaired. 

This  total  of  25  bears  comparison  with 
the  National  Survey  (England)  conducted 
by  Sense  also  in  1982/83  and  which 
revealed,  with  a  projected  100%  rate  of 
response  a  total  of  almost  500  deaf-blind 
children  in  ESN(S)  and  Hospital  Schools. 
All  of  the  104  children  reported  by  the 
Northern  Ireland  investigation  had  a 
severe  mental  handicap.  Of  the  25  who 
did  not  have  normal  use  of  hearing,  15 
had  a  physical  handicap  and  19  were 
non  ambulant. 

The  Problem 

Amongst  the  major  problem  areas  to  be 
faced  are  the  following: 

•  numbers  are  already  very  small  and 
with  a  wide  age  range; 

•  the  decline  in  the  incidence  of 
Rubella  will  lead  to  even  fewer  numbers 
in  the  years  ahead; 

•  the  majority  of  deaf-blind  children  in 
Northern  Ireland,  in  common  with  those 
elsewhere  in  the  United  Kingdom,  will 
have  additional  handicaps  to  a  severe 
degree; 

•  irrespective  of  the  location  of  a  Unit  in 
Northern  Ireland,  some  of  the  children 
could  not  attend  on  a  daily  basis. 


A  Partial  Solution 

Jordanstown  Schools  is  in  a  unique 
position  to  provide  a  part  of  the  Special 
Educational  Needs  input  which  the 
parents  of  these  multiply  handicapped 
children,  including  the  deaf-blind,  are 
entitled  to  expect  under  the  new 
legislation,  including  the  transfer  of 
responsibility  element. 

The  drastic  fall  off  in  pupil  numbers  at 
the  Schools,  particularly  marked  in  the 
case  of  the  hearing  impaired,  has  had  at 
least  two  beneficial  results  as  far  as  the 
multiply  handicapped  child  is  concerned. 
In  the  first  instance  a  number  of 
buildings  which  previously  formed  a  part 
of  the  School's  Boarding  Department  are 
no  longer  in  School  use.  Several 
qualified  teachers  of  the  deaf  have 
transferred  to  working  in  the  Schools' 
Visually  Handicapped  Department  and 
are  either  qualified  as  Teachers  of  the 
Visually  Handicapped  or  are  in  the 
process  of  studying  in  order  to  obtain 
this  additional  qualification.  This  is  not  to 
say  that  the  educational  needs  of  deaf- 
blind  children  can  be  fully  met  by 
teachers  who  are  thus  qualified.  The 
whole  is  certainly  greater  than  the  parts, 
especially  when  other  handicaps  intrude. 
However,  it  does  provide  a  most  useful 
basis  for  further  training. 

Whilst  promoting  the  role  of 
Jordanstown  Schools  in  the  fresh 
initiatives,  I  am  at  pains  to  recognise  the 
most  important  role  the  Special  Care 
schools  have  played  for  many  years  in 
the  care  and  training  of  multiply 
handicapped  children.  The  staffs  of 
these  schools  are,  however,  the  first  to 
acknowledge  their  lack  of  expertise  in 
the  education  of  the  sensory  impaired, 
especially  when  it  is  of  a  dual  nature. 

In  an  equal  fashion  the  staff  of 
Jordanstown  Schools  would 

acknowledge  their  very  limited 
experience  of  working  with  children  who 
have  a  severe  mental  handicap  and  often 
a  physical  one  besides. 

Whilst  I  was  not  a  member  of  the 
Northern  Ireland  Project  Team,  I  acted 
as  Secretary  to  the  Advisory  Committee 
who  met  with  the  Project  team  on  no 
less  than  21  occasions  in  the  nine 
months  duration  of  the  investigation.  In 
common  with  my  colleagues  on  the 
Committee,  I  am  totally  in  support  of  the 
recommendations  contained  in  the 
Report. 

These  recommendations,  in  my 
opinion,  form  the  best  basis  for  progress, 
not  only  in  relation  to  deaf-blind  children, 
but  for  the  visually  handicapped  children 
whose  severe  additional  handicaps  do 
not  include  hearing  impairment.  I  refer 
particularly  to  Recommendations  6,  7,  8 
and  9,  which  I  quote  below: 
"6.  It  is  recommended  that  the  Advisory 
Service  be  staffed  by  teachers 
experienced  in  working  with  severely 
mentally  handicapped  and/or  visually 
handicapped. 

The  duties  and  responsibilities  of 
members  of  this  Advisory  Service  would 
include  the  following: 

taking      part      in      assessments      as 

members     of     the     multi-disciplinary 

team; 

assisting      in      the      preparation      of 
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teaching  programmes  and  carrying 
out  work  with  children  both  at  home 
and  at  school; 

offering  advice  and  support  to 
teachers  and  parents. 

7.  It  is  recommended  that  the  Advisory 
Service  be  centralised  in  order  to 
achieve  uniformity  of  application  and 
availability  of  the  Service  throughout  the 
Province. 

8.  It  is  recommended  that  a  Resource 
Centre  for  Northern  Ireland  be 
established.  This  could  include  in  its 
functions  the  promotion  and  organisation 
of  conferences,  seminars  and  short 
courses  for  professionals  and  parents. 

9.  It  is  recommended  that  in  considering 
the  siting  of  this  Resource  Centre  the 
availability  of  residential  accommodation 
convenient  to  the  Centre  be  borne  in 
mind." 

In  view  of  what  I  have  said  earlier  it 
will  be  apparent  that  I  have  in  mind 
Jordanstown  Schools  as  the  location  not 
only  for  the  centralised  advisory  service 
but  the  Resource  Centre  also. 

I  have  no  doubt  that  the  special  care 
schools  and  staffs,  under  their  new 
controlling  authorities,  will  continue  to 
play  a  vital  role  in  the  education  of 
multiply  handicapped  children  in 
Northern  Ireland,  including  those  with 
one  or  more  sensory  impairments. 
However,  I  am  equally  convinced  that 
what  Jordanstown  Schools  has  to  offer 
as  a  vital  additional  element  should  not 
be  underestimated. 

Finally,  I  would  make  a  plea  that  we 
avoid  ad  hoc  or  piecemeal  development 


Some  of  the  deaf-blind  residents  of  St 
Joseph's  House,  Stillorgan,  Co  Dublin 
have  written  to  us  about  their  home  life 
there. 

"We  live  in  a  mansion-like  house  with  lawns 
and  walks  in  the  South  of  Dublin,  in  self- 
contained  units  consisting  of  a  bed  sitting 
room  with  kitchenette  facilities  nearby. 
There  is  a  common  dining-room,  a 
television  lounge  and  a  launderette. 

We  come  and  go  as  we  please  provided 
we  are  accompanied  by  a  sighted  person 
when  we  go  outside  the  grounds  since 
most  of  us  are  blind  and  we  cannot  speak. 

Happily  we  have  many  friends  in  the 
local  community;  among  the  students  from 
two  Colleges  and  two  schools  for  Post 
Primary  pupils  nearby,  who  have  enjoyed 
their  challenge  of  mastering  the  deaf-blind 
manual  alphabet  at  our  hands. 

We  have  many  interests,  including 
walking,  going  on  organised  tours,  dancing 
and,  being  fashion  conscious,  we  enjoy 
nothing  more  than  our  days  at  the  sales  - 
bargain  hunting. 

Mr  &  Mrs  Michael  Buckley  are  resident 
in  an  apartment  in  St  Joseph's  House 
where  for  the  past  20  years  they  have  been 
caring  for  us.  Mrs  Frances  O'Grady  a  social 
worker  from  the  National  Council  for  the 
Blind  has  also  been  looking  after  us  for 
many  years.  Mrs  Buckley  and  Mrs  O'Grady 
are  helped  by  voluntary  workers  who  have 
become  real  friends. 

If  we  are  here  for  the  weekend  two 
Dominican  Sisters  who  work  with  the  deaf 
come  and  stay  with  us.  They  bring  us  news 
of  the  deaf  world.  They  interpret  for  us  at 
our  Mass.  They  also  cook  some  delicious 
cakes  and  desserts  for  us." 

Kathleen  O'Connor 
Vincent  O'Connor 
Nancy  Gogarty 


of  services  and  provision  to  meet  the 
special  educational  needs  of  multiply 
handicapped  children  in  Northern 
Ireland.  Resources  and  expertise  may  be 
limited  but  forward  planning  in  a  single 
regional  development  context  can 
maximise  what  is  and  can  be  made 
available.  My  plea  is  primarily  directed  at 


the  Education  and  Library  Boards  who 
bear  the  direct  responsibility,  the 
Department  of  Education  for  Northern 
Ireland  who  control  the  purse  strings  to  a 
very  large  degree,  and  the  Department  of 
Health  and  Social  Services  who  in  the 
final  analysis,  have  the  continuing  care 
of  these  children. 


Mary  Guest 
writes  .... 


Nordic  Training 
on  Usher  Syndrome 


■ 


Every  two  years  the  Nordic  Staff  Training 
Centre  for  Deaf-Blind  Services  holds  a  two- 
week  course  on  Usher  Syndrome.  The 
course  held  this  January  attracted 
professional  personnel  from  a  variety  of 
disciplines;  four  from  Norway,  three  from 
Finland,  four  from  Sweden  and  five  from 
Denmark.  All  the  work  was  done  through 
Scandinavian  languages,  which  meant 
that  the  two  interpreters  worked  long 
hours  simultaneously  interpreting  from 
Swedish  to  Finnish,  Swedish  to  English, 
and  vice  versa.  Sometimes  the  interpretation 
passed  through  three  languages  before  it 
arrived  into  my  headphones  in  English.  The 
end-product  could  be  hilarious. 

Week  One  for  study  and  lectures,  and  in 
Week  Two  the  students  divided  into 
groups  to  produce  a  report  on  their 
particular  interest  (e.g.  mobility).  The 
reports  will  be  published  later  this  year. 

Jes  Kryger,  the  course  organiser, 
invited  several  foreign  speakers.  Marcia 
Powdermaker  is  a  job  placement  consult- 
ant at  the  Helen  Keller  centre  in  Long 
Island,  USA.  Christer  Degsell  is  a  teacher 
of  deaf  children  in  Sweden;  his  article  on 
integrating  children  with  Usher  Syndrome 
into  the  classroom  appeared  in  Talking 
Sense  Autumn  1 986.  Lea  Hyvarinen  is  an 
opthalmologist  from  Finland.  PirrkoVirtanen 
is  the  chair  of  the  Finnish  Deaf-Blind 
Association  and  herself  has  Usher 
Syndrome.  I  represented  the  Usher 
Syndrome  Awareness  and  Education 
Programme  in  this  country. 

I  found  all  the  speakers  challenging.  In 
particular,  perhaps,  Marcia  Powdermaker's 
talk  on  job  placement  may  be  of  interest  to 
readers  of  Talking  Sense.  Here  is  a 
summary  of  it. 

Attitude  to  Job  Placement 

For  the  staff  of  the  Helen  KellerCentre.the 
task  of  finding  work  for  deaf-blind  people  is 
a  challenge  that,  given  the  will,  can  be 
overcome.  The  team  take  note  of  trends  in 
the  job  market  across  the  USA,  and  are 
constantly  on  the  lookout  for  new 
openings,  for  employers  who  are  amenable, 
and  for  States  which  have  a  positive  policy 
towards  achieving  employment.  Finally 
getting  their  clients  into  jobs  involves  a 
lengthy  process  of  assessment,  evaluation, 
training  and  research. 

Motivation 

The  first  thing  to  establish  is  why  the  client 
wants  to  find  a  job,  and  if  indeed  s/he  wants 
to.  Deaf-blind  people  in  the  USA  receive  a 
pension  from  the  government  which  is 
forfeited  if  they  gain  employment. 

Evaluation 

Evaluation  of  the  clients  is  designed  to 
discover  their  full  work  potential.  Medical 
tests  establish  fitness,  as  well  as  any 
unrecognised  affecting  conditions,  such 
as  diabetes.  Full  vision  and  hearing 
assessments  include  assessment  for  low 
vision  aids,  hearing  aids,  and  devices  such 


21 


as  the  TTY  telephone  (similar  to  Vistel  in 
the  UK).  Skills  assessment  includes  a 
range  of  typical  tasks,  such  as  grading, 
sorting  counting,  keyboard  dexterity, 
computer  skills  etc. 

Decision-making 

Allowing  the  client  to  decide  what  type  of 
job  they  want  might  involve  providing 
college  training,  on-the-job  training,  work 
placements  in  different  settings  etc. 
Clients  need  help  in  finding  what  work  is 
available;  how  to  look  up  information; 
where  to  look,  how  to  use  libraries,  how  to 
use  a  job  centre.  During  this  process  the 
client  gains  confidence,  becomes  self- 
reliant  and  learns  how  to  manage  his 
environment  more  successfully,  as  he 
manages  his  travel,  handles  an  interview 
and  organises  an  interpreter. 

Job  Readiness 

The  job  placement  team  examine  a 
number  of  factors  to  decide  when  a  client  is 
ready  to  apply  for  a  job.  Job  readiness 
assessment  includes  looking  at  manual 
dexterity,  stamina,  eye-hand-foot  coord- 
ination, client's  response  to  change,  speed 
of  learning,  communicational  skills.  Ability 
to  cooperate,  to  supervise  and  to  take 
orders  are  also  assessed.  Not  surprisingly, 
a  person  considered  most  likely  to  get  a  job 
is  emotionally  stable,  has  some  usable 
vision,  good  mobility  skills,  underwent 
gradual  rather  than  sudden  loss  of  vision, 
and  has  a  stable  home  life.  Some  training 
may  be  necessary  to  reach  this  stage,  and 
training  in  braille,  mobility,  communication 
or  other  skills  is  provided  by  specialists. 

Marketing 

The  process  of  'selling'  or  'marketing'  the 
client  is  seen  as  very  important,  and  is 
approached  very  thoroughly.  Clients  are 
given  help  in  preparing  and  checking 
letters  of  application,  handling  an  inter- 
view and  following  up  after.  At  the  same 
time  the  team  travel  across  the  USA 
searching  for  available  jobs,  determining 
what  employers  are  looking  for,  and 
establishing  what  modifications  might 
need  to  be  made  to  employ  a  deaf-blind 
person.  Often  explaining  how  simple  and 
cheap  modifications  can  make  a  difference 
help  to  persuade  employers  of  the 
possibilities  of  employing  a  deaf-blind 
person. 

Starting  Work 

When  a  client  starts  work,  the  work  of  the 
team  is  not  over.  Some  may  remain  to  help 
train  the  client  in  the  work-place,  to 
interpret,  to  help  with  braille  transcription 
or  to  give  mobility  training.  Follow-up 
evaluation  is  also  vital,  to  monitor  progress, 
to  see  if  any  avoidable  problems  have 
arisen,  to  determine  whether  the  client  is 
now  seeking  promotion  or  a  change  of  job, 
and  to  determine  whether  the  long  efforts 
of  the  Helen  Keller  Job  Placement  team 
have  achieved  all  they  have  set  out  to  do. 


Scottish  Report 


We  were  all  just  getting  back  to  normal 
after  the  Christmas/New  Year  break  when 
the  world,  as  we  knew  it,  stopped.  For 
almost  a  whole  week  the  snow  closed 
roads,  shops  and  offices,  stranded  trains, 
buses  and  cars,  but  Sense-in-Scotland 
stood  firm  against  the  elements  and 
continued  with  business  as  usual.  Which 
was  really  just  as  well  because  there  is  a  lot 
to  do. 

We  have  all  been  busy  organising 
speakers  and  exhibitors  for  our  conference 
this  coming  July  in  Glasgow  and  we  are 
very  pleased  with  the  response  we  have 
had  so  far.  Holiday  preparations  have  also 
kept  us  busy  and  we  hopethatthethreewe 
have  planned  go  well  -  we  eagerly  await 
bookings. 

Overbridge  House,  the  joint  Quarrier's/- 
Sense-in-Scotland  project  which  will 
provide  residential  care  and  education  for 
twelve  young  people  with  dual  sensory 
impairments,  looks  like  being  ready  to  take 
its  first  students  this  spring.  Preparations 
for  this  have  kept  Geoff  Aplin  and  Gillian 
Morbey  constantly  busy  and  we  all  look 
forward  to  welcoming  Karen  Tait,  Depute 
Officer  for  Overbridge,  to  Glasgow  in  early 
February. 

There  has  also  been  time  to  look  ahead 
and  make  plans  for  further  development. 
We  are  considering  very  carefully  ways  of 
increasing  awareness  of  rubella,  its 
prevention  and  the  nature  of  deaf- 
blindness  itself,  within  Scotland.  We 
continue  to  work  towards  enhancing 
specialist  services  given  to  pre-school 
children  and  their  families  and  to  this  end 
we  are  discussing  with  a  number  of  people 
how  this  might  be  done. 

We  are  also  looking  very  closely  at  the 
need  for  developing  further  parent/family 
group  branches  in  Scotland  and  we  will  be 
holding  informal  meetings  to  discuss  this 
soon.  We  hope  that  as  many  of  our  Scottish 
parents  as  possible  will  be  able  to  come 
along  to  these  meetings.  We  need  to  hear 
your  views. 

I  have  been  in  post  now  for  nearly  four 
months  and  have  met  many  people  who 
are  involved  with  Sense  in  someway.  I  look 
forward  to  meeting  many  more  of  you  in  the 
not  too  distant  future.  In  the  meantime, 
best  wishes  to  everyone  for  the  coming 
year  from  all  at  Sense-in-Scotland. 

Joyce  Wilson 
Development  Officer 


From  the  Shop 

Underthe  guidance  of  Pauline  Nelson  and 
her  band  of  volunteers,  our  charity  shop 
continues  to  grow  from  strength  to 
strength.  Donations  of  good  quality 
clothing  and  bric-a-brac  (no  rare  antiques 
but  we  keep  hoping!)  are  handed  in 
regularly.  Luckily,  we  also  have  regular 
customers  who  help  to  keep  the  stock 
moving  and  the  funds  coming  in. 

The  shop  is  often  the  first  contact  that 

many  people  have  with  the  organisation 

and  as  such  it  is  building  a  solid  reputation 

■■.-.  ■-.    /.  .■■.'-.  of    r  formation  as  /veil  38  the 

oargain. 

It  is  rumoured  that  the  shop  is  soon  to 

,.<;'.'  of  h  /ideo  to  be  made  by  the 

if  teer   Centre    in    Glasgow.   We   will 

report  on  the  progress  of  the  aspiring  stars 

in  the  next  Talking  Sense 


Dates  for  your  Diary 


Scottish  Conference 

July  10/11/12,  Wolfson  Hall,  West  of 
Scotland  Science  Park,  Glasgow.  Those  of 
you  who  came  to  our  first  Scottish 
conference  in  1 985  (and  those  of  you  who 
didn't)  will  not  want  to  miss  this  one.  The 
setting  is  splendid;  the  rooms  are 
comfortable  and,  you  never  know,  the  sun 
might  shine.  The  conference  itself 
promises  to  be  full  of  lively  discussion  and, 
no  doubt,  debate. 

We  are  pleased  to  be  welcoming  Kurt 
Vinterhoj,  the  renowned  specialist  in 
services  for  deaf-blind  adults,  who  will 
speak  about  his  work  in  Denmark.  We  are 
also  very  pleased  to  say  that  Tom  Clarke 
MP,  champion  of  the  Disabled  Person's  Act 
(1 986)  will  be  giving  us  some  of  his  time  to 
chart  the  progress  of  the  Act's  implement- 
ation and  its  effect,  if  any,  on  services  for 
disabled  people. 

In  support  we  will  have  ourown  Norman 
Brown  on  relationships  between  parents 
and  professionals,  Dr  Geoff  Aplin  on  the 
Overbridge  Project,  Sister  Ailish  Massey 
on  education.  Jeanette  Montague(a  music 
therapist)  on  music  therapy  and  we  hope  to 
have  a  talk  on  behaviour  management. 

There  will  be  plenty  of  social  activities 
on  offer,  creches  and  outings  will  be 
arranged  for  all  children  and  we  hope  to 
have  an  extensive  market  place  for 
everyone  to  try  out  new  equipment. 


We  look  forward  to  welcoming  some 
old,  and  new,  faces.  There  is  a  draft 
programme  and  tear-off  slip  enclosed  with 
this  issue  of  Talking  Sense.  If  you  are 
interested  in  coming  along,  please  return 
this  slip  to  us  and  we  will  send  on  further 
information  when  arrangements  are  finalised. 

oooOooo 

Scottish  Holiday  Dates 

If  you  wish  to  book  a  place  on  one  of  these 
holidays,  or  if  you  have  any  spare  time  to 
help  out,  please  return  the  booking  form 
enclosed  with  this  issue. 

3-5  July  1987 

A  weekend  holiday  at  Quarrier's  Cottage  in 
Bridge  of  Weir  for  pre-school  children. 

18-25  July  1987 

Venue  still  to  be  confirmed.  Primarily  for 
deaf-blind  young  people  between  the  ages 
of  1 6  and  25  years,  but  also  some  spaces 
available  foryounger,  school-age  children. 

24  -  28  August  1987  (provisional  date) 
At  Quarrier's  Cottage  in  Bridge  of  Weir. 
Primarily  for  Scottish  youngsters  attending 
schools  in  England,  but  applications  open 
to  others  for  whom  the  dates  are 
convenient. 


Fund  Raising 

On  a  cold,  wet  Sunday  morning  last  October, 
fourteen  men  and  women  threw  off  the 
shackles  of  controlling  Strathclyde  Police 
patrol  cars  and  took  to  the  streets  of 
Glasgow  and  eventually  Edinburgh,  to 
raise  funds  for  Sense-in-Scotland.  Given 
their  marching  orders  by  TV  cop  Mark 
"Taggart"  McManus,  the  group  jogged,  ran 
and  crawled  their  way,  in  relays,  all  fifty  odd 
miles  between  the  two  cities.  A  great  time 
was  had  by  all,  we  are  told,  and  Sense-in- 
Scotland  benefited  by  the  magnificent 
sum  of  £1 271 .  It  was  a  wonderful  effort  on 
our  behalf  and  our  thanks  are  due  to  the 
team  from  Strathclyde  Police  Force 
Control  Group  3,  and  to  all  those  who 
sponsored  them. 


While  some  run,  others  walk.  Members 
of  the  Lion  of  the  North  Society  have 
recently  gone  on  the  roads  in  and  around 
Glasgow  and  Edinburgh  with  every 
intention  of  taking  the  last  penny  from 
anyone  who  comes  by- all  in  good  humour, 
of  course.  The  Society  re-enacts  old 
Scottish  battles  in  authentic  seventeenth 
century  Scottish  battle  dress.  It  is  in  this 
battle  dress  that  they  are  seen  to  roam, 
spreading  the  word  about  Sense-in- 
Scotland  and  raising  sizeablesumsforus. 
They  were  last  seen  clutching  sponsor 
forms  heading  for  Perth.  We  will  keep  you 
posted. 

Many  other  people  have  generously 
donated  money  to  Sense-in-Scotland 
and  to  those  we  add  a  heartfelt  thanks. 
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News  from  the  Regions 


I  have  to  be  a  little  selective  at  this  time  of 
year,  as  some  of  our  Branches  have  great 
things  to  report  while  others  were  almost 
literally  frozen  out. 

Sense-Avon  certainly  were  not  frozen 
on  12  December  when  I  was  in  Bristol  to 
share  their  Toy  Library  party.  With  music 
and  song  and  Father  Christmas  himself 
arriving,  we  had  an  enjoyable  time  with  the 
children. 

The  Sense-Avon  Toy  Library  is  going 
from  strength  to  strength,  thanks  to  the 
kindly  eye  cast  upon  it  by  the  Education 


David  and  Jonathan  Rudman  enjoy  the  Toy 
Library 


Department  which  allows  the  use  of  rooms, 
and  the  commitment  of  Sally  Silverman 
whose  brainchild  it  is.  In  fact,  so  great  is  the 
success  that  I  was  back  in  Bristol  on  20 
January  so  that  we  could  all  put  our  heads 
together  to  plan  the  most  effective  way  of 
consolidating  success  while  expanding 
activities. 

The  Toy  Library  not  only  provides  a  wide 
range  of  stimulating  games  and  equipment, 
it  also  means  there  is  a  regular  meeting  of 
parents.  Naturally  arising  from  this  is  the 
gradual  build-up  of  an  information  and 
stimulation  resource  for  those  parents,  of 
value  to  any  family  where  sensory 
deprivation  plays  a  part. 

It  was  therefore  decided  that,  under  the 
umbrella  of  Sense-Avon,  the  Toy  Library 
should  take  the  next  and  natural  step  to 
become  the  Sense-Avon  Parents' 
Resource,  able  to  respond  to  the  wider 
need  and  to  build  on  the  growing  support 
clearly  present.  They  have  had  a  good 
response  from  their  HTV  Appeal  and 
Rotoract  North  West  have  already  given 
over  £500  and  are  still  at  work.  It  was  good 
to  have  them  also  involved  in  the  meeting. 


After  the  careful  consideration  of  all 
relevant  factors  came  the  celebrations  and 
plans,  a  really  good  evening.  So,  welcome 
to  the  Sense-Avon  Parents'  Resource. 
Long  may  it  flourish.  I  think  their  first 
publication  is  going  to  be  an  illustrated 
catalogue.  Maybe  we'll  give  you  snippets 
in  later  editions. 

Things  look  promising  in  North  East 
Essex  as  well.  The  Health  Authority  seems 
to  be  moving  carefully  and  successfully 
towards  community  placements,  which  is 
due  to  the  success  of  Braiswick  Lodge, 
where  the  dramatic  advances  made  by 
some  of  the  residents  have  brought  the 
decision  that  really  they  should  move  on  to 
more  independent  settings  and  that 
Braiswick  itself  should  play  a  training  role 
for  many  more  rather  than  being,  as  was 
first  considered,  a  long-term  placement 
itself. 

This  will  inevitably  lead  to  a  gradual 
expansion  of  Sense-Colchester  into 
other  community  settings  as  well,  for  you 
cannot  imagine  one  of  our  Branches 
letting  go  of  one  of  our  children,  can  you? 
And  I  use  "children"  in  the  widest  sense.  In 
fact  I  confidently  expect  us  to  gather  more. 

Mary  Camilleri  had  had  to  let  the  Branch 
Secretary's  job  go  but  we  have  been 
fortunate  enough  to  have  Brendan  Giblin 
step  into  hershoes-nottheoneswith  high 
heels!  Brendan  is  on  the  staff  of  Braiswick 
Lodge  and  has  long  been  a  friend  of  ours, 
so  we  can  say  thank  you  to  Mary  and 
welcome  to  Brendan  with  the  feeling  that 
all  is  still  full  of  promise  in  Colchester .  .  . 

.  .  .  And  in  Clacton,  where  Branch 
Chairman  and  Branch  Treasurer,  Sid  Hall 
and  Ernie  Cantle,  stood  in  the  freezing  cold 
outside  Gateway  Foodstores  one  day  and 
collected  ninety-two  pounds!  I  think  their 
shivering  helped  rattle  the  collecting 
boxes. 

Our  Sense-Midlands  Branch  collected 
the  ice  this  year.  After  a  very  successful 
Open  Day  at  Edgbaston  which  they  hosted 
along  with  John  Hatton  and  his  staff, 
attracting  over  seventy  people,  and  an 
equally  successful  follow-up  meeting 
which  sorted  out  committee  and  plans, 
they  were  looking  forward  to  the  first 
'event',  a  party  on  17  January. 

You  remember  January,  don't  you? 
Having  waited  for  the  thaw  which  did  not 
come  in  time,  frantic  phone  calls  crossed 
the   Midlands   regretfully  calling  off  the 


party,  Ian  Beattie  having  worked  out  on  the 
off  ice  computer  that  the  number  of  families 
stranded  in  the  attempt  to  get  there,  plus 
the  number  of  families  stranded  in  the 
attempt  to  get  home  afterwards,  equalled 
all  the  Committee  members  in  snow 
ploughs  for  twenty-six  hours  times  five 
frozen  nappies  and  twelve  temper 
tantrums,  the  last  being  all  parents.  But 
there  is  still  a  whole  year  left. 

Sense-North  West  did  get  its  party  in, 
and  on  a  gloriously  sunny  day,  but  let 
Margery  Harrison  tell  you  about  their 
activities:  "Our  fundraising  activities 
continue  to  prosper  and  recently  we  have 
benefited  quite  enormously  from  our 
friends  in  Radcliffe  and  Whitefield." 

"On  November  30  we  were  invited  by 
the  Radcliffe  and  Whitefield  Lions  Club  to 
their  annual  presentation  evening  at  the 
Longfield  Suite,  Prestwich,  where  we  were 
presented  with  a  cheque  for  over  £1 1 00.  It 
was  a  lovely  evening  and  we  are  extremely 
grateful  to  the  Lions  Club  members,  and 
also  to  the  Intoxicated  Brass  and  the  Merry 
Mayers,  who  all  worked  very  hard  to  raise 
the  money. 

"We  received  a  similar  amount  of 
money  on  20  December,  when  the 
Radcliffe  CB  Radio  Club  invited  us  to  join 
them  at  their  social  evening.  This  money 
was  raised  by  members  who  went  on  a 
sponsored  walk  to  Scarborough  during  the 
summer,  as  well  as  doing  an  auction  over 
the  CB  radio,  collecting  scrap  metal, 
running  raffles  and  much  more.  Again  we 
are  deeply  indebted  to  these  wonderful 
people,  and  as  a  result  we  are  well  on  the 
way  to  purchasing  a  holiday  caravan  in  the 
Lake  District  for  our  members. 

"On  3  January  we  were  again  fortunate 
enough  to  be  able  to  hold  our  party  at  the 
Sunshine  House  School,  Southport,  by 
kind  permission  of  Helen  Townend.  A  good 
time  was  had  by  all,  when  once  again  we 


continued  on  page  24 


Friends  of  Sense-North  presented  their 
generous  cheques 
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continued  from  page  23 

were  presented  with  more  cheques  from 
our  friends  from  Radcliffe  and  Whitefield, 
and  we  in  turn  were  able  to  give  them 
Certificates  of  Appreciation,  kindly  pres- 
ented on  our  behalf  by  Norman  Brown." 

Our  two  London  Branches  have  found 
their  fortunes  different.  Sense-London 
North  East  had  a  great  party  at  Whitefield 
School,  are  looking  forward  to  a  Flower 
Power  Dance  and  have  booked  a  stall  and 
a  float  for  the  Walthamstow  Carnival.  Some 
of  the  parents  and  children  were  also  able 
to  share  in  a  royal  occasion  when  Princess 
Diana  opened  the  new  Deaf-Visually 
Handicapped  Unit  at  Whitefield  School  in 
January. 

Sense-London  West  on  the  other  hand 
had  to  cancel  their  party  -  but  found  that 
friends  quite  outside  the  Branch,  colleagues 
of  Val  Waite's  in  Milton  Keynes,  not  only 
laid  on  a  social  evening  on  their  behalf  but 
also  handed  over  a  considerable  sum  at 
the  end  of  it.  Strange  how  things  work  out. 

Much  of  what  is  happening  in  Northern 
Ireland  is  written  elsewhere  in  Talking 
Sense,  but  I  must  say  how  delightful  it  is  to 
see  the  Branch  so  effective.  Sense- 
Northern  Ireland  has  not  only  been  a 
catalyst  and  collaborator,  it  has  also 
brought  new  families  and  children  into 
contact  with  our  Family  Advisory  Service, 
and  many  of  us  can  remember  the  relief  of 
first  finding  someone  who  could  understand 
and  help  when  we  were  feeling  utterly 
bereft. 

I  shall  leave  Gill  and  Joyce  to  tell  of 
Scotland  but  with  the  very  strong  note  that 
it  is  now  so  long  since  I  visited  them  all  that 
I  am  definitely  pining  and  if  I  am  not  invited 
shortly  I  shall  simply  invade.  Actually  that  is 
unfair;  Gill  always  writes,  "Wish  you  were 
here",  on  her  postcards  of  the  dungeons  of 
Edinburgh  Castle. 

Sense-South  Wales  had  the  encourag- 
ing experience  of  arranging  in  Cardiff,  far 
from  their  usual  haunts,  a  meeting  which 
turned  out  most  successfully.  It  is  always  a 
little  worrying  moving  into  untried  territory, 
but  the  Branch  had  done  its  preparation 
well,  building  on  the  contacts  made  by 
members  in  Cardiff  who  had  previously  felt 
somewhat  out  of  things  as  far  as  meetings 
were  concerned.  I  think  that  from  now  on  a 
Cardiff  meeting  will  be  permanently  on  the 
Branch  calendar. 

In  Sense-South  West  the  main  topic 
for  the  committee  is  still  the  projected 
group  home.  Fundraising  continues  un- 
abated and  they  have  produced  present- 
ation material  and  carefully  worked-out 
financial  projections  to  prove  viability. 
They  are  now  deep  into  the  staff  and  client 
plans,  with  welfare,  motivation,  training 
and  occupation  being  chewed  over 
constantly.  Luckily,  having  the  Exeter 
School  with  its  expertise  so  close,  and 
Poolemead  not  too  far  away,  they  have 
ready  access  to  extra  heads,  for  it  is  no 
easy  task  to  get  things  right,  especially 
when  desire  and  need  spur  you  towards 
swift  action. 

Whom  have  I  left  out?  My  friends  in  the 
Eastern  Region  -  not  because  they  are 
doing  nothing  but  because  they  hogged 
the  limelight  last  time.  That  Bruce  Royle 
and  his  motherl  Photographs  everywhere! 
Lovely,  isn't  it?  Actually  they  haven't  had 
their  meeting  yet  but,  yes,  I  still  remember 
the  snow. 

A  happy  springtime  to  you  all.  Keep  in 
touch. 

Norman  Brown 


Singing  "The  Little  Drummer  Boy"  at  Sense-Avon's  Christmas  Party 


The  Bear  with  a  Balloon 


The  little  bear  who  sits  balloon  in  hand  is 
the  logo  of  Contact  a  Family,  a  national 
Charity  which,  for  nearly  twelve  years,  has 
been  working  with  families  who  have  a 
child  with  special  needs.  Using  the 
principle  that  'a  problem  shared  is  a 
problem  halved',  their  aim  is  to  help  such 
families  help  themselves  by  sharing  their 
problems,  insights  and  experiences. 

Realizing  that  the  chances  of  families 
with  exactly  similar  heeds  living  close  to 
one  another  is  small,  Contact  a  Family 
worktowards  multi-need  groups  in  orderto 
have  enough  people  meeting  locally  to 
make  a  self-help  group  possible.  This  does 
not  remove  the  need  for  specialist 
organisations  and  branches  such  as  ours 
but  does  allow  certain  common  problems 
to  be  shared  and  overcome  in  circum- 
stances where  families  would  otherwise 
feel  completely  alone. 

Contact  a  Family  maintain  11  such 
groups  themselves  and  provide  back-up 
for  300  other  self-help  groups  all  over  the 
country. 

One  of  their  main  aims  is  to  put 
individual  families  -  often  with  children 
who  have  rare  handicapsorsyndromes-in 
touch  with  others  in  a  similarsituation.  It  is 
easy  to  see  how  much  in  harmony  Sense  is 
with  much  of  their  work  and  how  easily  I 
was  attracted  onto  a  working  party  to  see 
how  it  could  be  extended. 

At  the  moment  Contact  a  Family  are  in 
touch  with  17,000  families,  but  estimate 
that  there  are  over  200,000  families  with  a 
handicapped  child,  many  of  whom  may  not 
yet  know  there  is  an  appropriate 
organisation  for  their  help,  another  family 
to  share  experiences  with  or  a  local  group 
of  contacts. 

For  thisreason  it  is  planned  to  give  the 
bear  a  telephone  as  well  as  a  balloon  to 
hold,  for  Contact  a  Family  are  starting  to 
establish  a  first-call  telephone  service 
which  will  seek  to  put  families  facing  a 
problem  into  contact  with  other  families, 
local  groups,  specialist  organisations,  or 
essential  information. 

The  plan  is  to  spread  this  service 
nationwide  but  such  a  scheme  must  be 
built  slowly,  so  Contact  Line  will  spread 
from  region  to  region  as  the  information  is 
amassed,  the  contacts  are  prepared  and 
all  is  ready. 
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Contact  Line  will  not  be  a  counselling 
service  or  a  crisis  line,  although  the 
operators  will  be  trained  and  many  will  be 
parents;  it  will  seekto  make  the  contacts  or 
introductions  which  will  allow  the  caller's 
needs  to  be  met  most  effectively.  For 
instance,  the  mother  of  a  deaf-blind  child 
would  be  put  in  touch  with  us  and  our 
Family  Advisory  Service  as  Contact  a 
Family  already  does,  but  in  addition  could 
be  introduced  to  a  local  self-help  group 
with  a  mixture  of  families  who  could 
answer  other  needs,  especially  in  areas 
where  we  have  no  branches. 

Contact  Line  will  open  in  the  TVS 
television  area  in  the  Spring  and  in  Anglia 
and  Central  later  in  the  year.  We  wish  the 
enterprise  every  success,  for  it  will 
undoubtedly  help  us  reach  those  we  can 
help,  and  is  yet  another  move  towards  the 
co-operation  on  which  we  thrive. 

Remember,  Contact  Line  is  not  yet  in 
operation,  but  if  you  would  like  further 
details  or  to  know  more  of  Contact  a 
Family,  the  address  is  16  Strutton 
Ground,  Victoria,  London  SW1  P  2HP. 


Disability  -  Meeting  the  Costs 


Twelve  years  ago,  a  group  of  organisations  of  and  for  people  with  disabilities 

came  together  to  campaign  for  a  system  of  welfare  benefits  which  would  remove 

disabled  people  from  poverty.  This  group  became  the  Disability  Alliance. 

Today  the  Disability  Alliance  is  still  pursuing  that  same  campaign,  and  in  the 

Spring  will  be  launching  its  proposals  for  a  Comprehensive  Disability  Income 

Scheme,  which  it  hopes  will  be  accepted  by  all  political  parties.  Sense  has  been 

closely  involved  in  drafting  these  proposals,  and  lends  its  full  support  to  the 

campaign. 


Time  for  Radical  Change 

For  the  past  two  years,  organisations  of 
and  for  people  with  disabilities  have  been 
defending  the  existing  social  security  system 
against  the  attacks  of  the  'Fowler  Reviews' 
and  the  Government's  'Reform  of  Social 
Security'.  Much  time  and  effort  has  been 
spent  arguing  that  the  Government's  pro- 
posals will  lead  to  considerable  hardship 
for  people  with  disabilities  -  particularly 
those  whose  disabilites  are  more  severe. 

Defending  the  Indefensible 

This  defence  of  the  existing  system  has  not 
come  from  a  belief  that  the  system  iseither 
adequate  or  fair.  It  is  simply  that  the  Govern- 
ment's proposals  are  worse!  At  the  moment, 
the  system  of  supplementary  benefit  ad- 
ditional weekly  payments  for  items  such  as 
heating,  diet,  clothing,  laundry,  and  dom- 
estic assistance,  allows  some  degree  of 
flexibility  and  response  to  individual  need. 
The  Government  intends  to  remove  this  in 
April  1988  by  replacing  supplementary 
benefit  with  a  new  'Income  Support',  based 
on  inadequate  flat  rate  premiums  for  certain 
groups  of  people,  including  those  defined 
as  'sick  or  disabled'. 

Along  with  cuts  in  housing  benefit, 
maternity  benefits,  and  the  state  earnings 
related  pension  scheme  (SERPS),  the  abol- 
ition of  supplementary  benefit  and  its  various 
weekly  additions  will  intensify  the  poverty 
and  hardship  already  experienced  by  a 
very  large  number  of  people  with  disabilities. 

The  Need  to  Fight  Back 

Although  the  Social  Security  Act  1 986  gave 
the  Government  the  power  to  introduce  all 
its  proposals,  it  is  still  essential  that  they 
are  resisted  as  vigourously  as  possible. 
This  is  because  most  of  the  proposals  will 
not  be  implemented  until  April  1988. 

Even  more  important  -  in  what  will  al- 
most certainly  be  an  election  year-  is  that 
attention  should  be  given  to  developing 
acceptable  and  adequate  alternatives  to 
the  existing  system.  We  have  been  defend- 
ing a  system  which  we  do  not  believe  in:  it 
is  time  now  to  present  the  alternative. 

This  is  precisely  what  the  Disability 
Alliance  has  been  doing  over  the  past 
year.  Alongside  our  campaigning  against 
the  Social  Security  Bill,  we  have  been 
revising  and  updating  our  proposals  for  a 
comprehensive  disability  income  scheme 
for  all  people  with  disabilities. 

United  in  Fury 

The  Disability  Alliance  was  set  up  in  1 974 
in  response  to  a  Government  White  Paper 
on  "Social  Security  Provision  forChronically 
Sick  and  Disabled  People".  This  White 
Paper  came  after  a  decade  of  pressure  - 
following  the  formation  of  the  Disablement 
Income  Group  -  for  an  income  scheme 
designed  to  meet  the  problems  of  poverty 
and  inadequate  incomes  faced  by  many 
people  with  disabilities  in  the  UK. 


Ian  McMaster  is  research  worker  for 

the  Disability  Alliance.  Here  he 

outlines  the  case  for  reforming  the 

present  unfair  system  of  welfare 

benefits  for  people  with  disabilities. 

The  1974  White  Paper  announced  a 
package  of  measures  costing  just  £23m 
per  year.  At  the  time  this  was  equivalent  to 
just  34p  per  disabled  person  per  week. 
Organisations  of  and  for  people  with  dis- 
abilities were  "united  in  fury"  at  the  poverty 
of  this  package  and  the  Disability  Alliance 
was  formed.  Originally  the  Alliance  had  30 
member  organisations.  It  now  has  over  90, 
including  Sense. 

In  1975  the  Disability  Alliance  set  out 
the  case  for  a  comprehensive  disability 
income  scheme  for  people  with  disabilities. 
This  policy  statement  -  "Poverty  and  Dis- 
ability" -  identified  the  three  principal  fin- 
ancial problems  faced  by  people  with  dis- 
abilities as: 

•  poverty 

•  lower  incomes  generally  than   non- 
disabled  people 

•  the  inequitable  treatment  of  different 
groups  of  people  with  disabilities. 
The  Alliance  argued  that  all  people  with 

disabilities  should  have  a  right  to  income 
on  equal  terms.  No  distinction  should  be 
made  on  the  basis  of  the  cause  or  type  of 
disability  -  i.e.  whether  it  is  a  mental  or 
physical  disability,  congenital  or  acquired, 
or  whether  is  arises  from  an  accident  at 
home,  at  work,  or  whilst  on  war  service. 
Instead,  we  argued  that  there  should  be  a 
benefit  which  varies  only  with  the  severity 
of  the  person's  disability.  This  would  help 
to  overcome  the  various  costs  and  restric- 
tions which  the  disability  places  on  the 
person's  lifestyle.  On  top  of  this,  we  argued 
that  people  with  disabilities  who  could  not 
work  should  receive  an  adequate  'income 
maintenance'  benefit  which  meant  that  they 
did  not  have  to  rely  on  means-tested  bene- 
fits, such  as  supplementary  benefit. 

Commitments  .  .  .  but  little 
progress 

Over  the  past  decade,  all  the  major  political 
parties  have  accepted  the  case  for  a  comp- 
rehensive disability  income  scheme.  But 
there  has  been  little  progress  in  practice. 
Instead,  there  has  been  a  series  of  piece- 
meal changes,  such  as  the  introduction  of 
mobility  allowance  and  non-contributory 
invalidity  pension  (now  severe  disablement 
allowance).  Although  some  of  these  changes 
have  been  beneficial,  they  have  not  re- 
moved the  longstanding  anomalies  in  pro- 
vision for  people  with  disabilities. 

Indeed,  in  recent  years,  a  number  of 
vital  benefits  -  such  as  sickness  and  in- 
validity benefit  -  have  been  cut.  In  other 
areas  -  including  attendance  allowance, 
mobility  allowance  and  severe  disablement 
allowance  -  new  anomalies  have  been 
created. 


A  Comprehensive  Scheme 

The  Disability  Alliance  has  now  updated 
and  revised  its  proposals  for  a  compre- 
hensive disability  income  scheme,  following 
extensive  consultation  with  its  member 
organisations.  The  Alliance  is  calling  for 
the  introduction  of  a  scheme  consisting  of: 

•  A  disablement  allowance  payable  to 
all  people  with  disabilities,  regardless  of 
whether  they  are  working  or  not.  The  allow- 
ance would  be  paid  at  one  of  five  rates, 
varying  with  the  severity  of  disability. 

•  A  disablement  pension  payable  to  all 
people  who  are  unable  to  work  because  of 
their  disability.  A  reduced  pension  would 
be  payable  to  people  who  are  partially 
capable  of  work. 

•  Provision  of  adequate  benefits  for 
carers  of  people  with  disabilites. 

This  scheme  would  replace  the  existing 
inadequate  and  discriminatory  system  of 
benefits.  All  parts  of  the  scheme  would  be 
non  means-tested  and  non-contributory.  In 
addition,  thedisablementallowancewould 
be  disregarded  for  the  purposes  of  calcul- 
ating entitlement  to  means-tested  benefits. 

The  comprehensive  nature  of  the  scheme 
means  that  it  would  meet  the  needs  of 
people  with  disabilities  who  are  "currently 
excluded  altogether  from  benefits  or  who 
are  treated  inequitably  by  the  existing  sys- 
tem. These  groups  include  elderly  people 
with  disabilities,  children  with  disabilities, 
married  women,  people  with  mental  hand- 
icaps, people  with  chronic  mental  illness, 
people  with  visual  and  communication  hand- 
icaps, and  people  with  a  variety  of  specific 
disabilities  such  as  epilepsy,  multiple 
sclerosis  and  diabetes. 

Time  for  Action 

The  expenditure  necessary  for  such  a 
scheme  will  undoubtedly  be  considerable. 
But  various  surveys  of  public  opinion  have 
shown  that  people  support  such  a  scheme, 
even  if  it  means  higher  taxes. 

The  Disability  Alliance  will  be  publishing 
its  revised  policy  document  in  the  near 
future,  and  will  be  launching  a  major  cam- 
paign to  put  the  case  for  a  comprehensive 
disability  income  scheme  back  on  the  public 
and  political  agendas.  The  Disability  Alliance 
believes  that  it  is  time  for  20  years  of 
political  commitment  to  be  put  into  practice, 
to  ensure  that  the  needs  of  people  with 
disabilities  are  adequately  met.  The  country 
can  afford  a  comprehensive  disability  in- 
come scheme,  and  people  with  disabilities 
cannot  afford  to  wait  any  longer. 


Copies  of  a  summary  of  the  document,  a 
number  of  fact  sheets  about  poverty  and 
disability,  and  information  about  the  camp- 
aigning activities  can  be  obtained  from  the 
Disability  Alliance,  25  Denmark  Street, 
London  WC2H  8NJ.  Orders  tor  the  full 
policy  document  (price  not  yet  fixed)  should 
also  be  sent  to  the  same  address. 
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Mobility  Allowance 

What  Do  the  Doctors  Look  For? 


Some  deaf-blind  claimants  successfully 
claim  mobility  allowance.  Some  are  turned 
down.  Regular  readers  of  Talking  Sense 
will  know  that  Sense  has  been  campaigning 
for  a  long  time  now  to  ensure  that  more 
deaf-blind  children  and  adults  are  able  to 
receive  Mobility  Allowance.  In  January  1 987 
the  DHSS  published  new  guidelines  for 
medical  practitioners  to  help  doctors  in 
their  assessments. 

What  is  Mobility  Allowance? 

Mobility  Allowance  is  a  benefit,  currently 
paid  at  £21 .65  per  week.  It  is  available  for 
people  who  are  'unable  or  virtually  unable 
to  walk'  out  of  doors.  Claimants  have  to  be 
over  the  age  of  5  and  under  65  years  old 
when  they  apply. 

How  Do  I  Qualify? 

To  qualify,  you  have  to  satisfy  the  medical 
authorities  that: 

•  you  are  unable  to  walk 
or 

your  ability  to  walk  outdoors  is  so  limited, 
as  regards: 

-  the  distance  over  which,  or 

-  the  speed  at  which,  or 

-  the  length  of  time  for  which,  or 

-  the  manner  in  which 

you  can  make  progress  without  severe 
discomfort  that  you  are  vitually  unable  to 
walk 
or 

the  exertion  required  to  walk  would  con- 
stitute a  danger  to  your  life  or  would  be 
likely  to  lead  to  a  serious  deterioration  in 
your  health. 

•  your  condition  must  be  likely  to  last  for 
at  least  12  months,  and 

•  you  must  be  able  to  'benefit'  from 
receiving  Mobility  Allowance  (i.e.  if  you  are 
in  a  permanent  coma  you  would  not  be 
eligible). 

How  Do  the  Doctors  Decide? 

They  don't. 

When  you  apply  for  Mobility  Allowance, 
arrangements  will  be  made  for  a  doctor  to 
see  you  either  in  your  home  or  at  the 
doctor's  surgery.  This  will  not  normally  be 
your  family  doctor  -  only  certain  doctors 
are  designated  as  Examining  Medical  Prac- 
titioners. The  doctors  complete  a  report 
form  and  send  it  in  to  someone  else  who 
adjudicates.  Usually,  though,  the  doctor's 
judgement  is  followed. 

What  Does  the  Doctor  Look 
For? 

Doctors  are  issued  with  a  booklet,  'Notes 
for  Medical  Practitioners',  to  help  them 
decide  if  you  are  eligible.  There  are  a 
number  of  things  they  have  to  consider  - 
we  have  selected  a  few  examples  from  the 
new  guidance  notes  which  have  just  been 
published. 

Outdoor  Test 

'17  In  considering  walking  capacity  'out 
of  doors',  no  account  should  be  taken  of 
the  terrain  where  the  claimant  lives ...  it  is 

-  -/  -.tended  to  exclude,  however,  those 
claimants  who  can  walk  to  some  degree 
indoors  but  who  have  a  restricted  capacity 


Trying  to  claim  for  mobility  allowance 

can  be  like  nailing  a  jelly  to  the 

ceiling.  Paul  Ennals,  Sense's  Head  of 

Welfare  Services,  explains  how 

recently  published  guidelines  may 

help  in  claiming. 


out  of  doors,  because,  for  example,  of 
liability  to  fall  on  uneven  pavements  or  the 
need  for  a  helping  hand  because  of  in- 
stability, etc. 

You  may  be  able  to  relate  the  results  of 
indoor  tests  to  outdoor  walking  ability  but  if 
the  claimant  indicates  that  he  has  greater 
difficulties  out  of  doors  it  may  be  advisable 
to  attempt  an  outdoor  test.  Otherwise  he 
may  feel  aggrieved  and  think  that  his  walking 
problems  have  not  been  fully  considered." 

Deaf-blind  claimants  should  always  in- 
sist on  an  outdoor  test.  The  terrain  is 
more  difficult,  visual  clues  are  less  and 
distractions  more,  communication  is 
much  harder,  the  need  for  support 
greater. 


Invalid  Care  Allowance 
-  Deadline  Extended 

If  you  are  a  married  woman  caring  fora 
disabled  person  you  can  still  claim  fora 
backdated  payment  of  Invalid  Care 
Allowance.  The  Government  has  ex- 
tended the  deadline  for  making  back- 
dated claims  to  August  1  987,  following 
the  discovery  by  a  Leicester  rights 
worker  that  many  potential  claimants 
had  not  been  notified  of  their  new  right 
to  claim.  Sense  took  up  the  issue,  and 
on  December  23  the  DHSS  agreed  to 
the  extension,  and  made  arrangements 
for  notifying  the  200,000  other  potential 
claimants  who  had  been  overlooked. 


Blindness 

"20.  Blindness,  defects  of  vision  amount- 
ing to  less  than  blindness,  and  defects  of 
hearing  will  not  of  themselves  satisfy  the 
medical  criteria.  Where,  however,  such  de- 
fects are  severe  and  the  claimant  also  has 
some  disablement  which  severely  impairs 
his  locomotor  ability,  they  may  enable  an 
otherwise  ineligible  claimant  to  satisfy  the 
criteria.  The  test,  however,  is  always  one  of 
walking  ability  and  the  inability  to  reach  a 
desired  destination  without  a  guide  cannot 
be  taken  into  account." 

Not  being  able  to  see  or  hear  is  not 
enough!  It  must  be  shown  to  combine 
with  other  difficulties,  that  may  result 
from  deaf-blindness. 

Refusing  to  Walk 

"21.  .  .  .  Where  a  claimant's  walking  is 
interrupted  by  sudden  stops,  please  des- 
cribe the  nature  and  frequency  of  the  inter- 
ruptions. If  the  stops  are  of  the  claimant's 
own  volition  and  do  not  arise  out  of  a 
physical  condition  over  which  he  has  no 
control  they  have  to  be  disregarded.  If, 
however,  a  claimant's  walking  is  interrupted 


by  temporary  stops  such  that  he  cannot 
proceed,  they  are  relevant  in  deciding 
whether  he  is  virtually  unable  to  walk." 

'Refusals  to  walk'  in  deaf-blind  children 
can  be  clearly  attributed  to  the  physical 
condition  of  deaf-blindness.  Whether 
refusals  to  walk  are  enough  to  make 
your  child  eligible  is  hard  to  say.  The 
guidelines  are  rather  vague. 

"In  these  circumstances  you  are  asked  to 
decide  whetherthe  degree  orfrequency  of 
such  interruptions  to  walking  ability,  along 
with  any  other  limitations  . . .  are  sufficient 
to  render  the  claimant  virtually  unable  to 
walk  for  most  of  the  time." 

It  is  a  good  idea  to  keep  notes  of  the 
circumstances  in  which  yourchild  stops, 
who  with,  how  often,  where,  etc. 

Guidance 

"22.  (i)  If  a  claimant  can  walk  independ- 
ently but  needs  the  help  of  someone  else 
to  make  purposeful  use  of  their  walking 
ability  you  should  not  take  account  of  the 
assistance  they  need  for  this  purpose.  A 
claimant  who  is  blind  and  is  able  to  walk  but 
simply  needs  guidance  to  get  from  A  to  B 
would  not  qualify.  Similarly,  aclaimantwho 
needs  to  be  accompanied  because  they 
lack  traffic  sense,  are  likely  to  run  away  if 
not  restrained,  or  are  aggressively  behaved, 
would  not  qualify  on  that  basis." 

Support  and  Balance 

"22.  (ii)  If  a  claimant  cannot  walk  without 
the  actual  physical  support  of  another  per- 
son (e.g.  because  of  balance  problems  or 
weakness  in  the  legs)  you  should  look  at 
his  independent  walking  ability  .  .  . 
....  In  deciding  whether  any  need  to  be 
accompanied  is  forthe  purpose  of  physical 
support  you  may  find  it  helpful  to  test  a 
claimant's  ability  to  stand  to  attention  and 
walk  without  assistance  using  both  his 
'normal'  steps  and  heel-to-toe  steps  . .  ." 

This  suggested  test  of  balance  may  be 
the  most  significant  way  in  which  many 
deaf-blind  claimants  can  be  shown  to 
be  'virtually  unable  to  walk'. 

Summary 

In  most  cases,  the  doctor  who  examines 
you  oryourchildfor  Mobility  Allowance  will 
be  friendly  and  sympathetic.  They  have  to 
follow  rules  -  if  you  are  turned  down,  it  will 
be  because  your  case  does  not  fit  the 
guidelines.  You  need  to  understand  these 
guideJines,  so  you  know  what  points  to 
make. 

Here  are  some  useful  questions  to  ask 
yourself: 

-  are  you  (or  your  child)  liable  to  fall  on 
uneven  pavements?  If  so,  draw  the  doctor's 
attention  to  paragraph  17. 

-  do  you  have  greater  difficulties  outdoors 
than  indoors?  If  so,  ask  for  an  outdoor  test. 

-  does  your  child  periodically  refuse  to 
walk?  Keep  a  check  on  how  often. 

-  if  you  (or  your  child)  needs  a  guide,  is  it 
really  just  to  show  you  the  way  around,  or 
are  you  getting  support  at  the  same  time? 
Paragraph  22  suggests  a  balance  test 
which  involves  you  walking  unaided  heel- 
to-toe. 

Don't  forget  -  if  in  doubt,  claim.  If  you 
are  turned  down,  appeal. 
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Changing  Britain's  Vaccination  Policy 


Until  now,  Britain's  response  to  rubella  and 
the  damage  it  causes  to  unborn  babies  has 
been  one  of  selective  vaccination  to 
protect  women  by  rendering  them  immune 
before  they  start  having  children.  In  other 
countries,  notably  America  and  Sweden,  a 
more  radical  approach  has  been  taken. 
There  they  have  introduced  programmes 
of  mass  vaccination  with  the  aim  of 
eradicating  the  disease  entirely. 

At  the  heart  of  our  current  policy  is  the 
philosophy  that  this  mild  disease  will  be 
caught  by  most  girls  during  childhood  and 
that  those  who  do  not  will  be  covered  by 
the  Schoolgirls'  Vaccination  Programme. 
Unfortunately,  although  many  schoolgirls 
are  being  vaccinated  (86%  is  the  latest 
figure),  enough  still  slip  through  the  net 
such  that  alarming  numbers  of  children 
with  Congenital  Rubella  Syndrome  (CRS) 
and  of  Rubella-related  terminations  of 
pregnancy  are  still  being  reported. 

So  concerned  were  staff  at  the 
Communicable  Disease  Surveillance  Centre 
that  they  set  up  a  study  in  Greater 
Manchester  to  assess  the  impact  made  by 
Rubella  vaccination  on  the  susceptibility  of 
women  of  childbearing  age.  The  study, 
which  was  reported  in  the  British  Medical 
Journal  in  late-1 985,  concluded  that  even 
when  the  present  policy  is  well  implemented, 
CRS  will  not  be  eliminated  and  that  the 
diagnosis  and  termination  of  infected 
pregnancies  would  continue  to  be 
essential,  but  unacceptable,  factors  in  its 
prevention. 

The  Joint  Committee  on  Vaccination 
and  Immunisation  (JCVI),  the  Government's 


advisory  body  which  determines  Britain's 
policy,  has  long  been  concerned  about  the 
effectiveness  of  the  present  programme, 
but  it  has  been  equally  worried  about  the 
success  of  an  eradication  policy.  Such  a 
policy  requires  high  levels  of  uptake  by  the 
entire  population  in  early  childhood,  and 
this  is  achieved  in  the  USA  because  such 
vaccinations  are  virtually  compulsory 
before  children  are  permitted  to  enter 
school.  In  Britain,  where  vaccination 
against  any  disease  is  entirely  voluntary, 
the  uptake  of  measles  vaccination  has 
never  been  high  enough  to  achieve 
eradication.  The  JCVI  have  feared  that 
were  an  eradication  programme  un- 
successful, the  proportion  of  susceptible 
women  night  grow,  not  drop. 

However,  a  change  was  recognized  as 
being  inevitable,  and  this  has  come  about 
because  of  a  pilot  project  in  Fife  in 
Scotland,  where  uptake  of  Rubella 
vaccination  was  at  one  time  at  a  low  level. 

Dr  Ian  Jones,  Specialist  in  Community 
Medicine  for  Fife  Health  Board,  has 
introduced  a  programme  of  vaccinating 
children  at  15  months  of  age  with  a  new 
triple  vaccine,  widely  used  elsewhere  in 
the  world,  against  mumps,  measles  and 
rubella.  Since  children  are  already 
receiving  measles  at  15  months,  they  will 
not  need  an  extra  injection.  Girls  will 
continue  to  be  vaccinated  against  rubella 
in  secondary  school,  both  to  provide  a 
booster  for  children  already  vaccinated 
and  to  protect  those  who  escaped  the  net 
the  first  time  round. 


The  JCVI  hope  that  the  new  triple 
vaccine  will  be  adopted  nationwide  within 
18  months.  Sir  John  Badenoch,  Chairman 
of  the  Committee,  was  reported  in  the 
Observer  last  November  as  follows:  "We 
would  like  it  introduced  as  soon  as 
possible,  but  it  is  a  decision  for  the 
Government,  and  the  plans  have  to  be 
properly  laid  so  that  the  professionals  are 
fully  informed  first  and  the  vaccine  is 
available." 

The  JCVI  is  also  hopeful  that  the  new 
triple  vaccine  will  increase  the  current 
uptake  of  measles  vaccine  to  a  point  where 
the  eradication  of  all  three  diseases  will 
result. 

Success  of  such  a  programme  nation- 
wide would  mean: 

•  Fewer  women  would  undergoabortions 
or  bear  rubella-damaged  children 

•  Children  and  adults  would  avoid  the 
miseries  of  mumps  and  its  complications - 
meningitis,  deafness  and  male  sterility 

•  Measles  would  no  longer  kill  so  many 
children  and  might  ultimately  be  stamped 
out. 

There  is  a  growing  body  of  opinion 
amongst  doctors  that,  not  only  should  this 
new  philosophy  be  accepted  as  soon  as 
possible,  but  that  the  present  policy  of 
voluntary  vaccination  should  be  converted 
to  one  of  compulsion.  Then  perhaps, 
rubella  and  Congenital  Rubella  Syndrome 
might  be  things  of  the  past. 

Rodney  Clark 


New  Asian  Rubella  Video  Launched 


On  January  13,  HRH  The  Princess  of 
Wales  visited  the  Royal  Society  of 
Medicine  to  launch  our  latest  video 
"RUBELLA",  a  14  minute  audo/visual 
presented  by  Geetha  Bala,  presenter  of 
BBC  Radio  London's  programme  "London 
Sounds  Eastern".  The  video,  aimed 
principally  at  Asian  women  of  child-bearing 
age,  illustrates  the  importance  of  rubella 
testing  and  immunisation  through  interviews 
with  health  professionals  and  members  of 
the  Asian  communities.  It  has  been 
produced  in  Hindi  and  Bengali  with  English 
sub-titles  and  the  literature  provided  with 
the  film  is  in  English,  Hindi,  Bengali, 
Gujarati,  Punjabi  and  Urdu. 

Over  200  people  attended  the  reception 
including  High  Commissioners  from  the 
Asian  sub-continent  and  representatives 
of  Asian  community  groups,  health 
education  units,  voluntary  and  statutory 


organisations  and  the  media  were  present 
to  meet  the  Princess  and  view  the  video. 

Asian  women  are  as  susceptible  to 
rubella  as  any  other  community,  hence 
there  is  a  genuine  need  to  communicate 
the  important  message  in  their  own 
languages.  Through  the  Asian  Mother  and 
Baby  Campaign  linkworkers  (women  who 
act  as  a  liaison  between  health  profes- 
sionals and  Asian  women  to  assist  with 
language  and  cultural  differences)  and 
through  the  extensive  network  of  Asian 
groups  and  organisations,  the  National 
Rubella  Council  hopes  that  the  message 
will  be  conveyed  and  women  will  check 
their  rubella  immunity  status. 

The  video,  simply  entitled  "RUBELLA", 
is  available  from  the  Royal  Society  of 
Medicine,  Film  &  Television  Unit,  1 
Wimpole  Street,  London  W1  at  a  cost  of 
£17.25  (including  postage  and  packing). 


Although  produced  only  in  Hindi  and 
Bengali  at  present,  we  hope  to  raise  funds 
to  have  the  video  available  in  3  further 
languages  -  Punjabi,  Gujarati  and  Urdu. 


The  Princess  of  Wales  meets  Geetha  Bala,  who  presented  the  video,  and  members  of  the  Asian 
Women  and  Baby  Campaign. 


Joan  Towers-Perkins 


Sense  welcomes  our  new  Rubella 
Development  Officer,  Joan  Towers- 
Perkins.  Joan  is  an  American,  newly 
married  to  an  Englishman  and  has  a 
varied  background  in  the  disability 
field.  Most  recently,  she  served  as 
Programme  Coordinator  at  the 
National  Organisation  on  Disability 
in  Washington,  DC,  with  responsi- 
bilities similar  to  those  she  has 
assumed  at  Sense.  Originally  a 
teacher  of  deaf  students,  Joan  has 
taught  at  Gallaudet  College  in 
Washington  and  has  much  experience 
with  rubella  handicapped  children. 
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Rubella  -  Counting  the  Cost 


"In  these  days  of  financial  stringency,  it  is 
too  expensive  to  provide  blood  tests  and 
vaccination  against  rubella  for  adult 
women,  just  on  the  off-chance  that  they 
might  not  be  already  immune."  Local 
authorities  are  having  to  choose  how  to 
spend  limited  amounts  of  money  -  why 
should  they  choose  the  rubella  vaccination 
programmes? 

But  how  much  does  it  cost  NOTto?  How 
much  does  our  society  end  up  spending  to 
provide  for  the  needs  of  a  deaf-blind 
rubella  child?  On  top  of  all  the  personal 
costs,  what  about  the  financial  costs -the 
ones  that  senior  administrators  are  most 
aware  of? 

Sense  has  always  said  that  it  costs 
between  £12  million  and  £1  million  to  bring 


up  and  support  a  deaf-blind  person.  We 
have  estimated  this  by  adding  together  a 
variety  of  costs: 

•  Medical  costs  in  the  early  years  - 
operations  and  consultancies 

•  Home  support  for  the  family  -  home 
helps,  advisory  teachers,  physios,  speech 
therapists  etc. 

•  School  costs  for  1 5  years  -  often 
residential 

•  Relief  care  for  the  family  at  weekends  or 
holidays 

•  Special  aids,  equipment,  toys  etc. 

•  Loss  of  earnings  to  parents  who  have  to 
stay  at  home. 

Now  a  research  doctor  is  trying  to 
produce  some  more  accurate  figures  to 
support  the  argument  that  it  is  far  cheaper 


to  immunise  yourwhole  population  than  to 
support  even  one  deaf-blind  child.  With  the 
help  of  several  of  our  families,  who  have 
agreed  to  answer  detailed  questions  about 
the  medical  treatment  their  child  required, 
Dr  Begg  is  estimating  the  costs  incurred  by 
the  medical  treatment  in  the  first  five  years 
of  life. 

For  some  children  this  includes: 

•  Operations  for  heart  defects 

•  Operations  for  needling  cataracts 

•  Dental,  skeletal  and  other  treatment 

•  Regular  vists  to  consultants,  GP's  and 
paramedical  services. 

Perhaps  with  the  help  of  some  accurate 
figures  we  can  nail  forever  the  myth  that  it 
is  too  expensive  to  prevent  rubella. 


Immunisation 

A  report  has  just  been  published  by  the 
Public  Health  Laboratory  Service  (PHLS) 
examining  the  effects  of  the  three-year 
campaign  by  the  DHSS  to  increase  rubella 
vaccination  among  schoolgirls  and  adult 
women,  and  to  indicate  whether  or  not  it 
has  been  successful.  To  refresh  your  mem- 
ory, the  campaign  was  launched  in  Nov- 
ember 1983  and  aimed  to  improve  the 
uptake  rate  among  schoolgirls  to  at  least 
95%  and  among  post-natal  women  to  90%. 
The  PHLS  is  a  monitoring  body  for  com- 
municable diseases,  and  draws  its  data 


Reading)  which  between  them  screen 
about  one-sixth  of  this  population.  Put 
briefly,  although  the  period  1979  -  1984 
showed  a  drop  in  the  proportion  of  non- 
immune women  from  6.7%  to  2.7%,  this 
decline  did  not  continue  and  for  the  period 
1984-86  the  figure  remained  around  the 
2.7%  mark.  In  other  words,  for  the  years  of 
the  campaign,  Manchester  saw  no  decline 
in  susceptibility.  For  the  other  labs  things 
were  not  much  better,  and  the  majority 
registered  only  a  slight  drop  over  the  same 
duration.  Also,  susceptibility  was  found  to 
be  lower  in  women  who  had  children  than 
in  those  who  had  not,  and  this  trend  re- 
mained constant  throughout. 


Pregnant  women  with  rubella 
PHLS  reports  January  1975  —  September  1986 
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from  confidential  reports  from  its  own  and 
hospital  laboratories  in  England,  Wales 
and  Ireland.  For  the  purpose  of  this  report, 
Scotland  is  not  included. 


Susceptibility 

The  initial  concern  of  the 
susceptibility  to  rubella  in 
population,  and  focuses  on 
one  lab  in  particular  -  Ma 
Manchester  lab  is  one  of  a  cl 
tories  in  the  study  area  (othe 
Bristol,  Luton,  Gloucester, 


report  is  the 
the  antenatal 
the  data  from 
nchester.  The 
utchof  labora- 
rsareAshford, 
Hereford  and 


:iBlupers" 

We  all  make  them  occasionally!  Last 
time  we  captioned  the  happy  smiling 
face  of  Ruth  Hendry  as  Lyn  Watling  and 
changed  the  meaning  of  Andy  White's 
article  by  the  omission  of  a  few 
important  words.  Should  have  read  "...  I 
cannot  remember  when  I  last  spoke  to 
my  brother  about  my  sister." 


Uptake  Rates 

Next,  the  question  of  vaccination  is  ad- 
dressed, and  in  particular  the  uptake  rates 
for  post  partum  non-immune  women.  At 
some  hospitals  in  the  study  area  it  was 
found  that  there  was  initially  no  policy  to 
vaccinate  before  discharge.  However,  fol- 
lowing action  by  nurses,  80%  were  being 
vaccinated  by  the  end  of  1 986.  Incredibly, 
though,  of  the  1 70  women  who  were  found 
to  be  non-immune  on  antenatal  screening, 
only  74,  44%,  were  vaccinated,  despite 
nurses'  efforts.  The  study  also  showed  that 
of  2272  non-pregnant  women  found  on 
routine  pre-vaccination  screening  to  be 
susceptible,  only  63%  were  vaccinated;  an 
additional  9%  were  eventually  vaccinated 
following  action  by  nurses. 


Rubella  in  Pregnancy 

Finally,  there  is  a  detailed  analysis  of  rubella 
infections  in  pregnancy  during  1 985-86.  In 


1 985,  98  infections  were  reported,  while  in 
the  first  40  weeks  of  1 986  there  were  1 80. 
However,  these  figures  do  not  represent  a 
major  outbreak,  and  are  not  nearly  as  bad 
as  the  previous  two  years  (see  graph ). 

44%  of  the  women  infected  during  1985- 
86  were  women  who  had  already  had  child- 
ren, 25%  of  whom  had  had  two  or  more 
children.  Of  the  254  infected,  and  followed 
up  to  date,  21  had  previously  been  reported 
immune,  1 8  were  known  to  be  susceptible 
but  had  either  refused  or  not  been  offered 
vaccine,  8  were  confirmed  vaccinees,  and 
5  had  a  history  of  vaccination.  As  for  the 
study-labs:  in  1985  the  highest  infection 
rate  was  in  Ashford  (3%),  and  in  1 986  it  was 
Luton  (6.7%).  However,  in  the  areas  served 
by  these  labs,  vaccination  of  schoolgirls 
and  post  partum  women  has  been  between 
85%  and  90%  over  4  years. 

The  data  shows  that  susceptibility  in 
women  of  child  bearing  age  was  already  at 
or  near  a  minimum  when  the  campaign  was 
launched  in  1983.  And  despite  the 
considerable  impact  of  post  partum 
vaccination,  nearly  half  those  infected 
were  women  who  had  already  had 
children.  Even  with  individual  follow-up, 
total  vaccination  of  the  target  population 
can  clearly  not  be  achieved  and  some 
women  will  remain  susceptible.  Although 
the  numbers  are  now  small,  infection  in 
pregnancy  continues  to  occur  at  an 
unacceptable  rate. 


Mobility 
Allowance 

The  campaign  to  extend  eligibility  for 
mobility  allowance  is  now  reaching  it's 
height.  An  Early  Day  Motion  has  been  laid 
in  the  House  of  Commons  by  the  All  Party 
Disablement  Group  of  MPs,  calling  on  the 
Government  to  extend  mobility  allowance 
to  those  people  who  need  continuous 
intervention  in  order  to  travel  outdoors.  At 
the  time  of  writing  (5  February)  the  EDM 
had  received  over  1 50  signatures  of  MPs, 
following  an  extensive  letter-writing 
campaign  by  Sense  members  and  others. 
We  hope  soon  to  be  able  to  report  on  a 
meeting  with  John  Major,  the  Minister  for 
the  Disabled. 

Meanwhile,  everyone  who  believes  that 
deaf-blind  people  should  be  entitled  to 
receive  Mobility  Allowance  should  im- 
mediately write  to  their  MP  at: 
House  of  Commons,  Westminster, 
London  SW1A  OAA  asking  them  to 
support  Early  Day  Motion  283  on  Mobility 
Allowance. 
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Sense  Rubella  Fieldworkers 


Pat  Aubrey,  our  Community  Project 
Worker  in  Ealing,  completed  a  very 
thorough  rubella  screening  study.  Following 
a  report  by  the  Ealing  Health  Authority 
entitled,  "Rubella  Immunisation  :  Some 
Facts  and  Figures",  it  was  considered 
necessary  to  look  at  the  immune  status  of 
adult  women  serotested  in  the  first  six 


months  of  1985,  follow  them  through  the 
system  to  determine  whether  they  had 
been  subsequently  vaccinated  and  identify 
the  source  most  likely  to  give  the 
vaccination. 


Hasicom  - 
making  progress 

HASICOM  -  Hearing  and  Sight  Impaired 
COMmunication  -  is  continuing  to  offer 
training  and  financial  support  to  a  growing 
number  of  deaf-blind  people  in  the  use  of 
equipment  which  allows  them  to  com- 
municate over  the  telephone  network. 

In  the  last  year  HASICOM  has  been 
able  to  extend  the  ways  in  which  the  users 
can  benefit  from  theirequipment.  Because 
the  rising  popularity,  and  associated  fall  in 
price,  of  telecommunications  equipment  in 
the  home  computer  market  has  presented 
a  two  fold  advantage.  It  has  been  possible 
to  supply  each  user  with  more  advanced 
equipment  and  an  increasing  number  of 
the  families  and  friends  of  deaf-blind 
people  already  possess  home  computers 
which  can,  at  relatively  low  cost,  be 
adapted  to  allow  communication  with  a 
HASICOM  user. 

The  Royal  National  Institute  for  the 
Deaf,  which  together  with  Sense  is  one  of 
the  six  organisations  concerned  with 
HASICOM,  has  donated  to  each  HASICOM 
user  a  Tactile  Acoustic  Monitor  (TAM).  The 
TAM  is  a  simple  tactile  sound  monitor 
which  follows  the  rhythmic  pattern  of 
sounds  very  closely.  When  used  in 
conjunction  with  an  induction  loop  it 
provides  a  very  efficient  way  of  alerting 
someone  that  the  telephone  is  ringing. 

The  availability  of  this  new  equipment 
means  that  the  HASICOM  users  can  now 
use  the  telephone  system  in  a  way  more 
akin  to  hearing  people  in  that  they  can  now 
make  and  receive  phone  calls  with  any 
person,  who  has  suitable  equipment,  as 
and  when  they  desire. 

HASICOM  has  now  welcomed  sixteen 
braillists  and  two  large-print  readers  onto 
the  systems  and  looks  forward  to 
increasing  that  number  again  this  year. 


Joan  Towers-Perkins,  Rubella 

Development  Officer,  introduces  two 

Sense  Community  Project  Workers 

and  tells  what  they  are  doing. 


Her  findings  showed,  Adult  women 
who  attend  a  Maternity  Hospital  are 
more  likely  to  be  given  the  Rubella 
vaccination  than  by  any  other  source 
(e.g.  Family  Planning  Clinics,  GP's).  A 
separate  study  of  the  rubella  screening 
facilities  at  Family  Planning  Clinics  in 
Ealing  found  that  rubella  was  of  such  low 
priority  that  in  only  three  clinics  out  of  nine 
was  information  about  rubella  provided  to 
patients. 

Ealing  is  hoping  to  remedy  thissituation 
through  a  large  scale  public  awareness 
campaign  being  kicked  off  in  February  at 
Southall  College.  Targeting  women  of 
childbearing  age,  the  Health  Authority 
hopes  to  carry  out  a  week-long  series  of 
activities  including  discussions,  videos, 
and  blood  taking  at  Southall  and  Acton 
Colleges  (both  schools  have  graciously 
opened  their  doors  to  the  entire 
community),  as  well  as  two  community 
centres  featuring  health  festivals  during 
the  month  of  March.  Pat  will  be  involved  in 
all  of  these  activities. 

Kalpana  Joshi,  our  Project  Worker  in 
Islington,  examined  the  schoolgirl  im- 
munisation programme  particularly  with 
reference  to  school  nurses.  These  nurses 
completed  a  questionnaire  designed  by 
Kalpana,  which,  after  analysis,  formed  the 
following  recommendations: 

•  Create  a  position  of  Immunisation  Clerk 
to  coordinate  and  improve  the  existing 
progamme 

•  Accurate  up-to-date  records  must  be 
maintained 

•  Immune  status  of  each  girl  should  be 
clearly  marked  on  their  medical  records 

•  Personalized  consent  forms  should  be 
sent  to  the  girls 

•  Information  should  be  available  in 
languages  other  than  English. 


These  recommendations  are  under 
consideration  by  the  Health  Authority  and 
we  are  hopeful  they  will  be  implemented  in 
1987. 

A  second  study  by  Kalpana  examined 
rubella  screening  for  women  in  Family 
Planning  Clinics  in  Islington.  The  medical 
files  of  481  new  clients  were  opened  to 
ascertain  whether  screening  was  carried 
out.  The  report  concluded  that  rubella 
screening  varies  greatly  from  clinic  to 
clinic  and  is  generally  of  low  priority  in  all 
clinics.  A  number  of  recommendations 
have  been  presented  including  the  need 
for  a  carefully  planned  procedure  docu- 
ment. 


In  addition  to  these  assignments, 
Kalpana  was  seconded  to  the  National 
Rubella  Council  to  assist  in  the  launching 
of  the  new  Asian  video,  "Rubella",  which  is 
covered  in  this  issue  of  Talking  Sense. 
Her  responsibilities  included  preparing 
the  presenters'  notes,  liaising  with  the 
translators  and  the  ethnic  press  and 
general  preparation  forthe  event.  Kalpana's 
Asian  background,  language  proficiency 
and  connections  with  the  Asian  community 
proved  invaluable  in  the  success  of  the 
project. 


AIDS  -  Getting  tlie  Message  Across 


Fifteen  organisations  of  and  for  deaf 
people,  together  with  related  agencies 
and  two  observers  from  the  DHSS,  met  in 
London  on  22  January  to  plan  an 
education  campaign  on  AIDS  to  reach 
Britain's  deaf  community. 

The  meeting  was  called  by  The  British 
Deaf  Association  because  deaf  people, 
especially  those  whose  first  language  is 
British  Sign  Language,  are  unlikely  to  be 
reached  by  the  Government's  present 
health  education  campaign  on  AIDS.  The 
television  announcements,  the  local  radio 
campaigns,  the  posters  and  leaflets  are 
not  an  effective  way  of  increasing 
awareness  and  knowledge  among  deaf 
people  and  it  is  vital  that  all  people  have 
the  same  access  to  the  available 
information. 

The  meeting,  which  was  briefed  by  the 
Terence  Higgins  Trust,  decided  to  set  up  a 
Working  Party  of  representataives  of  five 
voluntary  groups  to  consider  urgently,  and 
recommend  by  early  April,  a  programme  to 
include  education  and  information,  be- 
friending, counselling  and  training  services 


for  deaf  people,  and  advice  for  the  medical 
profession  and  other  involved  professionals. 

Sense's  involvement  will  seek  to 
ensure  that  deaf-blind  people  are  included 
in  the  programme  and  that  those  we 
represent  but  who  are  unable  to  make  full 
use  of  such  a  programme  will  have  their 
interests  safeguarded  by  the  education  of 
carers. 

For  further  information  on  the  prog- 
ramme, please  contact  Bernard  Quinn, 
Press  Officer,  The  British  Deaf  Association, 
38  Victoria  Place,  Carlisle  CA1  1HU.  Tel: 
0228  4884. 

The  RNIB  has  braided  the  Government 
Information  Leaflet  on  AIDS  and  is 
sending  it  to  all  of  their  establishments 
and  braille  magazine  subscribers. 
Three  other  AIDS  leaflets  are  braided 
and  also  available  on  tape: 

Copies  available  from  the  RNIB,  224 
Great  Portland  Street,  London  W1 N 
6AA.  Tel:  01-388  1266. 
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The  DES  Consultative  Document 

Educational  Provision  for  Deaf-Blind  Children 

In  December  1 986  the  Department  of  Education  and  Science  issued  its  long 

awaited  Consultative  Document  on  educational  provision  for  deaf-blind  children. 

This  is  an  historic  document  as  it  is  the  first  from  the  DES  to  be  circulated 

throughout  England  asking  the  LEAs  and  special  schools  to  give  specific 

consideration  to  the  educational  needs  of  this  group  of  children  and  how  these 

needs  can  best  be  met  by  appropriate  educational  placement  and  provision.  The 

issuing  of  the  Consultative  Document  follows  a  long  period  of  discussion  and 

negotiation  in  which  Sense  has  played  a  key  role. 


Background 

Since  the  1 944  Education  Act  when  LEAs 
were  required  to  provide  Special  Educ- 
ational provision  for  ten  categories  of 
disabled  children  which  included  deaf  and 
partially-hearing,  blind  and  partially- 
sighted  but  did  not  include  children  with 
both  hearing  and  visual  impairment, 
special  provision  for  this  group  has  been 
available  for  only  a  few,  never  more  than 
about  1 20  at  any  one  time.  Such  provision 
as  there  was  often  arose  as  the  result  of 
pressure  on  LEAs  or  schools  by  parents 
and  developed  quite  irrationally  around 
the  country  with  no  coordinated  planning. 
Most  deaf-blind  children  were  placed  in 
other  types  of  special  school  without 
specific  resources  or  teachers  trained  to 
work  with  deaf-blind  children,  or  in  mental 
handicap  hospitals  where  many  remain  to 
this  day. 


The  Regional  Standing 
Conferences  1982-3 

The  opportunity  to  change  all  this  and  plan 
for  deaf-blind  children  could  have  occurred 
when  the  Regional  Standing  Conferences 
on  educational  provision  for  the  hearing- 
impaired  and  the  visually  handicapped 
were  asked  by  the  DES  to  prepare  plans  to 
rationalise  educational  provision  for  these 
children  nationwide.  However,  no  request 
was  made  to  include  consideration  of  the 
education  of  deaf-blind  children  to  any 
Conference  except  by  Sense.  The  final 
documents  included  scant  reference  to 
deaf  or  blind  children  with  additional  or 
multiple  handicaps. 


Chris  Best's  Survey  of  ESN(S) 
Schools  1982-3 

Because  no  statistics  were  kept  by  the 
Government  or  by  LEAs  of  the  number  of 
deaf-blind  children,  it  was  very  hard  to  plan 
educational  provision.  It  was  particularly 
difficult  to  assess  the  numbers  of  children 
in  what  were  then  called  ESN(S)  Schools 
because  statistically  they  were  amongst 
the  group  of  mentally  handicapped 
children.  Sense's  Education  Committee 
therefore  asked  Chris  Best,  the  Education 
Officer  at  that  time,  to  conduct  a  survey  of 
all  ESN(S)  schools.  An  excellent  response 
from  the  schools,  indicating  an  awareness 
on  the  part  of  the  teachers  of  the  special 
needs  of  these  children,  produced  a  list  of 
288  children  with  combined  visual  and 
hearing  impairment,  many  with  additional 
disabilities.  When  extrapolated  to  include 
the  schools  that  did  not  respond,  an 
estimated  figure  of  at  least  500  children 
were  thought  to  be  placed  in  these 
schools;    clearly    enough,    with    all    the 


Jessica  Hills,  MBE,  Chairman  of  Sense 
brings  together  the  story  of  the 
struggle  for  proper  educational 
provision  for  deaf-blind  children. 


children  in  other  educational  settings,  to 
warrant  special  consideration. 


Request  to  the  Government 
for  a  Consultative  Document 
October  1 983 

With  the  results  of  Chris  Best's  survey  and 
Sense's  information  about  children  in 
other  settings,  a  request  to  the  DES  was 
made  to  consider  nationally  the  educational 
provision  for  deaf-blind  children  and  to 
issue  a  consultative  document  both  giving 
information  to  LEAs  and  asking  them  for 
information  and  giving  them  an  opportunity 
for  discussion.  Detailed  discussions 
between  the  DES  and  Sense  followed  and 
a  draft  document  seemed  to  be  well  under 
way. 

The  Leicester  Conference 
September  1984 

Our  principal  speaker  at  our  Annual 
Conference  in  1984  was  Peter  Middleton 
from  the  DES.  He  talked  about  the 
Consultative  Document  and  announced  its 
issue  in  early  1 985.  However,  nothing  was 
forthcoming  and  in  July  1985,  Peter 
Middleton  who  had  drafted  the  document 
left  the  DES.  He  was  not  replaced  until 
October  of  that  year. 

Consultations  and  the  Draft 
Consultative  Document 
February/March  1986 

A  series  of  Meetings  early  in  1986  led  to 
significant  progress.  First  was  a  Meeting  at 
the  DES  with  Sense  when  we  were  able  to 
discuss  important  aspects  of  the  document 
and  what  should  follow  its  issue.  This  was 
followed  by  a  presentation  to  the  All  Party 
Disablement  Group  of  the  House  of 
Commons  who  arranged  for  Sense  to 
meet  Sir  Keith  Joseph  and  discuss  with 
him  the  urgency  of  making  properly 
planned  provision  for  deaf-blind  children 
nationwide  and  therefore  the  urgency  in 
the  issuing  of  the  Consultative  Document. 

The  Consultative  Document 
December  1986 

The  final  Consultative  Document  was 
issued  by  the  DES  at  the  beginning  of 
December  1 986.  It  'sdivided  intoa  number 
of  sections: 


Introduction 

The  Introduction  notes  the  lack  of 
information  about  deaf-blind  children  and 
invites  LEAs  to  supply  the  information  to 
the .  It  also  invites  all  those  who  receive  the 
Document  to  consider  what  action  needs 
to  be  taken  regarding  the  education  of 
these  children  on  such  matters  as 
assessment,  curriculum,  placement  and 
teacher  training. 

Characteristics  of  Deaf-Blind  Children 

Deaf-blind  children  are  described  as 
having  varying  degrees  and  combinations 
of  disabilities  whose  educational  needs 
will  have  to  be  decided  on  an  individual 
basis.  The  document  is  not  considering 
those  with  mild  degrees  of  the  dual 
impairment,  well  placed  in  ordinary 
schools,  but  all  others,  for  whom  a  variety 
of  educational  provision  is  described. 

Statistics 

The  DES  asks  LEAs  to  provide  information 
on  numbers  of  children  up  to  the  age  of  1 9 
years  and  suggests  it  would  be  helpful  to 
consult  individual  special  schools  when 
completing  the  questionnaire.  The  question- 
naire is  attached  to  the  Document  and 
seeks  information  on  numbers  of  children, 
age  range,  disabilities  otherthan  deafness 
and  blindness,  degrees  of  sight  and 
hearing  loss,  present  placement,  qualifi- 
cations of  teachers  working  with  the 
children  if  they  are  specially  qualified  to 
teach  the  deaf-blind,  the  numbers  of 
peripatetic  teachers  of  the  hearing 
impaired  or  visually  impaired  in  each 
Authority  and  the  regularity  of  their  visits  to 
schools,  what  support  is  available  for 
parents  and  questions  about  further 
education.  Finally  the  questionnaire  asks 
for  comments  on  future  desired  develop- 
ment for  the  education  of  deaf-blind 
children  and  students  in  each  LEA. 

Assessment 

The  Document  states  that  all  children  with 
whom  the  paper  is  concerned  will  be  the 
subject  of  Statements  under  the  1981 
Education  Act.  LEAs  must  seek  educational, 
medical  and  psychological  and  consult 
parents  under  the  Act  and  may  seek  other 
professional  advice  from  a  range  of 
professionals  on  individual  children.  The 
complexity  of  the  assessment  is  stressed. 
Programmes  for  the  child,  designed  in 
cooperation  with  the  parents  and  assess- 
ment in  a  special  Unit  by  a  specialist 
teacher  are  also  suggested. 

Curriculum  and  Placement 

Curriculum  and  placement  should  meet 
the  child's  identified  needs  and  should  not 
underestimate   his   aptitude   and   ability. 


continued  on  page  32 
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continued  from  page  3 1 

Some  suggestions  are  made  regarding 
curricular  needs  which  are  specific  to  deaf- 
blind  children.  The  appropriate  type  of 
school  will  be  where  appropriate  teaching 
skills  are  available  with  an  appropriate 
staffing  ratio.  Parents  should  be  involved  in 
the  decision  making  process  and  the 
support  of  all  agencies,  including  approp- 
riate voluntary  bodies,  should  be  available 
to  parents. 

Pre-School  Provision 
The  Document  describes  pre-school 
assessment  and  provision  which  should 
involve  all  agencies  but  specifically 
workers  associated  with  deaf-blind  units 
and  parents. 

School  Provision 

It  is  suggested  that  deaf-blind  children  will 
fall  into  three  broad  groups,  roughly 
summarised  as: 

•  Children  with  common  needs  in  a 
specialised  Unit,  at  least  one  such  unit  in 
each  Region. 

•  Children  whose  needs  are  being  met  in 
existing  provision,  such  as  schools  for 
visually  or  hearing  impaired,  or  ordinary 
schools. 

•  Children  who  will  need  additional 
specialist  support,  not  in  the  groups  above. 

Educational  Provision  Post-16 

The  need  for  continuing  and  further 
education  in  special  schools  and  units 
beyond  the  age  of  1 6  is  emphasised,  much 
of  which  at  present  is  provided  by 
independent  sector.  The  importance  of 
appropriate  staffing,  environment  and 
resources  and  the  support  of  all  statutory 
and  voluntary  agencies  are  emphasised. 

Teacher  Training 

The  training  of  teachers  of  children  with 
multiple  disabilities  and  deaf-blind  children 
in  particular  will  have  to  be  considered  in 
relation  to  the  training  of  all  teachers 
following  the  recommendations  of  the 
Advisory  Committee  on  the  Supply  and 
Education  of  Teachers.  Future  courses 
should  be  appropriate  forteachers  already 
working  with  sensory  impairments  or 
severe  learning  difficulties.  Other  courses 
will  be  needed  to  update  the  skills  of  those 
already  working  in  the  field. 

Conclusion 

The  DES  concludes  the  Document  with  a 
statement  of  its  intention  'to  obtain  more 
information  so  that  a  statement  of  (deaf- 
blind  children's)  needs  on  a  national  basis 
can  be  drawn  up.' 


Sense's  Response  to  the 
Document 

Sense  welcomes  the  arrival  of  the 
Consultative  Document  and  the  efforts  put 
into  it  by  the  staff  of  the  DES,  their 
willingness  to  discuss  the  Document 
several  times  with  Officers  of  Sense  and 
accept  many  of  Sense's  recommendations. 
Some  aspect  of  the  Document  are 
particularly  welcomed  by  Sense. 

The  involvement  of  parents: 
Sense,  having  been  started  by  parents  for 
:.h'':r\\<i  and  subsequently  for  the  profes- 
>:%  who  work  with  their  children,  has 
always  drawn  on  the  expertise  that  parents 
have  in  assessing  and  working  with  their 
own  deaf-blind  children.  Sense  is  therefore 


pleased  to  see  the  emphasis  that  is  placed 
in  the  document  on  the  role  of  parents  in 
the  assessment  procedure,  the  part  they 
can  play  in  helping  to  design  and  work  on 
programmes  with  their  children  during  the 
vital  pre-school  years  and  the  importance 
of  their  opinions  in  the  decision  making 
process  regarding  the  placement  of  their 
children  when  they  go  to  school.  It  is 
likewise  important  that  support  is  available 
for  parents  at  all  times  and  the  various 
agencies  that  can  provide  support, 
particularly  the  specialist  support  from 
voluntary  organisations  with  expertise  in 
this  area,  such  as  Sense's  Family  Centres, 
should  be  called  upon. 

(b)  The  complexity  of  assessment: 

Because  of  their  deafness  and  blindness, 
the  avenues  of  learning  open  to  children 
are  greatly  reduced  such  that  the  children 
neither  respond  nor  develop  in  the  way 
that  even  multiply  handicapped  children 
with  sight  and  hearing  can  develop.  To 
distinguish  between  developmental  delay 
which  is  innate  and  developmental  delay 
caused  by  the  sight  and  hearing  loss  is 
therefore  extremely  difficult.  To  assess 
levels  and  degrees  of  sight  and  hearing 
loss  when  the  usual  means  of  indicating  a 
response  depend  on  one  or  the  other 
being  present  again  presents  problems.  It 
is  therefore  good  to  see  that  the  Document 
makes  clear  the  complexity  of  assessment 
and  suggests  that  it  should  be  undertaken 
by  people  with  specific  expertise  in  this 
area,  so  that  the  children's  ability  is  not 
underestimated.  This  expertise  is  not 
widely  available  at  present  but  if  Regional 
Units  are  established,  these  will  be 
Centres  of  Expertise  where  true  assess- 
ments of  disabilities  and  abilities  will  be 
made  by  teachers,  trained  to  work  with  the 
children  and  their  parents,  both  at  home 
and  in  the  Units. 

(c)  An  appropriate  environment  and 
teaching  skills: 

The  Document  emphasises  the  need  for  an 
appropriate  environment  for  deaf-blind 
children  both  at  school  and  at  post-16, 
whetherthis  be  still  in  a  school  or  Unitorat 
a  College  or  other  residential  setting.  Most 
schools  are  not  adapted  for  the  right 
acoustic  and  lighting  conditions,  area 
identification,  mobility  and  safety  needs  of 
deaf-blind  children  and  young  people.  The 
larger  the  group  of  children  for  whom  such 
environmental  adaptations  are  to  be  made, 
the  more  practically  and  financially  viable  it 
becomes.  Unit  provision,  where  most  of 
the  children  will  need  such  adaptations, 
are  more  likely  to  be  an  appropriate 
environment,  therefore  emphasis  is  also 
put  on  the  need  for  an  appropriate 
curriculum  and  skills  of  the  teacher,  with 
the  right  staffing  ratio.  Many  deaf-blind 
children  are  isolated  from  their  surroundings 
except  when  in  direct  contact  with  another 
person.  This  requires  a  very  high  staffing 
ratio,  almost  one  to  one,  which  at  present  is 
only  found  in  special  units.  Particularly 
important  in  the  curriculum  is  the 
development  of  communication.  Chris 
Best's  survey  found  that  60%  of  the 
children  had  no  means  of  communication. 
As  Paul  Ennals  said  in  his  book  review  in 
the  last  issue  of  Talking  Sense,  it  is  not 
just  the  development  of  a  formal  system  of 
communication  that  is  important  but 
before  this 'how  to  establish  inthechildthe 
understanding  that  the  outside  world  has 
meaning,  and  that  any  kind  of  interaction 
can  take  place  between  the  child  and 
another  person.' 


(d)  The  follow-up  to  the  Consultative 
Document 

Sense  welcomes  the  stated  intention  of 
the  DES  to  draw  up  a  Statement  of  the 
educational  needs  of  deaf-blind  children 
over  the  whole  country,  once  the  results  of 
the  survey  and  consultation  procedure  are 
known,  and  the  encouragement  of  LEAs  to 
consider  what  action  they  intend  to  take, 
once  they  have  assessed  the  needs  in 
their  own  areas,  in  the  areas  of 
assessment,  school  and  further  education 
placement  and  parent  support. 

Areas  of  Concern  to  Sense 

Sense  still  retains  strong  concerns  about 
some  elements  of  the  DES  Document. 
These  will  be  discussed  fully  in  the  next 
issue.  (Details  of  Sense's  response  are 
available  from  Sense  Head  Office).  Issues 
of  concern  include: 

•  the  proposed  provision  for  deaf-blind 
children  with  additional  handicaps; 

•  the  apparent  assumption  that  one 
regional  unit  can  meet  the  varied  needs  of 
a  large  number  of  children; 

•  whether  the  DES'  idea  of  'special' 
services  implies  specialist  deaf-blind  skills 
and  services; 

•  the  need  to  examine  post-1 6  provision; 

•  the  desperate  need  to  initiate  a  teacher 
training  course  as  soon  as  possible; 

•  whether  the  DES  questionnaire  will  bring 
out  all  the  information  that  LEA's  will  require 
in  order  to  plan  services. 

The  Future 

The  issuing  of  the  Consultative  Document 
and  the  Survey  into  the  numbers  of  deaf- 
blind  children  is  the  first  of  its  kind  but  it 
must  not  be  the  last.  The  numbers  and 
needs  of  deaf-blind  children  will  change 
from  year  to  year  so  it  is  essential  that  once 
a  start  on  the  gathering  of  statistics  is 
made,  it  is  continued  annually.  Without 
knowing  the  numbers  and  needs  it  is  impos- 
sible to  plan  educational  provision,  which 
is  why  there  has  been  so  little  in  the  past. 
The  opportunity  is  now  here  to  ensure  that 
every  child's  needs  are  looked  at 
individually,  as  is  required  under  the  1  981 
Education  Act,  and  appropriate  educational 
provision  is  made,  bearing  in  mind  the  wide 
range  of  ability  and  disability  in  this  group. 
One  Unit  in  each  Region  will  not  serve  all 
their  needs.  A  range  of  units,  perhaps  in 
different  settings  but  all  with  an  appropriate 
environment,  properly  qualified  staff  with 
the  right  pupil  teacher  ratio  and  the 
curriculum  designed  to  answer  each 
child's  individual  needs  is  what  the  DES 
and  LEAs  should  be  planning  for. 

Sense  will  be  continuing  its  discussion 
with  the  DES,  once  the  results  of  the 
Survey  are  known.  A  new  Education 
Officer  is  to  be  appointed  whose  role  it  will 
be  to  work  with  the  DES  and  LEAs  in 
planning  a  nationwide  educational  service 
for  deaf-blind  children  and  to  pursue  with 
the  DES  and  a  University  the  setting  up  of 
Courses  for  teachers  of  the  deaf-blind.  We 
know  that  we  are  supported  in  our  aims  for 
deaf-blind  children  by  many  other  organis- 
ations, by  the  teachers  and  other 
professionals  who  work  with  the  children 
and  their  families  and  most  of  all  by  the 
parents  themselves  who  have  struggled 
over  many  years  to  convince  the  DES  and 
Authorities  that  their  children  have  special 
educational  needs  which  require  very 
special  educational  treatment. 

For  a  copy  of  Sense's  full  response  to 
the  DES  Document,  please  write  to  Sense, 
311  Gray's  Inn  Road,  London  WC1X  8PT. 
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Tony  Monteiro 

Tony  was  born  partially  sighted  and  with  a 
hearing  problem,  he  was  a  frustrated  six 
yearold  before  hisdisabilities  were  known. 
Apart  from  our  health  visitor  we  had  no  help 
or  guidance,  she  stopped  me  cracking  up. 
Unfortunately  Tony  takes  some  of  his 
frustration  out  on  his  young  sister. 

Eventually  a  social  worker  contacted 
us,  an  operation  was  arranged  for  Tony's 
hearing  problem  and  a  psychiatrist  was 


introduced.  Best  of  all  we  were  introduced 
to  the  Family  Centre  at  Ealing  where  we 
learned  that  Tony  was  not  a  'one-off  and 
that  other  children  behaved  like  him. 

After  a  long  and  difficult  time  of 
consultation  I  am  happy  to  say  that  Tony 
has  been  offered  a  place  at  (Pathways) 
Condover  Hall  School.  This  means 
boarding,  but  it  will  give  him  a  chance  to 
catch  up.  So  now  with  support  from  Sense 
as  well,  we  look  forward  to  a  much 
improved  future. 

Mrs  Jan  Monteiro 
251  Martindale  Road 
HounslowTW4  7HF 


Stephen  Musker 

It's  about  two  years  since  I  wrote  about 
Stephen  who  is  now  almost  twenty.  He  was 
then  at  Pathways  and  has  now  moved  to 
Poolemead. 

He  appears  to  have  settled  well  with  his 
Special  Person  and  other  staff  although 
his  behaviour  causes  serious  problems. 
He  has  not  come  to  terms  with  his 
handicap,  but  it  is  clear  that  his  horizons 
have  widened  and  his  self  confidence 
grown  at  Poolemead. 

He  is  a  long  way  from  the  maturity, 
responsibility  and  independence  he  needs 
to  cope  with  the  increased  pressures  he 
has  to  face,  possibly  explaining  his 
disruptive  behaviour. 

Stephen  is  very  demanding,  at  times 
aggressive  and  bad  tempered.  He  still  has 
little  regard  for  his  own  safety,  e.g.  he 
smokes  and,  at  first,  refused  to  hand  over 
his  matches  at  night,  which  of  course  was  a 
fire  risk.  He  has  stopped  wetting  the  bed 
and  that  is  a  good  sign. 

Although  he  can  be  difficult  he  has  a 
sense  of  humour  and  an  endearing 
personality. 

Hilda  Musker 

53  Ramsons  Avenue 

Conniburrow 

Milton  Keynes  MK14  7BB 


Mikaler  Potts 

Mikaler  will  be  a  teenager  this  year.  She  is 
so  very  tall  she  has  overtaken  me.  At 
Pathways  she  is  doing  well  but  slow.  She  is 
always  spinning  around,  they  say  she 
would  make  a  good  ballet  dancer.  Her 
hobbies  are  still  eating  and  bathing.  At  the 
moment  she  wants  everything  put  into  an 
empty  squash  bottleandthen  shetips  it  up 
and  down  -watching  it  keeps  her  amused 
for  ages.  It  gets  hard  when  she  wants  her 
strawberry  mousse  in  too.  Today  she  went 
into  the  garden  and  brought  in  snow,  well 
you  can  imagine  filling  a  bottle  with  that, 
and  she  didn't  like  it  when  it  melted. 

Mikaler  is  OK  when  she  first  comes 
home  but  after  ten  days  she  has  had 
enough.   This   proves  she   really  enjoys 


Pathways.  We  cannot  do  much  with  her  at 
home  so  we  think  she  gets  very  bored.  She 
doesn't  seem  to  need  much  sleep  at  home. 
Some  nights,  she's  still  running  about  after 
four  in  the  morning.  However,  we  do  need 
the  sleep,  so  it's  a  blessing  when  she  does 
drop  off,  at  least  by  midnight. 

Now  she's  getting  older  we  worry  a  lot 
more  about  life  after  Pathway's  as  do  a  lot 
of  parents,  I'm  sure.  We  just  go  year  by  year 
watching  all  her  improvements,  all  of  which 
we  are  grateful  to  Pathways  for,  as  they  are 
wonderful  there. 

Margaret  Colhoun 
16  Colesmead  Road 
Redhill 
Surrey 


Sarah  Wanjiru  Ndiritu 

Sarah  has  been  going  to  Cherry  Oak 
school  in  Selly  Oak  for  about  four  years. 
She  is  sixteen  and  lives  at  home  apart  from 
one  weekend  a  month  when  she  goes  to 
Charles  House  for  relief  care. 

Sarah  was  born  severely  handicapped 
and  suffers  from  epileptic  fits,  she  is 
partially  deaf  and  blind.  However  she  is 
making  slow  progress,  she  feeds  herself 
and  can  get  her  own  drink,  she  also  hunts 
for  food  when  hungry,  especially  fruits  and 
biscuits. 

She  can  sign  for  biscuits,  drink,  please 
and  thank  you,  and  is  working  on  signs  for 
toilet  and  sweets.  She  is  quite  withdrawn 
and  prefers  to  sit  on  her  own  except  when 
she  wants  a  hug  or  a  kiss  on  her  own  terms. 
Occasionally  she  will  seek  her  brother  or 
sister  when  she  wants  music  on.  Sarah  can 
put  the  radio  on  if  it  is  properly  tuned,  she 
prefers  Radio  One  and  the  first  thing  she 
does  in  the  morning  is  to  make  sure  that  it 
is  on. 

Sarah  can  manage  picking  and  sorting 
things  and  for  the  last  nine  months  she  has 
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been  helping  me  wash  up  every  evening, 
so  far  she  has  only  broken  one  dinner 
plate. 

Usually  she  sleeps  quite  well  except  for 
odd  nights  when  she  goes  quite  mad  and 
starts  singing  and  puts  the  light  on  wanting 
music  at  about  three  am.  She  walks  quite 
well  but  prefers  sitting. 

Every  Wednesday  evening  she  goes  to 
the  Gateway  Club  at  Selly  Oak  College, 
she  seems  to  enjoy  it  and  has  been  going 
since  last  year. 

Sarah  has  a  sister  Grace  and  a  brother 
David  aged  ten  and  fifteen,  they  are  fairly 
sympathetic  with  her  problems  and  are 
kind  and  loving  most  of  the  time.  I  must  say 
that  Grace  does  care  very  much  about 
Sarah's  condition  in  her  own  way  and  she 
was  the  one  who  wrote  to  Sense  after 
reading  an  article  in  a  magazine  about  the 
organisation. 

Faith  Ndiritu 
10  Fairgreen  Way 
Selly  Oak 
Birmingham,  B2g  6EW 
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Lorraine's  Progress 

For  the  past  five  years,  we  have  had,  as  one 
of  our  home  members,  a  girl  who  is  totally 
blind  and  very  severely  to  profoundly  deaf. 
She  makes  very  good  use  of  the  residual 
hearing  in  one  ear.  She  also  has  spasticity 
of  the  legs.  Myself  and  another  member  of 
the  child  care  staff  have  been  with  her 
throughout  these  years  providing  continued 
security  and  care.  Currently  there  are  ten 
children  in  our  home  including  another 
child  who  is  totally  deaf-blind,  two  partially 
sighted  and  a  few  others  with  slight  visual 
impairments.  All  are  profoundly  deaf  with 
learning  difficulties,  a  small  number  making 
use  of  residual  hearing. 

Lorraine  follows  as  much  as  possible 
the  programme  of  self-care  skills/life  and 
social  skills  which  we  work  on  with  the 
other  children.  We  have  to  adapt 
equipment,  the  environment  and  our 
approach  to  Lorraine  where  necessary, 
but  there  is  no  reason  why  Lorraine 
shouldn't  learn.  She  is  always  eager  to 
learn  new  things  and  experiences,  quick  to 
remember  and  a  very  motivated  young 
lady. 

Early  Days 

When  Lorrainefirst  arrived,  shewasshown 
around  the  home  to  familiarise  her  with  the 
layout.  After  a  few  trips  she  was 
independent  in  getting  to  the  kitchen, 
bedroom  etc.  and  making  use  of  tactile 
clues.  We  had  to  explore  the  tactile 
medium  further.  It  seemed  that  that  was 
her  preference  rather  than  sense  of  smell. 
We  also  have  to  make  good  use  of  her 
residual  hearing.  From  the  beginning  we 
signed  hand  on  hand  and  we  always  spoke 
and  encouraged  herto  use  her  voice  using 
the  Tadoma  method.  It  wasn't  too  long 
before  she  was  introduced  to  Grade  Two 


braille  and  the  deaf-blind  manual  in  school. 
We  reduced  use  of  signs  to  make  Lorraine 
learn  to  listen  more  and  respond  to 
instruction,  play  and  simple  general 
conversation. 

When  speech  proved  difficult  to 
perceive,  then  sign  and  manual  com- 
munication were  used  to  reinforce  the 
spoken  work.  We  were  also  aware  that 
Lorraine  responded  out  of  habit  e.g.  she 
knew  after  breakfast  that  it  was  time  to 
•.-.■.•  /',,"<:'■.'■  vw/e  altered  sentences 
and  made  a  game  to  try  and  catch  her  out! 

Learning  braille 

The  braille  was  picked  up  quite  rapidly. 
She  was  braiding  simple  sentences  related 
to  her  everyday  experiences,  initially  e.g. 
Milk  - 1  like  milk  - 1  drink  milk,  etc.  She  then 
progressed  to  simple  Ladybird  books,  e.g. 


Lorraine  is  deaf-blind.  Here  her  senior 

houseparent  Leslie  Roberts  explains 

some  of  the  practical  tips  which  have 

enabled  Lorraine  to  integrate  with  a 

group  of  deaf  pupils  at  the  Royal 

School  for  Deaf  Children,  Margate. 


"Peter  and  Jane",  "We  have  fun" 
"Shopping  with  Mother".  Brailling  her 
news  of  the  day  commences  with  the  day 
and  date  and  incorporates  time,  i.e. 
morning,  afternoon.  Each  day  has  to  have  a 
meaning.  She  now  has  her  braille  calendar 
with  which  it  is  easy  to  make  days  of  the 
week  permanently  brailled,  with  date  and 
month  labels  attached  with  blue  tak,  all 
using  the  RNIB  plastic  embossing  sheet 
and  stuck  onto  card. 

Her  introduction  to  braille  was  comp- 
lemented in  the  home  environment.  A  lot  of 
household  items  we  labelled  together 
using  the  adhesive  labels.  We  also  used 
play  and  sorting  items  -  clothing, 
vegetables,  things  in  the  kitchen,  bedroom 
etc.  to  help  develop  her  braille  and  her  use 
of  language  and  communication. 

The  problem  of  language  structure  in 
our  reading  and  writing  is  still  difficult.  I 
have  difficulty  in  finding  suitable  books  to 
braille,  and  have  to  search  for  material 
which  has  sufficient  meaning  to  her  but  at 
the  same  time  stretches  her  imagination 
and  thinking.  Sometimes  I  need  to  alter  the 
story,  or  even  compose  one,  so  that  we  can 
make  full  use  of  the  contractions, 
abbreviations  and  punctuation,  including 
dialogue,  within  her  range  of  understanding. 

Her  receptive  fingerspelling  is  quick 
and  she  is  able  to  tell  a  familiar  word  before 
we  have  finished  spelling  it!  We  still 
encourage  use  of  voice  and  are  endeavour- 
ing to  teach  her  to  be  more  expressive  with 
communication. 

Mostly  touch 

Returning  to  the  earlier  years,  in  our 
leisure  activities  we  did  a  lot  of  finger 
games  and  touch  sequencing  as  prepar- 
ation for  fingerspelling.  Body  image  and 
movement,  dressing  up,  constructive  toys 
were  and  still  are  favourite  activities.  We 
improvised  with  cookery,  texture  and  a 
variety  of  other  stimuli  to  help  motivate 
Lorraine,  this  was  particularly  so  for  craft. 
We  used  PVA  glue  for  definition  of  shape 
and  form.  She  once  coloured  a  bowl  of  fruit 
by  this  method  -  colouring  by  numbers 
(braille)  for  a  calendar  for  home.   I   put 


coloured  crayons  in  margarine  tubs  and 
labelled  the  tubs  with  numbers.  I  then 
labelled  the  parts  of  the  PVA  outline  with 
the  number  for  the  corresponding  colour. 
Outside  there  was  ample  use  of  play 
equipment,  swimming,  visiting  various 
places,  wherever  possible  allowing  explor- 
ation of  texture  and  smell.  How  many  times 
have  you  stroked  a  wallaby,  snake  or  a 
dolphin? 

Teenage  activities 

Now  that  Lorraine  is  a  young  teenager,  we 
have  to  think  of  interests  and  hobbies 
which  still  stimulate  and  fulfil  her,  widen 
her  experiences  further,  and  take  her  into 
young  adult  life.  Recently  Lorraine  has 
gone  camping  with  us,  caravanning,  roller 
skating,  trampolining,  and  she  plays  bingo 
(listens  for  the  numbers  and  checks  on  the 
brailled  cards).  More  sedate  activity 
includes  the  RNIB  games  (ludo,  dominoes 
etc.)  and  we've  introduced  a  weaving  loom 
and  basic  work,  as  well  as  reading  and 
general  conversation  (speech/manual). 
She's  also  attended  a  local  cookery  course 
for  the  blind  and  partially  sighted  which  I 
found  useful  on  a  socialising  angle.  This  is 
an  area  to  be  worked  on,  and  we  really 
need  a  full  time  intervenor  to  work  with 
Lorraine,  explain  and  discuss  the  world 
around  her. 

Dressing  and  other  self-care  skills  were 
already  proficient.  Provision  of  sensible 
co-ordinated  clothing  e.g.  track-suits,  jump 
suits,  is  a  boon.  Clothes  have  been 
labelled,  originally  with  the  RNIB  shaped 
buttons  and  recently  with  their  embroidered 
labels  for  colour  co-ordination.  It's 
important  to  have  cupboards  and  wardrobe 
tidy  to  lessen  the  burden  on  memory. 
Encouragement  in  using  sense  of  smell  to 
distinguish  dirty  laundry  and  to  feel  for  dirt 
is  very  important,  as  it  affects  her 
relationship  with  other  people. 

Be  methodical 

In  the  kitchen,  Lorraine  has  indepen- 
dence in  finding  most  food  items.  We  have 
a  cupboard  with  different  spreads  divided 
into  rows  by  dowel  rods.  At  the  head  of 
each  row  is  a  braille  label  for  identification 
(ratherthan  unscrewing  lids  and  sniffing  or 
putting  a  finger  in)  as  not  all  jars  are 
individually  shaped.  In  the  smaller  stock 
cupboard,  individual  items  can  be  brailled, 
again  using  RNIB  resources!  This  labelling 
encourages  one  to  be  more  methodical, 
lessens  burden  on  memory,  increases 
integration  with  sighted  peers  (who  use 
the  same  items  in  the  home)  and  helps 
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continued  from  page  34 

towards  independence. 

Lorraine  is  able  to  pour  hot  drinks  using 
the  liquid  level  vibrator  as  her  level 
indicator  (RNIB).  Cold  drink  levels  are 
checked  using  her  little  finger  (pinkie -not 
one  used  for  reading  braille),  and  smaller 
amounts  such  as  milk  for  tea,  by  weight. 

Eating  skills  are  quite  proficient  with 
very  few  spillages  occurring.  Initially  we 
introduced  a  plate  surround  to  encourage 
wider  searching  for  food  items  placed 
methodically.  We  then  taught  her  to  stab 
with  the  fork.  Now  she  is  able  carefully  and 
accurately  to  eat  all  the  food  on  her  plate. 
She  is  able  to  sweep  the  whole  plate  with 
her  knife  and  bring  the  food  onto  her  fork. 

Some  dials  on  the  cooker  are  brailled 
using  'Hi-marks'  (RNIB)  and  the  weights  of 
kitchen  scales  on  their  reverse.  Basic 
cooking  procedures  require  guidance,  but 
Lorraine  is  able  to  make  a  pot  of  tea  by 
RNIB  method,  i.e.  fill  pot  with  water  and 
pour  into  kettle  (automatic  preferably)  thus 
giving  correct  amount  to  pour  back  from 
kettle  to  pot.  Whilst  waiting  for  the  kettle  to 
boil,  set  up  tea  and  crockery,  and  then 
return  to  the  kettle  to  check  the  automatic 
switch.  If  it  is  out,  restart  and  wait  with  hand 
lightly  over  to  feel  the  switch  popping  out, 
etc. .  .  . 


Domestic  skills 

Other  household  skill  such  as  hoovering, 
brooming  and  using  the  dustpan  and 
brush,  are  done  to  the  best  of  ability.  We 
encourage  her  to  follow  a  methodical 
pattern  guided  by  walls  and  furniture. 
Washing  and  drying  up  are  no  problem.  We 
found  it  useful  to  establish  a  method  so 
that  she  could  change  the  water,  wash 
cups  and  plates,  change  water  then  wash 
utensils,  etc.  The  use  of  the  washing 
machine  and  tumble  dryer  are  currently 
being  explored  with  the  help  of  the  dials 
brailled  with  'Hi-marks'.  Previous  to  that, 
Lorraine  could  operate  the  dryer  by  turning 
the  dial  with  a  wrist  action  turn,  which  was 
sufficient  enough  to  dry  the  clothes. 

I  hope  some  of  the  methods  indicated 
will  give  other  people  some  useful  ideas. 
Our  experience  in  working  with  Lorraine 
was  helped  by  her  eagerness  and 
motivation.  Some  of  our  experiments  were 
not  successful,  but  by  exploring  a  wide 
range  of  ideas  and  activities,  we  have 
managed  to  help  Lorraine  to  integrate 
successfully  with  other  deaf  children. 
Lorraine  has  taught  us  a  lot  -  we  still  have 
far  to  go. 

Leslie  Roberts 
Senior  Houseparent 
Royal  School  for  Deaf 
Children,  Margate 


Tara  and  Liam  Kemekki 

Twelve  year  old  Liam  and  six  year  old  sister 
Tara  were  both  born  with  a  genetic  condition 
called  Joubert's  Syndrome.  However  this 
wasn't  realised  until  Tara  was  born. 

After  quite  a  struggle  both  children  are 
coming  along  slowly  now;  although  neither 
can  actually  walk  they  do  try.  So  far  there  is 
no  speech  but  again  they  are  both  learning 
to  communicate  with  the  kind  help  and 
guidance  from  their  teachers  and  other 
helpers,  plus  as  much  input  from  home  as 
possible. 

Liam  is  at  Whitefields  and  Tara  attends 
a  day  school  at  Broadstairs  in  Kent. 

We  would  welcome  contact  with  any 
other  Joubert  family  and  any  information 
about  the  condition  would  be  appreciated. 

E  A  Kemekki 

21  Westbrooke  Avenue 

Margate,  CT9  5HA 


Christine  Harrison 

Thankfully  Christine,  who  will  be  twenty 
one  this  year,  (Rubella),  continues  to  keep 
good  health  and  enjoys  attending  the  local 
Adult  Training  Centre  daily  where  they 
provide  a  varied  programme  of  activities 
including  craftwork,  personal  hygiene, 
home  economics,  shopping  trips,  walks 
and  swimming. 

She  also  stays  occasionally  for  a 
weekend  at  a  residential  unit  run  by  the 
Area  Health  Authority,  and  quite  enjoys  the 
change. 

The  epileptic  fits  which  Christine 
developed  in  adolescence  seem  to  have 
left  her  now,  so  she  doesn't  have  to  take 
drugs  any  longer  .  .  .  With  regard  to 
behavioural  problems,  she  has  developed 
odd  patterns  of  conduct  in  recent  years 
inasmuch  as  when  she  is  at  home  with 
Mum  and  Dad  she  is  often  obstinate  and 
tiresome,  whereas  when  she  is  in  another 
environment  she  behaves  quite  perfectly. 
Perhaps  she  likes  showing  off  at  home! 

Margaret  Harrison 
9  Tidal  Lane 
Padgate 
Warrington,  WA1  3DT 


Bruce  Royle 

Bruce  is  2 1  years  old  now.  Sense,  Mencap 
and  our  MP  all  helped  us  to  secure  a  place 
for  Bruce  at  our  Local  Adult  Training 
Centre.  He  started  just  after  his  nineteenth 
birthday  with  his  very  own  care  assistant. 

After  a  year's  trial  his  place  has  been 
made  permanent.  There  are  now  several 
other  handicapped  trainees  with  care 
assistants  at  other  training  centres  in 
Suffolk  and  it  all  seems  to  be  working  well. 

Bruce  is  very  happy  at  Rushmere  which 
is  a  small  centre  of  about  40  trainees, 
under  a  manager,  three  tutors  and  three 
care  assistants. 

They  have  managed  to  integrate  Bruce 
into  many  of  their  activities  especially  PE 
sessions  and  outings.  They  find  that  he  has 
a  good  effect  on  many  of  the  other  trainees 
by  teaching  them  to  care  for  others. 

Bruce  has  learned  about  four  signs  now 
and  is  frequently  making  his  needs  known 
-  most  often  toilet  and  biscuit.  He  has  a 
healthy  appetite  but  is  fussy  about  the 
quality  of  the  food  he  is  expected  to  eat 


rather  than  the  quantity.  The  Centre's 
dinners  have  to  travel  a  long  way  from  the 
hospital's  kitchens! 

I  take  him  to  a  'Riding  for  the  Disabled' 
lesson  once  a  week,  which  he  seems  to 
enjoy.  Probably  as  a  result  of  the  PE  he  has 
started  to  do  things  like  bending  his  legs 
and  almost  jumping.  He  enjoys  swimming 
once  or  twice  a  term  with  a  group  from  the 
Centre. 

Bruce  has  been  on  Sense  Holidays  for 
the  last  three  years,  providing  a  lovely 
break  for  us  each  year.  The  helpers  are 
super  -  coping  so  well  with  all  the 
problems. 

We  are  hoping  that  Bruce  will  be  able  to 
continue  to  live  at  home  with  us  for  many 
years,  yet  attending  Rushmere  Training 
Centre  daily. 

Elizabeth  Royle 
The  Lanterns 
Church  Lane 
Playford 
Ipswich,  IP6  9DS 
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Alexandra  Sherman 

Alexandra  who  is  profoundly  deaf,  partially 
sighted  and  brain  damaged,  continues  at 
school  in  Exeter  very  happily.  Although  the 
school  has  done  wonders  for  her,  it  has 
become  apparent  over  the  last  two  years  or 
so  that  Alexandra  is  just  not  going  to  make 
the  breakthrough  with  signing  that  we'd  all 
been  hoping  for.  The  only  form  of 
communication  continues  to  be  by  leading 
us  to  whatever  she  wants -heaven  help  us 
if  we  don't  know  what  it  is.  I  must  say,  it's 
very  effective! 

Alexandra  is  now  1  3  and  we  are  finding 
life  with  her  ever  more  restricting  and 
difficult.  She  is  unable  to  do  very  much  for 
herself  but  demands  a  fair  bit  of  attention. 
Her  passion  forfood  and  alcohol  continues 
and  it  is  impossible  to  explain  to  her  why 
she  can't  have  a  tipple  whenever  she 
fancies!  We  are  constantly  being  brought 
the  decanter  of  whiskey  or  a  bottle  of  wine 
or  sherry  along  with  a  glass!  Given  half  a 
chance,  she'll  knock  back  anyone's  drink 
should  it  be  left  unattended  for  half  a 
minute! 

We  now  make  use  of  Henchard  House 
in  Dorchester  for  a  weekend  break  on  a 
regular  basis.  She  goes  there  straight  from 
school  on  a  Friday  and  returns  to  school 
from  there  on  a  Monday  morning.  It  is  bliss 
to  know  that  we  have  every  third  weekend 
just  together.  Entertaining  Alexandra  is 
becoming  more  and  more  difficult  as  she 
only  enjoys  car  rides,  swimming  or  any 
activity  with  plenty  of  movement  like 
swinging,  fun  parks  etc.  We  do  make  her  go 


for  walks  but  she  grumbles  most  of  the  time 
thereby  making  the  outing  most  un- 
enjoyable.  Some  of  Alexandra's  social 
behaviour  is  presenting  us  with  problems 
which  we  are  finding  difficult  to  cope  with 
too. 

We  are  still  battling  the  bed  wetting  and 
a  kidney  X-ray  has  just  been  done  to  see  if 
there  was  any  kidney  disease.  The  results 
have  shown  there  is  nothing  the  matter  so 
it  appears  to  be  a  behavioural  problem 
rather  than  a  physical  one. 

Like  all  parents  of  severely  handicapped 
children,  we  wonder  what  placement  there 
will  be  for  Alexandra  when  the  time  comes 
to  leave  school. 

Rosemary  Sherman 
Maple  Tree  Cottage 
Deanland 
Si/penny  Handley 
Nr  Salisbury 
Wilts 


Paul  Wilding 

Paul  is  now  twenty-one,  a  rubella  baby,  and 
has  been  in  the  main  centre  of  the  local 
ATC  (adult  training  centre)  for  a  year  now 
having  moved  out  of  special  care.  He  is  a 
lot  happier  now  and  is  more  independent. 
He  is  much  more  cooperative  with  routine 
tasks  and  will,  with  no  prompting,  throw  his 
rubbish  in  the  bin  and  pour  his  own  tea, 
milk  and  sugar  with  only  accidental  spills, 
these  annoy  him  and  have  to  be  cleaned  at 
once!  No  such  thing  as  'in  a  minute'. 

Paul  still  likes  to  lie  on  the  floor  with  all 
his  things  in  piles  around  him  making  a  real 
obstacle  course  I  can  tell  you.  He  amazes 
me  what  he  finds  to  occupy  himself  with. 
He  is  very  selective  about  what  he  buys 
now  and  chooses  the  things  he  knows  he 
can  spend  time  with,  like  beads  and  string 
and  anything  that  catches  his  eye.  At  home 
he  likes  buttons  and  will  spend  his  time 
sorting  colours,  shapes  and  objects  of 
different  weights. 

Paul  has  now  got  two  electric  pianos,  an 
organ  and  a  tape  recorder,  all  are  played 
with  at  regular  times.  This  can  be  a  problem 
if  we  have  to  be  somewhere  at  a  certain 
time  and  it  clashes  with  his  time  to  bang  the 
piano.  However  I  am  pleased  he  can 
occupy  himself  as  it  does  relieve  some  of 
the  pressure. 

They  teach  and  use  Makaton  at  the 
Centre,  but  he  uses  the  signs  only  when 
necessary,  if  I  can't  understand  what  he  is 
trying  to  tell  me. 

Finally  I  must  tell  you  about  something 
that  happened  at  Xmas.  They  had  done  the 
usual  Christmas  cards  to  take  home,  the 
staff  drawing  them  out  and  the  trainees 
doing  the  colouring.  Paul,  I  was  told,  would 
not  put  his  down,  even  to  put  his  coat  on. 
His  Dad  met  him  off  the  bus  and  Paul 
rushed  into  the  house  with  his  card  and 
gave  it  to  me  with  a  great  big  smile  and  a 
hug  -  all  pleased  with  himself.  It's  the  first 
time  he  has  ever  done  such  a  thing  with 
feeling.  I  was  so  overcome  -  it  is  so  rare  for 
Paul  to  give  anything  that  this  spontaneous 
gesture  was  truly  memorable,  so  rare  we 
will  never  forget  it. 

Chris  Wilding 
39  Temple  Drive 
Nuthall 
Nottingham 


Keith  Laming 

Keith  is  23,  and  is  deaf-blind  from  rubella. 
Due  to  the  closure  of  Darenth  Park 
Hospital,  and  after  having  spent  1  6  happy 
years  there,  Keith  was  moved  to  Archery 
House  at  the  beginning  of  April  1  986. 

Archery  House,  Dartford,  is  made  up  of 
four     bungalow     type     buildings     each 


accommodating  twenty  residents  and  a 
main  building  which  caters  for  all  their 
needs.  They  also  have  the  luxury  of  a 
swimming  pool. 

We  feel  that  this  is  the  ideal  solution  to 
all  our  worries  about  the  handicapped 
being  moved  into  the  community  as  it 
offers  a  secure  environment.  I  am  very 
happy  that  Keith  has  a  place  there. 

Keith  has  adjusted  to  the  change  very 
quickly  and  for  the  first  time  in  his  life  he 
has  his  own  bedroom  and  a  home-like 
atmosphere. 

The  highlight  of  his  stay  there  so  far 
came  on  the  24th  of  June  last  year  when 
HRH  The  Duchess  of  Kent  officially 
opened  Archery  House  and  everyone  had 
a  lovely  day. 

Mrs  J  N  Laming 
9  Greenhill  Road 
Northfleet 
Kent 


Jessica  Behan 

Jessica  is  thirteen  years  old  and  is  in 
voluntary  care  in  Dr  Barnardo's,  Barkingside. 
She  returns  home  on  weekends  and  during 
school  holidays  when  I  feel  I  can  cope.  She 
attends  Whitefield  School  and  has 
changed  quite  a  lot  during  the  last  year. 
She  has  become  much  calmer  and  is  more 
interested  in  what  is  going  on  around  her. 

The  staff  that  I  have  encountered  at  Dr 
Barnardo's  and  Whitefield's  are  wonderful 
and  I  think  Jessica  is  very  lucky  to  have 
such  caring  people  around  her.  She  can  be 
extremely  stubborn  at  times,  therefore  a 
lot  of  patience  is  needed.  Sometimes  I 
think  she  plays  on  her  handicaps  as  she 
has  worked  out  there  are  people  around 
who  will  do  things  for  her. 

I  spent  a  day  in  her  class  at  school  just 
before  Christmas  and  it  was  very 
interesting.  They  started  off  the  day  with  a 
sing-song,  saying  'good  morning'  to  each 
other.  Next  came  hand  massage  with 
baby-oil,  with  the  whole  class  massaging 


each  others  hands.  Then  it  was  time  for  the 
children  to  participate  in  preparing  tea  and 
toast.  The  rest  of  the  morning  was  spent 
getting  Jessica  to  listen  and  to  find,  when 
hidden,  a  tambourine.  After  lunch  the 
whole  class  walked  up  to  Wood  Street  to 
get  some  shopping.  Jessica  wears  a 
caliperandisnotfondofwalking.butwitha 
teacher  on  one  side  and  myself  on  the 
other  we  managed  to  persuade  her. 

After  shopping  we  went  in  a  cafe  for  a 
cup  of  tea  and  a  bun  which  all  the  children 
enjoyed,  then  we  walked  back  to  school 
and  a  'goodbye'  sing-song  before  hometime. 

At  a  recent  yearly  eye  appointment  we 
were  told  that  Jessica  needs  weaker 
glasses  than  the  ones  she  is  now  wearing. 
This  reinforces  the  feeling  I  had  that  her 
eye-sight  is  improving. 

Mrs  K  Behan 

62  Waldegrave  Road 

Dagenham 

Essex,  RM8  2QD 
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Stephen  McCarthy 

Stephen  still  attends  Charles  House  ATC 
Special  Care  Unit,  for  Mentally  Handi- 
capped Adults.  A  university  student,  as 
part  of  a  project,  is  making  him  a  special  aid 
to  stimulate  him. 

For  about  1 8  months  Stephen  has  been 
having  bad  'wobblers'.  This  is  our  name  for 
his  bouts  of  head  banging,  face  slapping, 
shouting,  jumping  up  and  down  and 
running  around  in  a  frenzy. 

This  is  very  distressing  to  witness  and 
our  first  reactions  were  to  restrain  him,  to 
stop  him  injuring  himself,  but  this  only  led 


to  really  fighting  him  and  he  seemed  to 
gain  a  huge  strength  during  these  bouts. 
We  felt  he  was  in  some  kind  of  fit,  or 
brain  storm,  he  seemed  to  go  vacant  and 
not  know  what  he  was  doing.  He  slapped 
his  face  so  hard  that  his  ear  was  swollen 
and  bruised. 


For  a  few  months  he  was  calmed  down 
when  our  GP  put  him  on  diazepam  twice  a 
day.  We  weren't  keen  on  the  drug  but  we 
thought  it  was  the  answer  and  my  husband 
Terry  and  I  were  exhausted. 

The  bouts  started  up  again,  worse,  and 
lasting  up  to  an  hour  at  times.  We  started 
again,  to  try  to  think  of  possible  causes. 
Our  investigation  of  his  bowels  led  to 
special  foods  being  tried  such  as  Fybogel 
orange  drink  and  Lactulose.  Then  Steve 
stopped  eating  and  he  was  as  bad  as  ever, 
exhausting  himself  and  everyone  else. 

At  this  time  I  virtually  cracked  up,  I 
couldn't  stop  crying  as  I  felt  so  helpless 
and  inadequate  to  help  him.  Then  we  found 
out,  after  dental  x-rays,  that  he  had  two 
large  impacted  wisdom  teeth  growing 
sideways  toward  his  cheeks.  These  were 
removed  surgically  and  he  looked  awful, 
bruised  black  &  blue.  He  couldn't  spit  out 
the  blood  and  vomited  what  he  swallowed. 
Eventually  he  recovered  and  we  thought 
we  had  removed  the  cause  of  all  his 
trouble. 

However  the  'wobblers'  are  back  again 
but  less  severely.  A  psychiatrist  thinks  it 
could  be  a  fit,  so  he's  now  on  Tegretol 
tablets  and  we  are  waiting  for  an  EEG 
(brain  scan)  to  see  if  that  shows  up 
anything. 

We  have  various  ideas  about  the  cause 
of  the  'wobblers',  we  just  have  to  plod  on 
exploring  every  avenue,  and  trying  to  get 
the  help  Stephen  needs. 

There  are  no  experts  in  Salford  on 
rubella  handicap  who  we  can  turn  to.  We 
hope  to  get  funding  and  a  place  for 
Stephen  at  Edgbaston. 

Vera  &  Terry  McCarthy 
230  Weaste  Lane 
Salford 
Lanes  M5  2HF 


Clifford  Sterling 


This  photo  was  taken  last  year  when  Clifford 
was  on  holiday  in  August  in  Birmingham 
with  Sense. 

My  son  Clifford  is  now  eighteen  and  this 
is  what  he  can  do.  He  walks  and  feels  his 
way  around  the  house  and  climbs  the  stairs. 
He  communicates  by  feeling,  tasting  and 
touching.  He  can  undress  himself  and  step 


in  to  his  bath,  he  needs  some  help  to  get 
out.  He  feeds  himself  drink  from  an  open 
cup. 

I  must  say  that  I  think  he  is  doing  excel- 
lently for  the  degree  of  his  handicap. 

Elka  Sterling 

9  North  Paddock  Court 

Lings 

Northampton  NN3  4LG 


Elizabeth  Anderson 

Lizzie  is  epileptic,  and  has  partial  sight  and 
hearing. I  last  wrote  news  of  Lizzie  before 
she  started  primary  school.  During  that  21/2 
years  her  appalling  health  problems 
settled  and  she  adapted  well  to  mainstream 
education  with  a  normal  curriculum.  She 
receives  constant  specialist  help  within 
the  classroom  setting  and  until  now  has 
been  taught  with  sighted  methods.  Her 
speech  and  vocabulary  are  good,  her 
comprehension  of  stories  and  project  work 
wonderful. 

However,  it  seems  seven  is  the  'crunch  age' 
for  her.  She  is  reading  large  print,  slowly, 
but  writing  is  a  constant  and  obviously 
painfully  difficult  task  for  her  to  cope  with.  It 
has  been  decided,  after  consultation 
between  school,  the  adviser  for  the  visually 
impaired  and  Peter  and  me  that  Lizzie 
must  start  to  learn  Braille.  We  all  hope  that 
she  will  be  able  to  master  Braille,  since  we 
are  mindful  that  after  repeated  brain 
surgery  she  might  not  be  as  tactile  as  other 
children.  I  feel  that  if  she  can  manage,  it  will 
come  as  quite  a  relief  to  'rest  her  eyes'  and 
give  up  the  constant  battle  with  the  written 
word. 

Peter  and  I  have  to  admit  a  sense  of 
apprehension  as  to  whether  WE  can 
master  Braille.  It  is  easy  forsighted  parents 
to  help  sighted  children  with  their 
academic  work.  Is  it  so  easy  for  sighted 
parents  to  help  their  children  with  Braille 
methods?   We   await   the   arrival   of   the 


Perkins  Braider  into  our  home  with  a  fair 
degree  of  fear  and  trepidation. 

Lizzie's  health  has  been  a  problem 
again.  During  the  summer  months  her 
headaches  returned  with  a  vengeance  and 
her  resultant  behaviour  deteriorated  to  a 
point  where  Jenny  (nine)  Peter  and  even  I 
lost  all  shreds  of  patience.  The  problem 
was  recognised  by  Alec  Holmes,  her 
neuro-surgeon  at  Addenbrooke's  and  with 
painstaking  patience  by  him  and  his  team  a 
diagnosis  was  made. 

Lizzie  was  suffering  from  constant  low- 
pressure  headaches.  The  sophisticated 
anti-syphoning  shunt  was  still  working  well 
and  nobody  wanted  to  tamper  with  the  only 
shunt  that  had  lasted  so  long  -  2V2  years.  It 
was  decided  to  implant  a  revolutionary 
new  device  specially  designed  for  patients 
with  pressure  sensitive  problems,  called  a 
SOPHY  valve.  It  is  a  fascinating  invention. 
About  the  size  of  a  watch  face,  it  lies  under 
the  clavicle,  fitting  in  the  tube  which  drains 
the  excess  fluid  to  the  peritoneal  catheter. 
It  is  magnetic  and  a  pressure  (high, 
medium  or  low)  is  set  which  compensates 
the  work  of  the  shunt  in  the  brain  and 
adjusts  the  pressure  within  the  ventricles 
to  a  normal  level.  If  the  pressure  alters  it 
can  be  re-adjusted  from  the  outside  of  the 
body  with  a  magnet,  Lizzie  was  the  third 
patient,  and  first  child  at  Addenbrooke's  to 
undergo  the  operation.  But  Lizzie  being 
Lizzie  was  the  first  (and  until  now  I  believe) 


the  only  patient  to  have  Sophy  (as  we  call 
her)  re-adjusted.  The  re-adjustment  with 
the  magnet  was  compelling  viewing.  The 
entire  operation  takes  less  than  a  minute 
and  the  medical  change  in  her  within  a 
short  time  is  remarkable.  We  are  tempted 
to  dub  her  the  'Six  Million  Dollar  Girl'  - 
bearing  in  mind  all  the  expensive  medical 
care  she  has  received  together  with  her 
new  'bionics'. 

Peter  and  I  know  we  are  very  privileged. 
Lizzie's  school  is  the  only  primary  school  in 
Cambridgeshire  which  is  specifically 
designed  to  teach  pupils  with  sensory 
handicaps  in  a  mainstream  setting 
alongside  children  from  the  local  catch- 
ment area.  Jenny  is  also  a  pupil  there  and 
the  school  is  three  minutes  walk  from  our 
house.  Addenbrooke's  is  40  miles  away 
and  we  are  blessed  with  a  surgeon  of  great 
skill  and  compasion.  The  RNIB  is  setting  up 
part  of  its  operation,  at  the  end  of  the  year, 
at  an  industrial  site  a  mile  from  where  we 
live  and  it  will  give  a  positive  view  to  our 
blind  and  partially  sighted  school  leavers 
for  employment  opportunities. 

Who  ever  coined  the  phrase  the 
'Peterborough  Effect'  didn't  know  I'm  sure, 
how  very  apt  it  would  be  for  our  family. 

Margaret  Anderson 
20  Gostwick 
Orton  Brimbles 
Peterborough  PE2  OXF 
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Appealing  for  Sense 


Jane  Asher  Appeal 

Granada  TVs  5  minute  charity  appeal  on 
behalf  of  Sense,  produced  by  Peter 
Heinze  and  co-presented  by  Jane  Asher 
and  Graham  Hicks,  was  broadcast 
nationwide  on  Sunday,  4th  January. 
Telephone  lines  at  31 1  Gray's  Inn  Road 
were  jammed  solidfor4  hours  immediately 
after  the  broadcast  as  viewers  rang  in  to 
pledge  money  for  the  appeal.  £6,500  was 
received  in  pledges  on  the  evening  and  to 
date  the  running  total  stands  at  over 
£67.000.  (This  figure  compares  with  over 
£30.000  raised  through  Sense's  last  TV 
appeal  on  BBC  in  September  1985).  The 
Appeals  Department  of  the  Independent 
Broadcasting  Authority  have  confirmed 
this  as  a  record  for  charity  appeals! 

Compliments  on  the  quality  of  the 
appeal  and  its  great  success  must  go  to 
Jane  Asher  who,  together  with  Graham 


Hicks,  made  this  a  very  encouraging  start 
to  the  New  Year.  Thanks  to  all  Sense 
members  of  staff  and  volunteers  Mr 
Douglas  Bennett,  Mr  Alan  Newman,  Mr 
and  Mrs  Sheldon  and  Mrs  Nicky  McKean 
who  joined  the  team  manning  the  phones 
on  the  night  of  the  appeal. 

The  Appeals  Department-also  wishes  to 
thank  all  those  viewers  who  gave  so 
generously  and  to  the  following  who  have 
offered  other  gifts  of  support:  Mr  and  Mrs 
Wickens  of  Cobham,  Surrey- a  UK  holiday 
for  two  for  10  days;  Mr  and  Mrs  Davis  of  the 
Red  Lion  Pub,  Stevington,  Beds,  apubfund- 
raising  event  on  28  February;  Julie  Matthews 
—  a  sponsored  trampolining  event. 

The  Manor  House  Appeal 

Funds  raised  to  date  for  this  appeal  stand 
at  £134,000.  Special  thanks  to  the  primary 
children  of  Farndon  Field  School,  Market 
Harborough,  Hathern  Primary  School  and 
Weavers  Close  School  who  jointly  raised 
£400  in  proceeds  from  Christmas  concerts. 

A  personal  donation  of  £500  has  also 
been  received  from  the  President  of  the 
Manor  House  Appeal,  His  Grace  The  Duke 
of  Rutland,  whose  help  and  support  has 
been  greatly  appreciated. 

A  reception  and  exhibition  of  the 
Kessler  Collection  of  Modern  Masters  is  to 
be  held  at  Leicester  Museum  Art  Gallery 
on  Saturday  31  January  raised  £1 000.  The 
Chairman  of  the  Leicestershire  County 
Council  was  host. 

The  appeal  will  conclude  with  a 
Thanksgiving  Service  at  Peterborough 
Cathedral  on  Saturday,  9  May  at  3.30  pm 
which  the  Mayor  and  Mayoress  of 
:'':'':"//',jr  ii  attend  to  and  to  which 
all  major  donors  will  be  invited. 


Children  of  Hathern  Primary  School  present 
George  Farnham  with  a  cheque  for  the 
Manor  House  Appeal. 


Fund-Raising 

Sense  is  always  looking  for  new  ways  of 
raising  money  to  fund  its  expansion  of 
services.  One  of  the  successful  methods 
tried  in  1986  was  fund-raising  by 
telephone  and  we  managed  to  raise  over 
£25,000  in  this  way.  Other  national 
charities  have  also  tried  this  approach  and 
have  found  it  to  be  an  extremely  effective 
way  of  raising  money  and  at  the  same  time 
increasing  public  awareness  of  their  work. 

Sense  does  not  have  staff  with 
experience  in  telephone  sales  and 
arrangements  have  been  made  with  a 
company  called  Senateview  to  undertake 
this  work.  From  their  offices  throughout 
the  UK,  Senateview  telephone  businesses 
offering  entry  into  a  competition  for  a  fee  of 
£20.  The  prizes  for  the  competition  are 
donated  by  companies  from  all  parts  of  the 
country.  When  a  business  agrees  to  take 
part,  a  competition  ticket  is  sent  by 
messenger  to  the  person  concerned  and 
they  pay  for  the  ticket  at  that  time.  At  the 
end  of  the  competition,  a  letter  is  sent  to  all 
those  who  took  part  giving  the  results  and 
thanking  them  for  their  participation.  The 
proceeds,  less  administrative  overheads 
are  then  passed  to  Sense. 

Whilst  some  people  may  feel  that  this 
approach  to  fund-raising  is  too  commercial, 
for  Sense  it  has  proved  to  be  a  valuable 
source  of  income.  Sense  will  attempt  to 
ensure  that  approaches  are  made  in  an 
ethical  manner  so  please  do  support  us 
and  Senateview  in  our  fund-raising  efforts 
in  1987. 

Order  of  the  Temple  of 
Jerusalem 

David  Bridge,  our  Administrative  Director, 
was  guest  at  an  Annual  Charity  Dinner 
hosted  by  members  of  the  Templar 
Pilgrimage  Trust  (OTJ)  on  15  November 
1 986  and  received  a  very  welcome  cheque 
for  £102  towards  the  work  of  Sense.  The 
Templar  Pilgrimage  Trust  provides  travel 
grants  to  pilgrims  wishing  to  travel  to 
Christian  shrines  and  welcomes  donations 
from  interested  parties. 

Fareham  Round  Table 

David  Bridge  attended  a  dinner  on  Friday, 
2  January  1 987,  hosted  by  Mr  David  Tirard, 
President  of  Fareham  and  District  Round 
Table  No.  194  and  Mr  Derek  Marlow, 
Chairman  of  Community  Service.  He  was 
delighted  to  receive  a  cheque  for  the  sum 
of  £2,575,  this  being  the  proceeds  of  a  very 


successful  "It's  a  Knockout"  competition 
held  by  the  Table.  We  are  most  grateful  for 
this  magnificent  sum  and  send  our  sincere 
thanks  to  all  who  contributed  in  any  way. 

University  of  Bath  Rag  Week 

Mrs  Mollie  Francis  kindly  represented 
Sense  when  she  attended  the  University 
of  Bath  to  receive  a  cheque  for  £200, 
raised  by  the  students  of  Bath  University 
during  Rag  Week. 

Special  Events  Fundraising 
1987 

The  Appeals  Department  at  HQ  is  set  for  a 
challenging  year  of  major  fundraising  in 
1987  and  wishes  to  thank  all  regional 
support  staff  for  their  sustained  commit- 
ment to  the  work  of  Sense.  If  you  require 
any  assistance  with  support  material, 
speakers  or  advice  on  how  to  respond  to 
any  fundraising  offer,  please  do  not 
hesitate  to  contact  Susan  Robinson,  Appeals 
Office  Manager  on  01  -278  1 005  ext  38. 

Payroll  Giving  Scheme 

The  Payroll  Giving  Scheme,  which 
commences  operation  in  April  1987  offers 
a  splendid  opportunity  to  members  of  the 
public  to  increase  their  financial  support 
for  Sense  by  means  of  direct  deductions 
from  their  salary.  Essentially  the  scheme 
enables  an  individual  to  give  up  to  £1 20  of 
untaxed  income  each  year  to  a  charity  of 
their  choice.  The  individual's  employer 
deducts  the  sum  agreed  from  his  or  her 
salary  and  pays  it  direct  to  an  authorised 
agency  who  then  remits  the  sum  to  the 
charity  specified  by  the  employee.  If  you 
feel  you  can  assist  Sense  by  persuading 
groups  of  employees  or  individual  employers 
to  set  up  Payroll  Giving  Schemes  in  their 
place  of  work  then  please  write  for  further 
details  to  David  Bridge,  Administrative 
Director,  311  Gray's  Inn  Road,  London 
WC1X8PT. 


Staff  News 

Welcome  to  Susan  Robinson,  Appeals 
Office  Manager  who  joined  officially  on 
Monday,  5  January,  but  who  was  also  part 
of  the  team  of  volunteers  manning  the 
phones  for  the  Jane  Asher  appeal.  She 
comes  to  us  from  The  Royal  Institution  of 
Chartered  Surveyors  where  she  ran  their 
conference  centre  for  2  years. 

Mr  George  Farnham,  in  addition  to 
continuing  his  work  for  the  Manor  House, 
will  in  future  also  be  working  as  Appeals 
Manager  for  the  East  Midlands  and  East 
Anglia  area. 
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CONFERENCES 


■  The  9th  Triennial  Conference 
of  the  International  Association 
for  the  Education  of  the  Deaf- 
Blind 

The  9th  Triennial  Conference  of  the 
International  Association  for  the  Education  of 
the  Deaf-Blind  will  be  taking  place  in  Poitiers, 
France  from  Monday  27  -  Friday  31  July  1987. 

The  IAEDB  Conference  will  celebrate  25 
years  of  international  conferences  on  deaf- 
blind  education  and  the  format  will  be  plenary 
sessions  with  workshops.  Themes  will  cover 
children  and  young  adults  and  will  include 
observation  and  assessment,  integration, 
educational  programming,  working  towards 
independence  for  lower  functioning  young 
adults,  plus  a  special  session  for  parents. 
Costs  will  be: 

Registration  -  1000  French  francs  (about 
£100) 

(1200  after  1.6.87) 
Board  &  Lodging  -  150  francs  per  day  (£15)  for 

University  Accommodation 
Visits  -  1 50  francs 
Travel  costs  are  extra. 

//  you  wish  to  give  a  paper,  or  discuss  the 
Conference  programme,  please  contact  the 
IAEDB  UK  representative,  Christine  Long  at  60 
Hallowell  Road,  Northwood,  Middx.  Tel:  65 
24553. 

Sense  will  be  sponsoring  the  attendance  of 
a  number  of  delegates  at  the  Conference. 

In  addition,  we  will  be  organising  coach 
parties  for  travelling  to  and  from  the 
conference. 

//  you  wish  to  enquire  about  transport  or 
sponsorship  contact:  Rodney  Clark,  Sense,  • 
Freepost,  311  Gray's  Inn  Road,  London  WC1X 
8BR. 


COURSES 


■  Microcomputers  in  Special 
Education 

Easter:  April  4-10 
SummenJuly  18-24 
September  5-11 

In  1987  the  University  of  Lancaster  is  offering 
one  week  residential  courses  on 
'Microcomputers  in  Special  Education'  to 
teachers  and  other  professionals  working  in 
the  area  of  Special  Needs.  The  course  consists 
of  practical  workshop  sessions  on  the 
computer  (a  BBC  Micro).  Each  student  will 
have  a  computer  provided  for  the  duration  of 
the  course,  no  prerequisite  knowledge  or 
experience  required. 

The  courses  run  from  Saturday  to  Friday 
with  accommodation  and  meals  provided  on 
campus.  The  total  cost,  including  meals  and 
residential  fees,  is  £425.00. 
Booking  arrangements  through:  Mr  Ken 
Pennington,  Computer  Manager,  Computer 
Centre,  University  of  Lancaster,  Bailrigg, 
Lancaster,  Lanes  LA1  4YW. 

■  The  Spastics  Society 

Play/Leisure  for  Adults  with  Disabilities 
11-13  March  1987  22/145 

-  relating  to  those  with  multiple  or  severe 
disorders,  in  Social  Services  Education 
Centres,  Special  Care  Units  or  Hospital 
Services.  Organised  in  conjunction  with  Save 
the  Children  Playtrac. 

Tuition:  £47         Residence:  £42         Non-residence: 
£15 

The  Hand  as  a  Guide  to  Learning 

13- 15  March  1987  22/151 

-  with  special  reference  to  those  with  a  severe 
disability,  and  concerned  with  older  children. 
Tuition:  £47  Residence:  £42  Non-residence:  £15 


Micro-Technology  and  Special  Educational 

Needs 

16- 20  March  1987  22/153 

-  this  intensive  course  is  intended  for  teachers, 
therapists  and  others  working  in  a  range  of 
settings  with  children  and  young  people  with 
special  educational  needs.  No  prior  knowledge 
or  experience  of  micro-technology  is  required 
from  participants. 

Tuition:  £70  Residence:  £84  Non-residence:  £30 

Modifying  Behaviour  and  Planning  Goals 
5- 7  May  1987  23/15 

-  a  practical  workshop  for  nurses,  care  staff 
and  therapists  working  with  adults  who  have 
profound  learning  difficulties  or  behaviour 
problems. 

Tuition:  £48  Residence:  £44  Non-residence:  £16 

The  Special  Needs  of  Children  and 
Adolescents  with  Physical  and 
Communication  Disorders 
1  -3  July  1987  23/43 

-  primarily  for  educational  and  clinical 
psychologists. 

Tuition:  £55  Residence:  £44  Non-residence:  £16 

The  Personal  Care  of  People  with  Cerebral 

Palsy  -  Feeding  Difficulties 

4  July  1987  23/45 

-  a  one  day  course  for  care  staff,  speech 
therapists  lacking  experience  of  cerebral  palsy, 
and  voluntary  helpers. 

Inclusive  fee:  £15 

Current  Trends  in  Provision  for  People  with 
Handicaps  in  the  UK 
5-17  July  1987  23/55 

-  a  study  programme  for  overseas  visitors  - 
visits,  lectures  and  seminars  concerned  with 
present  day  care  education  and  treatment. 
Inclusive  fee:  £495  (residence,  tuition  and  travel  to 
visits) 

Blissymbolics  Communication  System 

20- 24  July  1987  23/60 

-an  introductory  course  concerned  with 
communication  for  children  or  adults  with 
severe  communication  disorders. 
Tuition:  £125  (incl.  materials) 
Residence:  £88      Non-residence:  £32 

Care  of  Children  with  Special  Needs 

27- 30  July  1987  23/63 

-for  residential,  day  care  or  welfare  staff 
without  specialist  qualifications. 
Tuition:  £50  Residence:  £66  Non-residence:  £24 
Information  from:  Castle  Priory  College, 
Thames  Street,  Wallingford,  Oxfordshire,  0X1 0 
OHE.  Tel:  Wallingford  (0491)  37551 


■  Mothers  and  Babies  Courses 

15-  7  June  1987. 

This  is  a  residential  course  for  mothers  with 
deaf-blind  babies,  up  to  about  five  years.  It  is 
designed  to  give  you  practical  and  specific 
help  in  caring  for  your  child.  We  will  also 
ensure  that  you  get  a  chance  to  relax. 
Contact:  John  Peter  Jones,  Condover  Hall 
School  (RNIB),  Condover,  Shrewsbury  SY5  7AH. 

■  Labyrinths  Two  ...  Movement 
with  the  Multiply  Handicapped 

Friday  12  June  1987    9am  —  4pm 

The  day  will  compare  methods  of  working,  size 
of  groups,  working  areas,  different  handicaps, 
communication  disorders  and  involve  practical 
participation. 

Application  forms  from  Michael  Jennings,  c/o 
Deaf-blind  Unit,  Henshaw's,  Bogs  Lane, 
Harrogate.  Tel:  (0423)  886451. 


What's  So  Special  About  Autism? 
Wednesday  29  April,  1987 

A  one  day  course  held  at  267  Willesden  Lane, 
London  NW2.  An  introduction  to  Autism, 
suitable  for  all  who  work  with  autistic  people  in 
the  field  of  mental  handicap.  The  programme 
will  include  talks  on:  'What  is  autism?',  'The 
teaching  and  management  of  autistic  children', 
'The  needs  of  autistic  adolescents  and  adults', 
and  a  'Parent's  viewpoint'. 
Course  fee:  £7.50 

(Similar  courses  will  be  held  in  Birmingham  and 
Manchester) 

For  applications  and  forms  and  further  details, 
please  apply  to:  Morna  Regan,  the  Inge 
Wakehurst  Memorial  Trust  Fund,  c/o  NAS,  276 
Willesden  Lane,  London  NW2  5RB.  Tel:  01-451 
3844 


SENSE  COURSES 


Sense-in-the-M  id  lands 

Following  the  meeting  of  Care  Staff  at 
Sense's  Weekend  Away  last  September, 
representatives  Vanessa  Hutchinson  and 
Steve  Keikopf  have  planned  a  weekend 
course  for  residential  staff  on  24  -  26 
April. 

Invitations  have  gone  out  to  centres 
for  deaf-blind  children  and  young  adults, 
and  we  look  forward  to  welcoming 
members  of  their  care  staff  at  Sense-in- 
the-Midlands. 

■  Sense  Scottish  Conference 

July  1 0,  1 1 ,  1 2  1 986  Glasgow 

See  the  Scottish  Report  and  the  enclosed 
leaflet. 


CONVENTION 


■  The  First  National  United 
Kingdom  Convention  for  the  Deaf- 
Blind 

'Hand  in  Hand  to  Happiness 
22  -  29  August  1987 

Our  first  Convention  will  be  held  at  the  Froebel 
Institute  College,  Grove  House,  Roehampton 
Lane,  London  SW15  5PJ. 
The  College  situated  in  South  West  London 
offers  excellent  residential  accommodation  for 
over  100  deaf-blind  delegates  and  their 
guide/interpreters  on  a  most  beautiful  campus 
of  40  acres  of  spacious  landscaped  grounds. 
We  hope  this  totally  new  experience  of  'a 
National  Convention'  will  bring  together  in  a 
friendly  atmosphere  deaf-blind  people  of  all 
ages.  Giving  them  the  opportunity  to  work 
together,  share  experiences  and  discuss  major 
issues  relating  to  their  handicap,  as  well  as  visit 
places  of  interest  in  and  around  London.  The 
evenings  will  be  a  time  for  relaxation, 
socialising  -  making  new  friends  and  meeting 
old,  and  entertainment. 
Please  will  you  bring  this  important  event  to 
the  attention  of  the  deaf-blind  in  your 
area/club. 

The  cost  is  £1 50  for  each  deaf-blind  person. 

This  includes  full  board  for  the  week  and  most 
outings. 

We  wish  each  delegate  to  be  accompanied  by 
a  guide/interpreter  to  act  as  their  'eyes  and 
ears'  so  they  can  participate  fully.  There  will  be 
no  charge  for  guide/interpreters. 
Contact:  Ann  Barnett,  Secretary,  National  Deaf- 
Blind  Helpers  League,  18  Rainbow  Court, 
Paston  Ridings,  Peterborough  PE4  6UP.  Tel: 
(0733)  73511 
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(retting  the  Message 
Across 

We  continue  our  discussion  on 
different  communication  systems  by 
looking  at  Cued  Speech.  June  Dixon- 
Millar  writes  on  page  1 0. 

At  the  Sharp  End 

Sense's  Rubella  fieldworkers  seek  to 
improve  rubella  immunisation  rates. 
How?  See  page  16. 


From  Russia  with 
Care . . . 

Michael  Lambert  begins  his 
exploration  of  services  for  deaf-blind  in 
the  USSR,  on  page  18. 


Nelson's  Tale 


Guide  dog  training  for  deaf-blind 
people?  Read  the  story  of  Clark 
Stevens  and  his  Guide  Dog,  Nelson 


<$&> 

Sense  The  eyes  and  ears  of  deaf-blind  people. 
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SENSE 

The  National  Deaf-Blind 
and  Rubella  Association 


311  Grays  Inn  Road,  London  WC1X8PT 
Tel:  01-278  1005 

President  DrGB  Simon  MB  ChB  DPM 

FRCPsych 
Chairman  Jessica  Hills  MBE 

Vice-Chairman  Margaret  White 

Treasurer  Emrys  Lloyd 

National  Director  Rodney  Clark 

Administrative  Director  David  Bridge 


SENSE-IN-SCOTLAND 

168  Dumbarton  Road 

Glasgow  G11  6XE 

Tel:  041-334  9666/9675 

Scottish  Officer  Gill  Morbey 
Development  Officer  Joyce  Wilson 


REGIONAL    CONTACTS 

SENSE -Avon: 

Mavis  Rudman,  24  Hillyfield  Road,  Headley  Park, 
Bristol  BS13  7QF.  Tel:  0272  640370 

SENSE -Colchester: 

Brendan  Giblin,  104  Bergholt  Road, 

Colchester,  Essex 

Eastern: 

Elizabeth  Royle,  The  Lanterns,  Church  Lane, 

Playford,  Ipswich,  Suffolk  IP6  9DS. 

Tel:  0473  622443 

SENSE  -  London  North  East: 

Christine  Taylor,  26  Albion  Road,  Walthamstow, 

London  E17  3HZ.  Tel:  01-520  1736 

SENSE  -  London  West: 

Jacki  Dunleavy,  24  Queens  Road,  Richmond, 

Surrey  TW10  6JW.  Tel.  01-948  4309 

SENSE -Midlands: 

Margaret  Beattie,  'The  Cottage',  82  Hinckley  Road 

Walsgrave,  Coventry  CV2  2EU.  Tel:  0203  61 6962 

SENSE  -  Northern  Ireland: 

Muriel  Mathers,  5  Old  Quay  Court,  Holywood, 

Co.  Down  BT1  8  OHT.  Tel:  023-1 74-242 

SENSE-  NorthWest: 

Margery  Harrison,  6  Tidal  Lane,  Padgate, 

Warrington,  Cheshire  WA1  3DT.Tel:  0925  81 3520 

Scottish  Branch: 

Jerry  Morbey,  3  Kersland  Street,  Hillhead, 

Glasgow  G 12.  Tel:  041-339  9381 

SENSE  -  South  Wales: 

Hazel  Benjamin,  8  Forest  View,  Cimla,  Neath, 

West  Glamorgan  SA11  3RS.  Tel:  0639  571 15 

SENSE  -South  West: 

Mary  Holrrfan,  15a  Powderham  Road,  Newton 

Abbott,  Devon  TQ12  1  EV.  Tel:  0626  69278 


SENSE     CENTRES 


The  Family  Centre 
86  Cleveland  Road 
Ealing 

London  W1 3 
Tel  01-991  0513 


The  Manor  House 

72  Church  Street 

Market  Deeping 

Peterborough  PE6  8AL 

Tel:  0778  344921 


Principal:  Lindy  Wyman       Principal:  John  Blanchard 

Sense-in-the-Midlands 

4  Church  Road,  Edgbaston,  Birmingham 

B15  3TD  Tel:  021-454  2405 

Principal  John  Hatton 

Sheila  Houston  -  Peripatetic  Advisory  Teacher 

c/o  Northern  Counties  School  for  the  Deaf,  Gt  North  Rd 

•  .<.  /< ^atle-upon-Tyne  NE2  3BB  Tel:  091-281  5060 

Tht.-  ziew'j  expressed  in  the  magazine  are 

not  necessarily  those  of  Sense,  the 

National  Deaf-Blind  and  Rubella 

Association. 
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Weekend  Away  -  18  -  20  September 


International  celebrities  and  famous  TV 
personalities  will  be  flocking  to  the  Sense 
Weekend  Away  . . .  well,  there  will  be  one 
of  each  at  least! 

We're  really  lucky  this  year  to  have  at 
the  weekend  a  renowned  teacher  of  the 
deaf-blind  and  international  speaker,  Dr 
Jan  van  Dijk,  from  the  Deaf-Blind  Institute, 
Sint  Michelsgestel,  Netherlands.  Dr  van 
Dijk  will  be  presenting  two  sessions  on 
Saturday,  19  September. 

Our  TV  star  is  Clark  Denmark,  who  will 
be  presenting  a  workshop  on  BSL  (British 
Sign  Language):  sessions  on  Makaton, 
Total  Communication,  Paget  Gorman  and 
Signed.  English  will  also  feature.  A  draft 
programme  and  application  form  are 
enclosed  with  this  Newsletter.  Please 
don't  be  shy  about  asking  for  extra  copies 
either. 

The  Weekend  will  include  all  the  usual 
Sense  activities:  creches  for  the  children 
and  youngsters  and  babysitting  during  the 
evenings;  a  Market  Place,  Information 
Room,  Videos  etc.  As  is  usual  on  these 
occasions,  Sense  professional  staff  will  be 
on  hand  to  discuss  particular  problems 
with  parents  and  other  professionals,  and 
there  will  be  a  variety  of  social  activities, 
hopefully  to  include  a  cabaret  by  a  local 
deaf  school.  We  are  pleased  that  our  deaf- 
blind  adult  group,  the  HASICOM  users,  will 


be  with  us  once  more  and  there  should  be 
plenty  of  workshops,  talks  and  discussions 
to  interest  all  our  members. 

The  cost  this  year  will  be  the  same  as 
the  previous  years:  £20.00  for  each  family 
member  (with  children  under  1 6  free),  and 
£40.00  for  professionals.  Of  course,  as  we 
have  said  many  times  before,  we  would  not 
want  families  who  were  unable  to  meet  the 
cost  of  the  Weekend  to  stay  away  for  that 
reason;  families  requiring  a  grant  for  this 
should  contact  me  at  Head  Office. 

For  anyone  who  has  not  attended  this 
Weekend  Away  before,  would  like  to,  but 
feels  slightly  apprehensive  about  it,  please 
try  and  come.  The  Weekends  are  hectic, 
but  stimulating  and  fun.  They  give  people 
the  chance  to  meet  with  others  in  a  similar 
position  to  themselves,  to  discuss 
common  problems  and  smile  over  common 
experiences.  One  of  the  great  things  about 
the  Weekend  is  that  the  barriers  that  are 
sometimes  present  between  parent  and 
professional  are  removed,  and  our  main 
interest,  our  children  and  youngsters  and 
their  needs,  can  be  discussed  in  an 
informal  and  relaxed  but  informative  way. 

If  you  want  further  details,  please 
contact  me  at  Gray's  Inn  Road. 

Carmel  Perry. 


Sense-in- 
the-Midlands 


When  I  reported  in  the  last  Talking  Sense 
on  developments  at  Sense-in-the-Midlands 
it  was  in  a  state  of  great  excitement. 
Everything  was  happening  -  building  work 
had  started,  our  first  group  of  students  had 
moved  in  and  a  large  number  of  new  staff 
had  joined  us.  Very  quickly  we  settled 
down  from  that  level  and  the  ordinary,  to 
some  extent  uneventful,  life  of  the  site  took 
over  again.  The  workmen  and  the  building 
became  part  of  normal  life.  The  students  in 
the  FE  Department  and  the  staff  working 
with  them  -  well  it  seems  as  if  they  have 
been  with  us  for  years.  Doreen  and 
Bronwen  have  carried  on  the  work  of  the 
Family  Advisory  Service.  Marion  has 
organised  a  one-day  course  on  the  use  of 
therapists  in  the  education  of  deaf-blind 
children.  A  two  week  course  has  taken 
place  for  teachers  from  SLD  schools  and  a 
group  of  residential  care  staff  working  with 
deaf-blind  children  and  young  people  has 
had  a  weekend  conference.  All  these 
things  are  now  part  of  the  normal  life  here 
at  Edgbaston.  Rehabilitation,  the  Family 
Advisory  Service,  staff  training  are  what  we 
are  here  to  do.  So  slowly  but  surely  (I  hope) 
we  are  doing  it  but  it's  not  really  headline 
news.  Our  next  red-letter  day  will  be  in  July 
when  the  building  work  finishes  on  phase 
one  and  we  have  the  first  four  residential 
units  for  our  FE  Department  and  the  Family 
Centre.  Until  then  the  work  will  carry  on 
probably  without  any  great  flushes  of 
excitement,  but  like  any  other  'infant'  who 
is  growing  and  developing,  too  much 
excitement  is  not  always  a  good  thing. 

John  Hatton 


Sense  Appoints 
a  New  Education 
Officer 


Margaret  Davison  will  be  based  at 
Edgbaston.  She  begins  work  there  on  1 
June,  taking  over  from  Marion  Tobin  who 
has  generously  delayed  her  retirement 
until  a  suitable  replacement  was  found. 

Trained  as  a  teacher  of  the  deaf, 
Margaret  taught  French  at  the  Mary  Hare 
Grammar  School  for  the  deaf  and  went  on 
as  a  teacher  of  the  deaf  at  the  Nuffield 
Hearing  and  Speech  Centre. 

For  the  last  seven  years  she  has  been 
working  in  the  Linguistics  Department  at 
Reading  University,  settingupand  running 
a  Diploma  course  for  teachers  of  children 
with  speech  and  language  disorders. 

Professionally  Margaret  is  particularly 
interested  in  language  acquisition  and 
learning  (spoken,  written  and  signed)  and 
in  trying  to  understand  and  help  children 
with  difficulties  in  these  areas. 


viW»-*r-      Prvej^J, 


Chairman's  Letter 
-  The  Next  Steps 


In  1983  Sense  presented  at  the  AGM  'A 
Programme  for  Development',  its  first  five 
year  plan,  setting  out  as  priority  areas  for 
development: 

•  Community  care  and  further  education 
for  the  over  16s 

•  Support  and  services  for  the  families  of 
young  deaf-blind  children 

•  Linking  and  helping  parents  and 
children  to  maintain  contact  with  each 
other 

Since  then  progress  in  these  areas  has 
gone  so  fast  and  other  needs  have  become 
very  apparent  from  the  demands  made  on 
staff  that  it  was  clearly  not  possible  to  wait 
till  the  end  of  the  five  years  before  looking 
again  at  our  policies,  priorities  and  plans. 

The  management  of  the  production  of 
the  1983  Development  Programme  had 
been  in  the  hands  of  the  Policy  Group,  a 
small  group  of  members  of  the  Council  of 
Management.  This  group  was  brought 
back  to  life,  last  summer  for  our  second 
review  of  our  long-term  strategy.  In 
Autumn  1986  Sense's  heads  of  depart- 
ments and  committees  started  writing 
reports  on  twenty  different  areas  of 
Sense's  work.  These  were  discussed  and 
refined  by  the  Policy  Group  with  the 
guidance  of  Mike  Hudson,  our  invaluable 
Management  Consultant  who  had  advised 
us  through  our  first  review  and  continued 
to  support  us  in  the  intervening  years. 

Rodney  summarised  all  the  papers  and 
the  budgets  that  would  be  required  to  fulfil 
the  developments  in  each  paper  -  a 
mammoth  task  for  him  to  produce  and  for 
the  readers  to  digest!  The  Policy  Group, 
along  with  the  authors  of  the  papers, 
mostly  the  staff  at  Head  Office  together 
with  the  Scottish  Officer,  the  Principal's  of 
Sense's  Centres  and  members  of  the 
Council  of  Management  met  together  for  a 
whole  weekend  at  a  Conference  Centre  in 
Oxfordshire  to  discuss  the  papers  and 
make  recommendations  as  to  what  our 
priorities  should  be  in  the  next  few  years. 

We  had  major  policy  decisions  to  make 
first: 

•  Who  does  Sense  serve  as  beneficiaries 
and  who  should  Sense  serve? 

•  As  a  national  organisation  and  according 
to  our  constitution  all  deaf-blind  people 
could  appeal  to  Sense  for  advice,  support 
and  services  but  clearly  we  have  to  decide, 
as  we  did  before,  which  groups  we  can  best 
serve  at  the  present  time  both  in 
continuing  services  and  in  new  areas  of 
activity. 

•  What  is  Sense's  function:  should  we 
provide  services  directly  or  campaign  for 
others  to  provide  services,  the  Government, 
local  authorities,  other  organisations? 

Of  course  we  already  do  both  and  will 
continue  to  do  so  but  we  have  to  decide  in 
which  areas  and  for  how  long  we  continue 
to  campaign  before  we  provide  direct 
services  ourselves  and  to  which  areas  of 
campaigning  we  devote  staff  time. 

Most  of  Saturday  was  spent  discussing 
the  individual  priority  areas,  each  one 
introduced  and  summarised  by  those 
particularly  involved  in  these  areas  within 
Sense. 


Paul  Ennals  and  John  Hatton  introduced 
discussion  on  Adult  Services,  including 
Further  Education  and  rehabilitation,  long- 
term  care  and  an  Adult  Advisory  Service. 
Should  Sense  develop  more  centres  like 
the  Manor  House  and  Sense-in-the- 
Midlands  or  are  the  present  five  such 
centres  enough  to  serve  the  needs  of  the 
numbers  leaving  education  each  year?  Is 
the  greater  need  now  to  provide  long-term 
care  for  those  leaving  the  Adult  Centres, 
Hospitals,  and  their  families?  Should 
Sense  provide  long-term  care  or  should 
we  campaign  for  local  authorities  to 
provide  it?  Should  our  efforts  go  into  an 
encompassing  Advisory  Service  with 
Regional  teams  to  support  staff  in  different 
settings,  and  to  encourage  local  authorities 
to  make  long-term  provision? 

Peter  Turner  and  I  led  discussion  on  the 
educational  needs  of  deaf-blind  children. 
The  appointment  of  an  Education  Officer 
had  already  been  agreed.  The  person 
when  appointed  would  discuss  with  the 
DES  and  LEAs  national  provision  for  deaf- 
blind  school  age  children.  But  should 
Sense  meanwhile  appoint  teachers  to 
work  with  school-age  children.their  families 
and  schools  until  there  are  proper  units  for 
them,  in  the  same  way  as  the  Family 
Service  works  with  pre-school  children? 
Ought  Sense  to  open  a  unit  for  school  age 
children  or  put  its  emphasis  on  campaign- 
ing? 

Lindy  Wyman  and  Peter  Holman 
introduced  a  discussion  on  Intervention, 
which  has  been  experimented  with  in  a 
small  way  with  a  few  children  attending  the 
Family  Centre  under  an  MSC  Community 
Programme  project.  Would  a  fuller  trial  of 
intervention  reveal  its  value  to  different 
age  groups  of  deaf-blind  people  in 
different  circumstances  and  persuade  the 
Government  to  accept  responsibility  for 
providing  such  a  service,  as  a  right,  for  all 
deaf-blind  people? 

Paul  Ennals  and  David  Bridge  led 
discussion  on  the  possibility  of  regionalis- 
ing  Sense's  activities.  Would  families  and 
beneficiaries  be  better  served  by  having  a 
Regional  Officer  who  could  pursue  their 
interests  locally  and  a  Regional  Team  to 
provide  services  in  answer  to  local  needs? 
What  then  will  be  the  role  of  Headquarters 
and  where  should  it  be? 

Finally  Norman  Brown  and  Peter 
Holman  introduced  a  discussion  on  the 
families.  What  are  their  needs  and  how  can 
they  best  be  met;  what  are  their  hopes  and 
wishes  for  their  children;  how  can  families 
continue  to  be  fully  involved  in  an 
organisation  growing  as  Sense  is  growing? 

Sunday  morning  was  spent  discussing 
the  organisation  of  Sense,  the  funding  of 
its  activities,  what  we  can  and  cannot 
afford  to  do  and  finally  what  recommenda- 
tions we  should  make  regarding  priority 
areas  as  the  result  of  our  lengthy 
discussions. 

For  lunch  and  for  the  afternoon  we  were 
delighted  to  welcome  nearly  all  the 
members  of  our  new  Advisory  Committee 
to  their  first  Meeting.  The  Advisory 
Committee  members  are  people  who  have 
worked  for  or  with  the  Association  as 
parents  or  professionals  since  it  started 
more  than  30  years  ago.  They,  with  their 
collective  wisdom  and  experience  of  the 


development  and  growth  from  the  Rubella 
Association  to  Sense  can  look  at  what  we 
are  trying  to  do  and  offer  their  ideas,  their 
criticism  and  their  support  to  help  us  in  our 
deliberations. 

Paul  Ennals  gave  them  a  succinct 
summary  of  the  policy  recommendations 
reached  as  a  result  of  the  weekend's 
sessions  and  these  were  discussed  by 
those  present  with  a  further  opportunity  to 
write  in  and  offer  further  ideas  when  they 
had  had  time  to  digest  the  document 
containing  all  the  papers. 

It  was  an  excellent  weekend  with  all 
contributors  looking  to  the  good  of  Sense 
and  its  beneficiaries  as  a  whole,  not  at  their 
particular  areas  of  interest.  May  thanks  go 
to  all  those  who  contributed  with  a  great 
deal  of  hard  work  to  the  writing  of  the 
papers  and  with  their  involvement  in 
discussion  and  decision  making. 

The  next  stage  is  for  the  Policy  Group 
and  Council  to  discuss  the  recommend- 
ations, make  the  final  decisions,  write  the 
Policy  Document  and  present  it  to  the 
Annual  General  Meeting  in  September.  It 
is  yet  again  a  very  exciting  time  when 
Sense  is  able  to  take  on  new  ideas  and 
develop  new  campaigns  and  services.  We 
hope  that  you  will  all  be  able  to  come  to  the 
AGM,  hear  our  plans  and  then  help  us  to 
fulfil  them  in  the  next  few  years. 


C^LS^ 


Jessica  Hills 


Annual  General  Meeting 
1987 

The  1987  Annual  General  Meeting  will 
take  place  on  the  afternoon  of  Sunday  20, 
September  at  the  University  of  Birmingham, 
Edgbaston  Park  Road,  Edgbaston,  Birming- 
ham 1 5,  as  part  of  Sense's  Annual  Weekend 
Away. 

Formal  notice,  together  with  an  Agenda 
and  the  Annual  Report  and  Accounts  will 
be  sent  out  with  the  Autumn  Newsletter. 
The  minutes  of  the  1986  AGM  will  be 
available  on  request  from  31 1  Gray's  Inn 
Road  from  1  September  1987. 

Nominations  are  sought  for  election  to 
the  Council  of  Management  at  this  meeting. 
According  to  the  Constitution,  the  Council 
shall  have  no  less  than  eight  and  no  more 
than  sixteen  members.  The  Council  have 
decided  that  there  should  be  no  more  than 
twelve  elected  members,  although  the 
AGM  may  increase  or  decrease  this  figure 
within  the  given  limits.  One  third  of  the 
membership  of  the  Council,  plus  all  co- 
opted  members,  retire  each  year.  On  the 
basis  of  twelve  elected  members  there  will 
be  four  vacancies  to  be  filled  at  the  1987 
AGM.  Nominations  must  be  received  by  me 
by  Friday,  1 8  September  1 987  at  the  latest, 
and  must  be  accompanied  by  a  letter  from 
the  nominated  member  notifying  me  of 
their  willingness  to  serve.  Members  of  the 
Council  of  Management  must  be  approved 
members  of  the  Association. 

By  order  of  the  Council  of  Management. 

Rodney  Clark 
Secretary 

30  May  1987 


Clark  and  his  guide  dog 


Clark  Steven  is  twenty-six  and  suffers  from 
Usher  Syndrome.  He  was  born  totally  deaf 
and  is  without  speech.  Since  he  was 
fourteen  his  sight  has  been  deteriorating. 
Now  he  only  sees  clearly  an  area  about  the 
size  of  a  dinner  plate,  held  at  arm's  length. 

In  1 985  Clark's  social  worker  suggested 
that  he  should  have  a  guide  dog.  This 
posed  a  problem  for  Syd  Duncan,  guide 
dog  mobility  supervisor  at  Forfar,  Scotland 
because  guide  dogs  are  normally  taught  to 
respond  to  vocal  commands.  Whilst  he 
pondered  on  the  problems  and  worked  out 
likely  methods  to  overcome  them,  Syd 
chose  a  likely  dog. 

Nelson  is  a  yellow  coloured  labrador. 
He  is  considered  to  have  a  natural 
willingness  to  please  and  to  have  medium 
sensitivities.  For  two  weeks  the  dog  was 
trained  in  the  normal  way  -  except  that 
vocal  commands  were  omitted  and  special 
physical  signals  were  used  in  their  place. 

Some  of  the  signals  or  codes  used  with 
Nelson  are  the  sounds  of  snapped  fingers, 
of  a  tap  on  the  hand,  and  of  a  blown  whistle 
-  all  made  by  Clark,  who  cannot  hear  them 
himself.  In  addition  exaggerated  physical 
praise  is  given,  that  is  stroking  and  patting 
-as  well  as  material  rewards.  These  all  help 
to  condition  the  dog  to  his  work. 

An  important  and  new  problem  for  the 
Guide  Dogs  for  the  Blind  Association  was 
fitting  Clark  into  the  normal  dog  handling 
training  course  at  Forfar.  Jane  Horsburgh, 
the  deputy  matron,  was  concerned 
whether  the  other  students  and  the  staff 
would  be  able  to  adapt  to  the  presence  of 
the  first  deaf-blind  trainee.  Would  they  be 
able  to  communicate  with  Clark?  Would 
the  familiar  equilibrium  of  the  group  be 
disturbed?  Would  Clark  and  Nelson  be 
able  to  succeed  together? 

Clark  and  his  recently'married  wife  Liz 
came  to  the  training  centre  a  couple  of 
days  early.  Liz  was  to  act  as  her  husband's 
interpreter,  to  speed  up  communication 
with  the  staff  who  were  now  striving  to 
learn  the  deaf-blind  manual  sign  language. 
She  would  also  teach  it  to  such  other 
students  as  were  interested. 

Special  signals  were  devised  to  help 
the  trainers  communicate  with  Clark;  for 
instance,  to  stop  him  when  on  the  move, 
the  trainer's  fingers  were  pressed  at  the 
base  of  Clark's  neck.  'Turn  right'  was  a  tap 


Clark  Stevens,  of  East  Kilbride,  with 

the  help  of  the  Guide  Dogs  for  the 

Blind  Association,  has  achieved  a  new 

mobility  and  independence  ...  his  wife 

Liz  did  her  bit  too!  Peter  Bennett 

reports. 

on  the  right  shoulder.  'Turn  left'  was  three 
taps  on  his  right  shoulder  etc.  With  some 
glee,  remembering  Admiral  Lord  Nelson, 
the  code  for  the  dog  was  to  place  the  palm 
of  the  hand  over  Clark's  right  eye. 

Elizabeth     (Liz),     Clark's     wife     had 
believed   that   only  totally   blind   people 


Mar/  Scroggie  tells  Clark  to  put  the  handle  on 

'.<•  '.-,-    •-.  tj3'>  fo/  tappi' ■'{  on  th«;  rn«.-tal  bar,  of 


Nelson  hears  the  sign  "Good  Boy"  made  by 
Clark  tapping  the  back  of  his  hand 

could  have  guide  dogs  but  later  discovered 
that  people,  such  as  Clark,  with  'tunnel 
vision'  could  be  accepted  for  training. 
Clark  did  not  know  that  there  was  such  a 
thing  as  a  guide  dog  and  became  excited 
and  full  of  new  hope  as  he  realised  that  a 
dog  could  bring  him  greater  independence. 

Before  the  class  started  Liz  was  given  a 
harness  handle  so  that  she  and  Clark  could 
practice  'handle  walking'  at  home;  this 
helped  Clark  to  improve  his  poor  balance 
and  to  overcome  some  of  his  inhibitions. 

It  was  stressed  to  Liz  and  Clark  from  the 
beginning  that  safety  was  a  first  consider- 
ation of  the  GDBA  staff  and  that  the  project 
would  have  to  be  terminated  if  safety  ever 
became  in  doubt. 

The  staff  at  the  training  centre  soon  saw 
that  Clark  was  very  conscientious  with 
Nelson  and  they  realised  that  he  would  be 
very  successful.  Clark  wanted  to  show 
everyone  how  capable  he  was,  although  at 
first  he  was  very  nervous  and  anxious. 
Clark  had  a  number  of  stressful  lessons  to 
learn  and  was  at  first  upset  when  taught 
that  Nelson  needed  to  be  corrected 
severely  for  his  mistakes  -  that  this  did  not 
harm  the  dog  and  was  the  proper  way  to 
teach  him. 

By  the  time  the  training  period  was 
ended    close    bonds    had    been    made 


between  Clark  and  the  other  students  and 
staff.  Clark  and  Nelson  were  working  well 
together  as  a  team  and  ready  to  begin  their 
new  life  back  at  home. 

At  the  end  of  the  experiment  many 
conclusions  were  drawn  -  all  cautiously 
favourable: 

Syd  Duncan  found  it  extremely  reward- 
ing. 'The  experience  will  stand  us  in  good 
stead  for  the  future,  particularly  with 
regard  to  communicating  better  with 
students,  dogs  and  each  other.  Clark  has 
been  an  example  to  us.' 

Chris  Roper,  regional  training  manager, 
believes  possibilities  have  been  opened 
up  for  new  ways  of  training  guide  dogs  that 
will  put  less  strain  on  the  dogs.  'I  feel  sure 
this  opened  up  new  training  areas  to  be 
considered  for  training  the  deaf-blind  and 
the  deaf-blind  without  speech.  This  does 
need  an  experienced  instructor  and  one 
with  the  right  temperament  because,  as 
with  most  new  ideas,  it  means  a  lot  of  hard 
work,  good  planning  and  an  eye  to  detail. 
Selecting  future  applicants  will  have  to  be 
done  with  great  care,  but  even  if  we  were 
able  to  train  only  a  limited  number  I  believe 
the  experience  we  would  gain,  and  the 
mobility  and  companionship  it  would 
provide,  would  make  it  very  much 
worthwhile'. 

Capt.  John  Owen,  regional  controller  at 
Forfar,  speaking  a  few  weeks  after  Clark 
had  returned  home  with  his  guide  dog,  said 
he  was  delighted  with  what  had  been 
achieved,  but  cautioned  that  so  far  the 


The  successful  team,  Clark  and  Nelson  with 
GDBA  staff  Fiona  Manson,  Mary  Scroggieand 
Syd  Duncan  at  Forfar. 

experience  of  training  an  applicant  with 
Usher  Syndrome  was  limited  to  one.  'It 
does  not  mean  automatically  that  we  can 
now  say  we  can  train  everyone  suffering 
from  this  condition.  As  with  all  applicants 
for  a  guide  dog,  each  case  must  be  treated 
on  its  own  merits  -  the  individual,  the  dog 
and  the  home  situation.  Perhaps  Clark  was 
an  exceptional  individual,  and  Nelson  an 
exceptional  dog.  But  what  it  does  mean,  I 
believe,  is  that  we  now  have  something  to 
work  on,  and  we  can  carry  the  idea  further.' 

Enquiries  about  or  applications  about 
training  deaf-blind  people  should  be  made 
to  the  Association's  head  office  and  be 
addressed  to  Mr  N.A.  Walters,  The  Guide 
Dogs  for  the  Blind  Association,  9  Park 
Street,  Windsor,  Berks  SL4  1  JR. 


Micro-Computers 


Three  years  ago,  under  the  guidance  of  the 
Research  Centre  for  the  Education  of  the 
Visually  Handicapped  (RCEVH),  a  working 
party  was  established  to  review  and 
develop  the  use  of  the  micro-computer 
with  the  multi-handicapped  blind.  Although 
the  working  party  is  centred  on  the  RCEVH 
in  Birmingham,  it  only  holds  occasional 
meetings  there,  prefering  to  meet  at 
various  establishments  around  the  country. 
This  enables  the  group  members  to  see 
and  experience  as  wide  a  selection  of 
practice  as  possible.  There  has  always 
been  a  'hard  core'  of  seven  or  eight 
members  and  recently  this  number  has 
dramatically  increased  to  20  plus,  which 
obviously  augurs  well  for  the  future. 

Adapting  Software 

In  the  early  stages  of  the  group  very  few  of 
the  members  had  had  much  experience  of 
using  a  micro,  let  alone  with  the  multi- 
handicapped  blind,  and  most  of  thetime,  in 
the  early  days,  was  spent  in  locating, 
modifying  and  testing  suitable  software. 
Gradually  we  were  able  to  start  specifying 
certain  essential  attributes  which  we  felt 
must  be  contained  within  software  for  it  to 
be  appropriate  to  our  needs. 

Screen  Presentation 

It  was  felt  that  there  should,  ideally,  be  a 
choice  of  foreground/background  colours, 
but  failing  this,  the  background  should 
ALWAYS  be  black.  The  general  screen 
presentation  also  needs  to  be  in  as  clear 
and  uncluttered  a  form  as  possible. 

Synthetic  Speech 

Another  essential  was  the  provision  of 
some  form  of  synthetic  speech  to  provide 
prompts  and/or  reinforcement  for  the  user. 
Due  to  the  type  of  user  the  group  was 
dealing  with,  the  type  of  synthetic  speech 
initially  decided  upon  was  the  Acorn 
Speech  Chip.  Despite  its  limited  vocabulary, 
this  was  more  than  offset  by  the  quality  of 
the  speech.  However,  the  majority  of  the 
group's  users  appear  quickly  to  come  to 
terms  with  the  'robotic'  voice  of  a  'text  to 
speech  synthesizer'.  Therefore,  most  of 
the  software  has  since  been  modified  to 
operate  from  either  the  Chip  or  a 
synthesizer. 

Adapting  Hardware 

Another  consideration  was  ways  in  which 
the  micro  could  be  made  available  to  as 
many  of  our  users  as  possible.  Because  of 
their  problems,  mainly  physical,  motor 
control  and  co-ordination,  the  standard 
keyboard  presented  them  with  another 
handicap  and  restricted  the  micro's  use 
and  effectiveness.  The  main  solution  to 
this  was  using  a  variety  of  input  devices, 
suited  to  the  individual's  needs  and 
abilities  including  the  Concept  Keyboard, 
the  MicroMike,  the  lightpen,  the  Micrex 
Box  (with  a  variety  of  appropriate 
switches),  the  modified  Perkins  Brailler, 
and  the  touch  screen  (both  the  Cheyne 
Scribbler  and  the  Microvitec  Touchtec 
501).  The  need  for  this  variety  brought  with 
it  an  additional  problem  in  that  most 
software  is  usually  written  to  run  only  one 
input  device. 

Eventually  this  lead  to  a  far  greater 
depth  of  software  being  developed  and  an 
increased  use  of  peripheral  equipment. 
For  example,  Dave  Mitchell  (Alexander 
Patterson  School)  has  evolved  a  very 
comprehensive   programme   of  switches 


Chris  Painter,  a  teacher  at  Condover 
Hall  School,  describes  the  first  three 
years  of  the  Working  Party  involved  in 
the  use  of  micro-computers  with  the 
less  able  and  visually  handicapped. 
Our  thanks  to  RCEVH  for  permission 
to  print  this  shortened  version. 


and  their  uses  and  helped  in  the 
development  of  a  switch  control  box,  aptly 
named  "BORIS"  (Box  of  Really  Interesting 


topic.  This  paper  will  then  be  available  to 
anyone,  through  the  RCEVH. 

The  group  has  also  produced  an 
information  booklet  (available  from  the 
RCEVH),  intended  for  anyone  just  starting 
to  use  a  BBC  micro-computerwith  the  less 
able  and  visually  handicapped.  It  draws  on 
the  group's  collective  experiences  and 
provides  a  basic  outline  of  suggestions. 
These  are  primarily  aimed  at  hardware, 
software  and  peripheral  equipment  which 
the  group  members  have  found  to  be  most 
satisfactory.  There  is  also  a  comprehensive 


James  Collins  practising  his  counting 
(Concept  Keyboard) 


Mark  Ayres  polishes  his  driving  skills 
(Joystick  Input) 


Mark  Emberton  finding  which  shapes 
match  (Touch  Screen). 

Switches!!)  He  has  also  done  work  in 
creating  examples  for  the  touch  screen 
programs  and  the  'Touch  and  Listen'  discs 
produced  by  the  RCEVH.  Condover  Hall 
has  been  mainly  involved  in  assisting  in  the 
modification  of  non-copyright  software 
and  additional  examples  for  the  touch 
screen  programs.  Most  of  the  above  was 
achieved  during  the  second  year  of  the 
group's  existence. 

New  Directions 

The  last  year  has  seen  a  clarification  of  the 
group's  future  role.  One  significant  change 
during  the  last  year  is  in  the  renaming  of 
the  group.  It  became  apparent  that  our 
work  was  applicable  to  users  who  did  not 
necessarily  have  a  visual  impairment,  but 
might  be  classified  as  having  severe 
learning  difficulties.  So  the  group  was  re- 
titled  'The  Less  Able  and  Visually 
Handicapped  Working  Party'  and  this 
provided  some  guidance  to  whom  the 
group  should  be  addressing  itself  in  the 
future. 

A  group  news  sheet  was  attempted,  but 
was  met  with  insufficient  support.  The  next 
stage,  just  being  started,  is  for  specific 
topics  for  discussion  to  be  included  in  each 
meeting.  The  outcome  of  these  discussions 
will  be  the  production  of  a  paper  on  that 


Adrian  Clark  playing  football  (normal 
keyboard). 

list  of  suppliers,  outlining  where  all  of  the 
formerly  mentioned  can  be  obtained. 

The  Future 

What  is  the  future  for  the  group  then?  The 
obvious  enthusiasm  shown  in  the  first  two 
years,  with  the  recent  resurgence  of 
interest,  especially  by  establishments  and 
individuals  not  formerly  involved  with  the 
group,  promises  an  exciting  and  productive 
future.  The  collation  and  dissemination  of 
the  expertise  and  information  outlined 
above  should  be  of  obvious  benefit  to 
users  beyond  those  of  the  group,  and  will, 
hopefully,  encourage  more  people  and 
establishments  to  either  join  the  group  or 
at  least  share  their  experiences,  successes 
and  problems.  Only  in  these  ways  can  we, 
collectively,  hope  to  significantly  further 
develop  the  use  of  the  micro-computer  in 
the  lives  of  the  people  with  whom  we  are 
concerned. 

Should  you  require  any  further  details 
concerning  points  contained  in  thisarticle, 
or  if  you  have  any  comments  to  make  (even 
criticism!!)  please  have  no  hesitation  in 
contacting  me  at  Condover  Hall  School, 
Condover,  Nr  Shrewsbury,  Shropshire. 
You  can  contact  the  RCEVH  at, 
Selly  Wick  House,  59  Selly  Wick  Road, 
Birmingham  B29  7JE.  Tel:  021  471  1303. 


80x50  Vision 


Stephen  left  us  in  the  springtime,  ours  as 
well  as  his.  a  time  of  beauty  and  of  promise, 
with  hope  on  the  wing  and  sunshine  all 
around. 

I  have  the  blessing  of  seeing  my  son 
through  to  the  end:  no  more  fears  of  what 
may  lie  in  wait  for  him.  of  having  to  hand 
over  the  sentinel's  duty  to  others;  absolved 
of  all  the  dark  thoughts  to  which  we  are 
prey  and  with  all  memories  turned  to  gold.  I 
can  look  at  a  short  life  full  of  achievement 
and  even  more  full  of  love  -  at  a  rounded, 
mature  and  emotionally  independent 
young  man. 

I  know  that  many  parents  will  hear  the 
news  with  mixed  feelings,  knowing  of  the 
turmoil  of  grief,  loss  and  relief,  identifying 
with  me  and  yet  wondering  whether  my 
experience  is  an  omen  for  them.  It  is 
therefore  important  to  speak  of  the  cause 
of  death  so  that  others  can  be  reassured. 

Stephen's  disabilities  were  the  result  of 
the  rubella  virus  and  we  have  all  been 
made  aware  that  some  effects  of  that  initial 
damage  can  appear  in  recognisable  form 
for  the  first  time  in  late  teens  and  early 
twenties.  This  last  year  has  seen  life 
closing  in  on  Stephen.  Attacks  of 
palpitations  and  sudden  exhaustion  or 
breathlessness  would  strike  at  the  oddest 
times  and  halt  him  in  his  tracks.  Never 
distressed,  he  would  wait  for  the  attack  to 
pass  and  then  prompt  us  to  continue. 
While  the  attacks  were  growing  gradually 
more  frequent,  the  attempts  to  find  a  cause 
were  also  increasing.  In  the  event  it  took  a 
post  mortem  and  the  microscope  to  find  it. 
for  every  test  before  that  had  proved 
negative. 

It  was  certainly  a  heart  attack  that  finally 
took  Stephen  and  nothing  could  have 
saved  him.  though  the  night  staff  battled 
hard,  for  the  real  culprit  was  a  very  rare 
condition  called  pulmonary  hypertension. 
a  condition  still  not  fully  understood  and 
not  correctable  except  perhaps  by  a  heart 
and  lung  transplant,  which  Stephen 
certainly  could  not  have  borne. 

Stephen's  own  heart  operation  had 
been  delayed  until  he  was  nearly  four, 
because  it  was  thought  until  then  that  he 
could  not  survive  one.  It  was  during  those 
years  that  the  pulmonary  hypertension 
was  set  on  its  way  and  Stephen's  days 
were  numbered.  So  that,  even  though  the 
heart  operation  was  brilliantly  successful 
and  gave  him  years  of  good  and  vigorous 
health,  the  lung  condition  was  already 
operative  and  lying  in  wait. 

It  may  have  been  that  if  the  heart 
operation  could  have  been  done  earlier. 
the  lung  condition  might  not  have 
developed,  but  then  the  rest  of  his  life 
might  not  have  happened  also. 

Therefore  Stephen's  death  does  not 
sound  a  knell  for  every  other  rubella 
youngster;  it  is  indeed  a  small  risk  that 
could  attend  any  child  with  a  heart 
condition  but  remains  so  rare  that  it  should 
not  be  a  cause  of  fear. 

I  am  glad  about  that. 

Had  we  known  earlier,  we  might  have 
wrapped  Stephen  in  cotton  wool  in  an 
:"';'ript  to  prolong  his  life  and  might  have 
extended  it  by  a  year  or  so  at  the  cost  of  a 
miserably  restricted  existence  for  him.  I  am 
hh  did  not  do  that.  His  life  was  far  too 
full  of  good  limes  and  love  right  to  the  end 
for  him  to  have  missed  it.  You  do  not  judge 
.  jahty  of  cloth  by  its  length  Stephen's 


Stephen  Brown  died  of  a  heart  attack  on 
8  May.  His  father,  Norman  Brown,  is 
Sense's  Liaison  Officer,  and  the  whole 
family  have  been  part  of  the  Sense  family 
for  so  many  years.  Stephen  reached  the 
age  of  20;  Norman  is  50.  The  experience 
that  the  two  of  them  shared  led  Norman 
to  use  the  title  '20  x  50  Vision'  for  this 
appreciation  of  Stephen's  life. 


Stephen  David  Brown 

22  October  1 966-8  May  1 987 


was  a  rich  tapestry. 

The  timing  of  his  leaving  indeed  seems 
remarkable.  One  is  shaken  by  what  had 
been  completed.  Stephen  was  winning 
through  to  the  good  times,  for  us  as  well  as 
himself. 

I  am  glad  for  me  that  he  'waited'  until  he 
was  no  longer  a  burden,  until  my  problems 
were  purely  from  my  own  situation  and 
none  from  him,  until  getting  through  was 
not  the  prime  objective  of  life,  until  a 
broader  perspective  was  being  restored 
and  enjoyment  of  one  another  had 
returned. 

The  years  of  devoted  care  and  skill  from 
teaching  and  care  staff  at  school  and 
Manor  House  had  born  fruit.  Stephen  was 
aware,  had  initiative,  made  choices,  was 
communicating  more  each  day  -  even 
inventing  his  own  ways  of  getting  his 
message  across.  He  had  matured  into  a 
complete  young  man  -  complete  in 
himself.  I  still  felt  tied  and  torn,  but  could 
not  avoid  the  recognition  that  he  was  doing 
all  he  could  and  that  it  was  good. 

I  am  glad  for  his  mother  that  he  had 
'waited'  until  she  was  fully  back  in  touch 
with  him  again.  Why  was  it  that,  having 
decided  to  take  two  days  of  her  last  week's 
holiday  off  to  be  with  him,  she  took  the 
whole  week  off  and  was  with  him  every 
day?  And  he  loved  it. 

Why  was  it  that  the  car,  so  vital  to  his 
holiday,  went  in  for  minor  repair  on  the 
Monday  and  was  not  released  until  the  day 


after  he  went  back,  so  that  we  were  kept 
quietly  at  home  for  his  last  week? 

Why  was  it  that  on  his  last  evening  at  the 
Manor  House  he  chose  to  take  to  bed  not 
his  usual  pile  of  books,  but  the  bundle  of 
'letters'  I  had  written  to  him  and  the  scrap 
book  his  mother  had  made  for  him  that  last 
holiday? 

I  am  glad  also  for  his  sister  that  she  had 
been  able  to  come  over  to  spend  time  with 
us,  completing  his  smaller  family. 

I  am  glad  for  his  larger  family  at  the 
Manor  House  that  his  last  days  there  had 
been  so  happy,  that  he  had  completed  the 
secret  project  of  making  a  stool  which  was 
to  amaze  his  father,  that  even  on  the  last 
day.  pushing  off  from  the  side  of  the  pool 
he  had  delighted  everyone  with  this  new 
burst  of  confidence. 

I  am  glad  that  everything  possible  had 
been  done  and  was  being  done  for  him.  so 
that  no  vestige  of  blame,  guilt  or  suspicion 
can  haunt  anyone.  The  inevitable  could  not 
be  avoided  but  the  timing  was  good. 

And  how  much  he  has  achieved  for  us 
all  and  for  this  Association;  prompting  his 
mother  to  set  up  and  run  the  first 
Association  holiday  and  thereby  setting  in 
motion  our  holiday  schemewhich  this  year 
will  take  in  over  one  hundred  children  and 
young  people;  convincing,  when  he  was 
facing  dismissal,  the  staff  at  the  Unit 
attached  to  the  Royal  Victoria  School  in 
Newcastle  to  take  the  Unit  children  on  to 
16,  although  the  school  itself  stopped  at 
12;  becoming  for  the  Manor  House  a  part 
of  their  outreach  to  encompass  the  less 
able;  attracting  John  Willis  to  make  him  the 
subject  of  the  T.V.  documentary  "A  Place 
for  Stephen",  which  has  done  so  much 
good;  lending  his  photograph  to  our  prize- 
winning  review  and  his  story  to  newspapers 
and  magazines;  motivating  parents,  helpers 
and  professionals  around  the  country  to 
continue  or  start  ventures  for  our 
children's  benefit. 

How  many  twenty-year-olds  can  boast 
so  much?  And  all  done  without  any 
knowledge  of  the  part  he  was  playing.  Just 
by  being  himself,  he  followed  in  the 
tradition  of  the  Buntys  and  the  Christophers, 
being  a  cause  of  love,  a  trigger  of 
responses  and  a  placer  of  challenges. 

Stephen  stands  for  those  who  challenge 
the  whole  of  society,  not  by  rebelling,  not 
by  opting  out  but  by  being  genuinely 
unable  to  fit  in  unless  we  reach  out  to 
include  them,  condemned  without  fault 
unless  we  do  something  about  it. 

They  challenge  us  to  state  what  we  are 
and  what  kind  of  society  we  choose  to 
build.  In  our  response  we  find  ourselves 
and  are  changed. 

I  have  been  made  aware  of  how  much 
Stephen  meant  to  all  of  you  and  I  am 
humbled  and  amazed.  You  should  have 
seen  the  network  come  alive  as  the  news 
spread.  It  lit  up,  and  love  and  strength  has 
poured  my  way  along  every  strand.  I  thank 
you  all  and  am  reminded  of  our  common 
bond,  seeing  in  Stephen's  importance  to 
you  why  you  and  your  children  are  so 
important  to  me.  And  when  I  say  'your 
children'  I  am  speaking  to  professionals, 
helpers  and  parents  alike,  for  'professional 
detachment'  never  fooled  me. 

Stephen  has  been  more  fortunate  than 
most  and  so  therefore  am  1. 1  am  glad  that  I 
was  able  to  see  him  through,  but  at  the 
same  time  I  know  how  close  I  came  to 
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breaking,  so  I  am  saved  from  judging 
anyone  whose  path  was  different.  I  know 
that  were  I  not  a  teacher  and  able  to  take 
employment  which  left  me  free  to  care 
during  the  holiday  period,  life  would  have 
been  radically  different,  so  I  also  know  the 
power  of  circumstance  and  how  easily  I 
might  have  been  outwitted.  And  I  know  that 
the  bed-rock  of  Stephen's  success  and  the 
early  burden  of  caring  was  his  mother's, 
which  helps  me  keep  the  latteryearsof  my 
main  contribution  in  proportion. 

But  Stephen  had  other  helpers,  some 
from  quarters  we  often  criticise.  From  the 
eye  surgeon  who  first  said,  "We  must  get 
light  into  those  eyes  as  soon  as  possible", 
through  the  Gloucestershire  Education 
Authority  who  said,  long  before  the  1981 
Act,  "We  have  nowhere  suitable,  but  you 


give  and  who  were  so  much  a  part  of 
Stephen's  happiness. 

If  only  we  can  secure  similar  or  even 
more  appropriate  placement  and  back-up 
for  all  our  children,  how  effective  that  will 
be  and  how  much  sooner  we  can  help 
families  win  through  to  the  good  times, 
whatever  their  circumstances. 

I  can  also  look  further  up  the  road 
Stephen  was  travelling  and  see  the 
successful  kind  of  community  settings  in 
which  he  and  others  could  have  lived  full 
lives,  for  Stephen  himself  was  teaching 
me. 

There  was  an  initial  attempt  at  guilt 
because  I  was  not  with  him  at  the  end  as  I 
had  been  at  the  beginning,  but  it  was 
immediately  swamped  by  the  realisation  of 
the  Tightness  of  it  all.  Stephen  was  himself 
with  a  right  to  his  own  life.  He  was  no  longer 
my  little  boy  but  a  young  man  forming  his 


But  the  quality  of  life  along  the  way  was 
an  achievement  in  itself  and  complete  in 
itself.  Not  all  was  to  come. 

You  cannot  say  that  the  Spring  is  of  no 
value  because  it  is  not  the  harvest.  It  shows 
the  sowing  was  well  done  and  that  the 
summer  will  come.  It  is  a  time  of  hope  and 
refreshment  and  has  a  beauty  of  its  own. 
And  though  the  blossom  may  fall,  the  tree 
will  stand  and  others  will  gather  the  fruits. 

Stephen  has  left  me  a  legacy  of  love  to 
share  among  you  and  for  you  to  pass  on.  It 
is  the  great  motivator  and  takes  us  where 
otherwise  we  might  not  choose  to  go. 
Though  he  had  no  words  he  has  taught  me 
what  to  say.  His  weaknesses  have  made 
me  strong  and  his  strengths  have  humbled 
me.  But  mostly  I  remember  love,  he 
conjured  it  from  all,  and  if  I  weep,  it  is  not  for 
him  but  for  myself,  I  know. 

Norman  Brown 

Stephen  was  buried  in  Market  Deeping  on 
18  May  1987.  On  the  same  day,  in  the 
garden  of  the  Manor  House,  down  by  the 
swing,  the  staff  planted  two  flowering, 
fruiting  cherry  trees.  There  can  be  no  more 
fitting  a  memorial. 


keep  looking  and  we'll  keep  looking  and  if 
anywhere  suitable  is  found  we  shall  fund 
it",  to  the  Lambeth  Social  Services  Team 
who  called  me  in  on  their  meetings, 
listened  to  what  I  had  to  say  and  agreed  to 
apply  for  and  fund  his  Manor  House 
placement. 

Stephen's  life  as  a  result  has  been 
much  more  happy  than  sad,  his  achieve- 
ments have  far  exceeded  all  expectations 
and  he  was  blossoming  to  the  last.  His  life, 
*o  me,  shows  what  can  be  achieved  if  we  do 
things  right, because,  although  we  did  not 
get  everything  right  ourselves,  we  got 
close  enough  to  prove  a  case  and  we 
certainly  discovered  the  near-magical 
effect  of  the  right  placement. 

Although  it  took  everything  I've  got,  I  am 
ever  conscious  of  the  value  to  Stephen  of 
that  constant,  consistent,  caring  input  of 
his  staff  along  the  way.  I  cannot  mention 
names  for  fear  of  omitting  some  but  how 
can  I  thank  those  at  Newcastle  and  Market 
Deeping  who  gave  so  much  that  I  could  not 


own  contacts  and  community.  He  was 
growing  more  aware  of  his  home  and  family 
at  the  same  time  as  needing  it  less -able  to 
appreciate  the  links  yet  also  able  to 
function  happily  with  and  among  others. 

He  died  in  his  own  setting  with  skilled 
care  about  him  greater  than  I  could  give, 
with  his  support  network  in  place  and  fully 
operational,  and  among  those  who  so 
obviously  loved  as  well  as  cared  for  him. 
Look  on  from  such  a  setting  and  you  have 
many  answers  to  the  problems  of  life 
placements. 

As  I  draw  comfort  from  all  I  have  said,  I 
feel  most  for  those  who  have  cared  for  and 
taught  Stephen.  It  is  hard  to  be  so  suddenly 
robbed  of  the  long-term  objective  towards 
which  all  your  efforts  were  aimed, 
especially  when  those  efforts  took  so 
much  and  meant  so  much  and  when  the 
signs  of  success  were  at  last  apparent  in 
abundance. 


Residential  Care 
Staff  Weekend 
Course  April  1 987 


Often  seen  but  not  heard  -  residential  care 
staff  from  almost  every  deaf-blind  unit  in 
the  country  came  together  at  Sense-in- 
the-Midlands  on  the  weekend  of  24-26 
April. 

The  idea  was  both  to  listen  to  a  variety  of 
speakers  and  to  exchange  views  and 
discuss  our  role  as  carers. 

Martin  Thomas  of  Rushton  Hall  started 
us  off  well  with  a  mobility  talk  and  we  were 
quickly  into  methods  of  training  and 
practice  with  guided  and  unguided  walking 
around  the  site  while  wearing  blindfolds. 
We  quickly  learned  about  the  problems  of 
mobility  and  there  were  great  sighs  of  relief 
when  we  were  allowed  to  remove  the 
blindfolds. 

After  a  convivial  evening,  the  next  day 
started  with  an  open  discussion  on  the 
many  functions  included  under  the  title  of 
'care  staff;  and  how  we  can  best  help  our 
clients  to  achieve  their  full  potential.  It 
became  clear  that  we  need  more  inter  unit 
communication  and  that  the  remedy  lies  in 
our  own  hands. 

June  Brooks,  Deputy  Principal  at  the 
Manor  House,  took  us  into  Task  Analysis  - 
its  principles  and  methods.  We  then 
started  on  some  practical  problems, 
devising  our  own  TAs  and  swapping  them 
with  others.  It  was  a  valuable  insight  into 
the  difficulties  our  clients  have,  to  work 
through  tasks  while  blindfolded  and 
wearing  earplugs. 

The  final  session  was  concerned  with 
behavioural  problems,  ably  led  by  Sense's 
Educational  Psychologist,  Helen  Bradley. 
We  looked  at  our  training  in  this  field  and 
how  it  might  be  improved,  again  the  need 
for  inter  centre  exchange  of  information 
and  more  unified  training  was  shown. 

All  in  all  an  excellent  and  valuable 
weekend,  thanks  particularly  to  Marion 
Tobin  and  John  Hatton. 

Vanessa  Hutchinson-  Whitefield  School 
Steve  Kiekopf  -  The  Manor  House 


n 


Versatility  -  Simon's  Second  Name 


When  he's  not  on  duty  at  the  RNID's  major 
centre  for  multi-handicapped  deaf  people 
on  the  outskirts  of  Bath,  he  might  be  found 
in  uniform  patrolling  the  streets  of  Bristol, 
where  he  serves  as  a  Sub-Divisional 
Officer  with  the  Special  Constabulary. 

Or  perhaps  he  might  be  attending  a 
meeting  of  Sense's  Adult  Services 
Committee  -  he's  been  involved  with 
Sense  for  the  past  seven  years  and  has 
served  on  the  committee  since  its 
inception. 

On  the  other  hand,  he  could  be  digging 
over  his  large  garden  or  planting  out 
seedlings  in  one  of  his  two  allotments. 
There  again,  he  could  be  collecting  eggs 
from  his  chickens,  feeding  his  ducks, 
repairing  the  pen  where  he  keeps  his 
geese,  inspecting  his  bee-hives,  or 
exercising  his  horse.  Or  just  by  way  of  a 


Sue  Snow  introduces  Simon  Banks, 

Principal  of  Poolemead  RNID  Centre 

near  Bath,  To  describe  Simon  as 

versatile  is  probably  an 

understatement .. ! 


After  returning  to  Redland  College  for  a 
one-year  course  in  special  education, 
Simon  and  two  of  his  fellow-students  from 
the  course  set  up  a  day  school  for  ESN  (M) 
children  from  four  to  16  at  Warm  ley  Towers 
on  the  edge  of  Bristol,  under  the  auspices 
of  Gloucester  Education  Committee.  At  the 
same  time  he  joined  the  Special 
Constabulary,    ran   a   local   youth   club's 


change,  he  might  be  found  in  oil-streaked 
overalls  restoring  one  of  his  collection  of 
Austin  A30s  and  A35s! 

The  mere  thought  of  all  this  activity 
might  give  some  of  us  the  overwhelming 
desire  to  lie  down  and  rest,  but  Simon 
thoroughly  enjoys  his  full  and  busy  life  and 
is  rarely  tempted  to  'stand  and  stare'. 

His  energy  and  enthusiasm  have 
sustained  a  diverse  and  varied  career 
which  began  in  Midlands  special  schools. 
A  native  of  South  Gloucester,  Simon  spent 
three  years  as  a  child  in  Canada,  where  his 
father  was  stationed  training  Canadian  Air 
Force  personnel  during  the  war.  The  family 
stayed  on  a  farm  in  Nova  Scotia  and  it  was 
there  that  Simon's  subsequent  passion  for 
gardening  and  the  countryside  began  to 
develop. 

He  returned  to  Gloucester  in  1945  to 
start  school,  progressed  to  grammar 
school  and  then  to  Redland  Teacher 
Training  College,  Bristol,  where  he 
became  interested  in  slow  learners  and 
'maladjusted'  children,  as  they  were  then 
termed. 

Simon's  first  employer  was  Coventry 
Education  Committee  and  he  spent  six 
years  in  the  city  teaching  first  at  Corley  and 
then  Town  Thorns  Residential  Schools.  He 
specialised  in  woodwork  and  metalwork  as 
well  as  teaching  science  and  english.  He 
also    ran    a    Duke    of    Edinburgh    award 
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outdoor  activities  centre  for  Coventry 
Education  Committee  in  Plas  Dol-y-Moch, 
North  Wales. 


outdoor  activities  department  and  taught 
evening  classes  at  a  detention  centre. 

After  five  years  he  moved  again,  this 
time  to  Kingswood  Schools  to  teach 
woodwork  in  a  secure  unit  housing  20 
boys. 

"It  was  one  of  the  hardest  appointments 
I  have  ever  had",  recalled  Simon  "The 
atmosphere  was  hard,  tough,  and  there 
was  physical  violence,  but  it  was  still  very 
caring.  They  were  young  boys  who  had 
been  convicted  of  violent  crimes,  but  I 
coped  and  was  able  to  build  up  trusting 
relationships  with  them." 

Another  two  years  saw  Simon's  next 
move,  to  become  head  of  education  at 
Greenacres  School,  Wiltshire,  a  former 
girls'  approved  school  which  had  recently 
become  the  country's  first  co-educational 
community  home  school. 

"We  specialised  in  working  with  emotion- 
ally damaged  and  disturbed  teenagers  and 
took  people  from  all  over  the  country",  said 
Simon.  "It  was  a  24-hour-a-day  job  really, 
but  Greenacres  was  a  very  good 
establishment  and  I  suppose  my  develop- 
mental care  philosophy  started  at  Kings- 
wood  and  continued  to  develop  at 
Greenacres. 

"A  lot  of  the  principles  which  I  am  using 
now  evolved  in  that  difficult  environment  - 
if  your  theories  and  principles  are  sound 
they  are  going  to  work  under  extreme 
conditions." 

By  1980  Simon  felt  ready  for  a  fresh 
challenge  again  and  a  meeting  with  Sense 
director  Rodney  Clark  -  in  those  days 


Project  Administrator  for  the  RNID  -  led  to 
his  appointment  as  Principal  of  Poolemead 
Centre. 

"Poolemead  was  little  more  than  a 
building  site  at  that  point",  explained 
Simon.  "It  had  started  in  1 934  but  this  was 
1980  and  the  RNID  were  developing  the 
centre  and  had  reached  the  stage  where 
they  needed  a  principal.  Rodney  was  my 
first  contact  and  told  me  what  the  project 
was  all  about." 

Simon  inherited  one  unit  with  28 
residents.  Since  then  the  centre  has  grown 
to  seven  units  with  108  people  whose  ages 
range  from  1 6  to  over  90. 

"The  one  criterion  for  admission  to 
Poolemead  is  significant  hearing  loss",  he 
said.  "From  then  on  there  is  every  other 
physical,  mental  and  emotional  disability.  I 
think  we  are  the  only  centre  taking  multiply 
physically  handicapped  deaf  and  we  have 
about  40  deaf-blind  people." 

Poolemead  offers  three  rehabilitation 
units,  three  more  units  which  are 
permanent  places  of  residence  and  a  day 
unit  for  occupational  development.  Most  of 
the  residents  live  in  the  flats  and  houses  on 
the  site,  though  the  centre  has  one  group 
home  in  the  community,  with  another  due 
to  open  within  the  next  nine  months. 

"We  have  four  different  levels  of 
residence,  ranging  from  total  care  to 
independence",  said  Simon.  "Everybody's 
needs  are  different  and  everybody  is  at  a 
different  stage  of  development". 

His  enthusiasm  for  the  Poolemead 
project  is  evident  and  his  only  regret  is  that 
nowadays  its  size  means  less  personal 
contact  for  him  with  the  residents. 

"I  went  to  Poolemead  when  it  was  a 
small  unit,  which  gave  me  first-hand 
experience  of  working  with  deaf-blind  and 
other  disabilities",  he  said.  "As  we  have  got 
bigger  my  work  contact  with  them  has 
become  less,  which  is  a  shame,  but  I 
console  myself  by  telling  myself  that  I  can 
help  a  lot  more  people  than  when  I  was 
working  on  a  one-to-one  basis." 

Despite  its  size  and  now  international 
reputation,  Poolemead  has  not  yet 
realised  its  full  potential,  he  says,  and 
there  is  still  "plenty  to  do". 

"For  example  we  still  need  to  extend  our 
rehabilitation  provision  for  multi-handi- 
capped deaf",  he  explained.  "I  can't  admit 
every  person  referred  to  us  at  the  high 
dependency  end,  yet  I  know  that  if  we 
worked  with  them  we  could  move  them  up 
through  the  levels  of  independence. 

We  have  also  got  to  extend  our 
occupational  development  unit  because 
we  haven't  reached  the  full  potential  for 
real  work.  We  have  a  workshop  which 
provides  the  nearest  we  can  get  to  real 
work,  but  it  is  on  the  site,  people  are  not 
going  outside  to  work  and  they  are  not 
creating  their  wages  with  the  items  they 
sell." 

Simon  would  like  to  see  a  sheltered 
workshop  set  up  in  Bath  where  the  products 
would  be  sold  and  the  whole  enterprise 
would  operate  on  a  business  footing. 

'I  would  like  to  see  deaf  people  managing 
and  operating  the  workshop  and  I  don't 
want  it  to  be  under  my  control',  he  said.  'I 
want  it  to  be  an  independent  workshop 
because  if  it  is  under  my  control  with  the 
back-up  of  the  Centre  it  is  unreal.  It  should 
be  a  sheltered  workshop,  but  the  residents 
should  have  the  discipline  and  the  vulner- 
ability of  the  workplace.'. 


'We  also  need  to  learn  more  and  develop 
the  processes  we  have  already  -  we  don't 
know  everything  yet  and  that's  what  makes 
it  still  exciting',  he  added. 

Simon  sees  Sense  as  a  powerful  ally  in 
the  business  of  caring  for  deaf-blind  people 
and  believes  that  the  new  adult  education 
centres  at  Overbridge,  Scotland  and  Edg- 
baston,  Birmingham,  will  go  a  long  way 
towards  relieving  the  burden  on  Poolemead. 

'They  have  already  taken  some  of  the 
pressure  off  us  because  I  no  longer  take 
people  from  Scotland  and  when  Edgbaston 
is  fully  operational  we  won't  need  to  take 
people  from  the  West  Midlands  either',  he 
said.'l  look  forward  to  the  time  when  we  are 
a  regional  rather  than  a  national  centre, 
because  it  means  that  residents  are  being 
cared  for  much  nearer  home  and  the  task 
of  rehabilitation  is  easier'. 

He  has  a  warm  admiration  for  Sense, 
which  he  sees  as  a  'totally  caring  organiz- 
ation'. 'Everyone  involved  is  there  because 
they  want  to  do  something  for  the  client 
group-  no-one  is  there  for  personal  kudos', 
he  said. 

'So  much  of  Sense's  work  is  really  only 
just  starting,  it  is  experimentory.  They  are 
boldly  tackling  a  wide  front  of  work  and  that 
shows  something  of  the  courage  of  the 
organization. 

'The  potential  of  Edgbaston  is  excellent 
-  it  is  seeking  to  meet  an  enormous  need 
and  giving  hope  to  a  lot  of  parents  and 
carers.  They  will  make  it  because  there  is 
the  will  to  do  it  -  none  of  the  staff  at 
Edgbaston  are  going  to  stand  by  and  let  it 
go  to  the  wall.  They  have  the  determination 
and  the  spirit  and  they  are  also  flexible  and 
adaptable.' 

Simon  is  keen  to  see  organizations  such 
as  Sense  and  the  RNID  working  more 
closely  together  and  pooling  their  resources 
to  help  the  multi-handicapped. 

'I  look  forward  to  the  various  organiz- 
ations working  in  concert  to  help  our  client 
group',  he  said.  'There  are  signs  of  this  co- 
operation now  -  for  example  the  principals 
of  deaf-blind  units  are  working  together  to 
co-ordinate  our  efforts,  and  we  have  the 
Deaf-Blind  Services  Liaison  Group,  which 
involves  the  RNID,  Sense,  the  RNIB  and 
the  National  Deaf-Blind  Helpers'  League. 

'This  type  of  co-operation  strengthens 
the  position  of  our  client  group  and  if  we 
operate  on  a  collective  basis  then  we  will 
have  more  clout  than  if  we  operate  uni- 
laterally.' 

Simon's  involvement  in  the  deaf  world 
may  make  huge  demands  upon  him,  but 
he's  still  a  family  man  too.  His  wife, 
Margaret,  works  in  a  Bristol  comprehensive 
school  where  she  teaches  French,  Latin 
and  German  and  is  also  in  charge  of  audio- 
visual equipment.  His  eldest  son  Andrew 
(22)  has  followed  Simon  to  Poolemead  as  a 
residential  social  worker.  Daugher  Eliz- 
abeth (21)  is  an  agricultural  student  at 
Seale  Hayne  College,  Newton  Abbot,  and 
is  currently  spending  a  year  on  a  work 
experience  placement  in  Nova  Scotia-  at 
the  same  farm  where  Simon  lived  as  a 
child.  Meanwhile  his  1 9-year-old  son  David 
is  spending  a  year  in  industry  before  starting 
a  degree  course  in  electrical  engineering 
at  Brunei  University. 

And  then,  of  course,  there  are  all  those 
'spare-time'  activities,  which  Simon  sees 
as  change  and  relaxation  rather  than  extra 
work  and  responsibility. 

'It  is  essential  to  have  a  balance  in  your 
life',  he  said.  'You  mustn't  become  over- 
immersed  in  work  and  having  other  inter- 
ests helps  to  keep  a  sense  of  perspective. 
You  have  got  to  be  well-organized  though - 
and  I  never  have  any  trouble  sleeping!' 


Deaf-Blind  Unit,  St  Mary's  Dublin 


The  Deaf-Blind  Unit  at  St  Mary's  School  for 
Hearing-Impaired  Children,  Dublin,  Ireland 
caters  for  those  children  who  demonstrate 
the  ability  to  acquire  language  and  who  are 
likely  to  benefit  from  a  Classroom  situation. 

Some  children  spend  a  few  years  in  this 
Unit  and  progress  to  such  a  stage  that  they 
are  then  able  to  join  a  class  of  deaf  children 
using  total  communication.  Other  children 
would  continue  to  need  a  very  specialised 
programme  on  an  individual  basis. 

The  first  year  is  basically  a  pre-school 
readiness  programme  according  to  the 
specific  needs  of  each  child. 

Each  child  is  observed  carefully  for 
several  weeks  before  being  assessed  on  a 
developmental  scale,  such  as  the  Callier- 
Azusa  Scale.  A  teaching  programme,  based 
on  the  individual  needs  of  thatchild,  is  then 
set  up.  This  initial  programme  would  be 
followed  for  approximately  six  months  at 
which  time  the  child  would  be  re-assessed 
and  the  programme  adjusted  accordingly. 

It  is  vital  to  the  success  of  such  an 
individualised  programme  that  the  methods 
of  dealing  with  the  child  and  the  methods 
of  communicating  used  are  completely 
consistent  at  all  times.  Therefore,  it  relies 
heavily  on  the  full  co-operation  of  every 
adult  who  comes  into  contact  with  the 
child.  In  this  way  the  child  can  begin  to 
learn  what  is  expected  of  him  and  can 
begin  to  build  up  stable  relationships  with 
those  around  him. 

Once  a  programme  has  been  set  up  and 
a  routine  has  been  established  the  child 
may  then  begin  to  find  that  his  world  has  a 
certain  order  to  it.  He  may  begin  to  re- 
member a  pleasurable  activity,  he  may 
begin  to  anticipate  it  happening  again  and 
he  may  even  try  and  initiate  it  himself. 

The  main  focus  during  this  programme 
is  always  on  play  (rather  than  lessons)  and 


every  effort  is  made  to  make  each  activity 
as  enjoyable  as  possible.  In  many  cases  it 
is  necessary  to 'teach'  the  child  how  to  play 
and  much  time  during  this  first  year  is 
spent  on  doing  this  as  it  is  through  play  that 
the  child  may  begin  to  develop  the  skills 
and  concepts  that  are  so  vital  to  the  learn- 
ing process. 

The  individual  programme  includes  as 
many  different  activities,  experiences  and 
opportunities  as  are  possible,  in  all  areas 
of  development.  These  areas  include  social 
development,  self-care  skills,  motor  develop- 
ment and  perceptual  development.  Through- 
out the  programme,  the  emphasis  is  always 
on  developing  the  total  child  -  the  child  as  a 
whole  person,  rather  than  just  developing 
specific  areas  of  growth. 

Some  of  the  areas  of  development  with 
which  I  would  be  most  concerned  in  the 
first  few  years  are: 

•  Any  form  of  communication  -  whether  it 
be  smiling,  pointing,  gesturing  or  a  formal 
sign  language. 

•  Body  awareness  and  a  self  concept. 

•  Anticipatory  behaviour. 

•  Eye  contact  and  development  of  all  the 
senses  -  visual,  auditory,  tactile,  etc. 

•  Imitation. 

•  Fine  motor  and  gross  motor  skills. 

•  All  areas  of  self  care. 

•  Play,  'pretend'  and  representation  play. 

•  Interest  in  and  recognition  of  pictures. 

•  And, finally,  helpforthechildtobecome 
more  aware  of  people  and  to  build  up 
relationships. 

This  programme  has  been  in  existence 
at  St  Mary's  School  in  Cabra,  Dublin,  since 
1974  when  the  first  deaf-blind  child  was 
admitted. 

Susan  O'Connor,  Teacher. 


Teachers  Conference 


The  weekend  of  3  -  5  April  saw  the  second 
weekend  Conference  for  the  people 
working  with  deaf-blind  students.  This  year 
the  event  was  held  at  Whitefield  School  & 
Centre,  and  many  of  the  sessions  took 
place  in  the  newly  opened  Rebecca 
Goodman  Centre.  Over  70  people 
attended  the  weekend  coming  from  as  far 
afield  as  Scotland,  the  West  Country  and 
the  Channel  Islands.  There  were  repres- 
entatives from  pre-school  and  Further 
Education  as  well  as  from  many  Schools 
and  Units. 

The  main  presentation  on  Saturday  was 
given  by  Michael  Lambert  on  the 
Education  of  Deaf-Blind  Children  in  the 
USSR.  This  proved  to  be  a  most  thought 
provoking  session  which  ended  with  an 
opportunity  to  ask  questions  about  various 
aspects  of  the  Russian  system. 

On  Saturday  afternoon  and  Sunday 
morning  a  variety  of  workshops  were  held, 
covering  a  wide  range  of  subjects 
including  assessing  functional  vision  and 
hearing,  tactile  play,  provision  for  1  6+,  pre- 
school curriculum  and  the  IEP  to  mention  a 
few.  These  sessions  were  all  very  well 
attended  and  were  most  informative  as 
well  as  providing  a  starting  point  for 
discussion  both  during  the  workshops  and 
at  coffee  time. 

The  weekend  finished  on  Sunday 
afternoon  with  a  presentation  on  the 
American   Legislation   and   some  of  the 


methods  used  in  the  USA  with  the  deaf- 
blind  students. 

The  weekend  was  very  successful,  and 
enjoyable.  I  would  like  to  thank  all  the 
speakers  for  their  interesting  presentations 
and  the  staff  of  the  Rebecca  Goodman 
Centre,  for  all  their  help  in  organising  this 
years  conference. 

Jane  Evans 
Weekend  Organiser 
Whitefield  School 


The  Castleton  Road  Family 
House 

On  April  28  the  Castleton  Road  Family 
House  finally  opened  its  doors  to  eight 
children  who  attend  the  Rebecca  Goodman 
Centre  at  Whitefield  School,  Walthamstow. 

The  Family  House  provides  weekly 
boarding  facilities  for  children  who  live  too 
far  away  from  Whitefield  School  to  attend 
on  a  daily  basis.  At  present  children  in  the 
Family  House,  come  from  as  far  afield  as 
the  Midlands,  the  West  Country  and  Kent. 

The  Family  House  is  owned  by  the 
Whitefield  Development  Trust  and  is 
administered  by  Sense  in  conjunction  with 
Whitefield  School.  It  is  a  very  exciting 
project  and  full  details,  including  photo- 
graphs, will  be  published  in  the  next 
edition  of  Talking  Sense. 


Cued  Speech. 


I 


Cued  Speech  was  devised  in  1  966  by  Dr  R. 
Orin  Cornett  who  was,  and  is.  particularly 
aware  that  there  are  good  elements  in  both 
the  philosophies  of  Oral  ism  and  of  Manual- 
ism;  Dr  Cornett  therefore,  took  the  main 
strengths  from  both  philosophies  andcom- 
bined  then  in  Cued  Speech.  He  took  the 
basis  of  Speech  from  Oralism  and  the  use 
of  handshapes  or  Cues  from  Manualism. 
The  eight  handshapes  are  used  in  synchron- 
isation with  each  sound  or  syllable  in  such 
a  way  as  to  make  the  ambiguities  of  lip- 
reading  fully  clear  and  distinguishable  from 
each  other. 

Many  deaf  people  use  one  form  or  an- 
other of  sign  language  to  communicate 
and/ortoreinforcespoken  language.  How- 
ever, there  is  no  sign  language  that  can 
make  every  detail  of  spoken  language  in- 
stantaneously clear  to  the  deaf  or  to  the 
deaf-blind  in  the  time  in  which  it  is  uttered 
in  face-to-face  communication  and  in  con- 
versation. This  was  Dr  Cornett's  aim  in 
devising  Cued  Speech.  The  word  'Speech' 
in  Cued  Speech  does  not  simply  stand  for 
the  clarification  of  utterances  or  the  visual 
support  for  differentiating  sounds  and 
words  that  have  similar  lip-patterns  or  no 
lip-patterns.  The  word  'speech'  in  Cued 
Speech  impliesthe  usage  of  the  word  in  its 
fullest  meaning:  namely  the  whole  of  the 
language  as  it  is  spoken.  Like  most  signing 
systems  it  provides  syntax  but  unlike  all  of 
them  it  also  provides  a  dependable  code 
for  the  deaf  or  deafened  to  lipread  every 
sound  uttered  by  a  speaker  and  a  kin- 
aesthetic  aid  to  the  memory  to  remind 
them  of  every  sound  that  they  should  be 
aiming  to  utter  when  they  themselves  speak. 
In  this  article  I  outline  the  possible  potential 
usefulness  of  Cued  Speech  for  the  deaf- 
blind  as  the  feedbacks  from  the  first  to  use 
and  teach  these  dual  handicapped  children 
are  now  filtering  into  this  Centre.  I  will 
share  them  with  you  after  first  giving  you  an 
explanation  of  Cued  Speech. 

Cued  Speech  Defined 

Specifically,  Cued  Speech  is  designed  to 
overcome  the  following  problems  encount- 
ered by  a  large  majority  of  children  with 
severe  hearing  impairment: 


In  this  contribution  to  our  debate  on 

communication,  June  Dixon-Millar 

describes  Cued  speech,  a  sound  based 

language  tool  with  manual  elements, 

used  by  deaf  and  deaf-blind  people. 

Mrs  June  Dixon-Millar  is  the  UK  director 

of  the  National  Centre  for  Cued  Speech 

at  Canterbury. 


(LCC)  meaning  the  Complete  Language  of 
Cornett. 

The  last  few  years  have  seen  an  expan- 
sion in  the  use  of  Cued  Speech  both  here 
in  the  United  Kingdom  and  abroad.  It  is  an 
internationally  used  language  tool  that  has 
been  adapted  into  over40  languages.  Nat- 
ional centres  and  associations  for  Cued 


language  in  much  the  same  way  as  does  a 
hearing  child,  but  through  seeing  rather 
than  hearing. 

This  hypothesis  implies  that  the  brain 
can  decode  language  visually  by  receiving 
visual  patterns  of  a  dependable  series  of 
related  speech  sounds.  Dr  Cornett  set  out 
to  achieve  this  goal  when  he  devised  Cued 
Speech  so  that  profoundly  and  totally  deaf 
children  could  'see'  the  spoken  language 
in  all  its  detail  even  though  they  could  not 
hear  it. 

In  Cued  Speech  eight  handshapes  and 
four  positions  of  one  (either)  hand  are  used 
very  close  to  the  mouth  to  supplement  all 
the  sounds  of  English.  Many  sounds  of 
speech  look  similar  on  the  lips  or  are  in- 
visible to  the  lipreader.  Cued  Speech  clari- 
fies these  with  handshapes  and  hand  pos- 
itions used  in  combination  with  lip  patterns. 


Toni  Kerley  and  her  mother  converse  using  Cued  Speech. 


•  The  problem  of  limited  communication 
in  the  early  years,  resulting  in  retarded 
personality  development  and  delayed  social 
maturation. 

•  The  problem  of  delayed  acquisition  of 
verbal  language.  Rapid  verbal  language 
growth  rarely  occurs  in  the  congenially 
deaf  child,  if  only  oral-aural  methods  are 
used,  until  he  is  beginning  to  read. 

•  Failure  to  acquire  an  accurate  mental 
model  of  the  spoken  language.  Such  a 
model  is  indispensable  for  accurate 
speech  patterns  as  well  as  for  maximum 
development  of  speechreadmg  ability. 

•  The  lack  of  a  convenient  method  of 
clear  communication  in  the  classroom  and 
elsewhere,  for  use  in  instruction,  for  clear- 
ing up  misunderstanding,  and  for  clarifying 
pronunciation. 

The  French  name  for  Cued  Speech  is 
veryapt.it  is  La  Language  Complete  Cornett 


Speech  have  been  established  in  the  USA, 
Belgium,  France,  Switzerland,  Holland  and 
Great  Britain.  In  Britain,  the  National  Centre 
for  Cued  Speech  was  founded  just  over  ten 
years  ago  and  officially  opened  by  Jack 
Ashley  CH..MP.  Cued  Speech  is  used  in 
schools  and  homes  in  many  other  countries 
that  do  not,  as  yet,  have  a  national  centre 
or  association. 

Cued  Speech  is  a  speech  and  language 
tool  devised  by  Dr  R  Orin  Cornett  in  1966 
when  he  was  was  the  Vice-President  for 
Long-Range  Planning  at  Gallaudet  College, 
Washington  DC.  Cued  Speech  is  not  a 
philosophy  like  Oralism,  Manualism  or  Total 
Communication,  nor  is  it  a  signing  system. 
However,  it  can  be  used  within  all  these 
philosophies.  It  is  an  oral  language  tool 
that  is  manually  supported.  Dr  Cornett 
based  Cued  Speech  on  a  very  simple  hy- 
pothesis; if  the  visible  manifestations  of  all 
the  sounds  of  the  spoken  language  were 
clearly  different  from  each  other,  the  pre- 
Imgually  deaf  child  would  acquire  'spoken' 


What  is  special  about  Cued  Speech  is 
that  the  information  of  the  lips  is  only 
supplemented,  not  duplicated,  by  the  infor- 
mation available  from  the  hand.  Sounds 
which  look  the  same  on  the  lips  are  clarified 
by  different  handshapes.  Sounds  which 
are  represented  on  the  same  handshape 
have  different  lipshapes.  It  is  possible  for 
the  deaf-blind  child  to  feel  both  the  lip- 
shapes  and  handshapes  at  the  same  time. 
The  system  is  true  to  its  name;  the  lip- 
reader  or  deaf-blind  child,  gets  about  half 
the  information  from  seeing  or  feeling  cues 
and  about  half  from  watching  orfeeling  the 
lips. 

Cued  Speech  is  a  precision  tool.  It  clari- 
fies lipreading  and  promotes  the  continued 
growth  of  lipreading  skills.  There  are  many 
advantages  in  Cued  Speech  for  all  hearing- 
impaired  users.  With  cues,  each  speech 
sound  looks  different  from  every  other 
speech  sound.  This  primary  feature  has 
been  verified  by  research  which  found  that 
more  than  80  per  cent  of  nonsense  syllables 
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and  more  than  95  per  cent  of  key  words  in 
sentences  can  be  accurately  received  by 
profoundly  hearing-impaired  children  who 
use  Cued  Speech. 

As  well  as  making  all  thesounds  visually 
clear,  Cued  Speech  shows  dialects,  rhythm, 
stress  and  intonation. 

This  is  why  so  many  families  of  profoundly 
deaf  children  and  families  of  severely  deaf 
children,  whose  language  is  retarded  for 
one  reason  or  another,  have  turned  to 
Cued  Speech,  and  more  and  more  schools 
for  the  deaf  and  partially  hearing  units  are 
doing  so  throughout  the  world. 

It  is  very  difficult  for  parents  and  teachers 
of  profoundly  deaf  children  to  know  which 
of  the  many  language  support  tools  and 
signing  systems  can  be  most  beneficial  to 
the  child.  This  difficulty  of  choice  is  one 
which  is  also  shared  by  parents  and  teach- 
ers of  deaf-blind  children.  Parents  of  deaf 
children  find  the  choice  bewildering.  Dr 
Daniel  Ling  has  said  "Results  of  work  with 
Cued  Speech  have  shown  that  it  far  sur- 
passes any  other  system  as  an  efficient 
speech  reading  aid  for  profoundly  or  totally 
deaf  children". 

Why  Parents  Choose  to  Use 
Cued  Speech  at  Home 

Many  hearing  parents  have  chosen  to  use 
Cued  Speech  with  their  hearing-impaired 
children  because  they  want  to  communi- 
cate by  means  of  the  natural  language  of 
their  home  without  reverting  to  signs.  They 
wish  to  bring  their  child  up  orally  but  realise 
that  a  supportive  oral  language  tool  is 
essential.  It  takes  between  12  and  20 
hours  to  learn  to  cue  and  it  can  be  intro- 
duced at  any  age  to  children  or  adults, 
whether  they  are  deaf  or  hearing.  Many 
brothers  and  sisters  and  relatives  of  deaf 
children  have  also  learned  to  cue. 

Hearing  children  learn  language  by  hear- 
ing words  repeated  many  times  in  a  reliable 
auditory  pattern.  Research  has  shown  that 
profoundly  deaf  children  can  understand 
spoken  language  very  accurately  when 
they  are  familiar  with  Cued  Speech.  This 
being  so,  they  should  be  able  to  internalise 
and  retain  that  knowledge  as  does  a  hearing 
child.  There  are  cases  where  profoundly 
deaf  children  are  growing  up  bi-lingual. 
They  are  learning  to  communicate  in  Cued 
Speech  in  both  French  and  English,  for 
example.  Language  can  be  learned  by  a 
young  hearing-impaired  child  via  Cued 
Speech  in  a  manner  approximating  to  that 
of  a  hearing  child.  Children  who  have  used 
Cued  Speech  for  several  years  are  comfort- 
able with  the  structural  elements  in  lang- 
uage and  use  them  correctly. 

Learning  Speech  Sounds 

As  in  signing  the  hand  is  used  but  a  cue  is 
not  a  sign.  Like  signing,  however,  Cued 
Speech  gives  visual,  tactile  and  Kinaesthetic 
feedback  to  the  hearing  or  visually  handi- 
capped person  with  whom  it  is  used  or  who 
is  using  it  himself.  In  a  letter  dated  November 
8th,  1888,  Alexander  Graham  Bell  wrote 
"...the  necessary  preliminary  to  good  speech 
is  that  the  pupil  should  have  a  definite 
conception  of  how  we  pronounce  our  words 
-  that  he  should  have  in  his  mind  a  definite 
model  which  he  attempts  to  copy.  With  this 
model  in  the  mind,  the  defects  of  his  speech 
will  be  due  not  to  defective  aim  but  to 
defective  execution". 

When  a  deaf  child  with  whom  Cued 
Speech  is  used  is  taught  speech  sound  the 
accompanying  cue  is  given  with  the  in- 
struction of  how  to  produce  or  utter  the 
sound  of  speech.  Each  cue  is  used  as  an 


analogy  of  the  sound  of  speech  that  it 
represents  whether  as  a  model  to  the  mind 
of  the  sound  to  be  uttered  or  as  a  model  to 
the  sound  of  the  sound  to  be  lipread  or 
perceived  thus  providing  the  model  of  how 
we  pronounce  our  words  that  Alexander 
Graham  Bell  advocated  as  a  necessary 
preliminary  to  good  speech. 

The  additional  visual  support  of  the  cue 
that  can  be  seen  by  the  deaf  child  or 
partially-sighted  deaf  child  is  of  immense 
additional  help  to  the  limited  visual  inform- 
ation available.  In  a  two-dimensional  field 
each  coordinate  supplies  half  the  inform- 
ation necessary  to  locate  a  given  point.  In 
Cued  Speech,  the  lips-teeth-  tongue  sup- 
ply about  2/3  of  the  information  required  to 
identify  the  syllables,  and  the  hand  sup- 
plies the  remainder.  The  burden  of  inform- 
ation carried  by  the  hands  in  Cued  Speech 
is  thus  only  about  half  that  of  f  ingerspelling. 
More  important,  the  fact  that  the  normal 
visible  manifestations  of  speech  are  in- 
dispensable to  Cued  Speech,  forming  one 
of  the  two  coordinates,  necessitates  con- 
sistent dependence  on  the  lips  in  both 
receptive  and  expressive  communication. 

Research  undertaken  by  Nicholls  has 
shown  that  profoundly  deaf  children,  some 
of  whom  have  an  additional  handicap,  with 
a  threshold  of  hearing  ranging  from  97-1  22 
db  could  hear  only  2.3%  and  1 .5%  of  words 
in  sentences  and  syllables;  lipread  30% 
and  29.8%  respectively;  cueread  36%  and 
46.8%  respectively;  hear  and  cueread 
38.9%  and  64.0%  respectively,  and  lipread 
and  cueread  83.5%  and  96. 1  %  respectively. 
It  is  therefore  evident  that  the  visual  di- 
mension of  the  cues  themselves  is  signif- 
icant. It  is,  therefore  not  irrational  to  sup- 
pose that  they  may  provide  extra  inform- 
ation to  the  partially-sighted  deaf  who  can 
see  them  against  the  background  of  a  dark 
jumper  at  close  proximity  or  that  they  may 
be  'felt'  by  the  deaf-blind  person  when 
holding  the  cueing  and  of  a  person  using 
Cued  Speech  with  him. 

The  deaf  child  and  the  deaf-blind  child 
can  also  feel  the  shape  of  the  cues  that  he 
makes  as  he  executes  the  different  hand- 
shapes  and  he  can  feel  them  at  the  four 
positions  at  which  they  are  cued  as  the 
finger-pads  touch  the  side  of  the  lips,  the 
chin,  the  throat  or  move  slightly  either 
forward  or  downward  at  the  side  position 
by  the  jaw. 

The  cuer,  whether  he  be  hearing  or 
deaf,  experiences  a  Kinaesthetic  propulsion 
of  cueing  groups  of  sounds  within  words 
rather  as  a  pianist  experiences  the  conti- 
nuity of  hand  configurations  in  a  piece  of 
music  with  which  he  has  become  or  is 
becoming  familiar.  When  the  deaf  child 
executes  these  configurations  he  is  re- 
minded kinaesthetically  of  the  sounds  that 
he  should  be  uttering  as  he  cues  each  one. 

Developing  Language  Skills 

Many  profoundly  deaf  children  in  this  coun- 
try are  producing  very  imaginative  and 
accurately  written  stories.  The  reading  ages 
of  many  of  the  children  are  also  impressive. 
The  reading  ages  of  some  children  using 
Cued  Speech  are  ahead  of  their  chrono- 
logical age.  Children  raised  with  Cued 
Speech  are  surpassing  norms  for  hearing- 
impaired  students,  according  to  research. 
I  and  other  teachers  have  found  that 
pupils  cued  language  to  themselves  if  they 
were  in  doubt  about  its  structure.  They  did 
this  to  'feel  out'  the  syntax  (word  order)  of 
sentences  or  individual  word  sounds  -  and 
particularly  the  word  ending  -  to  reassure 
themselves  of  how  to  write  language.  An- 
other advantage  is  that  if  the  profoundly 
deaf  child  cues  what  they  are  reading,  it  is 


possible  to  check  if  they  have  an  accurate 
knowledge  of  the  pronunciation  of  the 
words  that  they  are  reading  from  their 
written  form. 

I  first  saw  Cued  Speech  being  used  with 
the  partially-sighted  deaf  in  a  school  in 
Berkeley,  California  in  1975.  One  of  the 
children  had  very  limited  vision  which  was, 
however,  sufficient  to  enable  them  to  dist- 
inguish the  handshapesof  Cued  Speech  at 
a  distance  of  about  twelve  inches  from 
their  teacher's  face.  The  results  were  im- 
pressive. 

Since  then  many  profoundly  deaf  child- 
ren with  severe  visual  problems  have  been 
helped  to  acquire  speech,  spoken  lang- 
uage and  reading  skills  with  the  help  of 
Cued  Speech.  I  have  observed  such  child- 
ren in  this  country,  France  and  the  United 
States  of  America.  However,  more  recently 
two  cases  of  profoundly  deaf  and  visually 
handicapped  children  who  suffer  from  Usher 
Syndrome  have  been  brought  to  my  attent- 
ion. Both  these  children  have  been  helped 
considerably  with  the  support  of  Cued 
Speech. 

The  first  is  of  a  1 2  year  old  girl  and  I  am 
grateful  to  Judith  Ann  Lasensky  of  Phila- 
delphia USA  for  allowing  me  to  reproduce 
here  her  case-study  of  that  girl. 

The  child's  hearing  problem  progressed 
rapidly  to  a  profound  loss  before  linguistic 
skills  could  be  acquired.  The  recognition  of 
the  visual  deficit  and  its  progression  to 
legal  blindness  mirrored  the  hearing  dis- 
order. By  two  years  of  age  she  was  legally 
blind.  She  exhibits  mild  motor  and  balance 
problems. 

Today  auditorily  she  has  no  discrimin- 
ation of  vowels  or  timing  information  with 
binaural  amplification.  Visually,  she  is  un- 
able to  distinguish  light  from  dark.  Her 
primary  mode  of  communication  is  signed 
English  word  order  and  a  computer-to- 
braille  typewriter. 

She  was  introduced  to  Cued  Speech 
two  years  ago.  Prior  to  that  time,  the  child 
had  been  enrolled  in  speech  and  language 
therapy  on  a  regular  basis.  Articulation 
therapy  followed  an  approach  which  com- 
bined improved  awareness  of  sounds  and 
oral  motor  movements,  as  well  as  correct 
sound  production.  At  the  time  Cued  Speech 
was  introduced  the  child  was  experiencing 
significant  difficulty  with  carry-over  to  new 
vocabulary  items  of  trained  sound  pro- 
ductions. This  was  due  to  difficulty  with 
sound  blending  and  lack  of  phonetic  train- 
ing. Speech  therapy  eventually  evolved 
into  intense  sessions  devoted  to  phonetic 
training  for  each  new  word  introduced. 
However,  therapy  was  moving  slowly  and 
progress  had  reached  a  plateau. 

Currently  with  the  introduction  of  Cued 
Speech,  the  child  was  enrolled  in  a  private 
school  within  the  community  which  did  not 
provide  services  for  handicapped  children. 
The  child  was  reading  above  the  age  level 
within  the  regular  classroom.  Consultation 
with  the  school  revealed  that  phonetic  train- 
ing at  that  particular  point  in  the  child's 
academic  development  would  only  slow 
down  her  ability  to  perform  academic  tasks. 

Cued  Speech  was  introduced  as  a 
means  of  facilitating  comprehension  of 
sound  production  within  words  and  sound 
pairs,  improved  sound  blending,  and  to 
reduce  the  need  for  phonetic  interpret- 
ation of  new  vocabulary  items.  Cued  Speech 
also  provided  an  internal  model  for  sound 
production  which  the  child  could  rely  on 
from  word  to  word.  It  was  thought  that 
Cued  Speech  would  serve  as  a  therapeutic 
tool  and  not  as  a  means  of  communicating 
with  listeners;  at  least  not  at  the  present 
time. 

Following   the   introduction   of   Cued 
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Cued  Speech  for 
speakers  of  standard 
Southern  British 
pronunciation 

(The  sounds  are  written  in  Dr.  R.  Orin  Cornett's  'Fuhnetik  Speling') 


side  position 

ah  (father) 

ur  (fur) 

uh  (the) 


throat  position 
a 


oo 


(cap) 
(it) 
(book) 


\ 

H\ 

chin 

position 

0 

(not) 

e 

(egg) 

ue 

(blue) 

(moon) 

Wv 

mouth  position 

u 

(up) 

ee 

(see) 

aw 

(caught) 

Diphthongs  are  cued  as  glides  of  the  hand  between  the  appropriate  positions; 
e.g.  ie  from  ah  to  i  and  ou  from  ah  to  oo 


The  hand-shape  shown  in  Figure  1  is  also  used  with  an  isolated  vowel 
that  is  a  vowel  not  preceded  by  a  consonant. 


Speech,  the  initial  response  by  the  child 
was  significantly  improved  production  of 
all  vowels  and  most  consonants. 

TheTadoma  method  of  hand  placement 
on  the  clinician's  face  helped  her  to  recog- 
nise and  correct  her  own  mistakes.  Vibro- 
tactile  information  was  also  provided  through 
the  use  of  the  'Phonator'.  It  served  as  an 
accessory  means  of  monitoring  sound  pro- 
duction characteristics.  As  therapy  pro- 
gressed, the  child  rapidly  learned  all  hand 
positions  and  became  adept  at  reading 
clinician's  cues. 

Speech  intelligibility  significantly  im- 
proved at  the  single  word  level  with  parents 
reporting  noticeable  improvements  at  home. 
Intelligibility  of  speech,  however,  was  re- 
duced when  the  cue  signal  was  removed.  It 
appeared  that  when  the  child  employed 
the  cues,  she  was  using  them  as  a  means 
of  serf-monrtoring  her  own  vocal  production. 

V."  '  •:'.'<:')  ■.:,':';','     ":''  ■u'..<:'\   [>'j',<\/  \u\<:\ 

iigibie.  although  sound  blending,  intonation, 
and  rate  of  speech  were  observed  to  im- 
prove slightly. 

At  the  present  time,  the  child  continues 
to  employ  Cued  Speech  as  a  therapeutic 
tool.  Intelligibility  at  the  single  word  level  is 


judged  to  be  good  with  intelligibility  at  the 
phrase  level  judged  to  be  fair  to  poor.  Use 
of  cueing  continues  to  improve  self-moni- 
toring skills.  Parental  awareness  remains 
high,  and  therapeutic  interactions  consis- 
tently demonstrate  progress. 

It  is  thought  that  this  child  will  continue 
to  achieve  improved  speech  intelligibility 
employing  Cued  Speech  as  a  therapeutic 
tool  and  progressing  to  the  point  that 
speech  will  be  intelligible  at  the  phrase 
level. 

The  second  child  is  a  boy  of  1 0  years  in 
Holland.  He  too  has  Usher  Syndrome  and 
10%  vision.  His  family  had  started  to  use 
Cued  Speech  with  him  because  of  his 
profound  hearing  loss  in  1  982.  He  was  not 
diagnosed  to  have  Usher  Syndrome  until 
February  1985. 

His  mother  has  recently  told  me  that 
they  are  using  Cued  Speech  fluently  and 
that  he  cues  some  words.  He  is  still  able  to 
see  the  cues  although  he  has  very  little 
vision.  She  reports  that  he  is  progressing 
tremendously  in  language  and  using  sen- 
tences and  that  his  writing  and  reading 
abilities  are  increasing  She  says  that  the 
family  feel  that  they  will  use  Cued  Speech 


very  satisfactorily  if  his  sight  deteriorates. 
He  attends  an  oral  school  where  the  policy 
is  not  to  sign. 

I  would  like  to  conclude  by  sharing  with 
you  the  feelings  of  a  mother  of  a  nine  year 
old,  multiply  handicapped  profoundly  deaf 
daughter  here  in  England  who  has  recently 
written  the  following  for  our  newsletter. 

"Toni,  who  has  visual  problems  as  well 
as  a  profound  hearing  loss,  was  entered 
into  a  handicapped  children's  school  as 
a  class  pupil,  but  nothing  seemed  to 
change.  Then  a  peripatetic  teacher  came 
to  visit  me  and  afterwards  arranged  to 
visit  me  once  a  week  to  advise  and  help 
us.  Toni  was  then  introduced  to  sign 
language,  but  still  no  progression.  I  did 
try  to  learn  it  but  to  me  it  seemed  too 
slow  and  hard,  and  I  still  wasn't  getting 
anything  back.  It  was  obviously  just  not 
suitable  for  me  and  I  cannot  explain 
why.  To  me,  it  lacked  any  meaning.  Grad- 
ually I  lost  the  will  to  try  and  still  no  voice 
from  Toni. 

I  then  though  deeply  about  Toni  going 
to  a  deaf  children's  school  and  she  was 
sent  to  one. 

Toni  was  introduced  into  a  Cued 
Speech  class  which  I  was  obviously 
inquisitive  about.  I  was  very  enthusiastic 
to  try  it  because  Toni  had  taken  to  it  so 
easily  and  she  seemed  to  be  discovering 
her  voice. 

I  had  a  20  hour  course  in  my  home- 
town and  found  it  easier  and  more 
interesting  than  any  other  language  tool. 
I  am  progressing  day  by  day  and  find  it 
fantastic  to  be  able  to  talk  to  my  child  at 
last.  Instead  of  having  to  watch  Toni 
become  more  and  more  frustrated  at 
not  getting  through  to  me,  and  vice 
versa  we  can  hold  an  intelligent  con- 
versation. At  one  time  we  would  have 
violent  tantrums  from  her  because  she 
wanted  to  say  something,  but  couldn't. 
Now  we  can  argue  it  out  instead. 

As  Cued  Speech  involves  depend- 
ency of  lip  shapes  as  well,  her  knowledge 
of  spoken  language  is  increasing. 

Toni  is  now  9  years  old,  growing  and 
learning  without  being  held  back  and  as 
someone  said  'her  progression  is  slow 
but  very  worthwhile'.  I  have  found  that  it 
is  hard  to  forget  how  to  cue  a  sound 
once  you  have  cued  it,  whereas  as  I  said 
before  signing  seemed  so  long  and  hard 
to  tackle.  Some  will  probably  say  the 
opposite,  but  our  personal  opinions  are 
what  really  matter.  If  people  need  a 
comparison  they  would  just  need  to  see 
her  5  years  ago  and  now.  I  still  wonder 
what  we  would  be  like  if  Cued  Speech 
didn't  exist,  probably  the  two  most  isol- 
ated strangers  that  we  were  before." 

Helen  Keller  said, 

"Blindness  cuts  people  off  from  things. 
Deafness  cuts  people  off  from  people." 

I  hope  that  this  article  will  help  parents 
and  teachers  of  partially  sighted  deaf  child- 
ren, and  deaf-blind  children  to  look  thor- 
oughly into  the  possibility  of  Cued  Speech 
being  able  to  alleviate  the  speech  and 
language  difficulties  that  their  children  have 
to  overcome. 

//  you  wish  to  know  more  about  Cued 
Speech,  please  contact: 

The  National  Centre  for  Cued  Speech 
29/30  Watling  Street 
Canterbury,  Kent  CT1  2UD 
Tel:  (0227)  450757 

Courses  are  provided  at  the  Centre 
and  around  the  United  Kingdom  for 
groups  requesting  them. 
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The  Parents'  Tale 


USHER 
SYNDROME 


I  am  writing  as  a  parent  of  a  child  with 
Usher  Syndrome.  My  son,  Jim,  was  born 
totally  deaf.  He  is  now  27,  and  his  vision  is 
limited  and  appears  to  be  continuing  to 
deteriorate,  but  we  have  recently  had  the 
blessing  of  the  birth  of  his  son,  my  first 
grandchild,  Kent. 

Early  Childhood 

We  learned  of  Jim's  deafness  late  -  he  was 
17  months  old.  There  was  no  history  of 
deafness  in  the  family.  My  husband  had 
been  slow  in  learning  to  talk,  so  I  figured 
Jim  would  be,  too.  He  made  all  the  normal 
baby  noises  and  was  such  a  happy  child. 
When  he  laughed,  he  laughed  from  his 
toes  up.  It  was  a  shock  to  us  to  learn  he  was 
profoundly  deaf,  but  we  got  involved  right 
away  with  speech  therapy.  His  power  of 
concentration  was  unbelieveable  -  at  the 
age  of  two  or  three  I  couldworkwith  himfor 
over  an  hour  each  day.  He  was  so  eager  to 
learn.  At  four,  he  started  at  St  Joseph's 
school  for  the  Deaf.  I  remember  so  well  the 
first  two  weeks  of  school.  He  cried  all  the 
way  to  school,  and  I  cried  all  the  way  home. 

Retinitis  Pigmentosa  and  Religion 

After  that  all  was  fine  until  at  seven  we 
learned  he  had  retinitis  pigmentosa.  His 
school  asked  us  to  have  his  eyes  examined. 
I  will  never  forget  the  day  he  saw  the  doctor 
-itwasGood  Friday,  1965. The doctorsaid, 
"He  has  retinitis  pigmentosa  (RP)  -  he  can 
be  blind  in  ten  years  or  it  can  be  in  30  or  40 
years".  I  was  stunned:  I  had  never  heard 
the  term  before.  I  cried  all  the  way  home 
(some  of  you  may  think  all  I  do  is  cry).  For 
weeks  I  could  not  forget  the  words  of  that 
doctor. 

I  became  very  bitter.  Why  was  my  Jim 
stricken?  Why  was  this  innocent  child  being 
punished?  Foryearsl  had  feelings  of  guilt  - 
that  his  deafness  and  growing  blindness 
were  "my  fault".  I  also  blamed  my  husband 
for  persuading  me  to  go  to  a  doctor  for 
medicine  for  an  allergy  while  I  was  pregnant, 
because  I  thought  this  might  have  hurt  the 
baby.  I  felt  I  got  no  help  from  our  minister. 
He  had  no  idea  of  what  I  was  going  through. 
I  would  go  to  church,  but  in  body  only.  I 
would  not  sing  the  hymns  or  say  the  prayers. 
Later  we  went  to  some  "born  again" 
Christian  groups  and  heard  some  talks  by 
Ruth  Stapleton  (President  Carter's  sister), 
and  I  started  to  regain  some  faith  and  lose 
my  bitterness. 

Research  and  Genetics 

We  were  lucky  that  we  did  not  get  hooked 
on  finding  some  magic  somewhere.  Unlike 
some  other  people  we  have  met,  we  did  not 
run  from  doctor  to  doctor  or  to  foreign 
countries  trying  to  find  a  cure.  In  1 974  we 
learned  of  the  Retinitis  Pigmentosa 
Foundation.  We  felt  "Now  there  is  hope". 
We  keep  up  to  date  on  the  state  of 
research. 

When  Jim  was  eleven,  I  learned  from  his 
school  that  there  was  a  neurologist 
interested  in  testing  him.  He  had  all  the 
tests,  and  later  the  doctor  told  me  that 
Jim's  problem  was  hereditary.  Yet  there 
was  no  history  in  our  families.  How  could 
this  be?  She  explained  that  my  husband 
and  I  carry  the  same  recessive  abnormal 
gene. 


Jim's  mother,  the  author,  is  Louise  S. 

Boardman,  a  member  of  the  advisory 

panel  of  the  National  RP  Foundation 

to  Fight  Blindness  in  the  USA. 


Later  we  went  to  a  genetic  counsellor 
for  a  formal  analysis  of  Jim's  situation.  We 
learned  the  basic  rules  of  recessively- 
transmitted  RP.  We  understood  that  if  Jim 
married  a  deaf  girl  whose  family  had  no 
history  of  RP,  he  would  have  an  excellent 
chance  of  having  normal  children.  I 
remember  the  first  thing  Jim  said  to  us 
when  we  went  to  see  his  baby  at  the 
hospital  nursery  was,  "He  can  hear!". 

Positive  Experiences 

We  finally  learned  not  to  think  about  his 
fate  as  evil,  but  to  think  of  ways  to  help  him 
learn  skills  and  attitudes  that  would  make 
some  improvement  in  his  life.  We  ended  up 
taking  a  lot  of  pride  in  his  humour,  his 
perseverance,  his  intellect  and  his 
courage  in  keeping  going  despite  "put- 
downs"  by  other  children.  We  are  lucky 
that  Jim  has  a  courageous  and  positive 
personality. 

We  took  it  as  our  responsibility  to 
encourage  him  and  stuff  his  head  with 
ideas  -  a  working  toy  derrick  which  he 
helped  build  when  he  was  only  a  toddler, 
trains  which  we  helped  him  to  set  up,  visits 
to  real  train  yards  to  see  equipment 
working  (he  even  got  to  ride  in  the  engine), 
a  helicopter  ride  over  the  Statue  of  Liberty, 
the  use  of  a  small  lathe  to  make  things  from 
wood  or  brass,  his  own  toolbox  with  the 
responsibility  to  take  care  of  good  tools. 
He  and  his  sister  built  a  treehouse  at 
Grandaddy's  farm  -  with  a  little  help  from 
grown-ups. 

He  signed  up  for  a  local  newspaper 
round  and  doubled  his  customer  list 
because  of  his  dependability.  At  times  I 
helped  if  the  papers  were  delivered  to  him 
late.  That  was  fine,  but  if  he  was  sick  and  it 
was  the  day  he  collected  from  his 
customers,  he  insisted  that  I  must  collect.  I 
did  it,  but  I  was  not  happy. 

We  are  sorry  that  we  did  not  realize  the 
importance  of  Sign  Language.  His  school 
did  not  make  a  policy  decision  to 
encourage  signing  until  he  was  twelve. 
How  his  vocabulary  grew  then!  At  that  time 
we  began  our  own  efforts  to  learn  the 
language. 

Other  Problems  for  Parents 

We  did  not  tell  him  that  he  had  a  vision 
problem  until  he  was  twelve  years  old,  and 
we  told  very  few  people  that  he  had  RP,  as 
we  did  not  want  him  to  learn  about  it  from 
someone  else.  We  wanted  to  wait  until  we 
felt  he  could  understand  it.  He  told  us  he 
knew  something  was  wrong  with  his  eyes: 
children  would  make  remarks  to  him, 
"What's  wrong?  Can't  you  see?"  Perhaps 
we  should  have  told  him  sooner. 

When  Jim  was  growing  up,  we  lived  on  a 
dead-end  street,  and  it  was  wonderful.  But 
as  he  got  older,  and  his  peers  were  going  to 
greener  fields,  I  worried  about  him.  My 
husband  said  to  me,  "Let  him  go.  I  would 


rather  see  him  hitbyacarand  killedthanto 
have  him  tied  to  your  apron  strings  and 
grow  up  an  unhappy  person."  That  was 
tough  for  me  to  deal  with,  but  I  forced 
myself  not  to  be  over-protective.  Of  course, 
he  was  hit  by  a  car  but,  thank  God,  it  was 
not  serious.  He  fell  and  needed  stitches  so 
often  that  we  got  to  know  his  doctor  very 
well.  I  try  to  remember  not  to  leave  cabinet 
doors  open  or  other  obstacles  around  that 
he  will  fall  over. 

We  had  gloomy  thoughts  about  what 
Jim's  handicaps  would  do  to  his  social  life. 
We  assumed  that  he  would  never  be  able 
drive  a  car,  and  that  he  would  never  use  a 
phone  to  call  up  a  girl. 

The  Doctor  and  the  Patient 

I  do  want  to  bring  one  problem  to  the 
attention  of  any  ophthalmologist  reading 
this  article.  Please  bear  with  me;  most 
doctors  do  a  good  job,  but  some  do  not 
properly  inform  their  patients  and  families 
about  newly  diagnosed  retinitis  pigmentosa. 
The  doctors  to  whom  we  have  gone  for  help 
have  always  been  completely  frank  about 
the  facts  and  about  the  child's  outlook.  But 
I  frequently  meet  people  at  RP  meetings 
who  complain  bitterly  about  delays  before 
the  doctor  told  them  the  real  nature  of  the 
eye  problem.  I  remember  talking  with  one 
doctor  (a  respected  local  ophthalmologist) 
who  told  me  that  he  had  a  patient  with  RP, 
and  he  said  he  "did  not  know  how  to  tell  him 
that  he  had  RP".  In  some  discussions,  the 
reply  has  come  out  that  giving  a  patient  this 
devastating  news  is  no  help  because  there 
is  nothing  that  the  patient  can  do  about  it. 
This  is  not  really  true.  Of  course,  the 
patient  cannot  preserve  his  sight  by  a  leap 
of  faith  into  some  magic  treatment.  But  it 
does  help  the  patient  to  know  just  why  it  is 
that  he  cannot  catch  the  ball  as  well  as 
other  kids  and  why  he  cannot  run  around  in 
the  dark  as  fast  as  other  kids. 

Knowledge  of  the  harsh  truth  also  helps 
the  patient  and  his  family  to  be  realistic 
about  the  education  to  choose  and  what 
career  is  practical.  Specifically,  Jim  initially 
studied  in  the  field  of  structural  engineering, 
when  we  suddenly  realized  that  a  doubly- 
handicapped  man  should  not  go  into  a  field 
with  big  swings  of  business  activity  from 
boom  to  depression  and  plenty  of 
opportunities  for  bad  luck.  We  talked  to  the 
college  and  to  Jim  and  arranged  for  him  to 
turn  to  computer  work,  where  he  is  now 
doing  well  and  is  happy.  I  cannot  say  his 
parents  enjoyed  "playing  God"  in  pushing 
this  decision,  but  we  were  right. 

Our  Hopes 

At  present  Jim  is  a  successful  young  man 
working  as  a  programmer  for  IBM,  and  is 
well  respected  there.  He  and  his  wife, 
Cathy  have  an  attractive  house  and  yard 
and  they  presented  me  with  my  grandson, 
Kent,  whose  picture  I  carry  around  with  me. 
I  guess  I  can  say  I  have  learned  to  have 
more  patience  with  Jim  than  anyone  else. 
He  has  been  a  real  joy  to  us,  and  I  have 
never  given  up  the  hope  that  there  will  be  a 
medical  breakthrough  for  the  treatment  of 
RP. 

Reprinted  from  the  American  Annals  of 
Deaf-Blindness,  June  1985. 
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USHER 
SYNDROME 


This,  our  third  meeting  in  Europe  to  study 
Usher  Syndrome,  was  organised  by  Patrizia 
Ceccarani.  a  psychologist  working  at  a 
private  association  in  Osimo  which  serves 
deaf-blind  people,  between  May  1  and  4. 
The  principal  of  the  Lego  del  Filo  D'Oro. 
Luigi  Giacco  welcomed  us  warmly  on  the 
first  day  with  the  hope  that  our  presence 
would  influence  awareness  for  Usher 
Syndrome  in  Italy  where  it  is  still  largely 
unrecognised.  Renato  Pigliacampo,  a  deaf 
sociologist  from  Urbino  University,  and 
president  of  a  deaf  association  in  Italy, 
attended  the  first  part  and  pledged  his 
support  amongst  the  deaf  community  for 
greater  understanding  for  people  with 
Usher  Syndrome. 

State  of  Awareness  in  Europe 

Seven  European  countries  were  repres- 
ented this  year  and  in  most  cases  the 
people  reporting  had  been  present  in 
Bruges  in  1986.  In  France,  William  Green 
reported  that  interest  in  Usher  Syndrome 
had  improved  since  1985  and  that  now 
they  were  looking  forward  to  a  National 
Awareness  Week  in  1988  in  Poitiers. 
Through  their  efforts,  Usher  Syndrome  is 
now  an  element  in  the  training  of  teachers 
of  the  deaf  in  France. 

From  Hanover,  Dietrich  Bunck  reported 
that  his  centre  for  deaf-blind  people  was 
beginning  to  be  recognised  as  a  place 
where  people  with  Usher  Syndrome  could 
come  for  advice,  training  and  short 
rehabilitation  courses.  He  was  however 
disappointed  that  the  German  RP  Society 
had  refused  to  publish  his  article  on  Usher 
Syndrome  in  their  RP  Journal. 

Salvatore  Lagati  from  Trento  reported 
that  few  people  were  known  to  have  Usher 
Syndrome  in  Italy.  Many  people  with  RP 
were  paying  to  go  to  Russia  for  the  so 
called  'treatment'  from  the  Helmholtz 
Clinic  in  Moscow.  They  refused  to  accept 
that  there  was 'no  cure'  and  much  time  and 
money  was  wasted. 


European  Usher  Syndrome 
Study  Group  Meeting 


Of  all  the  European  Countries  the 
Nordic  Countries  are  by  far  the  most 
advanced  in  their  awareness  and  services 
for  people  with  Usher  Syndrome.  This  was 
demonstrated  by  the  reports  from  Christer 
Degsell,  Birgit  Friele  and  Jes  Kryger. 

From  Orebro  in  Sweden  Christer 
reported  on  the  consideration  that  is  given 
to  lighting  for  pupils  with  Usher  Syndrome. 
Birgit  Friele,  a  member  of  the  Central  Team 
for  Deaf-Blind  services  reported  that  they 
were  aiming  to  diagnose  and  counsel 
much  earlier  in  Norway  to  prevent 
secondary  problems  happening  as  a  result 
of  ignorance  and  neglect. 


Rita  Lubrano  and  her  communicator 

The  head  of  the  Nordic  Staff  Training 
Centre  for  Deaf-Blind  Services  at  Dronning- 
lund  in  Denmark,  Jes  Kryger,  told  us  about 
the  systematic  studies  being  conducted 
throughout  the  five  Nordic  countries  to  find 
out  the  numbers  of  deaf-blind  people. 
Overall,  today  there  are  3,000  deaf-blind 
people  in  all  the  Nordic  countries  and  of 
these  30%  are  congenially  deaf.  In 
Denmark  an  RP  register  has  been  opened 
to  study  the  condition  and  in  one  county  it 
has  been  agreed  to  examine  the  retinas  of 
all  people  who  report  a  mild  hearing  loss. 


Conclusions 

For  me  this  meeting  threw  up  many 
questions  both  for  Usher  Syndrome  and 
for  the  future  of  the  EUSSG. 

On  Usher  Syndrome  itself  it  became 
apparent  through  our  discussions  that 
more  thought  needs  to  be  given  to  defining 
the  various  types  of  Usher  Syndrome. 
Much  harm  can  come  if  Usher  Syndrome  is 
wrongly  diagnosed  or  diagnosed  very  late. 

As  to  the  future  of  the  EUSSG  it  was 
recognised  that  for  it  to  continue  to  be 
active,  each  country  represented  needs  to 
contribute  some  study  or  case  work  which 
can  be  shared  by  all.  Before  the  next 
meeting  there  would  be  a  call  for  papers 
and  that  the  contact  person  in  the  EUSSG 
could  invite  people  with  specific  knowledge 
to  present  papers. 

We  also  recognised  that  we  would  need 
some  funds  from  the  EEC  to  help  with  the 
cost  of  translation. 

Finally,  we  accepted  the  kind  invitation 
of  William  Green  to  meet  in  1  988  in  Poitiers 
and  to  take  part  in  the  first  day  of  their 
National  Awareness  Week  for  Usher 
Syndrome  for  the  whole  of  France. 

We  greatly  missed  Lieke  de  Leuw  from 
Holland  and  Paul  Bulckaert  from  Belgium 
and  we  hope  that  next  year  representatives 
will  also  come  from  Spain,  Portugal, 
Switzerland  and  Austria  and  even  further 
afield  if  possible. 

Visit  to  Kalorama  Community 
-  Osimo,  Italy 

During  our  weekend  studying  Usher 
Syndrome  we  paid  a  visit  to  the  Kalorama 
Community  which  houses  deaf-blind 
adults.  There  I  was  privileged  to  meet  Rita 
Lubrano  a  deaf-blind  resident  who  through 
her  interpreter  engaged  me  in  conversation 
about  my  work.  She  reads  braille  widely 
and  is  able  to  keep  her  mind  alert.  In  spite 
of  her  severe  sensory  and  physical 
limitations,  she  was  able  to  discuss  the 
need  to  find  out  which  genes  were  causing 
retinitis  pigmentosa  and  Usher  Syndrome. 
Mary  Guest 


Research. 
News 


Following  Professor  Geoffrey  Arden's 
explanation  of  the  effect  of  Retinitis 
Pig mentosa(RP)  on  the  eye  in  the  Christ- 
mas issue,  two  more  news  items  about 
current  research  have  been  received. 

Carol  Lane.  FRCS,  MRCPof  the  Inst- 
itute of  Ophthalmology  is  trying  to  find 
out  if  transplantation  of  RPE  cells  is 
feasible  and  Ian  Armstrong  working  at 
UWIST.  Cardiff,  is  studying  the  trans- 
porting properties  of  the  RPE.  Their 
reports  in  detail  follow. 

The  Retinal  Pigment  Epithelium  (RPE) 
is  a  sheet  of  cells  which  lines  the  back  of 
the  eye  and  supports  and  nourishes  the 
retinal  nerve  cells.  These  nerve  cells  must 
remain  healthy  if  the  eye  is  to  see  properly. 
'■<-./  ■;■<■.  '\  :':h'.<:'\  m  Mjch  conditions  as 
retinitis  pigmentosa,  and  in  some  cases, 
s  evidence  that  a  fault  in  the  RPE  is 
^"'.','mg  the  rest  of  the  retina.  Our  research 


is  aimed  at  finding  a  surgical  means  of 
replacing  diseased  RPE  cells  with  healthy 
ones.  These  cells  may  be  obtained  from  a 
healthy  area  of  the  same  eye  or  grown  from 
a  donor  eye  in  the  laboratory.  Use  of  the 
same  eye  avoids  the  problem  of  tissue 
rejection,  but  the  application  of  this  partic- 
ular technique  is  limited  to  eyes  with  local- 
ised areas  of  disease.  Initial  studies  are 
being  performed  to  improve  cell  growth  in 
tissue  culture,  label  donor  cells  and  develop 
a  surgical  method  of  introducing  donor 
cells  underneath  the  delicate  tissue  of  the 
retina.  Once  this  is  achieved  the  immune 
response  to  donor  cells  will  be  evaluated. 
Only  at  that  stage  will  it  be  possible  to 
predict  the  clinical  usefulness  of  the  trans- 
plantation technique. 
Carol  Lane 

The  Retinal  Pigment  Epithelium  (RPE)  is 
the  single  layer  of  cells  that  separates  the 
light  detecting  nerve  cells  of  the  retina 
from  the  body's  blood  supply.  It  is  thought 
that  the  RPE  is  a  barrier  to  certain  sub- 
stances but  acts  to  supply  the  much  needed 
metabolites  (nutrients)  to,  and  take  waste 
products  away  from  the  light  detecting 
nerve  cells  of  the  retina.  The  RPE  also  has 
transporting  properties. 


Our  aim  is  to  try  to  understand  the 
transporting  mechanisms  of  the  RPE.  Trans- 
port across  other  similarly  active  cell  layers 
of  the  body  has  been  shown  to  involve  the 
movement  of  small  particles  called  ions(an 
ion  is  a  substance  that  carries  a  small 
positive  or  negative  electrical  charge).  We 
have  designed  and  built  an  apparatus  which 
allows  us  to  keep  alive  small  pieces  of  RPE 
separate  from  the  eye.  When  we  prepare  a 
piece  of  RPE  in  this  way  we  can  measure 
small  electrical  voltage  changes  brought 
about  by  the  movement  of  ions  in  the 
tissue.  We  have  shown  that  the  RPE  is 
responsible  for  this  unequal  distribution  of 
charge  by  adding  a  poison  which  acts  to 
stop  or  block  the  transporting  action  of  the 
RPE,  for  the  poison  causes  the  voltage 
measured  across  the  isolated  tissue  to  fall 
away  to  zero.  Having  shown  that  the  RPE  is 
a  transporting  tissue  it  is  our  future  aim  to 
identify  the  particular  ion(s)  that  are  trans- 
ported. 

By  understanding  the  normal  transport- 
ing functions  of  the  RPE,  we  hope  it  will 
then  be  possible  to  identify  any  changes 
that  may  occur  in  the  transporting  proper- 
ties of  RPE  cells  in  RP  sufferers. 

Ian  Armstrong 
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Manor  House  News 


Do  Unto  Others  as 
They  Do  Unto  You 


At  the  Manor  House  we  are  regularly  the 
recipients  of  large  and  small  donations  of 
money;  most  of  it  coming  from  individuals 
and  organisations  within  the  local  commun- 
ity and  we  felt  it  would  be  a  good  gesture  to 
return  the  favours  shown  to  us  in  a  manner 
that  would  benefit  the  whole  community. 
We  decided  to  raise  money  for  our  local 
health  centre  to  purchase  equipment  that 
would  benefit  the  local  people.  After  initial 
approaches  had  been  made,  the  health 
centre  requested  that  we  help  towards  the 
cost  of  a  'Communicator'  which  would  be 
used  by  the  doctors  and  community  care 
team  to  talk  to  those  patients  who  have 


hearing  problems.  The  cost  of  this 
equipment  would  be  £70  which  we 
undertook  to  raise. 

The  next  question  was  how  to  raise  the 
money  and  we  decided  on  the  traditional 
sponsored  walk.  We  needed  a  safe 
environment  in  which  to  walk  and  we  opted 
for  the  local  country  park,  Ferry  Meadows; 
a  scenic  route  of  some  five  miles.  Having 
planned  the  walk  for  July  30th  we 
presumed  we  would  have  an  average 
English  Summer's  day! 

Sponsor  forms  for  each  youngster  were 
sent  home  and  the  parents  did  a 
marvellous  job  of  getting  sponsors.  Staff  at 
the  The  Manor  House  individually  under- 
took to  collect  sponsors  for  a  particular 
youngster.  Four  of  the  youngsters,  Karen, 
Kanhai,  Susan  and  Tim  also  collected  their 
own  sponsors  and  helped  in  the  planning 
of  the   route   as   part   of  their   Duke  of 


Presentation  of  the  Communicator.   Manor  House  students  and  staff  with  Dr  Heywood  at 
Oeepings  Health  Centre. 


Edinburgh    Award    scheme,    Community 
Project  Section. 

July  30th  arrived  and,  as  was  expected, 
it  was  a  typical  Summer's  day  -  rain!  This 
did  not  deter  us  and,  as  usual,  all  the  staff 
volunteered  to  help  and  join  in  so  we  had  a 
one-to-one  ratio  and  a  spare  to  run  around 
like  a  fool  to  ensure  no-one  got  lost, 
namely  myself. 

We  all  set  off  together  but  within  fifteen 
minutes  we  had  broken  into  small  groups 
looking  very  much  like  a  ramblers' 
association  outing!  The  route  took  us 
along  familiarground  around  the  boundary 
of  Ferry  Meadows  and  the  rain  ensured  we 
had  the  park  to  ourselves.  Our  route  took 
us  past  the  edge  of  the  lake  with  no 
volunteers  for  a  swim,  and  then  over  an  old 
stone  bridge  onto  the  river  bank  following 
its  course  through  woodland.  Although  the 
trees  gave  us  some  protection  from  the 
elements,  the  rain  had  changed  the  path  to 
an  impressive  mud  bath  but,  undeterred, 
we  carried  on  forth. 

I  nail  we  completed  about  four  and  a  half 
miles  and  not  one  youngster  complained 
(although  the  staff  made  up  for  it  with  their 
grumbling)  and  all  had  walked  well 
including  those  whose  poor  sight  requires 
the  use  of  a  long  cane. 

The  final  total  raised  was  amazingly 
£295.16,  well  over  our  target  which 
enabled  us  to  buy  not  only  the 
Communicator  but  also  ten  stackable 
commodes  and  six  sets  of  cot  sides. 
We  had  a  presentation  at  the  health  centre 
on  19th  November,  1986  and  even 
managed  to  get  a  mention  and  photo  in  the 
local  press.  None  of  this  would  have  been 
possible  without  the  co-operation  of 
parents  and  staff  and,  more  importantly, 
the  youngsters  who  did  the  walk.  I  surely 
think 'they  have  done  unto  others  as  others 
have  done  unto  them'. 

Steve  Kiekopf 
Senior  Care  Assistant 


Pathways  News 


We  have  many  strange  and  different  visitors 
to  Pathways  -  but<  none  more  so  than 
Hissing  Sid  seen  in  our  photograph.  Mr 
Lewis  arranged  for  the  children  and  staff  to 
meet  two  snakes  when  he  talked  about 
Pets  in  assembly.  There  was  a  mixed  reac- 
tion from  the  children  and  staff!  The  snakes 
made  no  comment. 

On  the  last  evening  of  term  Miss  Entwistle 
and  Mrs  R  Thomas  organised  a  very  suc- 
cesful  Wine  and  Cheese  evening.  It  was 
held  at  Condover  Hall  by  kind  permission 
of  Mr  A  Jarvis.  The  proceeds  of  £266  will  be 
sent  to  the  Hasicom  Council  as  a  contri- 
bution towards  their  national  appeal.  The 
event  was  well  supported  by  the  people  of 
the  village.  A  quarry  firm  in  the  village  on 
hearing  about  the  event  presented  a  cheque 
on  the  evening.  Pathways  was  also  given  a 
cheque  by  the  same  firm  to  buy  some 
small,  special  sets  of  cutlery  for  the  younger 
children.  Towards  the  end  of  the  evening  a 
vast  amount  of  cheese  was  auctioned.  It 
will  not  only  be  the  cheese  that  is  mature 
before  it  has  all  been  eaten.  But  congrat- 
ulations to  all  the  people  involved  in  making 
it  a  very  happy  social  event. 

It  is  pleasing  to  see  Ajay  Prajapati  and 
Lester  Thorp  playing  cricket  again.  Lester, 
an  orthodox  left  hand  batsman  is  extremely 
good  on  unpredictable  wickets  which  is 


important  because  all  our  wickets  are  un- 
predictable. His  aggressive  drives  are  pre- 
vented from  reaching  the  boundaries  only 
by  the  subtly  placed  Irish  Yew  trees.  This 
helps  to  avoid  endless  excursions  to  the 
boundary  by  aging  members  of  staff.  Ajay 
is  a  good  slow  bowler  with  a  high  trajectory. 
His  quicker  ball  causes  problems  for  most 
batsmen  -  wicket  keepers  -  and  fielders. 
But  it  keeps  them  all  awake. 


Pathways  children  meet  Hissing  Sid. 
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Friends  from  the  Railway  Adoption 
Society  have  presented  the  school  with  a 
beautiful  new  caravan  which  has  arrived  in 
time  for  the  holiday  season.  The  children 
from  Pathways  have  had  the  opportunity  to 
look  over  it  and  are  now  looking  forward  to 
sleeping  in  it.  Perhaps  the  seniors  will  be 
the  first  to  do  so  because  they  are  going  to 
camp  in  Lyme  Regis  in  June. 

We  are  sorry  that  Ben  Scaife  has  been 
away  from  school  for  some  time.  He  has 
had  an  operation  on  his  eye  which  we  hope 
has  been  successful.  However,  we  do  miss 
Ben  and  we  are  looking  forward  to  his 
return  very  soon.  He  will  be  surprised  to 
find  that  Anita  Cripps  has  now  moved  from 
his  class  to  the  senior  group. 

Anita  has  been  making  a  very  strong  bid 
to  win  the  Endeavour  Cup.  She  is  the  only 
child  I  can  remember  at  Pathways  who  has 
canvassed  openly  for  it.  The  judges  will 
soon  meet  secretly  to  make  a  decision  and 
smoke  from  one  of  our  chimneys  usually 
means  that  a  winner  will  shortly  be  an- 
nounced. 

A  film  about  some  of  the  children  at 
Condover  Hall  School  is  now  due  to  be 
shown  on  3  July  at  8.30pm  on  BBC2. 

John  Peter  Jones 

Teacher  in  Charge 

Pathways 

Condover  Hall  (RNIB) 

Condover 

Shrewsbury 


Community  Highlights 


During  February  and  March  the  Rubella 
Awareness  Campaign  worked  in  conjunc- 
tion with  the  Ealing  Health  Authority  on  a 
rubella  screening  and  vaccination  cam- 
paign in  the  Southall  and  Acton  areas.  Two 
colleges  and  an  adult  education  centre  co- 
operated with  us,  allowing  us  access  to  all 
their  facilities. 

Special  leaflets  and  posters  were 
printed  and  distributed  to  all  the  students 
and  lecturers  at  each  college  informing 
them  of  the  importance  of  rubella 
screening  and  giving  dates  when  screen- 
ing was  to  be  available  at  the  college.  We 
were  able  to  adopt  an  'open  door*  policy 
and  make  screening  available  to  the 
general  public  as  well  as  the  college 
students. 

There  was  coverage  in  the  local  press 
and  radio  before  the  screening  days  in 
order  to  increase  general  awareness  and 
encourage  participation.  Staff  of  the 
Rubella  Awareness  Campaign  presented 
talks  and  an  information  booth  was  set  up 
in  the  foyer  of  each  college  to  distribute 
materials  and  answer  questions. 

Rubella  screening  was  offered  a  total  of 
eleven  days  during  which  time  430  women 
were  tested.  35  women  were  shown  to  be 
non-immune  and  subsequently  vaccinated. 

A  detailed  examination  of  the  information 
gathered  is  being  undertaken  by  Dr 
Rosemary  Beardow,  Registrar  in  Com- 
munity Medicine. 

On  April  3,  the  Rubella  Awareness 
Campaign  was  represented  at  'The 
Women's  Health  Roadshow',  a  one  day 
event  highlighting  health  issuesforwomen 


in  the  Newham  area.  Co-sponsored  by 
Newham  Women's  Equality  Unit  and 
Newham  Women's  Employment  Project, 
information  on  a  host  of  topics  was 
provided.  Our  community  project  worker, 
Jo  Dodge,  set  up  an  information  booth, 
showed  rubella  videos  and  forged  valuable 
links  with  a  local  family  planning  clinic  and 
the  Racial  Equality  unit,  which  will  assist  in 
a  co-operative  campaign  to  reach  the 
home  bound  Asian  women. 

The  West  Lambeth  Health  Education 
Department  and  the  Asian  Community 
Action  Group  have  produced  an  8-minute 
Asian  video  entitled  'Rubella  -  What's 
That?'.  It  follows  the  story  of  woman  who 
hears  about  rubella  from  a  friend.  She 
decides  to  visit  her  doctor  and  ask  why  she 
needs  to  be  vaccinated.  The  GP  explains 
what  rubella  is,  its  effects  and  how  this  can 
be  prevented.  The  woman  then  shares  this 
experience  with  a  community  worker  who 
invites  a  health  visitor  to  a  weekly  meeting 
to  a  women's  group.  The  video  ends  with 
the  health  visitor  discussing  rubella  with 
the  group  of  women. 

The  video  is  in  Bengali  and  supporting 
leaflets  are  in  Bengali  and  English.  Copies 
are  for  sale  at  £  1 0.00  each  and  the  video  is 
available  for  hire.* 

Contact: 
West  Lambeth  Health  Education  Depart- 
ment, East  House 
South  Western  Hospital 
Landor  Road 
London,  SW9  9NU 
Tel:  01- 733  3833  ext.  165 


Sense  Rubella  Fieldworkers 


The  main  objectives  of  my  work  in  Tower 
Hamlets  have  been  an  investigation  into 
the  schoolgirls  vaccination  programme,  a 
report  listing  its  drawbacks,  and  recom- 
mendations. Through  the  course  of  my 
work  I  have  made  valuable  contacts  with 
women's  health  groups,  ethnic  minority 
groups  and  others  such  as  Home  Tutors 
working  with  persistent  truants. 

Tower  Hamlets  is  a  poor  borough,  with  a 
large  ethnic  minority  community,  high  un- 
employment and  a  very  mobile  population. 
Administering  the  schoolgirls  programme 
is  bound  to  be  difficult  in  these  circum- 


•,  jt  ''  i:  Health  Authority  NBA  con- 
/meed  that  it's  low  uptake  rate  and  lack  of 
accurate  figures  could  not  be  explained  by 
e/ternai  factors  alone.  Consequently,  they 
asked  me  to  explore  the  administrative 
aspects  of  the  programme  and  to  assess 
the  level  of  follow-up. 


My  research  brought  to  light  a  number 
of  weak  points  in  the  programme  at  both 
the  record  keeping  and  follow  up  stages 
and  can  be  summarised  thus: 

•  The  programme  is  hampered  by  the  fact 
that  it  is  tied  to  the  regional  computer. 
There  are  delays  between  the  input  and 
retrieval  of  data  and  therefore  information 
is  out  of  date  when  it  is  needed.  Moreover, 
only  girls  who  live  in  the  borough  have 
computer  records  and  not  girls  who  merely 
attend  school  here.  This  leads  to  discrep- 
ancies in  the  figures.  The  programme  should 
be  administered  manually  until  the  new 
computer  is  available  to  Tower  Hamlets 
Health  Authority.  Records  should  be  up- 
dated regularly. 

•  The  term  'uptake  rate'  is  ambiguous  and 
there  is  no  reliable  way  of  measuring  it. 
This  term  should  be  clearly  defined  and 
should  include  date  limits,  mid  year  adjust- 
ments and  so  on.  A  protocol  should  be 
established  which  outlines  the  reasons  for 
producing  an  annual  uptake  rate;  to  monitor 
the  success  of  the  schoolgirl  programme 
as  well  as  to  satisfy  the  requirements  of  the 
DHSS. 

•  A  central  running  list  of  non  vaccinated 
girls  should  be  kept  by  Child  Health.  This 
would  detail  names,  addresses,  schools, 
GP's  names  and  reasons  for  non-vaccin- 
ation. It  would  assist  in  follow-up  and  allow 
the  uptake  rate  to  be  adjusted  when  nec- 
essary. 

•  GP's  should  be  notified  when  a  girl  opts 
for  vaccination  by  her  own  doctor  and 


there  should  be  a  form  for  her  to  return  to 
the  school  nurse  once  this  is  done. 

•  An  accurate  record  should  be  kept  by 
Child  Health  of  the  number  of  consent 
forms  sent  out  and  returned. 

•  Parents  of  persistent  truants  should  be 
advised  of  the  importance  of  rubella  vac- 
cination and  given  information  on  how  it 
can  be  obtained  outside  school.  Contact 
should  be  maintained  with  these  families 
to  ensure  subsequent  vaccination. 

Maggie  Beale 
Tower  Hamlets 
Community  Project  Worker 


My  objective  as  Newham's  Community  Pro- 
ject Worker  was  to  ascertain  why  the  per- 
centage of  schoolgirls  vaccinated  was  so 
low  and  to  make  recommendations  to  raise 
this  percentage  closer  to  90%. 

The  uptake  rate  in  Newham  for  1985 
was  61 .9%.  However,  having  examined  the 
policy  document  for  the  area,  it  was  clear 
that  the  figures  themselves  were  question- 


able: no  master  lists  were  being  kept,  mak- 
ing it  impossible  to  calculate  either  an 
accurate  percentage  orfollow  up  rates.  So, 
I  began  my  research  by  visiting  schools  to 
collect  correct  figures.  Simultaneously,  I 
assessed  the  quality  of  health  education 
being  offered  by  attending  immunisation 
sessions  and  meeting  with  nurses  and 
clerical  staff. 

My  next  job  was  to  interpret  the  consent 
forms  that  had  been  collected  numbering 
over  1 000.  After  a  good  deal  of  sorting  and 
re-sorting,  follow-up  lists  were  compiled 
under  categories  such  as  absentees,  re- 
fusals, health  reasons,  girls  to  be  immun- 
ised by  their  GP  and  girls  who  said  they 
would  be  immunised  by  their  GP. 

Finally,  an  interview/questionnaire  was 
designed  to  ascertain  the  reasons  why 
parents  refused  permission  for  the  rubella 
vaccination.  There  were  1 6  people  to  see, 
and  although  most  were  polite  and  co- 
operative, several  refusals  for  vaccination 
had  to  do  with  personal  grudges  against 
the  health  authority.  Since  the  number  was 
few  it  was  not  possible  to  draw  any  statistical 
conclusions  as  to  why  parents  refuse,  but 
the  questionnaire  did  offer  some  valuable 
pointers,  and  the  subjects  were  added  to 
next  year's  list  in  the  hope  that  they  would 
reconsider. 

The  result  of  our  efforts,  I'm  happy  to 
say,  was  a  rate  of  over  90%  for  Newham. 
Our  recommendations,  included  in  a  final 
report,  will  hopefully  be  implemented  in 
the  near  future. 

Jo  Dodge 

Newham  Community  Project  Worker 
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Famous  Mothers  Meet 
to  Help  our  Campaign 


50  celebrated  women  from  stage,  screen, 
politics,  business,  science,  sport  and  arts 
met  at  Marlborough  House,  London  with 
HRH  the  Princess  of  Wales  to  celebrate 
'World  Health  Day'  1987,  7  April -with  its 
special  theme  of  'Immunisation'. 

It  is  hoped  that  these  'women  who  win' 
will  by  their  own  commitment  and 
influence  in  their  own  fields,  spread  the 
message  that  immunisation  is  vital  so  that 
no  child  will  needlessly  face  a  life  of 
disability  caused  by  rubella.  _ 

The  luncheon  was  sponsored  by  the 
IRIS   fund   for   Prevention    of   Blindness 
which  was  represented  by  Mrs  Susanna 
Burr.  IRIS  is  one  of  the  constituent  bodies 
represented    on    the    National    Rubella 
Council.  Other  members  are:- 
Action  Research  for  the  Crippled  Child 
British  Heart  Foundation 
IMPACT  (An  International  Initiative  Against 

Avoidable  Disablement) 
MENCAP    (Royal    Society    for    Mentally 

Handicapped  Children  and  Adults) 
SENSE  (National  Deaf-Blind  and  Rubella 

Association) 
The  National  Deaf-Blind  Helpers'  League 
The  National  Deaf  Children's  Society 
The  Royal  National  Institute  for  the  Blind 
The  Royal  National  Institute  for  the  Deaf 
The  Spastics  Society 
The  Health  Education  Authority 
The    Health    Departments    of    England, 

Wales  and  Northern  Ireland 


Actresses  Sheila  Gish  and  Elspet  Gray  (Lady  Rix)  at  the  World  Health  Day  meeting 


MMK. 

Here  at  Last! 

Baroness  Trumpington,  Parliamentary  Sec- 
retary for  Health,  announced  the  Govern- 
ment's agreement  in  principle  that  com- 
bined immunisation  against  measles, 
mumps  and  rubella  should  be  added  to  the 
Childhood  Immunisation  Programme. 

Addressing  the  National  Rubella  Council 
luncheon  on  World  Health  Day,  she  said: 
'We  know  that  the  addition  of  this  new 
vaccine  in  other  countries  leads  to  a  sig- 
nificant higher  proportion  of  children  being 
protected  against  measles.  The  virtual  elim- 
ination of  the  reservoir  of  rubella  infection 
among  children  offers  the  prospect  of  a 
further  steady  decline  in  the  incidence  of 
congenital  rubella  syndrome.  A  further  ben- 
efit will  be  protection  against  mumps  which 
causes  over  1,000  hospital  admissions  a 
year,  deaths  and  serious  after  effects.' 

Lady  Trumpington  continues:  'We  shall 
take  every  step  to  introduce  this  vaccine 
generally  as  soon  as  practicable.  Today  is 
an  important  day  for  immunisation.  There 
is  a  new  impetus  to  increase  the  uptake  of 
immunisation  generally  and  there  is  now 
the  prospect  of  this  new  vaccine'. 

The  change  in  policy  to  incorporate  the 
rubella  vaccine  into  a  combined  immun- 
isation programme  means  a  fresh  approach 
to  eliminating  the  disease.  Boys  and  girls 
at  15  months  of  age  will  be  offered  pro- 
tection. The  current  schoolgirl  vaccination 
programme  will  remain  in  effect  for  at  least 
ten  years. 

Pilot  areas  for  the  new  scheme  are  Fife, 
Somerset  and  North  Hertfordshire.  The 
rest  of  the  country  is  expected  to  follow 
suit  within  the  next  18-24  months. 


LETTER 


Have  you  lost  your 


or't^ftol  object  wes 


Having  just  read  my  copy  of  the  Spring  '87 
edition  of  Talking  Sense,  I  find  difficulty  in 
making  much  sense  out  of  all  the  talking 
with  regard  to  my  own  daughter.  You  see, 
she  is  a  rubella  syndrome  child,  not  "deaf- 
blind",  and  nowadays  that  doesn't  seem  to 
count  for  much  with  Sense,  even  though 
her  Mum  gave  away  many  precious  woman- 
hours  in  an  effort  to  build  the  jolly  old  no- 
nonsense  Rubella  Association  into  a  nation- 
ally known  association.  I  fondly  remember 
all  those  hours  of  committee  meetings 
where  I  along  with  other  similar  parents 
and  helpers  dreamed  of  having  help  staff 
who  were  actually  paid  money  to  provide 
services  and  help  for  all  the  families. 

My  daughter  sees  quite  well  with  one  of 
her  eyes,  so  in  no  way  can  she  be  called 
'blind'.  She  certainly  is  profoundly  deaf  and 
not  'just  deaf  as  described  by  a  staff  mem- 
ber. (As  if  anyone  can  be  'just  deaf!)  She 
has  a  heart  condition  which  is  not  too 
troublesome  since  she  had  a  big  heart 
operation  as  an  emergency  when  a  baby. 
She  has  weakness  of  muscles,  lack  of  co- 
ordination, tightness  of  leg  tendons,  dif- 
ficulty with  balance,  one  leg  shorter  than 
the  other  and  foot  drop.  She  is  not  deaf- 
blind,  I  agree,  but  she  is  not  just  deaf  and 
where  is  there  a  support  for  her? 

Do  'just  deaf  children  of  twelve  years  of 
age  have  no  number  concepts?  Or  have  no 


ability  to  judge  speed  of  on-coming  traffic? 
Or  have  illegible  writing?  Or  are  unable  to 
join  in  any  sport  out  of  water?  Or  have 
violent  tantrums?  My  daughter  can't  join  in 
most  activities  for  deaf  children  because  of 
the  combined  effects  of  rubella  damage. 

Let's  have  a  new  type  of  Rubella  Aware- 
ness Campaign.  Let's  educate  the  public, 
members  (dare  I  say,  staff?)  as  to  the  effects 
and  problems  of  rubella  damage.  After  all, 
what  were  the  objectives  of  the  original 
members  such  as  Peggy  Freeman,  Margaret 
Brock  and  Margaret  White  in  forming  the 
association?  Perhaps  the  immunisation 
programme  and  fund-raising  would  benefit 
as  a  result  of  a  greater  awareness  of  rubella 
damage. 

It  is  not  enough  to  say  "avoid  the  tragedy 
of  rubella".  We  must  learn  more  about  the 
consequences  of  the  damage,  and  help 
those  who  have  to  cope  with  it  every  day  of 
their  lives.  I  know  there  are  other  children 
like  Claudine.  They  have  various  symp- 
toms of  the  rubella  syndrome.  Let's  talk 
more  sense  about  them  and  their  needs. 

Maggie  Alderman 
3  Village  Close 
Weybridge 
Surrey 
KT13  9HF. 
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Deaf-Blind  Children  in  Russia 

Part  One 


Natasha  has  just  been  born.  Like  so  many  children  known  to  readers  of  Talking  Sense  she  is 

both  deaf  and  blind.  But  she  is  Russian,  not  British.  What  is  her  future  in  her  home  country, 

the  Soviet  Union?  This  article,  and  its  sequel  in  the  next  issue,  follow  the  course  of  Natasha's 

life,  her  pre-school  training,  her  learning  in  school  and  further  education.  It  examines  too  the 

system  of  special  education,  known  in  the  Soviet  Union  as  'defectology',  which  provides  for 

her  developmental  and  educational  needs.  Natasha  is  fictitious,  but  she  is  representative  of 

many  real  Soviet  deaf-blind  children,  some  of  whom  I  was  lucky  to  meet  and  learn  about  on  a 

recent  visit  to  the  USSR. 


What  kind  of  a  girl  is  Natasha?  From  the 
medical  evidence  available,  it  seems  that 
the  Soviet  Union  does  not  have  the  severe 
problems  with  the  rubella  virus  that  we 
have.  One  Soviet  professional  I  talked  with 
had  dealt  with  300  deaf-blind  children,  only 
1 9  of  whom  had  been  affected  by  rubella. 
So  it  is  more  likely  that  Natasha  suffers 
from  one  of  the  many  other  complex  con- 
ditions which  cause  visual  and  auditory 
impairment  in  both  Soviet  children  and  our 
own.  Or  it  may  be,  as  happens  so  often  in 
this  country,  that  the  real  cause  of  her 
sensory  defects  is  not  known. 

Natasha's  first  hurdle  is  that  her  deaf- 
blindness  itself  must  first  be  recognised. 
As  in  Great  Britain,  this  is  by  no  means  a 
straightforward  task.  Her  severe  develop- 
mental delay  which  soon  becomes  ap- 
parent, the  strange  and  disordered  be- 
haviour which  she  soon  begins  to  display, 
so  easily  attract  the  label  of  mental  or 
multiple  handicap.  At  least,  as  a  Soviet 
child.  Natasha  cannot  be  properly  diag- 
nosed as  'mentally  handicapped'  before 
the  age  of  three. 

Natasha's  lack  of  progress  should  be 
noted  at  the  screening  of  all  Soviet  child- 
ren at  a  'polyclinic'.  She  is  referred  to  a 
'Medico-Pedagogical  Commission',  a 
strong  team  of  professionals  which  makes 
medical  and  psychological  investigations 
of  a  detailed  and  extensive  kind.  This  Com- 
mission should  then  alert  the  appropriate 
educational  agencies,  most  notably  the 
services  for  deaf-blind  children  operating 
from  an  establishment  in  Moscow  known 
as  the  Scientific  Research  Institute  of  De- 
fectology. 

Defectology 

The  word  'defectology'  has  to  our  West- 
ern ears  a  strange,  and  not  particularly 
pleasant,  ring.  What  does  the  term  mean? 
This  is  how  it  was  defined  by  Professor 
Lubovskii,  now  Head  of  the  Research  Inst- 
itute: '  ...  a  complex  scientific  field  en- 
compassing all  the  different  problems  in- 
volved in  the  study,  instruction,  education 
and  labour  and  vocational  training  for  handi- 
capped children  and  adults  and  covering 
the  clinical,  physiological  and  technical 
approaches  to  the  study  of  handicapped 
children  and  adults'.  So  defectology  is 
special  education  plus  a  lot  more. 

The  use  of  the  term  'defects'  with  regard 
to  handicapped  children  (and  the  Soviets 
use  it  quite  often)  is  not  what  we  are  used 
to  in  this  country.  We  put  a  lot  of  effort  into 
blurring  the  differences  between  handi- 
capped and  able-bodied  children.  We  try  to 
see  them  as  more  or  less  the  same  despite 
the  handicap.  The  Soviets  have  no  such 
inhibitions.  In  the  Soviet  Union  children 
with  handicaps  are  clearly  seen  to  be  dif- 
'<:'<;'.»  from  those  who  have  no  organic 
impairment  or 'defect'.  It  is  recognised  that 
•■<:/  -:<■..<:',:<  differently  thai  they  learn 
differently,  and  that  for  these  reasons  they 
need  different  styles  of  teaching  of  a  highly 


Michael  Lambert  has  recently 
returned  from  the  Soviet  Union,  where 
he  studied  their  education  services  for 
deaf-blind  children.  He  is  Deputy  Head 

Teacher  at  the  Victoria  School, 
Birmingham. 

specialised  kind.  In  the  Soviet  Union  special 
education  is  special. 

But  one  thing  remains  the  same  for  both 
handicapped  and  non-handicapped  indiv- 
iduals. It  is  that  personal,  social,  vocational 
and  emotional  attainments  are  a  possibility 
for  all.  The  'different'  development  of  handi- 
capped children  does  not  have  to  be  taken 


evaluation,  aimed  at  producing  learning 
programmes  which  will  meet  the  child's 
special  educational  needs  and  carry  them 
forward  to  fulfil  their  potential.  Indeed  one 
perceives  some  of  the  very  things  our 
special  education  would  aspire  to  achieve.' 
There  are  18  'laboratories'  at  the  Inst- 
itute each  dealing  with  a  different  type  of 
handicap  or  a  different  aspect  of  defect- 
ology. Natasha's  laboratory,  that  devoted 
to  the  study  and  education  of  deaf-blind 
children,  is  the  smallest  with  only  three 
research  workers.  Small  it  may  be,  insig- 
nificant it  is  not.  Dealing  with  children  with 
such  complex  handicaps,  the  deaf-blind 
laboratory  is  regarded  as  a  pioneer  in  the 
development  of  special  educational  method- 


Sveta  and  her  teacher  Mme  Mareeva  —  Experimental  Group,  Moscow 


for  granted.  It  can  be  changed  and  cor- 
rected by  means  of  committed  and  special- 
ised educational  treatment.  The  child  with 
defects  can  indeed  be  set  on  the  road  of 
normal  development  and  can  reach  the 
attainments  of  other  people.  Behind  the 
unusual  vocabulary  is  a  very  positive  com- 
mitment to  handicapped  children  and  their 
full  and  purposeful  advancement.  This  is 
the  system  of  which  Natasha  is  now  a  part, 
one  which  in  no  uncertain  way  will  recog- 
nise and  try  to  meet  her  very  'special  needs'. 
It  is  a  system  too  which  has  a  pedigree 
of  research  and  practice  which  the  rest  of 
the  world,  and  certainly  this  country,  finds 
difficult  to  match.  For  the  Institute  of  Defect- 
ology is  no  ordinary  establishment.  Its  pur- 
pose is  not  only  to  pursue  the  study  of 
handicapped  children,  but  also  to  direct 
and  monitor  practical  implementation  of 
research  findings  in  all  of  the  country's 
special  schools.  One  British  observer,  Philip 
Stringer,  wrote  this  about  the  Institute's 
role:  'One  perceives  a  continuous  cycle  or 
research,  experimental  trials  and  evaluation, 
followed  by  wider  implementation  and 


ology  and  attracts  the  attention  of  many 
other  researchers  elsewhere  in  the  Institute. 

The  history  of  investigation  and  pract- 
ical work  in  Soviet  deaf-blind  education 
goes  back  many  years.  The  first  Soviet 
school  for  deaf-blind  children  was  set  up  in 
1923  in  Kharkov  by  Professor  Ivan  Sokol- 
yanskii,  a  leading  figure  in  special  education 
immediately  after  the  1917  Revolution 
(Britain's  first  deaf-blind  unit  at  Condover 
Hall  School  started  in  1952).  The  work  in 
Kharkov  came  to  a  brutal  end  in  the  Second 
World  War  with  the  murder  of  nearly  all  its 
pupils.  After  the  war,  it  re-started  at  the 
Institute  of  Defectology  and  was  continued 
through  the  1 960s  by  Dr  Alexander  Meshch- 
eryakov.  Some  readers  may  remember  his 
visits  to  Britain  in  1 962  and  1 968.  Professor 
Sokolyanskii  died  in  1960;  Dr  Meshch- 
eryakov  in  1974.  Valerii  Chulkov  and  Dr 
Raisa  Mareeva  now  direct  the  work  of  the 
Institute's  researchers  and  defectologists. 

This  work  takes  place  not  only  at  the 
deaf  blind  laboratory  but  also  at  a  school 
for  the  deaf  in  Moscow,  where  a  small 
experimental  group  of  deaf-blind  children 
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live  and  learn.  I  had  the  good  fortune  to  visit 
and  observe  this  group  at  work.  There  are 
five  children,  aged  9-11,  Sveta,  Roma,  Vadik, 
Lyuba  and  Ira.  Three  are  taught  by  sighted, 
two  by  non-sighted  methods.  They  attend 
the  group  because  it  is  convenient  and 
because  they  suit  current  priority  research 
concerns.  I  listened  as  one  child  read  aloud 
the  simple  story  she  herself  had  composed. 
She  showed  the  pictures  she  had  drawn  to 
accompany  it  -  they  had  a  detail  and  a 
charm  of  which  many  non-handicapped 
eleven-year  olds  might  have  been  proud. 
I  watched  as  the  children  were  taught  in 
lively  groups  and  used  technical  aids  to 
communicate  and  learn.  They  conversed 
also  through  finger-spelling  and  through 
simple  vocal  speech.  Theirteachers  wanted 
the  children  to  imitate  clear  pronunciation - 
they  guided  the  children's  hands  to  feel 
first  the  throat  vibrations  of  words  which 
were  correctly  spoken,  then  to  feel  those 
which  the  children  themselves  produced. 

Natasha's  Early  Days 

But  what  of  Natasha?  She  is  still  only 
three.  Her  parents  have  already  received 
advice  from  the  professional  workers  at 
the  Institute  of  Defectology,  but  not  a  great 
deal  -  Soviet  defectology  might  well  have  a 
great  deal  to  learn  from  Sense's  own 
energetic  work  and  development  in  this 
field.  There  are  a  number  of  alternatives  for 
her  pre-school  training,  but  the  most  likely 
decision  is  that  she  is  admitted  to  a 
specialised  kindergarten  for  deaf  children. 
The  task  ahead  of  her  is  the  completion  of  a 
vital  programme  of  pre-school  training. 

Her  kindergarten  is  probably  residential. 
She  is  taught  by  'defectologists',  special 
education  teachers  who  have  had  five 
years'  specialised  training  in  the  education 
of  handicapped  children  in  general  and 
deaf  children  in  particular.  They  are  paid 
20  per  cent  more  than  their  colleagues  in 
ordinary  education.  And  similarly  trained 
professional  workers  are  employed  at 
breakfast,  tea  and  bed-time  too.  Natasha 
therefore  benefits  from  the  attention  of 
highly  trained  personnel  in  all  her  waking 
hours.  It  is  a  level  of  State  commitment  to 
the  development  of  handicapped  children 
which  our  own  country  does  not  attain. 

What  is  the  nature  of  her  pre-school 
training?  She  is  not  given  beads  and 
baubles  to  'play'  with  -  these  things  have  no 
meaning  for  her.  She  does  not  sit  or  lie  in  a 
beanbag.  She  does  not  at  this  stage  place 
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rings  on  sticks  or  bricks  in  boxes.  At  the 
very  beginning  Natasha  is  taught  to 
orientate  herself  in  her  immediate 
environment  and  to  understand  the 
meaning  of  simple  everyday  activities.  Her 
surroundings  are  spick,  span  and  unclut- 
tered. Every  object  of  everyday  care  and 
activity  -  cup,  spoon,  chair,  bed,  potty  -  has 
its  allotted  place  where  she  can  learn  to 
find  it.  As  she  follows  a  very  strict  regime  of 
simple  daily  activity,  she  starts  to  learn  how 
these  objects  are  used  to  meet  her  daily 
physical  needs.  She  learns  how  to  start  to 
live  and  behave  -  how  to  get  up,  eat,  drink, 
dress,  go  for  walks  and  go  to  bed  -  to  do  all 
the  things  which  make  any  one  of  us  into  a 
socialised  human  being.  She  builds  up  a 
mental  picture  about  what  human  life  is 
about  at  its  most  basic  but  most  important 
level. 

Teaching  Methods 

All  this  can  be  done  if  complex  special 
teaching  methods  are  applied.  One  of 
these  is  the  'co-active'  method  whereby 
the  child  is  guided  through  all  activity 
hand-on-hand  by  an  adult  positioned 
behind.  It  is  a  well-established  style  of 
teaching  which  has  been  developed  and 
used  in  Soviet  work  over  many  years.  Also 
important  is  the  role  of  the  adults  who  deal 
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with  the  child.  They  must  have  constant 
control  of  the  child,  but  must  not  pass  over 
a  single  sign  of  the  child's  emerging 
independence. 

From  her  highly  structured  daily  activity 
Natasha  starts  to  acquire  mental  'images' 
of  human  behaviour  and  the  world  around 
her.  These  images  grow  further  as  she 
starts  to  play,  co-actively  at  first,  with  toys 
which  represent  the  real  world  which  she  is 
only  just  starting  to  get  to  know.  She  plays 
with  a  doll  who  gets  dressed,  a  doll  who 
goes  for  a  walk,  a  doll  who  drinks  tea.  But 
life  is  not  just  about  doing  things,  not  just 
about  'skills'.  It  is  about  thoughts  and 
feelings  too.  And  why  should  a  deaf-blind 
child  understand  what  these  are?  So, 
helped  by  her  teachers,  Natasha  plays  too 
with  a  doll  who  is  unkind,  a  doll  who  helps 
others,  a  doll  who  learns  to  be  good.  She 
learns  both  to  behave  and  have  feelings 
like  other  human  beings. 


Communication 

What  about  her  'communication'? 
Natasha's  Russian  teachers  are  not  in 
such  a  hurry  to  teach  her  early 
communication  as  we  are  in  the  West.  The 
first  stage  is  not  language,  but  the  building 
of  mental  images  of  objects  and  human 
activity.  If  Natasha  does  not  first 
understand  the  world  in  which  she  lives, 
then  her  'words'  or  signs  will  be  empty  of 
any  real  meaning  for  her.  If  however  she 
has  an  established  mental  picture  of 
human  behaviour,  of  simple  objects  and 
how  she  can  use  them  to  meet  her  own 
daily  needs,  then  language  can  develop  on 
a  solid  basis,  the  'words'  become  part  of 
that  mental  picture  of  the  world. 

The  first  means  of  communication  she 
learns  is  made  up  of  simple  gestures, 
representing  her  self-care  activities  and 
the  objects  she  uses.  Another  system, 
finger-spelling  or  'dactyology',  is  gradually 
added  to  these  gestures.  This  is  the  finger- 
spelling  alphabet  of  the  deaf  -  one-handed 
finger  movements  watched  by  the  sighted 
listener,  felt  by  those  with  no  vision. 

The  first  words  Natasha  learns  are 
those  which  are  part  of  her  gradually 
expanding  world  -  lozhka,  a  spoon; 
spal'nya,  a  bed:  kukla,  a  doll.  Russian 
spelling  is  like  its  pronunciation.  Meaning 
and  grammarare  also  conveyed  in  spelling 
at  the  end  of  the  word.  So  by  learning 
dactyology,  Natasha  does  not  just  learn  a 
communication  system,  she  learns  also 
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the  structure  of  language  itself.  It  is  a 
knowledge  which  will  stand  her  in  good 
stead  as  she  learns  how  to  write  it  in  print 
or  in  braille  -  and  how  to  speak  it  with  her 
own  voice. 

By  this  time  Natasha  is  nearly  seven, 
the  time  for  transfer  to  the  place  of  her 
school  education.  There  are  three  main 
alternatives.  She  may  enter  a  school  for 
the  deaf  where  she  can  be  educated  in  a 
special  deaf-blind  group  or  be  given 
special  attention  in  a  class  of  deaf  children. 
She  may  join  the  group  of  deaf-blind 
children  with  a  mental  impairment  at  the 
Goloven'kii  school  at  Tula  near  Moscow. 
There  she  will  continue  the  learning  of 
orientation  and  self-care  skills,  com- 
munication and  behaviour  which  she  has 
already  started.  Or  she  may  be  admitted  to 
the  school  at  Zagorsk,  also  near  Moscow. 
At  Zagorsk  50  deaf-blind  pupils,  diagnosed 
as  having  the  intellectual  potential  of  non- 
handicapped  people,  follow  from  the  age 
of  seven  a  demanding  eight-year  school 
curriculum  based  on  that  for  normal 
children  in  the  normal  school. 

Assessing  Natasha 

Which  is  it  to  be?  This  will  depend  most 
of  all  on  whether  Natasha  has  beenjudged 
a  child  with  normal  or  abnormal  mental 
capacity.  How  has  this  decision  been 
made? 

Soviet  special  education  believes  in 
differentiated  provision  for  different  types 
of  handicapped  children.  Most  strikingly  in 
comparison  to  our  own,  it  tries  to 
differentiate  between  children  who  are 
organically  mentally  impaired  (that  is.  they 
have  a  mental  defect),  and  those  who. 
despite  deficiencies  in  learning,  are 
mentally  normal  and  have  full  potential  for 
development.  The  separation  is  not  made 
so  that  those  with  organic  mental 
impairments  can  be  'written  off'  -  they  too 
have  potential  for  development  and  for 
work  and  are  taught  to  fulfill  this  potential. 
It  is  made  so  that  appropriate  styles  of 
education  can  be  provided  for  each  type  of 
child,  so  that  the  right  curriculum  and 
methodology  can  be  used  for  their 
teaching,  so  that  their  'individual  special 
needs'  can  properly  be  met. 

How  different  from  our  own  situation. 
Our  system  makes  no  such  attempt  to 
separate  out  children  on  this  basis.  Our 
deaf-blind  teaching  may  deal  with  the 
able'  or'less  able'  pupil  but  our  procedures 
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do  not  set  out  to  discover  if  the  reason  for 
this  'ability'  is  organic  mental  defect 
additional  to  deaf-blindness  or  if  it  is 
developmental  decay  caused  by  inapprop- 
riate teaching  and  the  deaf-blind  condition 
itself. 

So  how  do  assessment  procedures 
compare?  In  Britain,  the  usual  role  for 
assessment  is  to  examine  what  the  child 
can  already  do,  the  skills  he/she  already 
possesses.  Our  ubiquitous  assessment 
checklists'  are  evidence  of  this.  But  the 
Soviets  say  that  such  an  approach  is  no 
guide  to  the  child's  true  intellectual 
potential.  What  the  child  can  already  do 
depends  on  how  effective  previous 
upbringing  and  education  have  been.  If 
this  has  been  deficient  in  anyway,  the  child 
will  be  able  to  'do'  much  less  than  he  is 
potentially  capable  of  doing. 

To  diagnose  the  organic  mental  state  of 
children,  assessment  must  measure  not 
general  performance,  but  the  ability  to 
learn.  How  do  children  respond  to  adult 
help?  How  do  they  manage  when  teaching 
conditions  are  favourable,  that  is.  when 
special  methods  are  used  and  when  an 
adult  is  thereto  help?  Can  they  do  a  similar 
task  without  help  at  a  later  stage?  Do  they 
learn  from  teaching?  Using  highly  re- 
searched procedures,  all  Soviet  children 
with  developmental  delay  are  individually 
assessed  in  this  way.  Extensive  medical 
tests  are  also  carried  out,  confirming  or 


denying  the  results  of  psychological 
investigation. 

It  is  these  principles  which  Soviet  deaf- 
blind  education  uses  as  a  basis  for 
assessment.  The  procedures  require 
prolonged  and  structured  observation  and 
conclusions  can  only  be  reached  after 
extensive  teaching  for  at  least  one  year. 
Even  then.  Soviet  professionals  admit  that 
the  process  is  immensely  difficult,  that 
inconclusive  cases  often  arise  and  that 
such  assessment  has  to  continue  through- 
out a  child's  period  of  education. 

The  Next  Step 

But  what  of  Natasha?  Let  us  presume  that 
prolonged  investigation  has  reached  the 
conclusion  that  despite  major  deficien- 
cies in  her  development,  she  is  not 
organically  mentally  impaired.  At  her 
kindergarten  she  has  learnt  to  orientate 
herself  in  her  surroundings  and  to  carry  out 
the  basic  skills  of  self-care.  She  has 
acquired  well-established  mental  images 
of  basic  human  activity  and  she  under- 
stands the  significance  of  the  objects 
which  she  uses  in  her  daily  life.  She  has 
learnt  the  beginnings  of  language.  She  has 
completed  her  pre-school  stage  of 
upbringing.  She  is  now  considered 
capable  of  following  a  full  and  rigorous 
school  curriculum. 

She  is  ready  for  Zagorsk. 


Caravans        ^^ 
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Caravan  holidays  are  another  excellent 
way  to  get  away  from  it  all  in  style  and 
comfort  Sense  offers  you  the  choice  of 
five  locations,  each  with  excellent 
facilities  and  the  caravans  providing  all 
the  comfort  of  home.  Rents  vary 
according  to  individual  location.  Further 
details  and  booking  forms  are  available 
from  Adele  Horner  at  Head  Office. 


Scottish 

An  eight  berth  fully  equipped  caravan 
<-A  at  Regates  Caravan  Park,  Ayrshire. 
S  '<■.  'acilities  include  laundry,  games  room 
and  pub  In  the  nearby  town  are  a 
s*imming-pool.  cinema,  bingo  hall,  super- 
-  >.-"*.\  and  shops. 


What,  still  in  a  muddle  over  holidays?  Why  not  try  one  of  our  caravans  - 
some  weeks  and  some  sites  are  still  available.  Contact  Adele  or  Roger  at 
Head  Office. 


Northern 

An  eight  berth  fully  equipped  caravan 
located  at  Lakeside  Lido,  North  Summer- 
coates,  Lincolnshire.  Site  facilities  include 
a  club,  cafe,  shop,  laundry,  cinema, 
children's  play  area,  heated  swimming 
pool,  sauna,  solarium  and  nearby  beaches. 
Prices  are  £30  for  members  and  £40  for 
non-members. 


South-West 

Two  six-berth,  fully  equipped  caravans 
located  in  Paignton,  Devon,  on-site 
facilities  include  shop,  club  house  and 
swimming  pool.  In  nearby  Torbay  are 
shops,  theatres,  cinemas,  museums  etc. 
Prices  range  from  £60  -  £115  per  week, 
depending  on  the  time  of  season. 


Welsh 

A  six-berth  fully  equipped  caravan  located 
at  Dinas  Cross,  West  Wales.  Swimming 
pool,  shop  and  club  house  are  among  the 
on-site  facilities  with  a  beach  within 
walking  distance.  No  pets  allowed.  Prices 
are  £40  per  week  in  July/August,  £35  per 
week  in  June/September,  £50  per  week 
for  non-members. 

North  West 

Sense  North-West  have  recently  acquired 
a  six-berth  caravan  which  will  be  available 
for  hire  to  all  members  of  Sense  from 
Easter  onwards.  It  is  situated  at  Grange 
over  Sands,  near  to  the  Lake  district  on  a 
site  with  full  amenities.  Please  contact 
Brenda  Carter  (tel:  0257  451  921)  for  full 
details. 
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The  DES  Consultative  Document       Part  II 

In  December  1986  the  Department  of  Education  and  Science  issued  its  long- 
awaited  Consultative  Document  on  educational  provision  for  deaf-blind 
children.  This  is  an  historic  document  as  it  is  the  first  from  the  DES  to  be 
circulated  throughout  England  asking  the  LEAs  and  special  schools  to  give 
specific  consideration  to  the  educational  needs  of  this  group  of  children  and 
how  these  needs  can  best  be  met  by  appropriate  educational  placement  and 
provision.  The  issuing  of  the  Consultative  Document  follows  a  long  period  of 
discussion  and  negotiation  in  which  Sense  has  played  a  key  role. 


Introduction 

In  the  last  issue  of  Talking  Sense  I 
discussed  the  background  to  the  issuing  of 
the  Consultative  Document  on  the 
Education  of  Deaf-Blind  Children  and 
Sense's  Education  Committee's  contribu- 
tion to  its  development  and  drafting.  We 
welcomed  the  willingness  of  the  Depart- 
ment of  Education  and  Science  to  discuss 
the  document  with  Sense  in  such  detail 
and  to  accept  many  of  our  recommenda- 
tions. We  were  glad  that  the  document  had 
by  then  been  circulated  and  hoped  that  the 
response  to  it  by  Local  Education 
Authorities  would  be  good. 

Areas  of  Concern 

There  were,  however,  some  alterations  to 
the  Draft  Document  suggested  by  Sense 
which  were  not  accepted  by  the  DES  and 
left  room  for  ambiguities  and  uncertainties: 

a)  Multiply  Handicapped  Sensorily 
Impaired  Children: 

There  is  an  implication  in  Sections  2  and 
1 3  of  the  Document,  describing  the  groups 
of  deaf-blind  children,  that  specialist  units 
and  special  provision  in  schools  for  the 
visually  handicapped  or  hearing  impaired 
are  appropriate  for  children  with  varying 
degrees  of  sight  and  hearing  loss  but  that 
other  provision  may  be  appropriate  for 
children  with  additional  disabilities,  often 
those  in  Schools  for  children  with  severe 
learning  disabilities.  This  implication  is 
particularly  apparent  in  the  final  paragraph 
of  Section  13.  Children  needing  specialist 
deaf-blind  provision  are  described  in 
paragraphs  a,  b  and  c.  In  addition  to  these 
there  'may  be  . . .  some  children  in  schools 
for  those  with  severe  learning  difficulties.' 
It  is  known  that  there  are  many  such 
children.  Why  are  they  not  automatically 
included  in  groups  a,  b  and  c?  Deciding 
'whether  this  is  in  fact  the  most  appropriate 
placement  for  them'  does  not  suggest 
strongly  enough  the  need  for  specialist 
deaf-blind  provision  for  children  with 
additional  handicaps. 

b)  Regional  Units: 

The  problem  of  placing  children  with 
additional  handicaps  arises  because  of  the 
suggestion  in  the  final  sentence  of  Section 
13a: 

'Such  a  unit  is  likely  to  be  established  on 
a  Regional  basis  and  it  is  likely  that  there 
would  be  at  least  one  in  each  region.' 
If  there  is  only  one  Unit  in  each  Region  and 
there  are  up  to  1 000  children  up  to  the  age 
of  19  and  beyond  who  need  educational 
provision  over  the  country  as  a  whole,  each 
Unit  will  either  have  to  be  selective  in  its 
ability  and  disability  range  or  it  will  have  to 
encompass  a  very  wide  range  of  need.  It  is 
envisaged  that  those  with  more  handicaps 
will  be  excluded.  Their  needs  are  as  great, 
if  not  greater,  and  specialist  help  should  be 
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provided  for  them  too.  Therefore  a  number 
of  Units  in  a  Region,  providing  for  differing 
levels  of  ability  or  associated  problems 
would  seem  to  be  appropriate. 

c)  'Special'  Schools  and  Units: 

The  Document  refers  on  a  number  of 
occasions  to  'special'  schools,  'specialist' 
teachers,  'appropriate'  teaching  skills.  It  is 
not  clear  whether  the  DES  is  really 
suggesting,  as  one  would  hope,  that  all 
these  refer  to  'special  deaf-blind',  not  just 
special  schools  which  may  be  any  kind  of 
special  school  or  special  school  teacher.  It 
would  have  been  helpful  if  it  had  been 
more  clearly  stated  in  the  Document,  even 
if  such  provision  is  not  at  present 
available.,  so  that  at  least  it  should  be 
aimed  for  and  sought. 

d)  Post-16  Provision: 

Because  of  the  early  developmental  delay 
caused  by  the  combined  sight  and  hearing 
loss,  many  deaf-blind  young  people  have 
by  no  means  attained  their  educational 
potential  by  the  age  of  16  or  even  19.  It 
must  be  recognised  by  the  DES  and  LEAs 
that  these  young  people  need  a  long 
period  of  continuing  education  and  further 
education  extending  well  into  their  20s. 
The  centres  of  expertise  at  present 
available  to  such  young  people  are 
provided  by  the  independent  sector  and 
the  implication  is  that  this  is  likely  to 
continue.  However,  if  Regions  set  up 
provision  of  an  appropriate  kind  at  pre- 
school leaving-age  level,  it  would  seem 
logical  to  extend  the  period  of  education 
within  the  Units  or  associated  with  them 
including  Further  Education  and  life-skills, 
perhaps  through  Link  Courses  or  distinct 
deaf-blind  courses  at  regular  Colleges, 
with  Units  adapted  for  the  purpose,  or  an 
input  of  specialist  support.  It  is  unlikely 
that  the  independent  sector  will  be  able  to 
provide  for  the  whole  of  this  population; 
such  independent  provision  will  necessarily 
be  'out-county'  for  most  of  those  attending, 
rather  than  Regional,  and  may  result  in  the 
young  people  finding  permanent  long- 
term  placements  away  from  their  homes, 
whereas  Regional  post-1 6  provision  would 
lead  on  naturally  to  local  long-term 
provision. 

For  the  more  able  deaf-blind  students 
much  will  need  to  be  done  to  enable  them 
to  complete  College  Courses  and  Higher 
Education  at  University  or  .Polytechnic. 
They  will  need  'intervenors',  note  takers, 
technical  aids  and  possibly  environmental 
adaptations. 

e)  Teacher  Training: 

While  Sense  was  pleased  that  the  DES 
removed    from    the    first    draught    the 


suggestion  that  a  module  within  a  Course 
for  teachers  of  the  multiply  handicapped 
would  be  adequate  training  for  teachers  of 
the  deaf-blind,  the  second  draft  still  avoids 
stating  the  need  for  a  specific  Course  for 
these  teachers.  Even  without  the  results  of 
the    current    survey,    there    is    enough 
evidence  of  need  from  Sense's  survey  and 
from  the  response  to  courses  set  up  by 
Sense,     which     have     all     been     over- 
subscribed, that  such  specific  courses  are 
necessary.  In  their  response  to  the  first 
draught  of  the  Document,  the  Society  of 
Education  Officers  said: 
'The  recognised  PTR  (pupil  teacher  ratio) 
for  Deaf/Blind  is  one  teacher  to  three 
pupils.  Therefore,  if  the  same  statutory 
requirement  for  training  and  qualification 
was  made  so  that  D/B  children    had 
access  to  specialist  teachers  as  do  their 
hearing     and     visually     handicapped 
peers,    approximately    330    teachers 
would    need    to    be    trained.    If    one 
university  or  college  of  higher  education 
validated  a  course  it  would  take  20-30 
years  to  train  them  given  the  average 
size  tutor  group.' 

Not  only  does  this  response  imply 
support  for  a  course  by  the  Society  of 
Education  Officers  but  it  also  implies  a 
mandatory  requirement  for  teachers 
working  with  deaf-blind  children  to  be 
qualified  as  such  or  to  become  qualified 
within  three  years  of  taking  up  the  post,  as 
applies  now  to  teachers  of  the  hearing  and 
visually  impaired  working  in  special 
schools  and  units.  If  deaf  children  and 
visually  handicapped  children  need  special- 
ist teachers,  surely  deaf-blind  children 
need  them  even  more,  yet  at  present 
unless  they  are  in  a  school  for  the  hearing 
impaired  or  the  visually  impaired  they  may 
not  even  have  'access  to'  a  teacher  able  to 
help  with  one  of  their  disabilities.  Sense  is 
actively  supporting  the  setting  up  of  a 
University  based  course  which,  it  is 
planned,  will  be  available  for  the  first 
students  in  September  1988.  It  is  hoped 
that,  following  the  Consultative  Document, 
LEAs  will  be  including  the  training  of 
teachers  to  work  with  deaf-blind  pupils  in 
their  training  budgets  for  1  988-89. 

The  questionnaire: 

The  first  draft  the  DES  circulated  included 
no  questionnaire,  only  a  request  to  supply 
numbers  and  information.  Sense  therefore 
devised  a  sample  questionnaire  designed 
to  give  as  much  detail  as  possible  about 
individual  children  so  that  LEAs  would  be 
able  to  look  at  the  results  and  plan 
educational  provision  knowing  precisely 
the  educational  needs  of  every  child. 
However,  the  DES,  it  seems,  does  not 
collect  statistics  like  this  and  the 
questionnaire  which  was  circulated  put  all 
the  children  together  of  all  ages  and 
degrees  of  sensory  impairment  and 
additional  disability  under  each  question 

Continued  on  page  22 
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Scottish.  Report 


A  lot  has  been  happening  since  the  last 
Scottish  Report  in  Talking  Sense  -  so 
much  so  that  it  is  difficult  to  drag  ourselves 
away  and  write  something  for  the  magazine. 
A  complaint  heard  all  too  often  by  the 
editors  I'm  sure. 

An  important  component  of  our  recent 
work  has  been  the  formation  of  our  develop- 
mental strategy  for  the  next  three  to  five 
years.  Gillian  Morbey  recently  attended 
the  meeting  in  Oxford  to  discuss  overall 
strategy  for  Sense  and  returned  extremely 
impressed  with  the  amount  of  thought  and 
care  that  had  been  given  to  the  planning. 
Hence  our  assault  which  produced  num- 
erous papers  and  time-tables  that  kept  the 
Scottish  Executive  Committee  and  the  Ad- 
visory Panel  busy  in  discussion  for  some 
time,  it  was  clearly  a  most  valuable  exercise 
-  now  we  just  need  to  get  on  and  do  it! 

Each  part  of  our  plan  is  important  -  not 
least  the  development  of  a  family  advisory 
service  here,  and  we  hope  that  we  are  well 
on  our  way  in  this  with  the  appointment  of 
Dr.  Stuart  Aitken  in  July.  Stuart,  a  psy- 
chologist with  many  years  experience  in 
working  with  sensory  impaired  children  at 
the  Royal  Blind  School  in  Edinburgh,  will 
provide  specialist  advice  to  families  and 
others.  He  will  be  working  with  us  on  apart- 
time  basis  at  the  same  time  as  taking  up  a 
new  post  with  the  CALL  Centre  in  Edinburgh 
where  he  will  be  investigating  and  develop- 
ing the  use  of  technology  by  deaf-blind 
people. 

Stuart  has  also  been  involved  with  the 
final  stages  of  writing  up  the  findings  of  the 
survey  conducted  by  Gillian  in  1  986.  This 
survey  looked  at  the  numbers  of  people 
with  a  dual  sensory  impairment  known  to 
health  and  education  authorities  in  Scot- 
land, and  was  funded  by  the  Scottish  Office 
whose  continued  interest  and  support  is 
much  appreciated.  Compiling  the  inform- 
ation has  taken  longer  than  originally  antic- 


ipated, but  we  hope  that  the  study  will  be 
published  very  soon. 

Not  content  with  one  study,  we  are 
embarking  on  a  similar  venture  looking  at 
rubella  in  Scotland  this  time.  We  are  send- 
ing questionnaires  to  each  health  authority 
in  an  attempt  to  find  out  what  type  of 
programme  each  of  them  pursues  at  the 
moment  with  schoolgirl  vaccinations;  what 
levels  of  uptake  there  are  (we  do  have 
figures  but  they  are  not  always  very  clear); 
what  the  procedures  are  with  women  of 
child  bearing  age;  the  incidence  of  rubella 
infection  and  congenital  rubella.  We  hope 
to  be  able  to  report  on  progress  in  the  next 
issue  of  Talking  Sense  and  we  will  certainly 
be  using  the  findings  as  a  basis  for  develop- 
ing our  awareness  programme  herein  Scot- 
land. 

What  with  the  holidays,  the  conference, 
regular  meetings  and  talks,  enquiries  and 
other  routine  events,  things  are  extremely 
busy  and  notwithouttheoccasional  hiccup. 
Itwaswithsometrepidationthat  I  made  my 
way  to  the  Scottish  Television  studios  the 
other  night  to  record,  or  so  I  thought,  a 
Community  Service  Announcement  on  be- 
half of  Sense-in-Scotland.  Not  so;  my 
presence  was  needed  merely  to  oversee 
the  presentation  by  Liz  Scott  Gibson  who 
is  an  interpreter  on  Scottish  Television 
evening  news  and  also  works  with  the 
Edinburgh  and  East  of  Scotland  Society  for 
the  Deaf.  STV  have  never  produced  CSAs 
before  and  are  obviously  going  all  out  for 
professional  presentations  and  are  allo- 
cating peak  viewing  time  for  this  purpose. 
We  will  let  you  know  what  kind  of  response 
we  got. 

All  good  wishes  from  everyone  here-we 
hope  to  see  you  all  at  the  conference  in 
July. 

Joyce  Wilson 
Development  Officer 


DES      Continued  from  page  21 

so  that  it  is  impossible,  for  example,  to 
answer  the  question,  when  considering 
future  provision:  "How  many  children 
between  the  ages  of  5  -  1 1  years  with 
profound  deafness  and  blindness  or  partial 
sight  but  with  (or  without)  additional 
disabilities  are  there  in  this  LEA?"  "What 
schools  are  they  at  now?"  They  will  know 
how  many  different  disabilities  there  are 
but  not  the  ages  of  the  children,  their 
degrees  of  sensory  handicap,  or  what 
school  theyareat.LEAswill  therefore  have 
to  reorganise  all  their  information  or 
research  it  again  if  the  schools  have 
supplied  information  in  the  form  of  the 
questionnaire  in  order  to  start  planning 
provision  within  the  Region. 

Since  the  issuing  of  the  Consultative 
Document,  Sense  has  written  toallspecial 
schools  encouraging  them  to  look 
carefully  at  their  pupils  and  give  full 
information  to  their  LEAs. 

Sense's  new  Education  Officer  will 
shortly  be  approaching  the  DES  for  further 
consulations  and  discussions  on  the 
■'■.-. .  '■. '/  •-  <■. ' j  .-J'-./  Plant  will  need  to  be 
developed  on  how  best  to  follow  up  the 
Consultative  Document  while  it  is  still  fresh 
in  the  minds  of  LEA  Education  Officers  and 
Special  Education  Advisers.  Sense  is 
ready  to  help  in  any  way  in  the  appropriate 


planning  ot  provision  should  LEAs  find  this 
helpful.  The  Inner  London  Education 
Authority  has  already  requested  and 
discussed  a  survey  and  report  on  current 
and  suggested  provision  for  deaf-blind 
children  in  London  by  a  member  of 
Sense's  Family  Service  staff.  Such  co- 
operation between  the  Statutory  and 
Voluntary  sectors  would  seem  to  be  the 
way  forward  most  likely  to  succeed  when 
considering  the  educational  needs  of  a 
relatively  small  group  of  children  with 
multiple  sensory  disabilities. 

It  is  hoped  that  LEAs  will  discuss  with 
each  other  which  Authorities  within  the 
Region  could  most  appropriately  make 
provision  for  deaf-blind  children  and  agree 
that  the  other  LEAs  will  accept  the 
necessary  cross-county  payments,  both 
for  pupils  and  for  the  training  of  teachers 
through  the  new  GRIST  arrangements 
(Grant  Related  In-Service  Training). 

In  the  next  few  months  we  have  a 
unique  opportunity  to  bring  appropriate 
educational  facilities  within  reasonable 
reach  of  all  deaf-blind  children.  Much 
depends  on  the  success  of  negotiations 
and  plans  with  the  DES  and  LEAs.  These 
must  succeed  if  our  family  members  are  to 
feel  that  one  of  the  principle  reasons  for 
founding  'the  Rubella  Association',  now 
Sense,  obtaining  appropriate  education 
for  their  children,  has  been  achieved. 
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Conference 

Kelvin  Conference  Centre,  Glasgow  1 0  - 
12  July  1987 

Bookings  for  the  July  conference  are  corn- 
in  rapidly,  so  if  you  have  not  yet  booked 
your  place  and  would  like  to  come  along 
please  do  hurry  and  get  in  touch. 

There  is  a  lot  on  offer: 
Kurt  Vinterhoj  on  adult  services  in  Den- 
mark. 

Tom  Clarke  MP  on  The  Disabled  Persons 
Act  1986  and  its  implementation. 
Norman  Brown  on  parents  and  profes- 
sionals. 

Malcolm  Jones  on  behaviour  manage- 
ment. 

Plus  our  Scottish  Officer,  Gillian  Morbey, 
presenting  the  findings  of  her  1 986  survey 
of  deaf-blindness  in  Scotland  along  with 
her  colleague  in  the  study  Dr  Stuart  Aitken. 

There  will  also  be  a  good  choice  of 
workshops  on  music  therapy,  education, 
Usher  Syndrome,  the  Overbridge  Centre 
and  a  parents'  viewpoint  session;  a  wide 
ranging  market  place  with  exhibitions  of 
toys,  computer  equipment,  hearing  and 
vision  aids;  organised  creches  (under  the 
management  of  Roger  O'Connor)  and  baby 
sitting,  and  social  evenings  -  for  which 
contributions  to  the  Saturday  evening 
cabaret  are  vigorously  invited.  We  expect 
that  you  will  all  be  dusting  off  the  tutus, 
restringing  the  banjos  and  generally  polish- 
ing up  your  act. 


Planning  the  Conference:  Betty,  Joyce  and 
Carole. 

Talking  Shop 

News  from  the  shop  is  very  encouraging 
and  everyone  is  being  kept  busy  sorting 
through  donations  swelled  by  the  annual 
bout  of  spring  cleaning.  The  early  summer 
weather  is  also  bringing  out  shoppers  in 
their  droves,  so  all  goes  well. 

It's  not  all  good  though  -  many  of  the 
volunteers  had  their  dreams  of  stardom 
shattered  recently  when  the  film  crew  from 
Volunteer  Centre  failed  to  show.  Never 
mind,  the  road  to  fame  was  never  said  to  be 
easy  and  the  film  showing  ways  in  which 
volunteers  can  spend  their  time  may  yet  be 
made. 

The  Volunteer  Centre  did,  however,  pay 
us  a  visit  at  the  end  of  April  to  let  a  group  of 
their  volunteers  see  the  work  done  in  the 
shop  first  hand.  We  may  be  seeing  a  few 
new  faces  here  quite  soon. 

Some  of  our  own  volunteers  have  been 
helping  out  at  Overbridge  House  during 
the  recent  interviews  for  day  and  night 
staff.  This  has  given  them  a  good 
opportunity  to  see  the  type  of  thing  they 
are  working  towards. 

All  in  all  the  shop  is  going  from  strength 
to  strength  and  we  are  all  looking  forward 
to  the  busy  summer  period. 

Pauline  Nelson 
Shop  Manageress 


Holidays 


There  are  still  some  places  left  on  each  of 
the  Scottish  holidays  -  so  if  you  know  of  a 
youngster  who  would  like  a  place,  please 
do  get  in  touch  with  Joyce  Wilson  on  041- 
334  9666. 

The  dates  are: 

3  -  5  July  1 987  :  Quarrier's  Village,  Bridge 
ofWeir;primarilyfor  preschool  children  but 
younger  schoolage  children  welcome. 

1 8 -  24  July  1 987  :  Carberry  Tower,  Mussel- 
brugh;  for  schoolage  and  young  adults. 

24  -  29  August  1987  :  Quarrier's  Village, 
Bridge  of  Weir;  teenagers. 

Both  Quarrier's  Village  and  Carberry 
Tower  provide  pleasant  settings  for  our 
holidays.  Quarrier's  is  quite  a  large,  self- 
contained  village  of  Victorian  mansions  set 
in  extensive  grounds.  There  is  plenty  of 
space  for  outdoor  activities  and  there  are 
many  other  resources  nearby.  Carberry 
Tower  is  a  historic  mansion  house  dating 
back  to  1480  and  is  set  in  35  acres  of 
Parkland.  It  has  a  craftwork  centre  and 
activity  room  as  well  as  a  gymnasium. 

There  will  be  plenty  to  do  on  each  holiday 
-  and  lots  of  fun,  of  course. 


Fundraising 


As  always  we  have  been  heartened  by  the 
continuing  generosity  of  our  friends  and 
supporters  over  the  past  couple  of  months. 
Jim  and  Elizabeth  Coulterfrom  Falkirk  held 
a  'Scottish  night"  and  raised  the  wonderful 
sum  of  £500.  The  Cathcart  Flower  Club 
raised  £250  and  Robin  Barker,  a 
Strathclyde  policeman,  shed  some  weight 
and  gained  £116  for  us.  The  Scottish 
Women's  Rural  Institute  in  Milton  of 
Campsie  held  a  bridge  night  and  gave  us 
£50  from  the  proceeds.  Thank  you  all  -and 
all  those  other  people  who  have 
generously  donated  something  towards 
our  work. 

The  marathon  season  is  now  looming 
and  we  have  an  offer  to  run  in  the  coming 
Glasgow  Marathon  this  September  from 
Allan  Brown  who  lives  in  Carnoustie. 
Roddy  O'Hara  from  Dumfries  might  also  be 
heading  that  way»but  first  he  is  doing  some 
cross-country  runs  to  raise  money  for  us 
while  getting  in  shape.  Jim  Hall  from 
Glasgow  is  stretching  his  legs  further  and 
further  afield,  celebrating  his  36th  birthday 
by  running  36  miles  in  the  'Two  Bridges 
Race'  in  Fife.  Best  of  luck  to  them  all. 


Branching  Out  Marshall's  Easter 


The  office  was  unusually  spick  and  span 
one  evening  weeks  ago  in  March  for  an 
opening  evening  with  parents.  It  was  good 
to  get  together  again  and  have  a  chat 
about  one  thing  and  another.  Some 
families,  of  course,  could  not  travel  all  the 
way  to  Glasgow  for  an  evening  get 
together  so  we  are  organising  social  nights 
in  Edinburgh  and  Dundee  for  those  who 
missed  out  in  March. 

Readers  of  these  pages  will  know  of  our 
hopes  for  the  development  of  further 
parent/family  groups  here  in  Scotland. 
While  we  see  our  social  nights  as  providing 
the  starting  point  to  this,  we  hope  that  the 
latest  addition  to  the  Sense-in-Scotland 
family  will  help  as  well. 


Easter  was  a  busy  time  for  us.  Jerry  and  I 
were  both  trying  to  work,  we  had  family 
staying  with  us,  Jessica,  Marshall's  friend 
from  Carnbooth  House,stayed  overnight 
and  both  Marshall  and  his  sister  Melissa 
were  at  home. 

Marshall  was  pleased  when  Jerry's  sister 
and  her  daughter  arrived.  However,  he  was 
over  the  moon  when  he  saw  Jaqui  had 
brought  her  dog.  Being  a  typical  boy  he  has 
a  special  interest  in  Samantha,  constantly 
asking  for  'cuddles'  and  'more  cuddles', 
'please  cuddles  more  thank  you'. 


Jerry  and  I  spent  a  lot  of  the  time  climb- 
ing over  and  through  chaos  trying  to  get  to 
work.  Our  visitors  very  kindly  took  the  boy 
in  hand.  I  may  add  that  he  was  a  lot  better 
behaved  with  them  than  he  is  with  me.  It 
can  only  be  fun  winding  Mum  up  and  of 
course  there  was  always  the  promise  of 
'more  cuddles'  if  he  was  a  'good  boy'. 

The  highlight  of  the  week  for  us  was 
when  Jessica  stayed  overnight.  The  highlight 
for  Marshall  was  the  roast  chicken.  He 
spent  nearly  an  entire  afternoon  guarding 
the  oven  signing  'cook'  and  'bird'.  This  may 
be  some  indication  of  the  number  of  times 
Mum  actually  cooks  as  opposed  to  'fast 
food'. 

Anyway,  Jessica  stayed  and  we  all  went 
swimming.  This  did  please  Marshall  as  he 
was  obviously  delighted  at  having  family 
and  Jessica  together.  Melissa  was  equally 
pleased,  she  has  just  learned  to  swim  and 
the  afternoon  gave  her  an  opportunity  to 
show  off  her  new  skills. 

That  evening  the  adults  went  to  the  pub 
for  a  well-earned  break.  Samantha  and 
Jessica  were  left  in  charge  of  Melissa  and 
Marshall.  They  drank  some  wine,  perhaps 
too  much,  and  played  cards.  They  played 
for  money  and  when  we  returned  the  wine 
was  finished  and  all  the  money  was  in  front 
of  Jessica  -  she  had  won  the  lot! 

Jessica  immediately  told  methat  Marshall 
had  been  a  'bad  boy'  -  'up  and  down  and 
had  not  stayed  in  bed'.  When  I  saw  Marshall 
he  quite  clearly  signed  that  he  had  been 
good  and  that  Jessica  was  bad.  I  found  all 
this  very  reassuring  and  far  from  being 
cross,  Jerry  and  I  were  both  delighted. 

Yes,  our  Easter  was  busy  but  it  was  also 
great  fun.  When  everyone  left  Marshall  and 
Melissa  were  both  upset.  Melissa  could  be 
reassured  but  as  always  Marshall  was  more 
difficult  to  comfort.  He  spent  a  long  time 
signing  'cuddles  finished'.  Still,  he  did  get 
over  his  lost  love  the  next  day.  He  replaced 
her  with  a  new  box  of  Lego! 

Gillian  Morbey 


Branching  Out  is  our  new  bulletin  for 
Scottish  parents  which  aims  to  keep  them 
in  touch  with  each  other  and  with  us  at  the 
office  and  shop.  The  first  issue  was 
produced  at  the  beginning  of  May  and  we 
hope  that  it  go  from  strength  to  strength. 


Services  for  Deaf-Blind  People 


Services  offered  to  deaf-blind  people 
always  seem  to  have  been  rather  anarchic. 
Few  local  authorities  offersuitable  support 
services;  where  they  do,  it  is  usually 
through  the  enthusiasm  and  dedication  of 
one  individual  worker.  Social  work  support 
may  be  offered  by  a  social  worker  for  the 
deaf,  for  blind,  or  a  non-specialist  worker. 
The  degree  of  co-operation  between 
different  specialists  varies  from  none  to 
excellent.  The  quality  of  special  day  or 
residential  services  varies  similarly. 

Many  services  to  deaf-blind  people  are 
offered  through  voluntary  organisations 
both  local  and  national.  Agencies  like  the 
RAD  (Royal  Association  in  Aid  of  Deaf 
People)  have  specialist  workers  in  some 
areas.  National  agencies  offer  some 
services  nationally,  others  locally. 

In  an  effort  to  introduce  some  kind  of 
order  to  the  planning  of  services  among 
the  voluntary  sector,  the  few  national 
agencies  directly  involved  in  services  for 
deaf-blind  people  have  set  up  a  procedure 
for  liaising  and  meeting  regularly.  The 
Deaf-Blind  Services  Liaison  Groupcontains 
representations  of  Sense,  the  Royal 
National  Institute  for  the  Blind,  the  Royal 
National  Institute  for  the  Deaf,  and  the 
National  Deaf-Blind  Helpers'  League.  This 
group  should  give  added  strength  to  the 
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arms  of  each  of  the  agencies  in  their 
campaigns  for  better  services. 

We  have  long  been  attempting  to 
involve  DHSS  in  some  kind  of  strategic 
planning  for  services  to  deaf-blind  people. 
Following  a  proposal  to  the  DHSS  for  the 
establishment  of  a  National  Forum  on 
Deaf-Blind  Services,  the  DHSS  proposed 
holding  a  one-day  seminar  for  senior 
health  and  social  services  managers. 
Disappointingly,  the  proposed  seminar 
failed  to  excite  the  interest  of  sufficient 
senior  figures,  so  it  had  to  be  cancelled. 
This  had  the  beneficial  effect  of  making 
clearer  to  all  concerned  the  present  lack  of 
awareness  among  local  authorities  of  the 
needs  of  deaf-blind  people.  In  a  planning 
meeting  at  the  DHSS,  it  was  agreed  the 
Deaf-Blind  Services  Liaison  Group  should 
set  up  a  working  party  consisting  of 
representatives  of  the  major  statutory  and 
voluntary  service  providers,  to  review 
present  services,  to  agree  a  set  of 
principles  upon  which  such  services 
should  be  based,  and  to  make  recommend- 
ations for  action. 

Invitations  will  be  issued  to  the 
Association  of  Directors  of  Social  Services, 
the  Association  of  Metropolitan  Authorities, 
the  Association  of  County  Councils,  the 
DHSS  and  other  bodies,  to  join  the 
voluntary  agencies  in  this  exercise. 


Poverty  and  Disability 

Breaking  the  Link 

On  1 8  May  the  Disability  Alliance  -  a  Federation  of  over  90  organisations  of  and  for 
people  with  disabilities,  including  Sense  -  published  its  proposals  for  a  new  social 

security  system  for  people  with  disabilities.  This  marked  the  relaunch  of  the 

Disability  Alliance's  campaign  for  a  comprehensive  disability  income  scheme.  This 

article  summarises  the  Disability  Alliance's  proposals. 


The  Disability  Alliance  believes  that  ,he 
aims  of  social  security  for  people  with 
disabilities  should  be: 

•  to  prevent  poverty  amongst  people  with 
disabilities 

•  to  bring  the  living  standards  of  people 
with  disabilities  up  to  those  of  the  non- 
disabled  population 

•  to  provide  equal  benefits  for  people 
with  equally  severe  disabilities 

A  comprehensive  disability  income 
scheme  would  consist  of  three  elements:  a 
disablement  allowance;  a  disablement  pen- 
sion; adequate  benefits  for  carers. 

A  Disablement  Allowance 

The  disablement  allowance  would  be  paid 
to  all  people  with  long  term  disabilities, 
regardless  of  their  age  and  regardless  of 
whether  or  not  they  are  working.  It  would 
be  based  only  on  the  severity  of  disability, 
not  the  cause,  type  or  origin  of  the  disability. 
The  disablement  allowance  is  intended  to 
recognise  the  extra  costs  and  restrictions 
faced  by  people  with  disabilities,  and  to 
provide  a  means  of  overcoming  them. 

The  allowance  would  be  paid  at  one  of  5 
rates.  We  propose  that  at  1987/8  benefit 
rates,  the  top  (100%)  rate  of  the  disable- 
ment allowance  should  be  £80  per  week, 
and  the  lowest  rate  (20%)  would  be  £1 6  per 
week.  However,  the  Disability  Alliance  re- 
gards these  rates  as  a  starting  point  only, 
and  will  be  campaigning  for  them  to  be 
substantially  increased.  The  disablement 
allowance  would  be  tax-free,  non  means- 
tested  and  ignored  for  the  purposes  of 
calculating  entitlement  to  means-tested 
benefits. 

For  people  with  exceptionally  severe  or 
costly  disabilities  there  would  be  additional 
allowances.  This  would  include  people  who 
need  very  expensive  diets  as  well  as  pro- 
viding an  alternative  to  institutional  care 
for  people  with  very  high  care  needs. 

Once  the  disablement  allowance  is  in 
place,  no  new  awards  would  be  made  under 
the  industrial  and  war  pensions  schemes, 
or  for  mobility  or  attendance  allowances. 
Any  existing  claimants  found  to  have  a 
lower  entitlement  under  the  new  scheme 
than  they  currently  receive  would  be  fully 
protected.  Their  existing  benefit  level  will 
be  guaranteed,  and  uprated  each  year  in 
the  same  way  as  other  benefits.  No  existing 
claimants  will  be  made  worse  off  by  the 
introduction  of  the  disablement  allow- 
ance. 

Assessing  disability:  Severity  of  dis- 
ability would  be  assessed  by  the  degree  of 
restriction  placed  on  the  activities  of  the 
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care  of  the  home;  mobility  needs;  com- 
munication and  social  activities. 

Depending  on  the  degree  of  difficulty 
which  the  person  has  with  these  activities, 
their  disablement  would  be  assessed  at 
one  of  five  levels,  corresponding  to  the 
rates  of  the  disablement  allowance. 


Ian  McMaster,  research  worker  at  the 

Disability  Alliance,  lays  out  proposals  for 

a  new  system  of  benefits  for  people  with 

disabilities. 


Self-assessment  would  play  a  crucial 
role  in  the  assessment  procedure.  Anybody 
applying  for  a  disablement  allowance  would 
fill  in  a  form,  giving  answers  to  questions 
about  their  ability  to  perform  a  range  of 
everyday  activities.  A  supporting  statement 
would  also  be  provided  by  a  general  prac- 
titioner, occupational  therapist,  community 
nurse  or  someone  similar  who  is  in  regular 
contact  with  the  disabled  person. 

A  Disablement  Assessment  Worker 
(DAW)  -  acting  on  behalf  of  a  regional 
Disablement  Assessment  Board  -  would 
normally  make  a  recommendation  to  the 
Board  about  the  assessed  level  of  disability. 
In  difficult  cases  the  Board  itself  would 
consider  the  claim.  People  with  disabilities 
would  be  positively  encouraged  to  apply 
for  the  posts  of  DAWS,  and  each  Board 
would  have  to  have  a  number  of  disabled 
members.  There  would  be  clear  rights  of 
appeal  against  the  decisions  of  the  Board. 

Some  groups  of  people  with  disabilities 
would  have  automatic  entitlement  to  partic- 
ular levels  of  the  disablement  allowance. 
This  would  enable  them  to  avoid  a  fresh 
assessment  of  their  disability  and  would 
allow  a  smooth  transition  to  the  new  scheme. 
Automatic  entitlement  would  not  prevent 
anyonefrom  making  a  newclaim  inorderto 
be  assessed  for  a  higher  rate  of  benefit. 
For  example,  people  who  have  been  regis- 
tered by  local  authorities  would  not  need 
to  have  a  new  assessment  unless  they 
wanted  to.  Instead  they  would  be  automat- 
ically entitled  to  a  certain  level  of  the 
allowance.  For  example,  people  registered 
as  blind  should  have  an  automatic  assess- 
ment of  at  least  40%. 


A  Disablement  Pension 

The  disablement  pension  would  replace 
invalidity  benefit  and  severe  disablement 
allowance.  It  would  be  paid  to  all  people 
who  can't  work  because  of  long  term  sick- 
ness or  disability. 

The  pension  would  be  paid  at  the  same 
rate  as  the  state  retirement  pension,  which 
we  would  wish  to  see  increased  substant- 
ially above  its  existing  level  (£39.50  at 
1987/8  benefit  rates).  This  would  help  to 
reduce  the  dependency  of  people  with 
disabilities  on  means-tested  benefits  such 
as  supplementary  benefit. 

The  disablement  pension  would  be  paid 
regardless  of  national  insurance  record  or 
marital  status.  The  '80%  test'  of  severity  of 
disability  -  currently  used  for  severe  dis- 
ablement allowance  -  would  also  be  abol- 
ished. The  only  qualifying  condition  would 
be  the  claimant's  incapacity  for  work. 

A  lower  pension  would  be  paid  to  people 
who  have  a  partial  capacity  to  work.  This 
would  help  to  remove  the  absurd  distinction 
in  the  present  system  where  people  are 
assumed  either  to  be  capable  of  permanent 
full  time  work  or  totally  incapable  of  work. 
This  bears  no  relation  to  reality  for  many 
people  with  disabilities. 


Carers  and  Care  Needs 

As  well  as  adequate  benefits  for  people 
with  disabilities,  there  must  be  proper  pro- 
vision for  carers.  It  is  estimated  that  over  5 
million  people  -  the  vast  majority  of  whom 
are  women  -  are  providing  some  degree  of 
help  for  a  disabled  person. 

At  the  moment,  certain  carers  can  re- 
ceive the  invalid  care  allowance  (ICA).  But 
the  conditions  of  entitlement  are  very  re- 
strictive, even  though  the  benefit  has  been 
belatedly  extended  to  married  women. 
Many  thousands  of  carers  still  receive  no 
financial  support  at  all.  The  rate  of  ICA  is 


Making  the  Case.  Representatives  of  the  Disability  Alliance  presented  a  'claim  form'  to  10 
Downing  Street.  Included  in  the  party  were  Paul  Ennals  and  Graham  Hicks  from  Sense  (right). 
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also  totally  inadequate.  Paid  at  only  £23.75 
per  week,  one  third  of  ICA  claimants  are 
forced  to  rely  on  supplementary  benefit. 

It  is  essential  that  carers  have  an  in- 
dependent income  by  right.  A  carers'  pen- 
sion should  be  paid  to  carers  of  working 
age  who  can't  work  because  they  are  caring. 
The  pension  would  replace  ICA,  but  it  would 
be  paid  at  the  full  retirement  pension  rate. 
It  would  be  paid  irrespective  of  sex  or 
marital  status  to  any  carer  providing  24 
hours  or  more  care  for  somebody  with  at 
least  a  40%  assessment  for  the  disable- 
ment allowance.  Provision  would  also  be 
made  for  people  caring  part  of  the  week. 

There  is  also  a  strong  case  for  a  carers' 
allowance  to  be  paid  to  carers  of  all  ages- 
whether  working  or  not  -  in  recognition  of 
the  various  costs  of  caring. 

We  Can  Afford  It 

The  net  cost  of  our  proposals  -  after  taking 
account  of  savings  on  existing  benefits 
would  be  £3  billion  per  year.  This  amounts 
to  an  increase  of  just  6.5%  in  the  existing 
total  of  social  security  spending.  By  com- 
parison, the  tax  cuts  in  the  1 987  budget  - 
which  will  benefit  most  those  on  higher 
incomes  -  will  cost  the  Government  over 
£2  billion  per  year.  The  argument  that  this 
country  cannot  afford  adequate  incomes 
for  people  with  disabilities  simply  does  not 
stand  up. 

Numerous  public  opinion  polls  have 
shown  that  the  public  supports  the  case  for 
a  comprehensive  disability  income  scheme, 
and  is  willing  to  pay  the  extra  cost  in 
taxation.  A  Gallup  poll  carried  out  for  the 
Disablement  Income  Group  in  January 
1987  produced  the  following  results: 

•  76%  said  that  people  who  are  equally 
severely  disabled  should  receive  the  same 
level  of  benefit 

•  83%  felt  that  the  existing  levels  of  bene- 
fit are  inadequate 

•  67%  said  that  they  would  be  willing  to 
pay  an  additional  amount  of  tax  in  order  to 
cover  the  cost  of  a  disability  income  scheme 

The  scheme  would  have  to  be  phased  in 
over  a  period  of  time,  if  only  for  adminis- 
trative reasons.  The  first  stage  should  cover 
people  with  more  severe  disabilities  -  that 
is,  40%  or  more  at  a  net  cost  of  just  £2 
billion.  This  stage  must  be  introduced  as  an 
urgent  priority.  A  committed  government 
would  need  less  than  three  years  to  intro- 
duce the  full  scheme. 

All  benefits  under  the  comprehensive 
disability  income  scheme  would  be  in- 
creased in  line  with  the  rise  in  earnings 
where  this  is  greater  than  the  rise  in  prices. 
People  with  disabilites  -  and  claimants 
generally  -  must  share  in  the  increase  in 
living  standards  in  the  country. 

A  comprehensive  disability  income 
scheme  must  be  introduced  if  we  are  to 
eliminate  poverty  and  low  incomes  amongst 
people  with  disabilities.  The  country  can 
afford  such  a  scheme  and  people  with 
disabilities  cannot  afford  to  wait  any  longer. 


'Poverty  and  Disability:  Breaking  the  Link  - 
The  case  for  a  Comprehensive  Disability  In- 
come Scheme'  is  available  priced  £3.00  post- 
free.  A 1 4  page  summary  is  also  available  free 
of  charge  along  with  a  number  of  fact-sheets 
about  poverty  and  disability.  If  you  would  like 
to  order  any  of  these  materials,  or  would  like 
more  information  on  how  you  can  get  in- 
volved in  the  Disability  Alliance's  campaign, 
please  write  to  Disability  Alliance  (Poverty 
and  Disability),  25  Denmark  Street,  London 
WC2H  8NJ,  or  phone  01  -240  0806. 


Mobility  Allowance 


Campaign  Report 

Representatives  of  Sense,  RNIB  and 
Mencap  met  John  Major,  Minister  for  the 
Disabled,  in  April  on  behalf  of  the  Mobility 
Allowance  Campaign,  to  argue  the  case  for 
extending  Mobility  Allowance,  as  of  right, 
to  deaf-blind  people,  multihandicapped 
blind  people,  and  those  with  profound 
mental  handicap  or  severe  behaviour 
problems. 

The  meeting  followed  a  period  of 
intense  Parliamentary  lobbying,  when  over 
200  MP's  of  all  parties  had  signed  an  Early 
Day  Motion  supporting  a  change  in 
Mobility  Allowance  Regulations.  Several 
hundred  Sense  members  had  written  to 
their  MPs,  and  the  pressure  on  the 
Government  to  take  some  action  was 
strong. 

The  Minister  instituted  a  review  into 
how  existing  procedures  of  assessing 
mobility  allowance  claims  for  deaf-blind 
people  and  other  groups  are  working,  in 
the  hopes  of  identifying  clear  ways  in 
which  these  procedures  might  be  tightened 
up.  This  review  is  now  starting,  with  the 
involvement  of  Sense  and  other  organ- 
isations, and  should  report  in  the  Autumn. 
At  the  same  time,  the  Mobility  Allowance 
Campaign  is  instituting  its  own  review,  and 
is  sending  a  questionnaire  to  welfare  rights 
advisers  to  identify  why  some  people  have 
been  successful  and  others  unsuccessful. 
Already  the  Mobility  Allowance  Unit  in 
Blackpool  is  overhauling  its  system,  so  this 
is  a  GOOD  time  to  put  in  a  fresh  claim,  even 
if  you  have  been  turned  down  in  the  past. 

Outdoor  Test 

Recently  Mrs  Nancy  Webster  appealed  to 
the  Tribunal  of  Commissioners  on  behalf  of 
her  son  Mark  (who  is  visually  and  hearing 
impaired)  on  the  grounds  that  he  had  not 
been  tested  outdoors.  She  won  the  case, 
and  this  should  make  it  easier  for  other 
claimants  to  argue  that  their  mobility 
problems  must  be  tested  outdoors  if  they 
ask  for  it.  The  Guidance  to  Medical 
Practitioners     already     states:     'if     the 


claimant  indicates  that  he  has  greater 
difficulties  out  of  doors  it  may  be  advisable 
to  attempt  an  outdoor  test'.  We  hope  that 
this  guidance  may  now  be  strengthened. 

Submitting  Evidence 

As  explained  in  the  last  issue  of  Talking 
Sense,  it  is  now  rather  difficult  to  clarify 
exactly  what  the  Medical  Authorities  have 
to  look  for  when  assessing  a  claimant.  In 
particular,  where  a  child  or  adult  frequently 
stops  or  presents  difficult  behaviour  when 
walking,  it  is  important  that  we  make  this 
clear  to  the  adjudicator.  One  problem  is 
that  the  child  may  not  behave  typically  on 
the  day  of  the  test  -  for  once  they  will 
behave  perfectly  because  of  the  strange 
surroundings.  For  this  reason  it  is 
important  to  submit  agood  evidenceof  the 
real  walking  difficulties  your  child  can 
present. 

In  the  new  Disability  Rights  Handbook 
there  is  an  excellent  summary  of  how  you 
might  carry  out  such  a  test.  They  suggest 
carrying  out  your  own  test,  with  the  help  of 
someone  who  can  take  detailed  notes.  In  a 
ten-minute  outdoor  walking  test,  you  might 
make  the  following  notes: 

•  Where  is  the  test  carried  out?  when? 

•  Let  the  person  loose.  Don't  intervene  to 
help  them  walk.  A  gentle  hand  on  the 
shoulder  to  overcome  fear  is  OK,  but  don't 
give  any  physical  support  or  restraint 
which  you  wouldn't  routinely  expecttogive 
to  a  non-handicapped  person  of  the  same 
age  and  sex  (so  you'll  need  to  be  sure  that 
the  test  place  you  choose  is  a  safe  one). 

•  Describe  exactly  what  happens.  Do 
they  move  at  all?  How?  What  size  steps; 
speed  of  walking;  changes  in  direction; 
problems  of  balance;  the  effect  of 
distractions? 

•  Do  they  stop?  For  how  long?  How 
often?  What  makes  them  move  on  again? 

The  Disability  Rights  Handbook  gives 
much  fuller  suggestions.  It  is  available, 
price  £3.00  post  free,  from  Disability 
Alliance,  25  Denmark  street,  London 
WC2  8NJ. 


Invalid  Care  Allowance  -  Wliy  Claim? 


Last  year  it  became  possible  for  married 
women  to  claim  ICA  if  they  were  unable  to 
work  because  of  the  need  to  look  after  a 
disabled  person.  Many  of  our  families  have 
found  they  are  better  off  to  the  tune  of 
£23.75  per  week  (current  rates),  with  a 
large  cheque  for  payments  backdated  over 
two  years. 

However,  some  people  are  no  better 
off.  This  occurs  when  the  husband  is 
already  receiving  supplementary  benefit 
and  has  been  receiving  an  additional 
payment  for  the  wife.  In  such  cases,  the 
new  payment  of  £23.75  to  the  wife  simply 
results  in  a  decrease  for  the  husband  of  the 
same  amount. 

Are  there  any  advantages  in  claiming 
ICA  in  this  situation?  Yes  there  are: 

•  Credits  For  each  week  of  getting  ICA, 
you  get  Class  1  National  Insurance 
Contribution  credits.  This  helps  in  calculat- 
ing your  retirement  pension  and  any  long- 
term  sickness  payments. 


•  Christmas  Bonus  If  you  get  ICA  in  the 
first  week  in  December,  you  get  the  £10 
Christmas  Bonus. 

•  Hospital  If  you  are  single  with  no 
dependent  children,  any  supplementary 
benefit  would  be  cut  to  the  personal 
expenses  rate  from  your  first  week  in 
hospital.  ICA  can  continue  in  full  for  eight 
weeks. 

•  Income  Tax  ICA  is  taxable,  but  can  be 
offset  against  the  married  woman's  earned 
income  tax  allowance,  which  can  reduce  a 
couple's  overall  tax  bill. 

•  Retirement  Once  you  reach  pensionable 
age,  your  contributory  benefit  may  be  paid 
at  a  lower  rate.  If  you  claim  ICA,  any  benefit 
can  be  topped  up  to  the  £23.75  ICA  rate. 


Further  details  on  this,  and  on  all 
aspects  of  applying  for  ICA,  are  available  in 
the  Disability  Rights  Handbook. 
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Better  Communications  for  Everyone 


for  your  free  copy 

of  British  Telecom's  Guide  to  Equipment 

and  Services  for  Disabled  Customers  - 

contact  your  local  BT  Sales  Office: 

The  address  and  telephone  number  is  in  the  Phone  Book 

or  dial  100  and  ask  for  FREEFONE  TELECOM  SALES 


© 


Action  for 
Disabled  Customers 


Sense  Notice  Board 


Rubella 

The  Government  has  announced  a  new 
policy  for  rubella  immunisation  into  the 
next  century.  A  triple  vaccine  against 
Measles,  Mumps  and  Rubella  (MMR)  is 
to  be  offered  to  all  infants  -  boys  and 
girls  -followed  by  a  'booster'  for  school- 
girl's aged  10  -  14.  Trials  are  being 
carried  out  in  selected  areas,  before  full 
details  of  the  new  programme  are  de- 
cided upon.  Sense  will  be  much  involved 
in  supporting  the  scheme,  to  ensure 
that  all  parents  have  their  children  im- 
munised. 


Immunisation  Officers 

As  part  of  the  efforts  to  improve  im- 
munisation rates,  the  DHSS  is  ap- 
pointing Immunisation  Officers  in  every 
district.  These  officers  should  be  our 
first  line  of  contact  in  seeking  to 
improve  rubella  uptake  rates. 


Scotland 

Overbridge,  the  new  unit  for  deaf-blind 
young  adults  in  Glasgow  opens  its 
doors  in  June. 


Is  Sense  going  to  the  Dogs? 


Rodney  Clark,  SENSE  Director,  presents  the  prize  to  the  winning  greyhound  and  owner  in  one 
of  the  races  during  a  Charity  Greyhound  Race  Night  at  Wimbledon  Stadium.  The  event  was 
sponsored  by  Adders  of  Camberley,  the  Department  Store  Chain  and  SENSE  were  presented 
with  a  cheque  for  £963  as  our  share  of  the  proceeds.  Many  thanks  to  Adders'  Camberley  Store 
Director,  Roger  Standbrook. 


Holidays 

Sense's  holiday  programme  is  now  underway.  The  first  group 
returned  from  a  successful  week  in  West  Germany,  where 
they  met  deaf-blind  young  people  from  Holland,  Switzerland 
and,  of  course,  Germany.  Others  have  been  to  South  Wales, 
joining  a  Youth  Rally  for  deaf  young  people,  before  the 
summer  starts  in  earnest. 


Braille 

Following  the  appointment  of  Graham  Hicks  to  Sense's  staff 
as  Development  Officer-Technical  and  Welfare  Services,  we 
are  seeking  to  improve  the  quality  and  quantity  of  our  braille 
production.  Readers  who  know  of  people  who  might  like  to 
receive  Talking  Sense  in  braille  should  contact  Graham  at 
Sense. 


Hasicom 

Computer  technology  can  now  allow  deaf-blind  people  to  communicate  over  the 
telephone.  The  main  hurdle  is  the  cost.  Hasicom  (Hearing  and  Sight  Impaired 
Communication)  held  a  meeting  with  British  Telecom  to  point  out  that  every  time 
we  place  a  new  deaf-blind  person  on  the  phone  system,  BT  makes  a  large  profit 
through  charging  full  rates  for  all  phone  calls  and  computer  costs.  The  cost  of 
maintaining  one  deaf-blind  person  on  the  system  is  about  £1 ,000  peryear,  entirely 
made  up  of  BT  costs.  We  hope  to  hear  from  BT  soon  as  to  how  they  propose  to  help 
with  this. 

The  other  cost  is  buying  the  equipment  in  the  first  place.  Equipment  is  priced  at 
£6,000  per  person.  In  April  a  TV  Appeal  featuring  Janis  Revell  talking  with  Ken 
Dodd  raised  £60,000  for  the  equipment  fund. 


Sense  Education  Officer 

Margaret  Davison  joins  Sense-in-the- 
Midlands  as  our  new  Education  Officer. 
Margaret  comes  from  Reading  Univer- 
sity's Linguistics  Department  where  she 
has  recently  been  teaching  specialist 
teachers. 


Sense-in-the-Midlands 

Building  work  is  still  on  schedule  to 
provide  space  for  20  new  students  at 
Sense-in-the-Midlands  in  the  Autumn. 
The  first  six  students  are  all  settled  in 
now. 

Meanwhile,  the  site  hums  with  activity 
-  with  courses  for  teachers,  conferences 
and  get-togethers.  Support  for  families 
comes  through  the  Family  Advisory 
Service,  and  the  site  will  host  two  holiday 
programmes. 


Sense  Shops 

Adrian  Barker  Sense's  Shops 
Development  Manager  hopes 
to  open  up  to  six  charity  shops 
a  year  for  Sense.  The  first  are 
likely  to  be  in  Stamford,  Birming- 
ham and  Peterborough. 


Education 

So  far  11  out  of  97  Education  Authorities 
have  replied  to  the  questionnaire  from 
the  Department  of  Education  and 
Science,  asking  about  the  number  of 
children  with  a  dual  sensory  impairment 
and  about  the  services  they  receive. 
The  process  of  analysing  the  returns 
should  provide  us  with  a  fairly  accurate 
picture  of  the  present  state  of  education 
for  deaf-blind  children. 
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VIEWS 


Investigating  Hearing 
in  Children 

by  L.  Fisch 

Not  a  book  to  read  in  your  spare  time  when 
you  want  to  relax.  It's  not  an  exciting  read 
and  you  never  do  find  out  'Who  dunnit'  but 
it  does  contain  a  lot  of  extremely 
interesting  and  at  times  quite  detailed 
information  on  the  subject  it  is  about.  It 
gives  an  informative  and  understanding 
sweep  across  the  area  of  hearing  and  the 
various  methods  /  tests  of  investigating 
that  hearing. 

The  book  is  "intended  as  a  broad, 
practical  approach  to  audiological  work 
with  children  . .  .the  book  should  present  a 
major  text  in  this  area  for  students  and 
practitioners  of  audiology,  audiological 
medicine,  paediatrics,  speech  therapy  and 
communication  disorders".  These  words  I 
only  found  after  I  had  read  and  tried  to 
understand  the  book.  Several  times  I 
asked  myself  the  question,  "Who  is  the 
book  written  for?".  I  am  glad  that  in  my  own 
mind  I  came  up  with  the  right  answer. 

I  found  it  interesting,  because  of  the 
detail  it  contained,  even  as  an  'old'  teacher 
of  the  deaf  it  wasn't  easy  to  understand.  It 
is  quite  technical  and  yet  a  basic 
philosophy  runs  throughout.  The  book  is 
very  simple  and  full  of  common  sense,  if 
you  are  investigating  hearing  in  children 
you  must  know  about  children  and  child 
development  as  well  as  the  technical  detail 
regarding  various  tests.  You  cannot  expect 
a  child  to  localise  sound  if  he  is  not  at  the 
stage  when  he  can  sit  up,  hold  his  head  up 
and  turn  his  head.  If  the  child  is  very  shy, 
get  to  know  him  and  gain  his  confidence 
first  before  going  on  to  any  testing.  These 
and  many  more  examples  are  in  the  book 
and  they  emphasise  the  fact  that  the  book 
has  been  written  by  someone  who  has 
been  and  is  working  in  the  field  of 
audiology  and  not  someone  in  an  ivory 
tower. 


It  is  essentially  practical-  it  described  in 
detail  a  proposed  lay  out  for  a  clinical 
audiology  room  even  including  details 
such  as  where  the  equipment  should  be 
stored,  where  the  table  for  interviewing  the 
parents  should  be  put  and  even  what 
shape  itshould  be-round,  by  the  way-etc. 
It  tells  you  that  the  size  of  the  pictures  for 
doing  a  speech  test  should  be  no  less  than 
1 1cmx  17cm  and  they  should  be  produced 
professionally  otherwise  they  may  not  be 
recognisable  even  if  you  can  hearproperly. 
It  explains  in  detail  the  test  procedure  for 
clinical  audiometry,  play  audiometry, 
speech  audiometry  as  probably  only  an 
experienced  audiologist  can  do.  At  times  I 
wanted  more  information,  for  example  I 
want  to  know  more  about  electrocochleb- 
graphy  and  the  brain  stem  electronic 
response  test.  But  complete  books  could 
be  written  about  each  of  these  tests  and 
probably  have  been. 

Disappointments  with  the  book  -  yes, 
there  were  some.  I  would  have  liked  more 
about  assessing  the  hearing  in  what  is  now 
my  area  of  work,  ie  deaf-blind  or  multi 
sensory  impaired  children.  There  was  very 
little  in  the  book  on  this.  I  would  have  liked 
to  have  seen  special  schools  at  least 
mentioned  when  future  educational  place- 
ments were  talked  about.  Also  considering 
there  are  a  number  of  signing  deaf  parents 
of  deaf  children  around,  and  a  number  of 
signing  profoundly  deaf  school  leavers, 
perhaps  the  mention  that  an  audiologist 
who  can  actually  communicate  with  deaf 
people,  who  can  sign,  should  be  a  part  of 
any  audiological  team  . .  .But  I  suspect  Mr 
Fisch  and  I  might  not  quite  agree  on  our 
philosophy  towards  the  education  of  deaf 
children  and  communication  with  deaf 
people.  Be  that  as  it  may,  I  can  recommend 
the  book  to  any  student  of  audiology  or 
anyone whowants to  know  moreaboutthis 
important  area  of  investigating  hearing. 
But  be  prepared  to  put  some  work  intoyour 
reading  and  your  hand  into  your  pocket  - 
£27.00  for  a  book  of  273  pages!  Well,  in  my 
day  when  chips  were  2d  a  bag  . . . 
John  Hatton 

Investigating  Hearing  in  Children  -  L.  Fisch 
The    Charles    Press,     Publishers,    PO    Box 
15715,  Philadelphia,  Pennsylvania 
ISBN  0-91 4783-1  9-X 


When  the  Mind  Hears 

by  Harlan  Lane. 

Published  by  Souvenir  Press, 
price  £18.95 


Harlan  Lane  is  a  hearing  American 
University  Professor  who  has  specialised 
in  the  psychology  of  language  and 
linguistics.  He  is  currently  being  lionized 
by  certain  sections  of  the  'deaf  world'  for 
the  extreme  stance  he  has  taken  in  his 
attack  on  oral  methods  in  the  education  of 
deaf  children  and  for  his  espousal  of  the 
struggle  to  re-establish,  in  all  situations, 
signing  as  the  first  language  of  deaf  people 
of  all  ages. 

This  major  work  is  an  extremely 
readable  and  at  the  same  time  erudite 
weapon  in  Dr  Lane's  armoury.  It  is 
described  as  a  history  of  the  deaf  on  the  fly- 
sheet  which  it  decidedly  is  not,  for  it  never 
strays  far  from  its  principle  preoccupation. 
In  his  foreword,  Dr  Lane  attempts  to  justify 
his  right  to  publish  'a  history'  which  is 
e/tremely  biased,  but  I  feel  he  fails.  A 
'.  ■/.':■  -.'■.■/.'  ;,-  or  of  thio  \//,y  \  .-il'.o  >o  \,<: 
found  in  the  foreword  where  it  is  referred  to 
as  a  study  in  the  anatomy  of  prejudice.  An 
indictment  of  a  particular  form  of  prejudice 


over  a  long  period  might  be  nearer  the 
truth. 

On  this  basis,  I  greatly  welcome  the 
book.  It  attempts,  in  its  outraged  portrayal 
of  the  hearing  world's  unjustifiable 
intrusion  into  the  culture  of  deaf  people,  to 
support  the  growing  movement  which  sees 
manual  communication  as  a  positive  and 
powerful  tool  in  support  of  the  education  of 
and  the  development  of  language  in  deaf 
children.  Whether,  at  this  stage  of  deaf 
education,  such  a  virulent  tool  is  needed  is 
open  to  debate.  With  immense  scholarship 
When  the  Mind  Hears  portrays  the  author's 
views  on  the  development  of  deaf  and 
deaf-blind  education  from  its  rich  infancy  in 
France  in  the  late  1 8th  century  to  the  birth 
and  supremacy  of  oralism  at  the  close  of 
the  19th  century. 

What  the  book  does  most  effectively  is 
to  demonstrate  that  success  in  any  field  of 
human  activity  involving  groups  of  people 
with  special  needs  will  only  come  when  the 
provider  puts  himself  in  the  place  of  the 
receiver  and  attempts  to  pin  down  from 
that  stance  what  those  needs  are  and  how 
they  can  best  be  met  rather  than  making 
such  decisions  on  the  basis  of  his  own 
limited  intellectual  responses. 

Rodney  Clark 


'Children  of  a  Lesser  God' 

(15) 

Dir:  Randa  Haines,  US 

It  is  a  pleasant  surprise  to  see  among  the 
Oscar-winners  this  year  a  film  about  the 
deaf  -  'Children  of  a  Lesser  God'.  An  adapt- 
ation of  Mark  Medof's  stage-play,  it  is  an 
attempt  to  portray  the  difficulties  arising 
from  a  love  affair  between  a  hearing  speech- 
teacher  and  a  deaf  girl  who  absolutely 
refuses  to  speak. 

'Best  Actress'  deservedly  went  to  new- 
comer Marlee  Matlin  -  herself  profoundly 
deaf  in  real  life -as  the  girl:  in  the  same  way 
as  it  is  possible  to  say  someone  speaks 
beautifully,  so  throughout  she  signs  with  a 
fluency  and  eloquence  that  is  mesmerising 
to  watch.  William  Hurt  (in  his  first  film  since 
the  1 986  Oscar-winner 'Kiss  of  the  Spider- 
woman')  as  the  teacher,  does  his  best  to 
compete,  but  is  hindered  by  having  to 
translate  for  the  audience  every  word  she 
signs  -  a  device  that  becomes  a  little  wearing 
after  two  hours. 

Originally,  it  was  Medofs  intention  to 
make  a  statement  about  the  poverty  of 
language  in  expressing  emotions:  it  is  a 
nice  idea,  but  one  that  can  only  be  stretched 
so  far.  The  initimation  that  because  Matlin 
is  deaf  she  is  automatically  possessed  of 
guru-like  wisdom  is  particularly  artificial, 
and  this  coupled  with  her  constant  com- 
plaint that  she  is  being  patronised  means 
that  the  character,  while  engaging,  is  never 
actually  likeable.  For  this  reason  the  lovers' 
struggle  to  find  a  middle  way  "not  in  silence 
and  not  in  sound"  is  perhaps  less  involving 
than  it  should  be.  Nevertheless,  there  is 
still  enough  hereto  provoke  and  enjoy,  and 
the  ten  members  of  the  cast  (apart  from 
Matlin)  who  are  deaf  are  excellent  in  sup- 
port. For  them  alone  it  is  worth  seeing. 

Roger  Sabin 


New  Telecommunications 
Device    for    the    Deaf    now 
available  in  U.K. 

A  new,  portable  keyboard  unit  for  deaf 
persons  which  incorporates  a  20-character 
visual  display  is  to  be  marketed  in  the  U.K. 
Known  as  the  Minicom  III,  this  communi- 
cating terminal  for  the  deaf  has  now 
received  British  Telecom  approval  through 
OFTEL. 

The  Minicom  III  is  the  most  popular 
portable  TDD  in  North  America  and  similar 
models  have  been  onsaleintheUSAsince 
the  late  1970's.  Weighing  only  2V2lbs 
(1.1  Kg)  the  Minicom  can  be  carried  in  a  bag 
or  briefcase  and  be  used  in  telephone 
boxes  and  at  home.  The  rubber  ear  cups  of 
the  Minicom  acoustic  coupler  will  fit  most 
makes  of  telephone  handsets.  It  works 
with  batteries  or  mains  electricity. 

The  Minicom  III  has  a  33-key  Querty 
keyboard,  moulded  impact  resistant  body, 
bright  green  visual  display,  signal  and 
power  lights  and  is  supplied  with  re- 
chargeable batteries. 

Lightweight,  compact  and  fully  portable, 
the  Minicom  III  is  priced  at  £115.00 
including  Charger/adaptor  and  post  & 
packing.  Sole  distributor  is  Tackfield 
Limited,  Unit  38,  Sapcote  Trading  Centre, 
Duden  Hill  Lane,  London  NW10  2EA. 

Further  information  from: 
Terry  J  Gibbs 
Acemark  Associates 
44  Colburn  Crescent 
Guildford,  Surrey 
Telephone:  Guildford  (0483)  506081 
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From  our  Library 


The  following  books  should  be  of  interest 

to  parents  and  professionals  working 

with  sensory  impaired  children. 

Sensory  Handicaps  in  Children 

Roy  Fitt  and  Heather  Mason,  1 986.  Pub: 
National  Council  for  Special  Education, 
'Developing  Horizons  in  Special  Education' 
series. 

This  compact  book  contains  a  wealth  of 
useful  information  mainly  intended  for 
teachers  in  both  special  and  mainstream 
education.  The  different  types  of  impair- 
ment are  discussed,  with  details  of 
assessment  tests,  aids  and  specialist  help 
available.  Practical  advice  is  given  on  how 
the  teacher  may  best  minimise  the  effects 
of  visual  loss  and  hearing  impairment  by 
the  use  of  compensatory  techniques  and 
equipment.  Contains  a  glossary  of  terms 
associated  with  sensory  loss,  as  well  as  a 
list  of  useful  addresses  and  organisations 
and  recommendations  for  further  reading. 

Micros  for  Handicapped  Users 

Peter  Saunders,  1984.  Pub:  Helena  Press 

This  book  is  an  indispensable  source  of 
information  for  anyone  who  might  be 
considering  buying  a  micro-computer  for 
home  or  school  use.  Details  of  the  many 
different  types  and  uses  of  computers  are 
discussed,  together  with  addresses  of 
suppliers  and  sources  of  further  information. 
The  book  also  contains  details  of  the  many 
specialised  programmes  available  (as  at 
1984),  and  advice  on  the  best  teaching 
methods  to  use  with  both  individuals  and 
groups.  This  is  a  most  useful  book  which 
should  prove  invaluable  to  anyone  wishing 
to  explore  the  possibilities  of  computer 
use  for  the  purpose  of  business,  learning 
or  recreation. 

Working  with  Parents  :  a 
practical  guide  for  teachers 
and  therapists 

Roy  McConkey,  1985.  Pub:  Brookline 
Books. 

In  this  book  the  author  promotes  the  idea 
of  professionals  working  alongside  parents, 
and  points  out  that  the  most  valuable 
teaching/therapy  sessions  occur  when 
parents  are  seen  as  experts  on  their  own 
children,  with  important  skills  and  inform- 
ation to  impart. 

The  author  offers  advice  on  how  to 
obtain    maximum    benefit    from    parent- 


Sarah  Barker  reviews  some  of  the 

books  that  are  available  on  loan  from 

Sense's  Library  at  the  Family  Centre, 

Ealing. 

teacher  meetings,  courses  and  home 
visits,  and  also  describes  how  to  make  best 
use  of  a  range  of  practical  aids,  such  as 
developmental  checklists,  video-recordings 
and  home-school  diaries. 

This  is  an  excellent  book  which  should 
help  to  convert  this  ideal  into  a  reality. 

A  Complete  Guide  to  Com- 
munication with  Deaf-Blind 
Persons 

Linda  Kates  and  Jerome  Schein,  1980. 
Pub:  National  Assocation  of  the  Deaf 

This  is  an  informative  reference  book 
which  lists  the  many  methods  of 
communicating  with  deaf-blind  people, 
and  the  various  gadgets  and  devices 
currently  available.  The  book,  which  is 
liberally  illustrated  with  diagrams  and 
photographs,  describes  each  technique  in 
some  detail,  together  with  the  source  of 
equipment,  price  (as  at  1980),  alternative 
names  and  sometimes  a  book  reference. 
The  range  of  equipment  covered  is 
diverse,  and  should  make  the  reader  more 
aware  of  the  techniques  currently  available 
in  this  field. 

Against  the  Odds:  adopting 
mentally  handicapped  children 

Catherine  Macaskill.  Pub:  British  Agencies 
for  Adoption  and  Fostering,  Discussion 
Series  6 

This  study  is  an  attempt  by  the  author  to 
inspire  interest  in  placing  mentally 
handicapped  children  and  to  provide  a 
basis  of  knowledge  for  professionals  who 
aim  to  place  these  children  with  permanent 
substitute  families.  The  study  looks  at  20 
adoptive  families  of  mentally  handicapped 
children  between  the  ages  of  1  to  14  years, 
and  the  results  of  interviews  with  parents 
and  siblings  both  before,  during  and  after 
adoption  are  recorded  in  some  detail. 

Although  mainly  intended  for  use  by 
professionals  concerned  with  adoption, 
this  is  a  very  readable  book  which  should 
also  be  read  by  anyone  thinking  of 
adopting  a  handicapped  child.  It  gives  real- 
life  examples  of  the  rewards  as  well  as  the 
frustrations  of  adoption,  and  its  overall 
tone  is  positive  and  encouraging. 


Educating  Hearing-Impaired 
Children 

Michael  Reed,  1 984.  Pub:  Open  University 
Press,  'Children  with  Special  Needs' 
series. 

This  is  an  informative  book  which  contains 
guidance  for  both  parents  and  teachers  of 
hearing  -impaired  children.  The  causes 
and  consequences  of  the  different  types  of 
hearing  loss  are  discussed,  as  well  as  the 
process  of  assessment,  tests  available, 
and  the  types  of  hearing  aids  currently  in 
use.  Also  considered  are  the  various 
systems  of  communication,  the  educational 
services  available  for  hearing-impaired 
children,  both  mainstream  and  special,  and 
post-school  education  and  employment. 

The  book  contains  some  useful  advice 
for  parents  on  how  to  teach  their  child 
within  the  context  of  play  and  everyday 
activities,  with  consideration  of  the  special 
needs  of  children  with  additional  handicaps, 
and  is  an  invaluable  source  of  information 
for  parents  and  teachers  alike. 

The  Experience  of  Handicap 

David  Thomas,  1982.  Pub:  Methuen  &  Co 
Ltd,  Education  Paperbacks 

This  book  seeks  to  explode  the  myth  that 
handicapped  people  are  best  served  by 
segregation  and  institutionalised  care. 
The  diverse  range  of  attitudes  towards 
handicap  on  the  part  of  parents, 
professionals,  caretakers,  the  public,  and 
handicapped  people's  own  varied  subjective 
experiences  are  examined  by  presenting 
within  this  book  a  range  of  quotations  from 
various  autobiographical  writings. 

The  message  is  that  a  reviewed 
approach  needs  to  be  adopted  by  teachers 
and  other  professionals  working  with  the 
disabled,  and  that  this  can  only  be 
achieved  by  recognising  the  essential 
individuality  of  handicapped  people. 

Jeremiah 

Frances  Somers-Armstrong,  1984.  Pub: 
Woodlake  Books. 

Jeremiah  was  born  with  a  handicap,  the 
result  of  a  difficult  birth.  In  this  book  his 
mother  tells  of  the  struggle  involved  for 
herself,  her  child  and  he'r  family  as  they 
attempt  to  cope  with  the  shock  of  learning 
that  their  child  is  'different'.  It  is  a  moving 
story  telling  of  grief  and  frustration, 
courage  and  determination,  and  ultimately 
love  and  joy,  which  will  appeal  to  parents 
and  professionals  alike. 


Don't  eat  a  handicapped  baby! 


As  I  write  this  article,  I  wish  that  I  had  been 
able  to  read  similar  information  before 
conceiving  my  second  child.  I  began  to  feel 
unwell  when  I  was  about  12  weeks 
pregnant  and  blood  tests  confirmed  that  I 
had  contracted  'Toxoplasmosis'.  I  was 
immediately  offered  an  abortion  but  as  a 
Christian  I  felt  strongly  that  this  was 
morally  wrong.  Over  the  next  6  months  we 
had  to  face  the  possibility  of  multiple 
handicaps  to  our  baby.  The  toxoplasmosis 
can  damage  the  brain,  liver,  spleen,  eyes, 
ears  and  heart  and  we  were  told  we  had  a 


40/60%  chance  of  some  damage. 

We  are  almost  100%  sure  that  I 
contracted  toxoplasmosis  at  a  barbecue 
that  I  went  to  at  about  1 2  weeks  pregnant. 
It  is  very  common  in  undercooked  or  raw 
meat,  and  also  from  cat's  littertrays,  so  if 
you  are  pregnant  please  be  careful  to 
make  sure  you  eat  meat  that  is  properly 
cooked.  There  is  no  vaccination  or  cure  for 
this  parasite  which  can  cross  the  placenta. 

Tom  was  born  on  the  2nd  January 
weighting  6lb  7oz  and  he  is  a  lovely  baby, 
but  is  almost  certainly  totally  blind,  brain 


damaged  and  had  an  enlarged  liver  and 
spleen.  He  has  already  had  a  brain 
operation  to  put  a  'shunt'  in  his  brain.  This 
drains  any  fluid,  and  he  has  coped  really 
well  with  it.  He  is  much  loved  by  everyone 
and  we  have  received  endless  love  and 
support  from  our  doctors,  our  family,  our 
friends,  our  faith  and  super  organisations 
such  as  Sense;  but  it  didn't  have  to  happen 
and  I  would  love  to  stop  it  happening  to 
anyone  else's  baby,  so  watch  what  you  eat 
and  don't  eat  a  handicapped  baby. 

Sheila  Yarrau 
Glebe  Cottage 
Abernethy  Outdoor  Centre 
Nethy  Bridge 
Inverness-shire  PH25  3ED 
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Robert  Beattie 

Robbie  is  now  8  years  old,  growing  tall, 
handsome  and  athletic.  The  last  year  has 
seen  great  changes  in  Robbie's  life  and  to 
his  credit  he  has  coped  magnificently. 

The  first  change  was  moving  house  and 
the  only  trauma  was  two  nights  of  being  sat 
with  until  he  fell  asleep  and  within  a  week  it 
was  as  if  he  had  lived  there  all  his  life. 

The  second  change  was  to  be  more 
dramatic  and  far-reaching  as  it  was  de- 
cided that  after  three  years  in  an  SLD 
school,  where  he  had  progressed  very  well, 
the  time  had  come  for  more  specialised 
teaching.  Finally  it  was  decided  that  Robbie 
would  start  in  September  1986  at  White- 
field's  DVH  unit  as  one  of  the  first  weekly 
boarders. 


As  you  can  imagine  we  approached  this 
with  great  trepidation  wondering  how  we 
would  all  cope  and  it  was  a  rather  tearful 
Mum  who  left  him  that  first  week.  Happily 
our  worst  fears  were  unfounded  and  al- 
though his  natural  happy  state  was  slightly 
dampened  this  recovered  within  a  few 
weeks. 

Robbie  is  now  a  seasoned  commuter 
smiling  right  through  the  journey,  from 
standing  on  a  cold  station  platform  at 
7.00am  on  a  wintry  Monday  to  taking  Mum 
to  the  correct  escalators  on  the  tube.  It 
would,  however,  be  only  fair  to  point  out 
that  the  smile  is  somewhat  bigger  on  the 
return  journey,  but  then  we  would  be  upset 
if  it  were  not! 

Since  starting  at  the  unit  Robbie  has 
continued  to  make  slow,  steady  progress 
and  at  his  last  review  it  was  lovely  to  hear 
things  like  "starting  early  number  work" 
and  "the  first  steps  to  reading".  These  are 
goals  which  once  seemed  unattainable 
and  give  us  great  hope.  Perhaps  if  we  write 
again  in  another  two  years  some  of  these 
dreams  might  have  become  realities. 

Margaret  and  Ian  Beattie 
'The  Cottage' 
82  Hinckley  Road 
Coventry 
CV2  2EU 


Karen  Jones 

At  the  moment  Karen  is  well  and  looking 
forward  to  her  holiday  with  Sense  at 
Edgbaston.  My  husband  Ray  and  I  are  also 
looking  forward  to  this  holiday  as  one  of 
our  biggest  problems  is,  that  we  can  only 
have  a  break  from  Karen  when  she  has  a 
holiday. 

We  still  have  problems  with  Karen, 
although  she  is  now  seventeen  and  there 
is  no  place  who  will  have  her  on  a  daily 
basis  (apart  from  her  daily  schooling). 
There  is  a  day  care  centre  here  in 
Blackpool  for  handicapped  children,  its 
function  is  to  help  parents  of  handicapped 
children  to  give  them  a  break  away  for  the 
day,  or  perhaps  leave  the  child  for  a  few 
hours  when  other  family  emergencies 
arise. 

Last  April  we  had  a  difficult  situation,  as 
my  husband  and  I  had  to  go  to  hospital  to 
visit  my  oldest  daughter,  who  was  very  ill  at 
that  time.  When  we  phoned  the  day  care 
centre  and  asked  if  they  might  take  Karen 
for  a  couple  of  hours,  till  we  got  back  from 
the  hospital,  they  refused  to  accept  her 
even  for  a  few  hours.  They  said  that  on  the 
previous  occasions  when  they  had  taken 
her  she  had  attacked  the  less  mobile 
children,  or  any  small  babies  who  were 
crying.  When  we  asked  if  she  could  be  kept 
in  a  separate  room,  as  we  did  not  want  her 
to  harm  any  of  the  other  children,  that  was 
understandable.  However,  they  could  not 
keep  her  separated  as  they  did  not  have 
the  starting  facilities  to  cope  with  this 
situation,  and  there  was  no  other 
organisation  who  could  help.  As  a  last 
resort  we  had  to  leave  her  with  her 
grandfather  who  is  himself  a  semi-invalid, 
who  barely  managed  to  cope. 

We  also  find  that  during  the  summer 
school  holidays,  life  is  very  trying  for  her  as 
rarhn  gets  so  bored  at  home.  She  is  an 
extremely    noisy    child,    and    when    she 
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the  house,  and  no  safe  playing  place,  as  we 
are  situated  on  a  very  busy  main  road  at  the 
front,  so  that  area  is  out  of  bounds  for  her. 

Being  so  cooped  up  at  home  during  the 
holidays  causes  such  a  lot  of  frustration  to 
Karen,  so  we  try  to  get  her  out  whenever 
possible.  We  have  transport,  and  thanks  to 
the  Joseph  Rowntrees'  Family  Fund,  who 
have  been  absolutely  marvellous,  they 
have  given  us  grants  for  vehicle  mainten- 
ance, and  lots  of  helpful  advice  up  until 
Karen  was  sixteen. 

Four  years  ago  our  hopes  were  raised 
that  there  was  a  possibility  that  Karen 
could  be  placed  in  a  school  in  Cheshire, 
(we  had  applied  when  she  was  seven  but 
were  told  to  re-apply  when  she  was  older). 
However,  as  usual,  our  hopes  eventually 
came  to  nothing. 

Irene  Jones 
51  Daggers  Hall  Lane 
Marton,  Blackpool 
Lanes.  FY4  4AX 


Stephen  Withycombe 

Now  that  Steven  is  nearing  the  age  of 
nineteen  he  has,  I'm  sorry  to  say,  to  leave 
Pathways,  Condover.  It  has  been  a  short 
six  years.  I  did  not  want  him  to  go  there  as  it 
seemed  a  thousand  miles  away.  Now  I'm 
glad  he  did  go,  I  only  wish  it  had  been  for 
sixteen  years  not  six.  It's  a  remarkable 
place,  the  patience  they  have  and  love, 
nothing  is  too  much  for  the  staff,  from 
headmaster  to  gardener.  I  wish  to  thank 
everyone  from  my  husband  and  my  friends 
who  have  been  there. 


Steven  has  not  become  a  brilliant 
scholar  but  he  has  become  well  behaved, 
self-confident,  friendly  and  much  more 
able  to  cope  with  his  disability  and  with  life. 
Six  years  ago  when  his  sight  went  he 
became  like  a  hermit  and  wouldn't  talk  to  or 
face  people. 

He  is  talking  much  more  now,  thanks  to 
Flat  7  who  took  him  on  at  Condover  for  his 
last  year.  They  are  just  visually  handi- 
capped, not  deaf-blind  like  Steven  but  they 
got  through  to  him  and  all  had  great  fun.  I'd 
like  to  thank  them  too  for  their  patience. 
While  he  was  with  them  he  passed  his 
basic  competence  test. 

Now  Steven  is  going  to  Hethersett 
College  in  Reigate  for  two  years.  It  will  be  a 
totally  different  way  for  him.  There  are 
several  other  children  from  Condover 
there  so  he  won't  feel  lonely.  It's  not  a  place 
for  the  deaf-blind.  Steven  will  be  only  the 
second  one  there.  It  will  be  a  lot  better  for 
him  than  just  sitting  at  home.  I  will  let  you 
know  how  he  gets  on. 

The  photo  shows  Steve  with  a  guy  that 
he  made  (with  a  little  help)  for  last  Bonfire 
Night. 

Mrs  B  Withycombe 

2  Houndean  Farm  Cottages 

Brighton  Road 

Nr  Lewes 

Sussex 
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Christopher  Brock 
"Life  begins  at  Forty" 

Christopher  has  been  at  Poolemead  for 
nearly  four  years  now,  and  when  we  went 
to  fetch  him  before  Christmas  we  found  a 
truly  excited  atmosphere  among  the  staff 
who  were  all  keen  to  tell  us  about  his 
sudden  awakening  and  increasing  aware- 
ness of  the  world  about  him  and,  most 
importantly,  his  reaction  to  other  people. 

He  has  had  a  new  Special  Person  dur- 
ing this  year  and  there  have  been  several 
changes  of  staff,  but  far  from  upsetting 
him,  he  seems  to  have  benefitted  from  new 
stimuli.  It  was  good  to  hear  examples  of  his 
sense  of  humour,  and  to  learn  that  he  is  so 
much  more  responsive  to  communication, 
though  still  very  reluctant  to  sign  or  spell  in 
return,  but  keen  to  co-operate  in  fetching 
pocket  money  to  go  to  the  pub! 

He  is  a  tremendously  devoted  worker  at 
the  ODU  and  has  to  be  prized  away  from 
the  computer  at  the  end  of  the  session;  he 
has  made  a  magnificent  table  with  a  tiled 
top,  slide  boxes  (he  is  completing  one  in 
the  picture)  and  spice  racks  in  the  wood- 
work department;  has  taken  to  macrame, 


nail  and  string  patterns  and  model  making 
in  the  arts  and  crafts  department,  and  to 
everyone's  surprise  has  been  lured  into 
the  pottery  section  (knowing  his  dislike  of 
wet  or  messy  things)  and  has  made  a  small 
coil  pot  and  some  impressed  tiles. 

Most  amazing  of  all,  Christopher  has 
been  corralled  and  coaxed  into  the  kitchen 
on  a  regular  basis  to  join  in  the  cookery 


classes,  beginning  with  toast  and  reaching 
the  dizzy  heights  of  a  Christmas  cake,  iced 
and  decorated.  Roy  gave  a  graphic  des- 
cription of  Christopher,  equipped  with  an 
icing  tube  and  an  expression  of  great  dis- 
taste, squeezing  on  the  decoration  while 
looking  the  other  way! 

All  these  skills  have  been  acquired  and 
fostered  by  a  carefully  planned  long-term 
strategy  which  it  is  hoped  will  lead  him  to  a 
fuller  life  when  he  moves  to  the  staffed 
group  home  in  Newbridge  Hill  sometime 
later  this  year. 

So  we  rejoice  greatly  that  for  Chris- 
topher new  horizons  are  opening  up,  even 
though  he  had  to  wait  for  such  a  long  time. 
Those  of  you  struggling  through  the  difficult 
and  frustrating  early  years  with  your  deaf- 
blind  children  may  feel  that  forty  years  is 
too  long,  but  with  the  help  in  so  many  fields 
that  Sense  is  able  to  give  you,  I  am  sure  you 
will  reap  the  rewards  of  your  devotion  far 
sooner  than  we  have. 

Margaret  Brock 
Willow  Cottage 
Burcombe 
Salisbury  SP2  OEJ 


Richard  Bland 

Richard  will  be  20  years  old  in  April  and  I 
can't  believe  how  the  time  has  gone  by. 
Richard  still  attends  the  California  School 
for  the  Blind  and  Multi-handicapped.  It  is  a 
State  run  school  and  the  only  state  school 
in   California.   If  children   are   not  being 


educated  at  this  school  they  are  receiving 
their  education  through  the  school  district 
in  their  own  community. 

CSB  runs  a  day  programme  and  about 
60%  of  the  children  go  home  each  night. 
Those  that  live  too  far  away  stay  at  the 
school  in  the  dormitories  and  go  home  on 
weekend,  with  the  exception  once  again  of 
those  who  live  even  further  away  and  they 
go  home  on  school  vacations. 

Richard  is  a  day  student,  however 
because  he  attends  workshop  two  days  a 
week  and  would  have  a  long  commute  if  he 
left  from  his  house  each  day  he  stays  at  the 
school  on  the  days  that  he  has  workshop. 
The  arrangement  worked  out  well  for 
everyone. 

Richard  is  totally  blind  and  partially 
deaf.  He  is  non  verbal  and  does  not  have  a 
means  of  communicating.  He  has  been 
shown  signs  and  knows  quite  a  lot  of  them 
but  he  chooses  not  to  use  them.  He  also 
brailles  a  little  but  does  not  do  that 
spontaneously.  He  relies  a  lot  on  routine 
although  when  we  deviate  from  the  routine 
he  does  not  get  upset.  Because  he  has 


some  hearing  he  is  able  to  understand 
language.  However  that  is  a  one  sided 
street  for  him. 

We  continue  to  explore  ways  and 
methods  of  having  him  communicate,  but  it 
is  hard  when  he  doesn't  seem  to  have  any 
desire  to  communicate. 

He  is  a  happy  young  man  and  seems 
content  with  his  lot.  He  will  be  able  to  stay 
at  his  school  until  he  is  22  years  old.  After 
that  time  I  hope  to  get  him  into  the  Helen 
Keller  National  Center  in  the  hopes  that 
they  are  able  to  motivate  him. 

Richard  is  able  to  take  care  of  his 
personal  needs  such  as  feeding;  washing 
and  dressing.  He  enjoys  going  out,  like  the 
amusement  parks,  roller  skating,  bowling 
and  swimming. 

In  the  summer  there  are  various  camps 


that  he  is  able  to  attend  and  I  usually  try  to 
get  him  into  as  many  as  I  can  as  it  breaks 
the  summer  up  and  fills  his  time.  At  home 
for  the  most  part  he  would  be  content  to 
stay  in  his  room,  lay  on  his  bed  and  listen  to 
his  radio. 

At  the  workshop  he  is  learning  to 
assemble  various  items  depending  on  the 
type  of  contract  that  comes  into  the 
workshop.  He  works  well  but  slow  and  has 
almost  100%  accuracy. 

Each  year  he  participates  in  Special 
Olympics  and  seems  to  enjoy  the 
involvement. 

Valerie  Bland 
6107  Barclay  Court 
San  Jose,  CA  951 23 
USA 


Robert  Shirley 

Robert  was  35  last  week  and  continues  to 
be  happily  resident  at  Leatherhead.  His 
employment  in  the  workshop  sorting  and 
packaging  screws  and  nuts  for  pre- 
packaged furniture  keeps  him  happy  and 
he  enjoys  his  job,  especially  when  he  finds 
a  screw  or  nut  wrongly  made  which  has  to 
be  separated  from  the  rest.  These  instantly 
become  his  'treasure'. 


Robert  in  fancy  dress 

He  was  home  for  Easter  and  experience 
has  taught  us  that  when  Rob  is  home  it  is 
best  to  accept  the  situation  and  just  go 
along  at  his  pace.  A  couple  of  walks  a  day,  a 
short  drive  and  listening  to  radio  are  all  he 


asks.  I  would  like  to  take  him  swimming  but 
the  sheer  effort  of  coping  with  public 
changing  rooms  etc.  has  become  all  too 
much  now.  He  does  however  get  a  weekly 
swim  at  Leatherhead,  cared  for  by  young 
helpers. 

Since  I  last  reported  I  have  tried  to  get 
Mobility  Allowance  for  Robert  but  no  luck 
even  after  appeal.  It's  amazing  how  such  a 
simple  word  as  mobility  can  be  made  to 
become  so  complicated.  I'm  sure  it  was 
never  intended  to  exclude  cases  like  ours. 

If  Robert  got  it  he  could  pay  to  be  driven 
home  for  visits  and  save  me  two  round 
trips,  which  get  even  more  difficult  with  the 
passage  of  time. 

Robert  usually  has  one  organised 
holiday  each  year  but  this  year  due  to 
pressure  on  places  he  has  had  to  forego  a 
holiday  so  we  will  try  to  make  up  for  it  here. 
The  enclosed  picture  shows  him  having 
fun  at  a  Fancy  Dress  part  last  year  at 
Oxford. 

Having  solved  most  problems  with  Rob 
one  appears  to  be  insurmountable.  That  is 
getting  him  to  adjust  his  belt  to  keep  his 
trousers  up  properly.  He  just  can't  manage 
it,  but  who  wants  braces?  Has  anyone  else 
solved  this  problem  satisfactorily?  Oh  for 
trousers  with  adjusters. 

John  Shirley 
7  Rockford  Close 
Bournemouth 
Dorset,  BH6  4AZ 
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Isabelle  Valoise 

Our  daughter  Isabelle  is  eight  years  old. 
She  is  not  a  rubella  child  and,  after  a  lot  of 
investigation  by  geneticists  in  Paris  we 
were  told  that  she  probably  suffers  from 
some  rare  genetical  disorder.  This  comes 
from  the  fact  that  the  distance  between  her 
eyes  is  superior  to  normal  standards. 

Isabelle  was  a  big  baby.  She  suffered  at 
the  time  of  her  birth  and  was  in  the  nursery 
for  only  one  day.  The  day  after,  her  fore- 
head turned  blue  and  she  was  taken  to  the 
special  care  unit  where  she  stayed  for  six 
weeks.  The  doctor  said  she  had  a  chest 
problem.  A  few  days  later  she  developed 
an  infection  in  her  umbilical  cord  and  she 
had  to  be  quickly  operated  upon.  It  was  a 
very  hard  time.  The  following  day  I  found 
myself  in  the  chief  doctor's  study  and  I  was 
told  that  Isabelle  had  also  a  major  mal- 
formation of  the  heart  and  that  her  con- 
dition was  very  serious.  We  expected  the 
worst  at  any  moment.  The  future  proved 
that  the  doctor  was  wrong.  Little  by  little 
Isabelle  recovered.  Spring  arrived  and  one 
day  we  were  told  that  she  could  go  home. 
Long  walks  in  the  open  air  did  her  a  lot  of 
good  and  she  gulped  down  her  milk  greedily. 
Soon,  she  looked  a  very  healthy  baby. 

Then  came  a  series  of  check-ups.  She 
was  profoundly  deaf  and  very  short-sighted. 
When  she  was  four  months  old,  the  paed- 
iatrician said  she  also  had  a  hip  problem 
which  could  be  cured.  She  went  back  to 
hospital  where  she  also  stayed  for  six 
weeks.  It  was  the  largest  hospital  in  the 
district.  We  took  this  opportunity  to  have 
Isabelle  examined  by  another  cardiologist 
who  told  us  her  heart  condition  was  good.  I 
felt  relieved.  By  the  time  Isabelle  was  put  in 
a  surgical  corset  from  chest  to  foot  for  nine 
months.  She  didn't  seem  to  worry  very 
much  and  cried  very  little.  She  became  a 
strong  little  girl,  very  tall  for  her  age.  She 
wanted  to  stand  up  even  with  her  corset 
on.  At  one,  she  had  a  phonic  ear  and  every 
week  she  would  go  to  a  speech  therapist. 
She  was  two  when  she  began  to  walk.  She 
was  very  energetic.  As  her  sight  was  poor 
she  hurt  herself  frequently.  At  home,  every- 
thing became  a  real  danger  for  her. 

As  we  needed  some  moral  support,  we 
decided  to  move  and  went  to  live  near  our 
family. 

Isabelle's  hearing  loss  and  poor  sight 
had  been  diagnosed  almost  at  birth  but  I 
must  say  that  I  had  been  so  frightened  by 
her  battle  for  life  and  heart  problem  that 
little  did  I  think  about  the  consequences  of 
such  a  double  handicap.  We  lived  one  day 
after  another,  totally  incapable  of  imagining 
her  future  life.  From  that  moment  on,  Isabelle's 
general  health  hasn't  posed  many  problems. 
She  was  almost  too  full  of  life,  incapable  of 
settling  down  or  having  a  rest,  touching 
everything  and  climbing  everywhere.  She 
needed  attention  every  minute. 

The  consequences  of  deaf-blindness 
began  to  be  clearer  to  us.  Our  visits  to  a 
speech  therapist  gave  us  the  feeling  that 
we  were  wasting  our  time.  It  seemed  al- 
most impossible  to  draw  Isabelle's  attention. 
She  kept  moving  about  the  room  and  began 
to  cry  each  time  someone  tried  to  take  her 
hand  and  tried  to  communicate.  She  was 
extremely  irritable,  bad-tempered  at  the 
time.  We  were  given  the  advice  to  learn 
'>ign-language  which  we  began  to  do,  but 
she  couldn't  see  anything  unless  we  put 
our  hands  in  front  of  her  eyes.  More  serious 
testing  was  arranged  and  Isabelle  went  to 
<j  specialist  and  was  fitted  with  two  new 
-  '-.>.'  ' '.  <sids  which  she  immediately  accep- 


ted. They  replaced  the  one  she  wore  on  her 
chest.  She  also  wore  spectacles  and  we 
hoped  she  could  see  better  with  lenses 
one  day.  It  became  obvious  that  a  school 
for  the  deaf  was  totally  inadequate  for 
Isabelle's  future. 

She  was  almost  three  when  a  doctor 
gave  us  the  address  of  a  CAE  (Centre 
d'Assistance  Educative)  in  Paris.  It  is  a 
place  where  early  childhood  special  educ- 
ation for  plurihandicapped  children  is  pro- 
vided. The  next  step  was  very  important  in 
Isabelle's  life.  There,  for  the  first  time,  we 


Isabelle  putting  on  her  phonic  ear 


met  specialists  in  the  education  of  the 
deaf-blind,  helpful  and  understanding 
people  whose  advice  was  superior  to  any- 
thing encountered  elsewhere;  they  shared 
our  problems  and  we  weren't  alone  any 
more. 

Then,  the  next  blow  came.  Isabelle  sud- 
denly lost  one  eye  from  a  retina  detach- 
ment, and,  one  year  later  she  lost  the  other. 
(She  already  attended  the  Centre  at  Chev- 
reuse  by  then).  Eye  surgery  was  unsuc- 
cessfully tried.  It  was  a  very  painful  mom- 
ent in  Isabelle's  life  both  physically,  be- 
cause she  suffered  a  great  deal,  and  also 
morally.  She  slept  very  little  and  stood, 
head  bent,  balancing  herself  for  hours.  She 
didn't  want  to  sit  down  and  she  didn't  want 
to  be  touched  either.  This  condition  lasted 
for  one  year.  Meanwhile  we  were  very 
lucky  and  grateful  when  Isabelle  was  of- 
fered a  place  in  Chevreuse  which  we  readily 
accepted  We  knew  separation  would  be 
hard  but  we  also  knew  that  Isabelle's  educ- 
ation would  be  in  the  hands  of  specialists 
whereas  there  was  no  future  for  her  at 
home. 

Chevreuse  Centre  is  specialised  in  the 
education  of  deaf-blind  children.  Wonder- 
ful people,  highly  trained  are  working  there. 
Some  of  them  who  dealt  with  early  parents' 
guidance  in  Paris  already  knew  the  children, 
which  was  very  important.  I  now  realize 
how  lucky  I  am  that  Isabelle  was  admitted. 
Many  children  with  the  same  handicap 
have  nowhere  to  go. 

Isabelle  has  been  there  for  four  years 
now.  She  comes  home  every  week  end  and 
each  Friday  evening  is  a  moment  of  joy  for 
her  and  us.  Isabelle  is  progressing  slowly. 
She  is  happy  there  and  she  is  becoming 
socially  aware  of  everything.  She  now  sits 
down  at  meals  and  eats  her  food  with  a 
spoon  but  she  cannot  chew  yet.  She  is  not 


completely  toilet-trained  but  she  is  making 
good  progress.  Water  doesn't  frighten  her 
anymore  and  she  can  swim.  She  can't 
dress  by  herself  but  she  awkwardly  tries  to. 
She  loves  exercise  and  movement.  Open 
air  games  are  her  favourite.  She  is  very 
lively  and  goes  to  bed  very  late.  She  still 
doesn't  communicate  and  this  has  become 
our  great  worry.  She  began  to  sign  last  year 
but  she  keeps  using  the  same  four  words: 
'again',  T,  'chocolate',  'to  eat'.  We  believe 
her  understanding  gestures  are  a  little 
better.  Her  educators  communicate  with 
touch-sign  language  and  fingerspelling. 
Fingerspelling  is  used  for  short  usual  words. 
At  the  centre  sign  language  is  taught  to  the 
parents  every  week.  Only  a  few  parents 
participate  which  is  a  great  pity  for  parents' 
training  is  as  important  as  teachers'  train- 
ing. 

At  the  Chevreuse  Centre  for  deaf  and 
blind  children  an  association  of  parents 
was  created  two  years  ago.  Parents  meet 
about  four  times  a  year.  Discussions  are 
centred  on  the  education  of  children  and 
its  problems  at  school  and  at  home  or  on 
the  children's  future.  Some  parents  were 
suspicious  or  very  independent-minded 
and  didn't  want  to  join  it.  The  main  role  of 
the  association  is  to  act  as  co-ordinator 
and  to  represent  the  parents  at  the  school 
committee.  Co-operation  between  family 
and  institution  is  very  important  for  the 
children.  Parents  mostly  live  very  far  from 
the  centre  so  the  association  is  a  sort  of 
link  between  them  and  may  also  be  a  moral 
support. 

We  could  tell  how  easily  Isabelle  walks 
about  her  flat  and  even  at  the  centre,  how 
eager  she  is  to  try  all  kinds  of  physical 
activities.  She  is  fond  of  'psychomotricity'. 
She  is  keen  on  testing  her  balance  when- 
ever she  can.  How  she  enjoys  the  seaside. 

We  must  lay  stress  on  the  need  for 
Isabelle  to  have  an  ever-present  intervenor 
with  her  since  she's  always  looking  for  us 
at  home,  always  tries  to  attract  our  attent- 
ion, either  to  get  some  food  or  to  play  with 
us.  We  might  point  out  the  excellent  mem- 
ory she  has  on  the  location  of  objects  or 
rooms  in  the  house.  Once  she  has  spotted 
something  she  rarely  forgets  it  and  heads 
for  it  without  any  hesitation.  Everything 
seems  to  be  clearly  and  properly  stored  in 
her  mind  which  is  an  undeniable  proof  of 
intelligence.  We  could  wonder  why  she 
sometimes  refuses  to  do  such  usual  tasks 
as  eating  by  herself  or  trying  to  get  dressed 
alone.  This  can  perhaps  be  put  down  to  the 
obvious  impatience  and  eagerness  she 
shows  all  day  long,  her  will  to  obtain  every- 
thing at  once.  She  isaratherstubborn  little 
girl.  Also,  Isabelle  seems  to  make  a  clear 
difference  between  school  and  home,  re- 
fusing evidently  to  carry  out  tasks  that  she 
regards  as  schoolwork.  e.g.  having  meals 
without  standing  up,  trying  to  put  on  her 
clothes  by  herself. 

I  can't  say  that  we,  parents,  are  very 
optimistic  about  the  future.  Progress  is 
slow  and  there  are  long  periods  when 
there  seems  to  be  no  progress  at  all.  Each 
step  requires  days  and  days  of  patience 
and  there  are  many  nights  of  short  sleep, 
but  we  must  hold  on.  There  are  times  when 
encouragement  and  help  are  most  import- 
ant. We  know  that  we  must  be  very  humble 
but,  still,  Isabelle  must  achieve  the  highest 
potential  she  can  manage. 

Gerard  and  Francoise  Valoise 
5  Rue  Clement  Adler  (Appt  26) 
94430  Chennevieres  sur  Marne 
France 
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Mark  is  a  boy,  eleven  years  of  age,  profoundly  deaf, 
partially  sighted  and  developmental^  delayed. 

Mark  enjoys  individual  attention,  is  active  and  likes  to  be 
outside.  He  is  able  to  dress  himself,  apart  from  the  buttons; 
go  to  the  toilet  and  eat  by  himself.  Mark  is  a  good  swimmer 
and  has  a  mischevious  sense  of  humour. 

He  has  a  potential  to  learn  many  new  skills  and  needs  a 
family  with  older  children  who  are  able  to  help  him  do 
things  for  himself.  Mark  needs  a  family  who  can  make 
themselves  understood  as  he  is  not  able  to  speak  or  hear, 
and  who  will  provide  him  with  security  and  confidence  in 
his  surroundings. 

At  the  moment  Mark  lives  in  a  Children's  Home  but  he  has 
outgrown  this  place.  He  attends  a  local  school,  but  it  is 
planned  that  he  will  attend  Boarding  School.  We  are 
looking  for  a  family,  anywhere  in  the  country,  who  can 
either  care  for  Mark  during  part  of,  or  all  of,  the  school  holidays. 

Please   contact:    David    Clemmet   -   Social   Worker, 
Community    Mental    Handicap    Team,    Town    Hall, 
Market  Street,  Altrincham,  Cheshire  WA1 4  1  PG. 
Tel:  061  928  6464  ext.  217  &  241 


FOSTER 
PARENTS 

COULD  YOU  BE 

MICHELLE'S 
FOSTER  FAMILY? 


Michelle  is  13  years  old  profoundly  deaf  and  has  a  mental 
handicap.  Although  she  attends  a  school  well  suited  to  her 
special  requirements,  she  desperately  needs  a  family  of  her 
own. 

Michelle  is  often  a  loner,  playing  obsessively,  with  little 
interest  in  other  people.  She  can  also  be  a  gentle,  loving 
person  and  fun  to  be  with,  as  she  is  very  lively  and  has  a 
mischievous  sense  of  humour.  She  loves  energetic  games 
and  wearing  flowing  clothes  and  dangly  beads.  She  is  very 
strong  and  can  sometimes  be  aggressive  towards  others. 
Michelle  is  quite  good  at  looking  after  herself  and  can  use 
simple  sign  language.  She  could  not  cope  outside  on  her 
own. 

Maybe  you  have  special  knowledge  and  experience  which 
could  make  you  the  right  family  for  Michelle? 

If  you  live  in  Kent  or  within  easy  travelling  distance  of 
London,  please  contact  Christina  Paulson-Ellis  at  the 
Norfolk  Adoption  and  Family  Finding  Unit,  Norwich 
NR2  2PA.  TeL  Norwich  (0603)  617796,  who  will  be  glad 
to  tell  you  more. 
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Parents  for  Children 
Are  looking  for  a  black  family  for 

Ausha 


Ausha  is  eight  years  old.  He  is  profoundly 
deaf  and  has  very  little  sight  in  one  eye.  He 
communicates  by  sign  language.  It  would 
not  be  difficult  to  learn  to  sign  from  Ausha, 
and  there  are  lots  of  courses  on  sign  lang- 
uage. Ausha  was  a  very  quiet  baby.  He  was 
one-and-a-half  years  old  before  it  was  dis- 
covered he  was  deaf.  When  Ausha  started 
to  walk  he  became  quite  a  problem  for  his 
mother  as  he  had  no  sense  of  danger  and 
had  to  be  watched  all  the  time.  His  mother 
could  not  communicate  with  him  as  he  did 
not  understand  language. 

In  1985  Ausha  went  to  a  boarding 
school  for  the  deaf.  Eventually  his  mother 
felt  she  could  not  manage  him  at  home  and 
he  now  lives  in  a  children's  home  in  the 
holidays.  Ausha  had  made  great  progress 
at  the  school  and  although  when  he  was 
little  he  was  thought  to  have  a  mental 
handicap,  his  progress  now  makes  this 
doubtful. 

Ausha  has  continued  to  have  some  con- 
tact with  his  family.  His  mother  would  like 
him  to  have  a  family,  and  does  not  wish  to 
keep  in  touch  when  he  is  settled. 

Ausha  is  a  friendly,  outgoing  boy.  He  is 
very  lively  and  at  times  he  can  be  a  bit  too 


boisterous.  He  loves  cars  and  enjoys  swim- 
ming and  watching  sport  on  the  television. 

Ausha  doesn't  like  change,  but  when  he 
is  settled  he  sleeps  well.  He  tends  to  be 
lazy  with  things  like  dressing  and  cutting 
up  his  food,  but  he  can  do  these  things  for 
himself.  He  has  a  good  appetite  and  enjoys 
food. 

He  likes  to  be  involved  with  jobs  around 
the  children's  home  such  as  getting  the  tea 
ready  and  laying  the  table.  He  enjoys  shop- 
ping and  likes  going  to  cafes  where  he  is 
usually  well  behaved.  Ausha  finds  it  hard  to 
concentrate  and  is  easily  distracted,  partic- 
ularly if  there  is  an  opportunity  to  get  into 
mischief.  He  likes  being  cuddled  and  res- 
ponds to  attention  and  affection  from  adults. 

Ausha  is  a  happy  little  boy  who  has  a  lot 
to  offer  a  family.  We  are  looking  for  a  black 
family  for  Ausha  who  can  give  him  a  lot  of 
affection  and  attention,  but  who  can  also 
be  firm  and  consistent  with  him. 

If  you  would  like  to  know  more  about 
Ausha  and  live  within  100  miles  of  London 
or  in  Bristol  or  Birmingham,  contact  Chris 
Finesat  ParentsforChildren:01  4857548 
or  01  267  0406  or  write  to:  222  Camden 
High  Street  London  NW1  8QR. 
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Appealing  for  Sense 


Shopping  with  SENSE 


The  charity  shop  is  a  relatively  new  area  of 
Sense  fund-raising  activity  -  one  which  is 
taking  off  well.  The  last  months  have  seen 
the  appointment  of  Adrian  Barkeras  Shops 
Development  Manager  and  already  plans 
are  afoot  fc  new  shops  in  Stamford, 
Birmingham  and  Peterborough. 

"We  aim  to  reach  a  stage  where  we  are 
opening  up  to  six  new  shops  every  year," 
says  Adrian,  who  comes  to  Sense  after  ten 
years  with  the  Spastics  Society  where  he 
was  involved  in  the  setting  up  and 
development  of  60  charity  shops. 

At  present  Sense  leases  a  shop  at  Petts 
Wood.  The  success  of  this  shop,  which 
opened  on  June  6th  1986,  is  the 
encouragement  behind  the  purchase  of 
new  sites.  The  shop  is  run  by  Manageress, 
Mrs  Ann  Kaye  and  Assistant  Manageress, 
Mrs  Freda  Cutting.  They  are  assisted  by  a 
remarkable  number  of  volunteers  -  24  at 
the  last  count! 

"Opening  a  new  shop  is  an  extensive 
and  speedy  venture,"  Adrian  explains.  As 
soon  as  completion  date  is  reached  on  the 
shop  purchase,  builders  are  appointed, 
advertisements  are  placed  for  staff  and 
telephone,  electricity  and  general  services 
are  arranged.  Whilst  the  builders  carry  out 
required  alterations,  prospective  staff  are 
interviewed  and  a  Manageress  is  chosen. 
"Although  background  experience  in  retail 
is  useful,"  says  Adrian,  "what  we  chiefly 
look  for  is  dedication,  flair  and  initiative." 
An  Assistant  Manageress  may  also  be 
appointed  and  volunteer  helpers  are 
trained  alongside  the  permanent  staff. 

Whilst  the  alterations  are  in  progress, 
the  collection  of  saleable  goods  takes 
place.  Besides  a  selection  of  hand-made 
ceramic  and  wooden  items  made  by  deaf- 
blind  young  adults  at  Manor  House  Crafts 
workshops,  the  shops  will  sell  second- 
hand clothes  and  goods.  Although  most  of 
the  clothing  sold  will  be  donated  by  local 
people,  in  the  initial  stages  it  may  be 
necessary  to  buy-in  from  suppliers  or 
conduct  door-to-door  collecting.  A  van 
distributes  bags  to  households  and  invites 
people  to  fill  them  with  any  saleable 
unwanted  items.  A  couple  of  days  later  the 
van  returns  to  collect  these  bags.  This  type 
of  collecting  produces  excellent  results 
with  up  to  a  third  of  the  households 
donating  goods. 

Once  the  builders  have  finished,  the 
collected  goods  are  delivered  to  the  shop 
and  the  new  staff  move  in  to  sort,  price  and 
categorise  the  items.  Windows  are 
dressed  and  Sense  posters  and  leaflets 
displayed  around  the  shop. 

A  national  or  local  celebrity  is  invited  to 
perform  the  opening  ceremony  and  the 
general  public  notified  of  the  event 
through  the  local  press.  Claire  Rayner 
opened  the  Petts  Wood  shop  last  year  and 
was  highly  praised  for  the  enthusiasm  and 
commitment  she  showed  towards  this  new 
Sense  project. 

ri  then  the  hard  work  begins" 
e/piams  Adrian.  Many  customers  pass 
through  a  charity  shop  every  day  and  with 
the  average  spend  of  approximately  £  1 .50 
per  person,  staff  have  to  make  a  sustained 
effort  to  achieve  high  sales  targets. 
Besides  sorting  and  pricing  stock, 
measuring  and  advising  on  purchases, 
staff  must  always  be  ready  to  chat  with 
some  of  the  elderly  people  who  make  up 
about  a  third  of  their  customers.  The  other 


major  groups  of  customers  are  students 
and  young  mothers. 

Charity  shops  are  an  excellent  way  of 
publicising  the  name  and  aims  of  a  charity. 
Sense  has  selected  Stamford,  Birmingham 
and  Peterborough  as  its  new  shop  sites 
because  of  its  existing  presence  in  the 
area.  People  can  see  the  shops  linked  to 
local  Sense  projects  and  obtain  information 
on  these  through  the  shops.  They  can  also 
see  how  the  money  they  spend  in  the 
shops  is  being  used.  A  new  customer  can 
easily  become  a  new  Sense  supporter. 


Canoeing  for  SENSE 

Remember  those  bitter  weekends  in 
January  when  you  were  tucked  up  in  front 
of  the  fire  with  tea  and  toast?  Outside 
amidst  the  ice  and  ferocious  headwinds 
two  stalwart  adventurers  were  battling  it 
out  on  the  river  in  their  canoes.  Their 
mission  -  to  canoe  the  River  Spey  from 
Newtonmore  down  to  the  sea  -  a  distance 
of  some  ninety  miles  or  more. 

Angus  Ballard  of  Mepal,  Cambridgeshire 
and  Nicholas  McLeod  Ash  from  Norfolk 
helped  to  raise  over  £25,000  in  the  Canoe 
for  Sense  programme  organised  by 
Senateview.  Senateview  is  a  national 
organisation  which  runs  competitions  on 
behalf  of  charities,  covering  its  own 
expenses  out  of  the  monies  taken  and 
donating  the  remaining  profits  to  the 
charity.  The  charity  incurs  no  expenses 
whatsoever  in  this  type  of  fund-raising. 

Angus,  who  is  the  captain  of  his  college 
canoe  team  and  an  instructor  at  Mepal 
Outdoor  Centre,  had  experience  of 
canoeing  in  adverse  climates.  In  a  recent 


visit  to  Iceland,  he  and  seven  other  hardy 
canoeists  took  part  in  the  Arctic  Roll 
Expedition,  lasting  four  weeks. 

Early  on  Sunday  4th  January,  Angus. 
Nicholas  and  their  support  team  carrying 
camping  equipment  in  a  car,  began  the 
descent  to  the  sea.  The  first  day  was  beset 
by  difficulties.  The  water  level  was  much 
higher  than  usual  and  solid  ice  covered  the 
river  banks  and  moved  in  broken  sheets  on 
the  water's  surface.  In  places  the  two 
canoeists  had  to  force  their  way  by 
smashing  through  the  ice. 

"Crossing  Loch  Inch  was  possibly  the 
hardest  part  of  the  trip,"  said  Angus.  Cross- 
winds  forced  the  canoes  off  course  and  the 
two  young  men  had  to  paddle  on  one  side 
only  for  the  3km  of  its  length. 

Their  first  night  was  spent  camping  at 
Aviemore,  where  the  temperature  dropped 
to  -5  degrees  Celsius  and  they  awoke  to 
find  the  canoes  almost  buried  in  snow. 

Two  more  days  of  paddling  in  icy  water 
and  their  bodies  were  beginning  to  notice 
the  distance  they  had  travelled!  Setting  out 
on  the  final  stretch  from  Charleston  of 
Aberlour  to  Spey  Bay  they  looked  forward 
eagerly  to  reaching  the  sea. 

However,  the  last  part  of  the  journey 
was  as  difficult  as  the  first  and  gale  force 
north  easterly  winds  forced  them  to  paddle 
as  close  to  the  banks  as  possible,  until  they 
reached  Spey  Bay.  'We  had  planned  to 
paddle  several  miles  down  the  coast  once 
at  the  sea,"  said  Angus,  "but  after  rolling  a 
couple  of  times  into  the  ice  cold  water  we 
turned  back  and  paddled  upstream  to 
reach  our  support  party!" 

A  celebratory  bottle  of  champagne 
made  its  appearance  in  a  hasty  photo- 
graphy session  but  was  put  back  in  the  car 
in  favour  of  a  thermos  of  hot  coffee! 
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COURSES 


■  RNIB  Courses 

53    Visual  Considerations  of  the 

Multi-Handicapped  Child 
Tuesday  23  June  Royal  School  for  the  Blind, 
Wavertree,  Liverpool. 

To  develop  awareness  of  the  needs  of  children 
with  additional  handicaps  and  examine  some 
methods  of  assessment  and  stimulation. 

55    Developing  the  Child  with  Visual 
Limitations  and  Additional 
Handicaps 
Thursday  2  July  Essex  University,  Colchester 
To  identify  the  needs  of  school-age  children 
with  severe  learning  difficulties  and  examine 
some  practical  methods  of  working  with  them. 

57    The  Implications  of  Visual 

Handicap  in  the  Early  Years 
Tuesday  14  July  The  Residential  Centre, 
Horncastle,  Lines. 

To  develop  understanding  of  the  special  needs 
methods  of  assessment  and  treatment  of 
children  with  visual  limitations. 

59    After  Sixteen  -  Developing  the 

Multi-Handicapped  Young  Person 
Tuesday  21  'July  Dene  College,  Tonbridge, 
Kent. 

To  examine  the  visual  implications  and  some 
practical  methods  of  assessment,  motivation 
and  stimulation  for  severely  handicapped 
young  people. 


■  RNID  One-Day  Seminar  for 
Professional  Workers.  Aids  and 
the  Deaf -the  professional  task. 

Thursday  18  June  1987  St  Bartholomew's 

Hospital,  London 

MEDICAL  ASPECTS/SYMPTOMS 

RECENT  DEVELOPMENTS 

SIGN  LANGUAGE  TERMINOLOGY 

ATTITUDES 

EFFECTS  ON  RELATIONSHIPS 

COUNSELLING 

INFORMATION 

MYTH  V  REALITY 

Cost:  £10.00  (Inc.  Lunch,  Coffee,  etc.).  The 

Medical  College,  St  Bartholomew's  Hospital, 

Charterhouse,  Square,  London  EC1M. 

Contact:  Doug  Alker,  Principal  Regional  Officer 

(South  East),  RNID,  105  Gower  Street,  London 

WC1E6AH. 

■  Educational  Communication 
Support  Service  for  Hearing 
Impaired  People 

September  to  July.  Full  time,  days. 

Central  London 

A  30  week  training  course  leading  to 

certification  as  a  communicator  and  support 

worker  with  hearing  impaired  people  in  an 

Educational/Training  setting.  Major  subjects 

will  be: 

Manual  Communication  Skills  (signing) 

Lipspeaking 

Note  Taking 

Keyboard  Skills 

Needs  of  Deaf  People 

Contact:  Course  Tutor,  Educational 

Communicators  Course,  City  Lit  Centre  for  the 

Deaf,  Keeley  House,  Keeley  St,  London  WC2 

4BA.  Tel:  01-430  0548 


SENSE  COURSES 


Sense-in-the-Midlands 

■  The  Personal  Social 
Development  of  the  Deaf-Blind 
Adolescent 

Saturday  13  June  1987,  10.00am  -  4.15pm 

Sense-in-the-Midlands,  4  Church  Road, 

Edgbaston,  Birmingham  B15  3TD 

A  one-day  Course  for  Teachers,  Classroom 

Assistants  and  Care  Staff. 

The  Making  and  Development  of 

Relationships 

-Staff  of  the  Further  Education  Department, 

Sense-in-the-Midlands 

-A  parent  of  a  young  deaf-blind  person 

Sexuality  and  Sex  Education 

-Sheila  Stevens,  Senior  Clinical  Psychologist. 

■  Usher  Syndrome 

A  Day  at  School  with  Usher  Syndrome 
17  October  1987  Birmingham 
For  teachers  and  ancillary  staff  working  with 
deaf  children.  This  one-day  course  will  follow 
the  child  with  Usher  Syndrome  through  an 
ordinary  day  at  school  (including  residential 
school),  and  will  look  at  the  various  problem 
areas  which  the  child  may  face.  At:  Sense-in- 
the-Midlands,  4  Church  Road,  Edgbaston, 
Birmingham  B15  3TD. 
Contact:  The  Education  Officer. 


Sense  Encourages 
Payroll  Giving 

April  saw  the  kick-off  of  the  Give  As  You 
Earn  Scheme.  Under  this  scheme, 
employees  can  donate  up  to  £120  per 
annum  of  their  salary,  tax-free  to  their 
chosen  charity. 

The  employee  decides  upon  a  fixed 
amount,  notifies  their  employer  which 
charity  they  wish  to  support  and  the 
amount  is  donated  from  their  earnings 
before  tax  is  deducted.  Prior  to  the  Give  As 
You  Earn  Scheme  the  taxman  took  29p 
from  every  £1  donated  and  the  charity  only 
received  71  p. 

Sense  has  been  contacting  known 
supporters  with  a  leaflet  giving  details  of 
the  scheme,  telling  them  about  our 
achievements  and  future  plans  and 
encouraging  them  to  support  Sense  by 
donating  through  the  scheme. 

We  have  also  become  members  of  the 
National  Advertising  Campaign  which 
includes  many  charities  pooling  their 
resources  to  increase  awareness  of  the 
scheme.  In  Birmingham  and  Peterborough 
Sense  has  been  contacting  local  employers 
to  persuade  them  to  participate  in  Give  As 
You  Earn  and  encourage  their  employees 
to  donate  to  Sense. 

Remember  to  encourage  your  friends 
and  employers  to  adopt  the  scheme! 

Staff  News 

Spring  sees  the  arrival  of  a  number  of  new 
staff  at  Sense  Head  Office. 

Ian  Wratislaw  will  join  us  as  Head  of 
Appeals  in  June.  Ian  was  previously 
Industry  and  Trade  Officer  for  tthe  National 
Children's  Home  and  has  a  wide  range  of 
expertise  in  fund-raising  activities. 

Adrian  Barker  was  appointed  to  a  new 
position  as  Shops  Development  Manager. 


He  has  spent  the  last  10  years  managing 
and  developing  shops  for  the  Spastics 
Society,  so  is  an  ideal  person  to  head  the 
Sense  shops  programme. 

Also  in  a  new  position,  is  Derek  Pernak 
appointed  as  Finance  Manager.  Emrys 
Lloyd,  who  was  previously  Head  of 
Finance  will  be  taking  life  a  little  more 
easily  in  the  role  of  Treasurer.  Derek 
moved  to  London  from  Morecambe, 
Lancashire  where  he  ran  his  own 
accountancy  practice. 

Henrietta  Bond  is  the  new  Appeals 
Assistant.  Henrietta,  who  comes  to  Sense 
from  Action  Media  Public  Relations  and 
Marketing  will  be  responsible  for  organising 
and  publicising  fund-raising  events. 

Manor  House  Appeal 

A  Thanksgiving  Service  for  the  Appeal 
which  has  raised  over  £1  56,000,  was  held 
at  Peterborough  Cathedral  on  Saturday  9 
May,  and  took  the  form  of  a  Chorai 
Evensong.  The  service  was  conducted  by 
the  Venerable  Bernard  Ferneyhough, 
Archdeacon  of  Oakham  and  the  preacher 
was  the  Dean  of  Peterborough,  the  Very 
Reverend  Randolph  Wise.  The  Service  was 
attended  by  Mr  JGP  Crowden,  Vice  Lord- 
Lieutenant  of  Cambridgeshire  and  Mrs 
Crowden,  the  Mayor  and  Mayoress  of 
Peterborough,  Councillor  and  Mrs  Hall,  the 
Chairman  of  Leicestershire  County  Council, 
Mr  David  Radford  and  Mrs  Radford  and  the 
Mayorand  Mayoress  of  Melton,  Drand  Mrs 
Morgan,  together  with  representatives  of 
the  Council  of  Management  of  Sense  and 
representatives  of  major  donors. 

On  the  previous  evening  Stephen 
Brown,  a  young  man  of  twenty,  a  student  at 
the  Manor  House  and  the  son  of  Norman 
Brown,  Sense's  Parent  Liaison  Officer, 
had  most  sadly  died.  The  opportunity  was 
taken  at  Norman's  request  to  remember 
with  thanks  the  life  of  Stephen  and  the  help 


CONFERENCES 


■   I  A  E  D  B 

Readers  of  the  Newsletter  will  know  that  the 
Triennial  Conference  of  the  International 
Association  for  the  Education  of  the  Deaf-Blind 
will  be  held  in  Poitiers,  France  from  Monday  27 
-Friday  31  July  1987. 

Sense  is  organising  coach  travel  to  and 
from  the  conference.  A  coach  will  leave  Central 
London  in  the  evening  of  Friday  24  July, 
arriving  in  Poitiers  at  about  lunchtime  the  next 
day.  The  return  trip  will  be  on  Saturday  1 
August. 

Anyone  wishing  to  travel  with  the  Sense 
party  is  advised  to  contact  Rodney  Clark  at 
Head  Office  as  soon  as  possible.  Numbers  will 
be  limited  although  if  enough  requests  are 
received,  a  second  coach  will  be  laid  on.  The 
cost  will  be  approximately  £70  per  person, 
return  fare,  which  includes  the  return  ferry 
ticket. 


Directory  of  Resources 

Now  available  from  the  Department  of 
Special  Education  of  the  University  of 
Birmingham  is  the  fourth  edition  of  the 
Directory  of  resources  for  those  working 
with  visually-handicapped  children.  The 
updated  directory  covers  a  wide  range  of 
topics,  and  a  number  of  other  directories 
and  catalogues  containing  more  detailed 
information  are  listed.  The  directory  cost 
£3.50,  from  the  Department  of  Special 
Education,  Faculty  of  Education,  University 
of  Birmingham,  PO  Box  363,  Birmingham 
B15  2TT. 


and  support  he  had  received  at  the  Manor 
House  during  the  several  years  he  had 
spent  there. 

It  was  a  moving  and  uplifting  service  in 
which  those  who  were  present  felt 
strengthened  in  their  resolve  to  improve 
the  prospects  for  deaf-blind  people. 
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&  Rubella 


LEADING  THE  WAY 

Guide  Dog  Nelson  watches  while  his  owner  Clark, 

receives  instructions  from  his  trainer.  Read  the 

story  on  page  4. 


HOLIDAY  MOOD 

The  first  Sense  holiday  group  went  to 

Germany,  where  they  shared  a  week  with 

friends  from  Germany,  Holland  and 

Switzerland. 
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IMMUNISATION  IN  THE  90s 
Measles,  Mumps  and  Rubella  immunisation  is  to 
be  available  in  one  vaccine  for  infants.  Fife 
Health  Board  are  piloting  the  scheme,  using  this 
poster.  See  page  17. 
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On  to  Zagorsk 

Part  two  of  Michael  Lambert's  account 
of  deaf-blind  education  in  the  USSR  on 
pages  16,  17  &  18. 


CMV  -  never  heard 
of  it? 

Pat  Tookey  explains  about  a  virus 
anyone  can  have  on  page  9. 


Joan  Shields  Retires 

The  doyenne  of  deaf-blind  teachers 
talks  about  40  years  of  her  life  in 
education  on  page  1 1 . 


Castleton  Road  Opens 

Take  a  guided  tour  round  our  new 
family  house  for  youngsters  with 
Jane  Evans  on  page  3. 


>ense  The  eyes  and  ears  of  deaf-blind  people. 


SENSE 

The  National  Deaf-Blind 
and  Rubella  Association 


31 1  Gray's  Inn  Road,  London  WC1 X8PT 
Tel:  01-278  1005 

President  DrGB  Simon  MB  ChB  DPM 

FRCPsych 
Chairman  Jessica  Hills  MBE 

Vice-Chairman  Margaret  White 

Treasurer  Emrys  Lloyd 

National  Director  Rodney  Clark 
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Successful  communication  with  the  world 
around  them  is  one  of  the  primary  needs 
of  all  deaf-blind  people,  children  and 
adults.  The  communication  needs  of 
many  of  our  young  people  are  very 
individual  and  need  to  be  learned  and 
developed  by  those  directly  in  contact 
with  them. 

Many  deaf-blind  people,  of  all  ages, 
use  signing  or  finger-spelling  or.  a 
combination  of  the  two.  Some  use  total 
communication  which  includes  speech 
lip  reading  with  finger-spelling  and 
signing. 

A  few  years  ago  training  in  commun- 
ication skills  with  deaf  and  deaf-blind 
people  was  hard  to  come  by.  It  was 
provided  by  different  voluntary  statutory 
organisations  mostly  on  an  occasional 
basis  and  without  a  generally  agreed  and 
assessed  standard  of  competence. 

The  many  organisations  that  exist  for 
deaf  people  decided  to  set  up  a  new 
umbrella  organisation  called  the  Council 
for  Advancement  of  Communication  with 
Deaf  People,  the  CACDP  for  short.  Its 
purpose  was  to  promote  Communication 
Courses  and  to  develop  a  curriculum  and 
assessment  procedure  and  standards  so 
that  eventually  a  Register  of  Interpreters 
would  be  created,  enabling  deaf  people 
to  request  the  services  of  a  fully  qualified 
interpreter  whenever  they  needed  one. 

The  training  was  divided  into  three 
initial  stages  followed  by  an  Interpreters 
Course. 

As  the  organisation  developed  it 
recognised  the  need  also  to  promote 
courses  for  communication  with  deaf- 
blind  people  and  invited  all  relevant 
organisations  to  join  a  special  Deaf-Blind 
Advisory  Committee.  As  previously  report- 
ed in  Talking  Sense,  this  Committee  has 
produced  Course  material  and  run 
Courses  for  Communication  with  inter- 
preting for  deaf-blind  people. 

Initially  most  of  the  funding  for  the 
CACDP  came  from  grants  from  two 
member  organisations  with  small  amounts 
from  some  others  and  later,  grants  from 
the  DHSS. 

As  the  work  of  the  CACDP  expanded 
it  was  felt  by  member  organisations  that 


Sense  Calendar 
1988 

Question:  What's  exciting  and  colourful, 
makes  an  excellent  present  and  is  totally 
indispensible  366  days  a  year? 
Answer:  The  Sense  1 988  Calendar. 
Ideal  for  hanging  anywhere  in  the  home  or 
office,  this  slimline  calendar  has  a  different 
painting  for  every  month,  produced  by  deaf- 
blind  children,  young  people  or  adults  in 
our  care.  Beneath  the  painting  is  a  space 
for  every  day  of  the  month  so  you  will  have 
lots  of  room  for  all  your  appointments  and 
memos. 

Sense  calendars  can  be  obtained  through 
the  Sense  Christmas  Catalogue,  Sense 
shops,  or  the  Appeals  Department,  31 1 
Gray's  Inn  Road,  London  WC1X  8PT.  Price 
£1.25. 


appealing  for  funds  from  the  general 
public  would  be  very  difficult  for  'Courses'. 
To  charge  totally  realistic  fees  for 
Courses  and  assessments  to  cover  the 
administration  of  CACDP  would  put  them 
out  of  reach  of  many  volunteers  and 
others  (including  teachers)  and  would 
greatly  reduce  the  numbers  qualifying  as 
interpreters  or  communicators.  Member 
organisations  felt  CACDP  should  be 
financed  by  direct  funding  from  the 
DHSS  and  applied  for  a  substantial  grant 
to  cover  CACDP's  needs  for  the  next 
three  years.  However,  the  DHSS  has 
questioned  the  reasoning  behind  the 
request  for  funding  and  considers  most 
funds  should  be  raised  by  public  appeal, 
with  a  topping  up  from  the  DHSS  - 
provided  that  funds  have  successfully 
been  raised  elsewhere. 

The  CACDP  has  asked  people  to 
communicate  through  their  MPs  to  the 
government  the  importance  of  training  in 
communication  skills  being  available  on 
as  wide  a  scale  as  possible  and  not 
dependent  on  the  vagaries  of  fund 
raising.  This  is  the  life-line  that  deaf  and 
deaf-blind  people  have  to  the  hearing 
and  sighted  world  around  them  and  is 
essential  in  some  aspects,  not  a  matter 
of  convenience  or  choice,  for  deaf 
people  particularly  in  visits  to  a  doctor  or 
hospital,  police  station,  courts,  lawyers 
and  public  meetings  and,  of  course,  for 
deaf-blind  people  almost  all  the  time. 

Training  in  communication  skills  with 
deaf  and  deaf-blind  people  should  be 
accepted  as  part  of  Social  Service 
provision  to  answer  daily  needs  of  these 
people,  not  as  something  they  can  have 
if  they  can  find  the  money  for  it  but  as 
their  right. 


Cj^JS^^-^ 


Jessica  Hills 


Sense's 
Scottish.  Adviser 


Stuart  Aitken  is  Consultant  Psychologist 
to  Sense-in-Scotland.  He  was  previously 
Educational  Psychologist  at  the  Royal 
School  for  the  Blind  in  Edinburgh  and 
now  is  a  free-lance  Consultant.  Together 
with  Gill  Morbey,  Sense's  Scottish 
Officer,  Stuart  surveyed  the  deaf-blind 
population  of  Scotland,  and  their  joint 
study  "Look!  I'm  Here"  was  published  in 
June  1987  and  presented  at  Sense's 
second  Scottish  Conference  the  follow- 
ing month. 


The  CastJeton  Road  Family  House 


The  2nd  June  1987  was  a  very  exciting 
day  for  all  of  us  at  the  Rebecca 
Goodman  Centre  at  Whitefield  School, 
when  the  Castleton  Road  Family  Home 
was  officially  opened  by  Mr.  Harry 
Goodman,  Chief  Barker  of  the  Variety 
Club. 

The  Family  House  is  situated  about 
250  yards  from  the  school,  so  the  eight 
children  who  live  there  can  walk  to 
school  each  day  with  their  key  workers 
from  the  House.  Although  we  only  moved 
in  at  the  beginning  of  term,  some  of  the 
children  are  already  beginning  to  know 
the  route  to  school  -  and  back  to  the 
House  again  at  the  end  of  the  day. 

The  building  was  originally  a  large, 
detached  three  bedroom  house.  Now  it 
has  been  converted  into  a  nine  bedroom 
house  with  bedroom  facilities  downstairs 
for  children  with  physical  difficulties  that 
make  stairs  a  problem.  The  double 
garage  has  been  converted  into  two 
bedrooms,  a  shower  room  and  a  laundry 
area.  A  double  storey  conversion  of  four 
bedrooms  in  total  was  added  to  one  side 
of  the  House.  Some  delay  was  caused 
when  the  builders  dug  down  to  make  the 
foundations  and  discovered  a  spring  in 


the  middle  of  the  area!  This  took  some 
time  and  effort  to  overcome  -  however, 
the  building  was  finished,  everywhere 
decorated  and  all  the  new  furniture 
delivered  in  time  for  us  to  move  in  on  the 
first  day  of  the  Summer  Term. 

Much  time  and  discussion  was  spent 
on  choosing  the  colour  scheme  and 
furnishings.  Everyone  felt  that  the  House 
should  be  as  home-like  as  possible  and 
so  furniture  was  chosen  that,  as  well  as 
being  solidly  made,  would  help  to  create 
a  homely  atmosphere.  Most  of  the 
furniture  is  pine,  and  has  proved  to  be 
practical  as  well  as  attractive.  The  rooms 
are  painted  in  a  variety  of  pastel  colours 
-  rose  white,  apple  white  and  apricot 
with  a  beige  green  carpet  throughout. 

Whilst  the  conversion  work  was  taking 
place  four  children  were  able  to  move 
into  temporary  accommodation  close  to 
the  school.  Vanessa  Hutchinson  who 
joined  us  from  the  Northern  Counties 
Deaf-Blind  Unit  accompanied  these  child- 
ren in  their  move  to  Castleton  Road. 

As  there  had  been  so  much  uncertainty 
about  the  completion  date,  due  to  the 
spring,  the  other  residential  staff  could 
not  join  us  in  time  for  the  beginning  of 


term  and  so  staff  from  the  Rebecca 
Goodman  Centre  worked  on  a  rota  in  the 
House,  as  well  as  at  school,  for  the  first 
four  weeks,  enabling  us  to  admit  the  rest 
of  the  children. 

Moving  in  was  great  fun,  the  children 
enjoyed  finding  out  about  their  own 
rooms,  the  sitting  room,  dining  room, 
kitchen  and,  of  course,  the  bathrooms. 

There  is  still  plenty  to  learn  and  the 
children  have  individual  programmes  to 
help  them  develop  skills  in  communication, 
self-care  and  play  through  24  hour 
programmes,  for  some  children  this  may 
involve  learning  to  sleep  at  the  same 
time  as  everyone  else.  Targets  are  set  at 
the  child's  six  monthly  review  conference 
where  both  Home  and  school  staff 
participate. 

Fulfilling  these  aims  is  hard  work  for 
both  children  and  staff  and  so  staffing 
levels  are  high  -  five  fulltime  staff  and 
two  part  time  staff,  as  well  as  a  cook  and 
cleaner. 

We  are  sure  that  everyone  will  share 
our  satisfaction  at  seeing  this  exciting 
project  transform  from  drawing  board  to 
reality. 

Jane  Evans  and  Terese  Lyons 


Above  (left  to  right):  The  Castleton  Road  Family  Home;  Sharing  a  bedtime  story. 

Below:  Shammon,  Liam  and  James  Rice  going  to  school;  the  end  of  a  tiring  day  for 

Lucy  and  Terese;  Liam  in  bed. 


Our  Scottish.  Conference 

About  1 50  parents,  children,  carers,  teachers  and  others  came  together  at  the 
Kelvin  Conference  Centre  in  an  attractive  parkland  in  Glasgow  on  the  weekend 
of  1 0  - 1 2  July.  As  if  to  prove  the  city  slogan  'Glasgow's  miles  better'  we  enjoyed 
a  first  class  conference  thanks  to  excellent  speakers  and  the  fine  organisation 

by  Sense-in-Scotland. 


Under  the  firm  and  witty  chairmanship  of  Dan  Burns,  Depute  Director  of  Strathclyde 
Area  Education,  the  talking  began  with  Kurt  Vinterhoj  who  told  us  about 

Adult  Services  in  Denmark 


The  Danes  have  a  saying  that  an  idea 
germinates  in  Denmark,  but  is  first  taken 
up  and  practised  in  Sweden.  After 
travelling  to  Norway  it  is  picked  up  in 
Finland  before  finally  being  carried  out 
back  in  Denmark  Fortunately  for  Denmark 
Kurt  has  many  years  of  experience  in 
deaf-blindness  and  has  helped  to  make 
things  happen  more  quickly  in  his 
country.  Since  1986  he  has  been  Project 
Coordinator  for  the  Nordic  Committee  on 
Disability. 

He  gave  us  the  formal  Nordic 
definition  of  deaf-blindness  which  is 
seen     as     a     separate     disability.     He 


stressed  that  we  need  to  include  within 
the  deaf-blind  all  who  do  not  use  their 
sight  and  hearing  for  whatever  reason, 
for  we  do  not  know  where  in  their 
neurological  system  the  damage  lies. 

Before  describing  the  provision  made 
post-school  for  deaf-blind  adults  Kurt 
spoke  of  changes  in  attitudes  which  have 
taken  place.  We  need  to  understand  that 
the  large  institutions  built  in  the  last 
century  reflected  the  static  view  of  man 
which  people  held  then.  Now  we  see 
people  as  dynamic  -  capable  of  develop- 
ment, so  our  laws  and  institutions  must 
change  to  fit  our  present  ideas. 

The  Centre  for  Deaf-Blind 
Youth 

The  Centre  was  built  to  meet  the  needs 
of  18  to  23  year  olds,  for  this  post-school 
group  nothing  had  been  offered  before. 

The  Centre  was  designed  for  ten 
young  people,  although  it  was  soon 
recognised  that  the  numbers  who  could 
benefit  by  it  had  been  underestimated.  It 
is  a  Group  Home,  training  in  daily  living 
skills,  social  and  leisure  activities.  The 
/oung  people  are  offered  job  training 
and  encouraged  to  take  part  in  work  in 
adult  life. 

The  staff  take  part  in  a  carefully 
planned  and  organised  training  pro- 
gramme which  the  high  ratio  of  10 
jsters  to  26  staff  allows.  All  of  the 
-.*>."  are  involved  in  the  daily  programmes 
•0  that,  for  example,  the  cooks  do  not 
make  food  for  the  youngsters  but  with 


The  Approach  to 
Communication 

There  is  a  danger  in  having  to  stay  within 
the  Centre  for  too  long,  so  there  is  an 
effort  made  to  establish  links  with  the 
'reality'  of  the  outside  world.  This  is  done 
by  using  the  Rhode  Island  Curriculum 
which  embodies  three  processes  -  first 
Enactive,  then  Iconic,  finally  the  Symbolic. 
Through  this,  as  Kurt  demonstrated  with 
some  video  sequences,  the  youngsters 
develop  their  experiences  by  taking  part 
in  useful  practical  activities. 

The  Future 

Kurt  went  on  to  outline  two  developments 
in  Denmark  which  allow  the  good  work  of 
the  Centre  to  be  carried  on  after  the  age 
of  23.  The  first  is  Group  Homes,  catering 
for  six  to  ten  people,  allowing  an 
increased  independence  to  the  residents, 
the  second  a  Habilitation/Rehabilitation 
Centre. 

These  two  ideas  are  linked  together 
because  it  was  found  that  whilst  the 
Group  Homes  allow  time  for  their 
residents  to  live,  work  and  develop 
together,  continuing  with  such  features 
as  communication  training,  there  were 
other  needs  which  were  not  being 
covered.  There  is  a  need  to  offer  support 
to  deaf-blind  people  in  the  community 
and  some  in  mental  handicap  hospitals. 
Staff  from  these  hospitals  can  attend  the 
Centre  to  acquire  skills  which  are  useful 
in  the  hospital.  The  organisation  provides 
four  kinds  of  service:-  habilitation/rehab- 
ilitation;  personal  and  family  courses; 
trying  out  technical  aids  and  deaf-blind 
consultancy  (one  consultant  to  20 
adults). 

From  all  these  developments  came 
opportunities  for  change,  to  encourage  a 
flexible  and  dynamic  approach  to  the 
future. 

Look  I'm  Here 

This  is  the  title  of  a  report,  now 
published,  by  Gill  Morbey  and  Stuart 
Aitken.  They  presented  it  together  to  the 
Conference,  explaining  their  findings  and 
recommendations  for  action.  The  aim  of 
their  research  was  to  find  out  the 
number  of  16  -  35  year  olds  in  Scotland 
with  a  dual  sensory  loss,  in  order  to  see 
what  post  school  provision  may  be 
needed.  Secondly  to  find  out  how  many 
people  there  are  in  total  between  birth 
and  50  years  of  age  with  congenital  or 
early-onset  deaf-blindness,  so  that  overall 
planning  of  resources  will  be  assisted. 
(Talking  Sense  will  be  giving  a  fuller 
account  of  'Look,  I'm  Here'  in  a  later 
edition). 


The 

Disabled  Persons 

Act  1986 

Tom  Clarke  MP  spoke  about  this  Act 
which  although  passed  by  Parliament 
last  year  has  only  been  partially  brought 
into  force.  It  was  a  Private  Members  Bill 
and  although  it  met  with  government 
obstruction  was  so  strongly  supported  by 
public  opinion  and  by  MPs  of  all  parties 
and  in  the  House  or  Lords,  which  had 
improved  it,  that  it  became  law  on  7  July 
1986. 

Supporters  of  the  measure  thought 
that  the  Government  had  undertaken  to 
bring  in  various  parts  of  the  Act  on  a 
timetable  and  were  particularly  con- 
cerned when  more  than  2000  school 
leavers  were  unassisted  last  Autumn. 

The  parts  of  the  Act  which  have  been 
implemented  concern  reports  to  Parlia- 
ment and  to  local  authorities  and 
represent  only  about  ten  per  cent  of  the 
Act  and  are  all  clauses  which  are  low  or 
nil  cost  to  the  Exchequer.  Vital  clauses 
including  rights  of  representation  and 
measures  concerning  discharge  from 
long-stay  hospitals  remain  unimplemented. 

The  legal  position  is  that  the  Govern- 
ment have  the  right  to  delay  the 
operation  of  measures  which  cost  money 
until  it  suits  them.  There  is  the  case  of  an 
Act  which  was  passed  in  1928  parts  of 
which  are  still  not  in  operation!  In  answer 
to  questions  put  down  since  the  new 
Parliament  has  been  sitting,  Nicholas 
Scott,  Minister  for  the  Disabled,  said  that 
orders  implementing  further  parts  of  the 
Act  would  have  to  wait  until  resources 
became  available. 

Local  authorities  have  estimated  that 
the  full  cost  of  implementing  the  Act  will 


Tom  Clarke  MP  chats  with  Dan  Burns. 


be  about  £150  million  over  two  to  three 
years.  There  would  be  some  savings 
made  and  certainly  better  value  for 
money  spent  than  under  the  present 
arrangements.  Local  authorities  have  the 
right  to  implement  the  so  far  unallowed 
clauses  if  they  so  wish,  but  they  would 
receive  no  financial  assistance  to  do  so 
and  would  probably  suffer  an  additional 
financial  penalty  under  the  Rate  Capping 
legislation. 

Mr  Clarke,  who  was  the  prime  mover 
of  the  Act,  believes  that  the  voluntary 
organisations  must  keep  on  pressing  the 
Government  until  it  brings  in  the  Act 
entirely. 


Severely  Challenging  Malcolm 


Partners 


Malcolm  Jones,  Principal  of  Beechtree 
House  spoke  about  the  methods  used  in 
his  school  in  educating  multi-handicapped 
children  with  severe  challenging  behaviour. 
A  fundamental  approach  was  to  strip 
away  control  from  a  child  of  his 
environment,  a  control  which  the  child 
has  achieved  by  his  challenging  be- 
haviour. This  is  done  initially  by  close  i.e. 
arms  length,  face  to  face,  contact  in 
which  the  child's  will  is  brought  under 
control  by  the  teacher's.  Gradually,  free 
of  distraction,  and  with  rewards  for  each 
little  step  in  self  control  the  child/teacher 
distance  is  increased,  signing  and 
communication  between  them  improve. 
Other  people  are  allowed  to  enter  the 
room  and  eventually  the  child  may  learn 
to  move  from  room  to  room,  carrying  out 
instructions.  Some  control  has  been 
returned  to  the  child. 

The  child  is  taught  how  to  control  his 
inner  frustration  when  it  rises  up  by 
adopting  certain  body  positions,  such  as 
arms  crossed,  hands  over  head  or  by 
turtling,  that  is  crouched  on  the  floor 
curled  up  with  hands  clasped  on  the 
back  of  the  neck.  The  child  is  rewarded 
for  not  attacking  at  these  times  of 
intense  frustration.  We  saw  a  fascinating 
piece  of  film  when  a  boy  used  his 
training,  his  inner  struggle  ended  in  tears 
and  then  a  smile.  One  felt  that  he  had 
really  achieved  something. 


Malcolm  laid  stress  on  aspects  of 
institutional  and  organisational  conflict, 
showing  how,  for  example,  poor  com- 
munications between  family  and  school, 
or  between  carers  and  teachers  can 
work  against  the  child's  interest.  He 
urged  us  to  look  at  the  structure  of  our 
organisations  in  detail;  to  value  all  staff 
for  what  they  do  rather  than  for  their 
marks  of  status.  In  Beechtree  the  deputy 
head  is  a  carer,  in  general  teachers  are 
expected  to  write  work  programmes  and 
the  care  staff  to  operate  them. 


The  conference  wasn't 
just  for  grown-ups. 
Children  got  a  look-in  too 


The  cooperation  of  parents  and  pro- 
fessionals working  together  to  achieve 
common  ends-  has  in  many  respects 
become  a  cliche.  Norman  Brown,  Liaison 
Officer  for  Sense,  sought  to  take  this 
one  step  forward.  He  argued  that  we 
have  to  begin  to  think  as  partners,  not  as 
a  divide  between  two  groups.  Principally, 
parents  have  to  offer  the  best  case 
history  on  their  child,  offering  a  frame- 
work which  makes  sense  of  events  which 
occur  not  only  in  the  pre-school  period, 
but  throughout  the  life  of  that  person. 
We  must  recognise  the  divisions  caused 
between  parents  which  arise  in  the 
simplest  ways  -  often  through  practical 
day  to  day  handling  of  the  child. 
Professionals  have  a  lot  to  offer  in 
recognising  that  the  pedestals  on  which 
they  are  often  placed  are  both  of  recent 
construction  and  highly  fragile.  They 
must  be  able  to  recognise  that  in  which 
they  are  not  competent,  as  well  as  their 
own  areas  of  competence.  Professionals 
must  be  willing  and  able  to  give  away 
their  skills.  Norman  clearly  touched  upon 
many  raw  nerves,  as  the  audience 
acknowledged  such  difficulties  as  coping 
with  being  both  teachers/playmates  and 
parents.  In  the  end,  Norman  suggested, 
we  as  parents  are  there  to  offer  the  love 
to  our  children  onto  which  professionals 
can  build. 


Gill  Morbey 


The  Conference  ended  on  Sunday 
afternoon  with  workshops  presented  by 
Sister  Ailish  Massey  on  educating  the 
deaf-blind  child,  Mary  Guest  on  Usher 
Syndrome  and  Karen  Tait  and  Geoff 
Aplin  on  Overbridge  (with  a  later  visit  to 
look  it  over  for  those  with  the  time)  and 
Parent's  Workshop. 

Throughout  the  weekend  all  those 
useful  and  heartening  chats  between 
participants  went  on,  valuable  contacts 
were  made,  friendships  formed  or  re- 
newed and  promises  made  to  keep  in 
touch,  and  see  you  next  time.  Alas,  next 
time  will  be  two  years'  time  in  Scotland. 
We  all  appreciated  the  efforts  of  Gill 
Morbey  and  Joyce  Wilson  and  all  the 
members  of  Sense-in-Scotland  for  a 
wonderful  meeting.  Last,  but  not  least, 
thanks  to  Roger  O'Connor,  his  staff  and 
the  many  volunteers  who  helped  with 
the  creche  and  other  vital  jobs. 

P.S.  One  parent  said  that  she  thought 
the  talks  were  so  interesting  that  she 
was  riveted  to  her  seat.  But  you'd  expect 
that  on  Clydeside  wouldn't  you? 

Thanks  to  Stuart  Aitken  and  Peter 
Bennett  for  reporting  the  Conference. 


Branch.  Officers' 
Weekend 


The  Programme  for  the 
Weekend 

The  first  session,  entitled  "How  We 
Came  Here  -  A  Perspective",  was  to  set 
the  scene  for  the  Weekend.  Norman 
talked  about  the  Association's  early 
years,  and  then  looked  at  all  the  different 
stages  in  its  development.  He  illustrated 
with  a  graph  the  dramatic  explosion  in 
the  provision  of  services  over  the  last 
seven  years,  which  showed  how  Sense 
has  grown  to  be  much  more  than  a 
parents'  group.  It  explained  in  part  the 
feeling  of  alienation  some  parents  have 
as  the  Association  they  used  to  run  with 
occasional  committee  meetings  has 
become  a  full-time  professionally  effective 
organisation. 

Norman  also  dealt  with  the  change  in 
family  needs  according  to  the  age  of  the 
child  and  its  present  effect  on  the 
Association.  For  example,  the  success  of 
our  Family  Advisory  Service  and,  to  a 
lesser  degree,  the  success  in  finding 
suitable  educational  placements,  has  left 
many  parents  satisfied  with  the  service 
they  receive  and  therefore  not  drawn  to 
become  active  members  of  the  Association, 
which  leaves  Sense  the  poorer. 

As  more  needs  are  met,  we  can 
become  seen  as  a  service  provider 
rather  than  a  self-help  organisation. 

The  main  purpose  of  the  Weekend 
was  not  to  devise  imaginary  ways  of 
parents  running  the  Association  day  to 
day  but  to  look  realistically  at  those 
areas  our  own  professionals  cannot 
serve  and  where  parents  can  and  must 
still  help  other  parents  as  effectively  as 
they  ever  did.  We  were  restoring 
partnership  rather  than  fighting  for 
control. 

Since  so  much  of  importance  was 
covered  during  the  weekend,  we  can  at 
best  give  only  a  taste  but  I  know  you  will 
be  interested  in  some  of  the  conclusions. 

Important  areas  of 
discussion 

Certain  matters  discussed  led  to  quick 
and  definite  responses: 

(a)  Branches  should  not  be  restricted 
to  parents  only.  Sense  has  always 
been  blessed  by  the  involvement 
of  concerned  professionals  and 
friends. 

(b)  The  family  membership  of  a  Branch 
should  not  be  restricted  to  families 
with  a  deaf-blind  member.  Branches 
are  often  able  to  help  families  of 
the  deaf  and  additionally  handi- 
capped more  directly  than  can 
Sense  services.  And  the  benefit  is 
two-way. 

(c)  The  delegates  could  come  up  with 
no  effective  way  of  running  a 
Branch  or  parent  group  other  than 
by  Committee,  although  they 
recognised  the  advantage  of  using 
'.'jb-groups  or  individuals  for  greater 
effect.  It  was  recognised  that  such 
a  structure  put   many  parents  off 
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and  that  it  should  be  a  responsibility 
to  help  overcome  such  lack  of 
confidence  by  making  involvement 
easy  and  ways  clear. 

Twiglets  (Contact  People) 

We  discussed  the  problem  of  reaching 
people  in  areas  where  we  had  no 
branches. 

We  looked  again  at  the  old  proposal 
of  having  a  published  list  of  contact 
people  in  such  areas.  At  the  moment  a 
support  network  is  in  operation  but 
remains  unpublicised,  individuals  being 
called  upon  as  and  when  appropriate. 

The  delegates  thought  that,  as  far  as 
parent  support  goes,  an  unofficial  network 
would  work  best,  because  with  a 
publicised  list  there  could  be  a  danger  of 
overload  and  pressure  coming  at  a  time 
when  the  contact  person  could  be  having 
his  or  her  own  difficulties,  and  might 
therefore  be  temporarily  unfairly  stressed. 

It  was  thought  however  that  it  might 
be  possible  to  have  a  published  network 
of  people  whose  only  role  would  be 
simply  that  of  an  enquiry  or  referral  point 
but  without  a  specified  support  role  (with 
the  dangers  of  expected  counselling). 

It  would  be  up  to  existing  Branches  to 
support  such  people  and  each  other 
rather  than  leaving  it  to  Head  Office.  It 
was  also  thought  that  such  a  system 
could  also  lead  on  to  the  establishment 
of  new  Branches  in  time. 

This  is  something  of  bed-rock  impor- 
tance. It  would  be  good  to  know  what 
other  members  think. 

Branches  and  the  Need  for 
National  Fundraising 

We  discussed  the  possibility  of  a 
separate  network  of  fundraising  support 
branches  whose  main  objective  would  be 
to  raise  money  for  the  national  Associa- 
tion. Although  no-one  had  anything 
against  the  establishment  of  fundraising 
branches,  it  was  felt  it  would  be  a 
mistake  to  let  them  be  independent  of 
parent  welfare  branches  and  that  they 
should  be  linked  in  some  way. 

Most  Branches  have  in  fact  very 
limited  fundraising  needs  and  the  clash 
of  branch  /  regional  project  /  national 
fundraising  led  us  to  nominate  four 
delegates  to  meet  with  Ian  Wratislaw, 
Sense's  new  Head  of  Fundraising,  and 
his  team  to  discuss  the  whole  issue.  The 
four  are  Ian  Beattie,  Clive  Eden,  Bernard 
Dunleavy  and  Margaret  White. 

Again,  we  need  to  know  what  the 
membership  thinks  of  this  whole  subject 
and  would  appreciate  it  if  you  would  let 
us  know  of  your  own  thinking. 

Feelings  of  Alienation 

We  looked  at  the  whole  issue  of  feelings 
and  facts,  discovering  a  whole  new  area 


where  Branches  can  play  a  vital  role. 

With  the  huge  explosion  in  activity 
over  the  last  seven  years  and  the 
enormous  growth  in  what  Sense  now 
does,  we  have  changed  as  an  Association 
from  a  group  of  involved  and  concerned 
people  operating  a  support  and  pressure 
network  into  a  major  service-provider 
and  employer  ourselves. 

However  much  we  regret  the  passing 
of  the  time  when  everybody  knew 
everybody  else,  or  at  least  who  they 
were,  what  we  really  require  of  Head 
Office  is  that  they  keep  providing  the 
services,  finding  the  money  to  do  so,  and 
expand  them  where  possible. 

If  Rodney,  our  Director,  remained  friendly 
and  accessible  to  us  at  all  times  while 
everything  we  have  seen  built  up  fell 
apart  around  him,  we  would  think  he  had 
his  priorities  wrong.  We  expect  him  to 
run  things  well  for  us  and  we  have 
parents  on  every  committee  to  help  him 
in  that  task. 

As  more  and  more  services  require 
more  and  more  staff  to  run  them,  so  we 
demand  that  Head  Office  becomes  more 
and  more  expert  and  efficient.  But  where 
has  the  relaxed  human  touch  gone?  It  is 
still  in  fact  there  but  there  is  less  and 
less  time  to  use  it.  The  people  who  used 
to  ring  up  and  find  someone  with  time  to 
chat  are  now  disappointed  more  often 
than  not.  And  the  enquirers  are  growing 
in  numbers  as  the  time  available  shrinks. 

In  must  step  the  mini-Association,  the 
Branch,  still  able  to  give  the  friendly 
support  and  the  listening  ear.  Able  to 
understand  the  pressures  on  Head 
Office  and  on  the  individual  families  and 
able  to  be  either  buffer  or  bridge 
between  the  two  when  necessary.  Most 
importantly,  the  Branch  is  able  to  take 
back  the  role  our  old  Council  and  original 
Head  Office  was  able  to  fill  for  only  a 
short  time  -  supplying  the  person. 

Really,  the  only  people  who  can  break 
down  the  feelings  of  lack  of  control,  lack 
of  importance,  lack  of  involvement,  are 
other  families  and  friends.  Head  Office 
cannot  do  it,  however  friendly,  dedicated 
and  involved  each  member  of  staff  may 
be. 

Most  Branches  indeed  have  the 
problem  in  miniature.  All  have  parents 
they  can't  seem  to  reach.  All  have  those 
who  think  they  are  what  they  are  not, 
who  complain  of  being  left  out,  who  talk 
of  the  chosen  few  and  feel  only  the 
favourites  are  being  served.  If  a  Branch 
finds  such  feelings  of  alienation  in  its 
own  area,  what  can  a  Head  Office  do 
nationally? 

It  is  therefore  important  to  get  the 
whole  thing  in  perspective  -  and  then  try 
to  tackle  it.  Thank  God  we  are  an 
obstinate  bunch. 

The  above  are  just  some  of  the  issues 
we  tackled  that  weekend  but  I  hope  it 
shows  how  people  at  the  grass  roots  are 
still  carrying  on  our  old  tradition  of  self- 
help  and  involvement  wherever  possible. 

Norman  Brown 
Linda  Ricardo 


Making  the  Break 

By  Ann  Richardson  and  Jane  Ritchie 

Published  by  King's  Fund  Publishing 
Office 

At  first  glance  Making  the  Break  looks 
like  yet  another  book  on  mental  handicap 
by  professionals  and  for  professionals  - 
an  introduction,  some  perspectives,  policy 
implications  and  a  list  of  facts  and 
figures  -  and  so  it  is  :  yet  it  is  much, 
much  more  than  this,  and  a  pleasure  to 
read.  Ann  Richardson  and  Jane  Ritchie 
have  produced  that  rare  hybrid  -  an 
academic  work  that  triumphs  over  the 
dryness  of  research  by  bringing  its 
subject  matter  to  life. 

Making  the  Break  concentrates  on 
three  main  areas  an  introduction 
covering  research,  numbers,  policy  issues, 
and  family  profiles;  a  section  from  the 
parental  point  of  view  covering  families, 
care  at  home,  independence,  making  the 
break,  and  alternatives  to  family  care; 
and  a  short  chapter  on  policy  implications. 
It  is  to  the  book's  credit  that  by  far  the 
longest,  and  most  readable,  chapter  is 
the  one  from  the  parents'  perspectives. 
This  whole  chapter  brings  issues  and 
people  to  life  in  a  way  that  facts  and 
figures  never  can,  and  any  parent  of  a 
handicapped  child  will  find  much  to 
relate  to  in  the  family  profiles. 

Making  the  Break  doesn't  set  out  to 
provide  answers,  although  it  offers  some 
ideas  for  future  planning  in  the  chapter 
on  policy  implications,  what  it  does  do  - 
and  does  rather  well  -  is  to  explore 
parental  feelings  and  looks  at  just  what  it 
means  to  have  a  handicapped  child  and 
have  to  consider  the  question  of  that 
child  leaving  home. 

Broadly,  the  research  found  that  three 
different  parental  stances  are  taken  :  a 
feeling  that  their  son  or  daughter  should 
remain  at  home  until  they,  as  parents, 
could  cope  no  longer;  a  knowledge  and 
acknowledgement  that  the  issue  of 
moving  on  needed  to  be  considered  but 
with  no  real  moves  on  their  part  to  make 
it  happen;  an  active  search  for  an 
alternative  place,  either  urgently  or  as  a 
planned  move  for  the  future. 

The  parental  perspectives  and  family 
profiles  chosen  by  Richardson  and 
Ritchie  illustrate  only  too  well  that  the 
love  and  commitment  and  unstinting 
devotion  shown  by  most  parents  of 
handicapped  children  has  a  cost  in  terms 
of  sheer  effort  and  all-pervadingness  on 
parental  and  family  life.  I  was  left  with  a 
feeling  of  admiration  for  all  those  who 
shared  their  feelings  with  the  research- 
ers, and  a  hope  that  this  slim  volume  will 
help  some  parents  to  help  their  children 
towards  the  amount  of  independence 
that  is  right  for  them.  A  question  I  just 
couldn't  get  away  from  is  when  are  we 
'the  professionals'  going  to  ensure  that 
ALL  parents  of  handicapped  children  are 
given  sufficient  knowledge  and  support  - 
FOR  AS  LONG  AS  IS  NECESSARY  -  to 
help  them  make  an  informed  decision 
on  their  child's  future? 

Alan  J.  Carter 
Senior  Tutor 
Overbridge 

Available  from:  The  Publications  Assistant, 
The  King's  Fund  Centre,  126  Albert  Street, 
London  NW1  7NF.  Send  a  cheque  made  out 
to  'The  King's  Fund'  for  £3  (includes  p+p) 
with  the  order. 


Letting  Go 

After  long  years  of  fighting,  when  you  finally  reach  the  day  when 
your  child  is  placed  in  a  good  setting,  it  can  feel  very  strange.  For 

the  first  time,  perhaps,  you  can  feel  that  the  responsibility  has 
been  lifted  from  you,  that  someone  else  is  going  to  carry  the  load. 

Recently  we  have  been  talking  to  many  parents  who  have  felt 

strangely  depressed  after  their  child  has  started  at  a  new  place, 

and  have  found  it  hard  to  come  to  terms  with  their  new  role.  In  an 

open  letter,  Norman  Brown  writes  to  one  of  our  members  about 

her  feelings  when  Jo  left  home  to  join  a  Sense  centre. 

Deaf  -felloto  pateAt... 


You  are  right;  when  you  allow  your  child 
to  go  into  a  residential  setting  with  the 
knowledge  that  it  may  be  for  life,  it  is 
very  like  a  bereavement.  The  fact  that 
you  have  allowed  it  or  have  agreed  with 
the  decision  may  make  it  worse. 

People  who  look  upon  our  children  as 
just  a  burden  may  be  surprised  at  our 
reactions  when  the  burden  seems  to  be 
lifting.  They  have  forgotten  that  our 
children  are  part  of  our  love  and 
therefore  of  our  lives,  so  that  everything 
changes  when  they  leave. 

I  know  that  you  did  not  feel  so  upset 
when  your  other  child  left  but,  if  you 
remember,  she  had  been  preparing  you 
for  it  herself  for  quite  a  while.  I  expect 
you  could  write  a  surprisingly  long  list  of 
ways  in  which  she  announced  her 
growing  independence  and  gave  you 
increasing  doses  of  that  normal,  healthy 
rejection  that  announces  the  arrival  of  a 
young  adult.  But  you  haven't  lost  her, 
have  you?  Your  relationship  is  as  strong 
as  ever,  just  different. 

We  often  don't  spot  the  growing 
maturity  in  our  disabled  children  and 
their  readiness  to  move  on,  because  the 
signs  may  be  gentler,  easily  misunder- 
stood or  simply  not  believed.  In  the  end 
we  may  feel  we  are  making  the  decision 
for  them  instead  of  enabling  them  to  put 
their  own  wishes  into  operation.  It  would 
be  a  pity  to  hang  on  and  make  them 
dependent  again. 

We  tend  to  see  the  development  of 
independence  as  learning  to  do  things. 
At  the  same  time  there  is  another  kind  of 
independence;  becoming  less  emotionally 
dependent  upon  our  first  carers,  our 
parents.  It  is  the  second  independence 
that  can  really  open  the  door  to  the 
world. 

But  when  Jo  has  left  Jo's  mother,  I 
still  know  who  Jo  is;  but  who  is  the 
woman  who  was  'Jo's  mother'?  That  is 
often  hardest  for  Jo's  mother  to  face. 

There  should  be,  and  I  am  sure  will 
be,  a  time  of  discovery  and  growth  but 
you  will  have  to  allow  yourself  time  to 
work  through  the  confusion  and  grief. 

Preparing  for  a  break  is  a  slow 
process  and  you  have  had  little  warning. 
You  were  seeking  a  good  placement, 
not  preparing  for  it. 

I  am  glad  that  you  were  able  to  take 
advantage  of  some  of  the  respite  and 
holiday  breaks  on  offer.  They  are  usually 
looked  upon  as  breathers  to  help  you 
keep  going,  but  they  are  also  trial 
separations  helping  you  towards  the  big 
break. 


Residential  schooling  unconsciously 
prepares  some  families,  for  they  can 
learn  to  trust  others  with  their  child  and 
can  face  the  conflict  of  love,  having  to 
share  their  child  with  caring  staff  and  see 
him  or  her  grow  as  a  result,  without  their 
constant  input. 

This  is  not  really  a  loss,  nor  an 
abandonment.  Your  child  is  becoming  a 
young  adult  and  leaving  home  to  find  the 
meaning  of  community  and  independent 
living. 

Your  real  problem  is  you,  isn't  it?  You 
are  the  one  who  is  lost.  And  your  job  is 
to  find  yourself,  not  to  pull  your  child 
back.  You  gave  your  life  over  to  your 
child.  It  is  now  being  given  back  and  you 
must  learn  to  live  differently. 

Do  not  fear  the  feelings:  disbelief, 
confusion,  guilt,  anger,  suicidal  thoughts 
maybe;  helplessness,  ill-health,  emotional 
and  social  withdrawal,  isolation.  If  you 
face  them  they  will  pass  and  you  will  find 
a  new  identity,  a  new  view  of  your  own 
potential,  a  reduction  at  last  of  stress,  a 
chance  of  new  friends;  new  family 
patterns,  new  risks,  new  skills  or  the 
revival  of  old;  a  new  life  for  you  as  well 
as  your  child.  And  do  not  feel  guilty  at 
enjoying  yourself  when  the  time  comes, 
your  child  doesn't,  and  would  prefer  a 
happy  parent. 

Do  not  think  you  are  now  heading  for 
nothing,  that  you  are  nothing;  you  are 
yourself.  If  you  felt  that  your  child  had 
the  same  right  to  a  full  life  as  anyone 
else,  then  it  must  be  true  for  you;  except 
you  are  not  'anyone  else'.  You  are  you 
and  I  hope  it  will  prove  exciting 
discovering  yourself  at  last. 

One  thing  to  remember  is  that  you  are 
not  alone  in  this.  Many  parents  have 
passed  that  way  before  or  are  travelling 
it  now.  Write  to  them,  ring  or  arrange  to 
meet.  This  is  a  good  time  for  sharing. 

You  may  want  to  run  away  or  throw 
vourself  into  work  with  the  disabled  in 
order  to  block  that  feeling  of  being  no 
longer  needed.  You  are  free  to  do  either 
but  may  end  by  doing  neither.  Give 
yourself  a  little  time  in  the  old  routine 
which  is  now  both  empty  and  new  before 
you  decide.  Give  yourself  time  to  grieve, 
for  that  is  really  what  it  is,  and  you  will 
then  have  a  longer  time  for  finding 
contentment. 


Love, 


•  # 


.  NlofMaA 


Sense  Notice  Board 


Sense  Shop 

Patrick  Anthony,  Anglia  TVs 
popular  presenter  opened 
our  new  shop  at  7  Iron- 
monger Street.  Stamford, 
Lines  on  Saturday  8  August. 
'It's  a  small  shop  with  lots  of 
character  and.  looks  an 
absolute  picture',  enthused 
Sense's  Shops  Manager 
jAdrian  Barker.  9 


Scotland 

Sense's  Scottish  Confer- 
ence held  in  July  at  Glasgow 
attracted  over  1 50  attenders. 
Speakers  included  leading 
Danish  Deaf-Blind  Educat- 
ionalist Kurt  Vinterhoj  and 
Tom  Clarke  MP.  There  were 
lively  social  meetings  and 
entertainment  by  bagpipers 
.too.  m 


Manor  House  New 
Bus 

Radio  Hereward,  at  Peter- 
borough, presented  the 
Manor  House  with  a  splendid 
new  mini-bus,  bought  with 
money  raised  by  their 
Christmas  Appeal.  The  bus 
comes  at  just  the  right  time 
as  the  old  one  was  seven 
years  old  and  showing  its 
age. 


The  Sweet  Smell  of  Generosity 


Everything  in  the  garden  will  come  up  smelling  of  something,  thanks  to  the  Rotherham  Soroptomists. 
Mrs  Brenda  Whitehouse  their  President  is  seen  here  presenting  a  cheque  for  £800  to  Doreen  Norris 
towards  the  scented  garden  at  Sense-in-the-Midlands  at  the  Brentwood  Hotel  recently. 


Leeds 

Our  Rubella  Awareness  Campaign  moved  to  Yorkshire  in 
June  when  Neil  Lennox  was  appointed  Supervisor  of  the 
project.  Ten  more  campaigners  are  being  recruited  to 
work  with  Leeds  Health  Authorities  to  raise  the  awareness 
of  the  importance  of  vaccination  against  Rubella  (german 
measles). 


Sense's  Rubella  Fellow 

Pat  Tookey,  who  works  at  the  Institute  of  Child  Health  as 
research  assistant  to  Professor  Catherine  Peckham  has 
been  appointed  our  Rubella  Fellow.  She  will  keep  us  upto 
date  with  the  latest  research,  handle  enquiries,  help  with 
our  Fact  Sheets  and  liaise  with  the  medical  community  to 
provide  information  and  statistics. 


Holidays 


Sense's  holiday  season  is  in  full 
swing.  Over  100  children  are  enjoying 
a  variety  of  Sense-run  holidays  up 
and  down  the  country  this  summer. 
Too  late  to  volunteer  to  help  this  year 
but  make  a  note  to  do  it  next  year. 


Exchange   for 


Telephone 
the  Deaf 

Deaf  and  deaf-blind  people  are 
alarmed  and  dismayed  that  British 
Telecom  are  planning  to  close  down 
the  special  Telephone  Exchange  for 
the  Deaf  (TED).  Failing  to  obtain  an 
annual  subsidy  from  the  government 
of  £80,000,  the  cost  of  the  service, 
British  Telecom  threaten  to  isolate 
Britain's  100,000  deaf  people  once 
again.  TED  handled  30,000  calls  last 
/ear  and  there  was  a  long  waiting  list 
to  become  a  subscriber. 

British  Telecom's  profits  last  year 
were  £2,000,000,000! 


Health  and  Beauty 

Three  experts  on  health  and  beauty 
will  be  among  the  attractions  at 
Sense's  Summer  Evening  of  Health 
and  Beauty  at  the  Queen  Elizabeth 
Conference  Centre  London  on  10 
September.  Come  and  learn  some  of 
their  secrets  -  but  ladies  only 
admitted. 


New  Sense  Home 

Harry  Goodman,  Chief  Barker  of  the 
Variety  Club  opened  Sense's  new 
home  at  Castleton  Road,  Walthamstow 
on  June  2nd.  The  Family  House  is 
near  Whitefield  School  so  that  the 
eight  children  who  live  there  won't 
have  far  to  walk.  t 


Students  Flats  Opening 

Freeman  House  at  Sense-in-the- 
Midlands,  Edgbaston  was  handed 
over  by  architects  Penton  and  Smart 
on  25  July.  Now  we're  busy  furnishing 
and  decorating  the  four  flatlets  for  the 
Further  Education  students  who  will 
arrive  to  occupy  it  in  September. 


Bonfire  Night 


Sense  will  be  taking  a  collection, 
thanks  to  Wandsworth  Council,  at  the 
Fireworks  Display  in  Battersea  Park 
on  5  November.  This  will  be  a 
sparkling  occasion  and  may  even  go 
off  with  a  bang.  Volunteers  are 
needed  to  shake  a  tin  too  -  contact 
our  Appeals  Department. 


Mobile  display 

Look  out  for  Sense's  Mobile  Display,  set  up  with  Manor  House  Crafts,  it  will 
travel  around  country  shows  this  summer  publicising  our  Rubella  Awareness 
message. 


Cytomegalovirus 


Cytomegalovirus  (CMV)  is  a  common  and 
usually  trivial  infection.  By  the  age  of 
about  25  to  30  about  50%  of  people  in 
Britain  have  already  had  it,  and  most 
people  are  likely  to  pick  it  up  at  some 
time  in  their  life.  It's  not  very  well  known, 
probably  because  it  doesn't  usually  make 
a  person  feel  ill.  If  you  do  have 
symptoms  when  you  get  CMV  it  might  be 
like  a  mild  dose  of  'flu,  although  very 
occasionally  it's  more  serious  and  long- 
lasting,  more  like  glandular  fever. 

So  if  it  doesn't  usually  make  you  feel 
ill,  why  is  it  important?  It's  another  one  of 
those  infections  which,  if  you  get  it  in 
pregnancy,  can  damage  the  unborn 
child. 

Cytomegalovirus  means  'large  cell 
virus'.  It  belongs  to  the  herpes  family  of 
viruses  along  with  those  causing  chicken 
pox,  cold  sores  and  glandular  fever.  In  all 
of  these  cases,  once  you've  caught  the 
virus,  you've  got  it  for  life  and  it  may 
occasionally  'reactivate'.  Shingles  is  a 
reactivation  of  the  chicken  pox  virus,  for 
instance.  Although  a  reactivation  of  CMV 
in  pregnancy  can  cause  damage,  that  is 
very  rare.  It  is  the  first,  or  primary, 
infection  in  pregnancy  which  causes 
most  problems. 

Despite  the  fact  that  CMV  is  very 
common,  it's  not  particularly  easy  to 
catch.  The  virus  can  be  found  in  blood, 
breast  milk,  cervical  secretions,  semen, 
urine  and  saliva.  It  is  not  passed  on  by 
coughing  and  sneezing,  and  you  can't 
catch  it  just  by  being  near  an  infectious 
person.  It  needs  really  close  and  intimate 
contact.  Breastfeeding  mothers  who 
have  already  had  the  infection  at  some 
time  in  their  lives  may  pass  it  on  to  their 
babies.     Sexual     transmission     is    very 


It  is  increasingly  thought  that  CMV  may 
be  a  contributory  factor  in  disability, 

including  deaf-blindness.  Pat  Tookey, 
Sense's  Research  Fellow  explains. 


common,  and  it  may  be  passed  on  by 
blood  transfusion.  If  one  person  in  a 
family  gets  CMV,  most  other  members  of 
the  family  will  eventually  pick  it  up  over  a 
period  of  months  or  years.  People  who 
catch  CMV  in  any  of  these  ways  are 
unlikely  to  be  harmed  by  it,  except  in 
rare  cases,  for  instance  a  very  premature 
baby  or  someone  who  is  already 
extremely  ill. 

A  six-year  study  recently  carried  out  in 
West  London  hospitals  has  identified 
about  100  babies  born  with  congenital 
CMV,  and  followed  up  their  development. 
Over  half  of  all  the  women  booking  at  the 
hospitals  for  their  antenatal  care  had 
already  had  CMV.  This  left  just  under  a 
half  who  risked  a  first  infection  during 
their  pregnancy.  In  fact,  about  1  in  a  100 
women  who  has  not  had  CMV  before  is 
likely  to  get  it  while  she  is  pregnant,  but 
there  is  less  than  a  50/50  chance  of 
passing  it  on  to  the  baby. 

The  good  news  from  the  study  is  that 
most  of  the  children  with  congenital  CMV 
are  perfectly  healthy.  If  they  had  not 
been  tested  for  the  virus  at  birth,  no-one 
would  ever  have  known  they  had  it. 
However,  about  5%  showed  signs  of 
infection  at  or  soon  after  birth,  varying 
from  a  short-term  illness  like  pneumonia 
to  a  permanent  disability  like  mental 
handicap.  Overall,  about  10%  developed 
handicap  by  the  age  of  one,  the  most 
common  being  hearing  impairment,  and 


there  is  no  evidence  that  further 
problems  arise  later.  Current  estimates 
suggest  that  of  the  roughly  600,000 
babies  born  every  year  in  England  and 
Wales,  perhaps  2,000  have  congenital 
CMV,  and  of  these  about  200  have 
problems  as  a  result. 

Because  many  babies  and  young 
children  have  the  virus  (usually  caught 
from  their  mothers  in  the  early  months  of 
life,  rather  than  congenially),  it  has  been 
suggested  that  playgroups  and  nurseries 
may  be  a  source  of  infection  which 
pregnant  women  should  avoid.  Although 
there  can  be  no  guarantee,  the  current 
feeling  is  that  the  risk  is  very  small. 
Studies  have  been  done  in  nurseries  and 
hospitals  and  suggest  that  nursery 
workers  and  nurses  are  no  more  likely 
than  other  women  to  have  had  CMV. 

CMV  is  a  very  difficult  infection  to 
positively  avoid:  it  is  usually  caught  from 
someone  you  are  very  close  to,  and  they 
show  no  sign  of  being  ill.  There  is  no 
vaccine  against  it  at  the  present. 
Anyway,  being  immune  to  CMV  does  not 
guarantee  that  a  child  would  not  be 
damaged  by  a  reactivation  in  pregnancy, 
uncommon  though  that  is.  The  best 
advice  that  can  be  given,  though  not 
particularly  helpful  or  realistic,  is  that  you 
should  be  scrupulous  about  hygiene 
when  you  are  pregnant  (washing  hands 
after  changing  nappies,  and  so  on)  and 
generally  do  your  best  to  stay  healthy, 
CMV  in  pregnancy  is  not  a  new  problem, 
but  one  that  we  are  just  starting  to  learn 
about  trying  to  deal  with. 

There  is  a  self-help  group  for  parents 
of  children  with  congenital  CMV.  Contact 
Stan  and  Fay  Courtney,  69  The  Leasowes, 
Ford,  Shrewsbury  SY5  9LU. 


Rubella  Awareness  Campaign  News 


•  The  Campaign  welcomes  Pat  Tookey 
as  our  Rubella  Fellow.  Pat  is  research 
assistant  to  Professor  Catherine  Peckham 
in  the  office  of  Paediatric  Epidemiology 
at  the  Institute  of  Child  Health.  She 
assists  in  providing  information  on  the 
latest  developments  in  rubella  research, 
handles  specific  correspondence  and 
enquiries,  contributes  to  the  production 
of  fact  sheets  and  liaises  with  the 
medical  community  to  provide  accurate 
up-to-date  statistics  and  information. 


•  This  month  we  say  goodbye  to  several 
valued  members  of  the  team.  Maggie 
Beale,  our  Bethnal  Green  project  worker, 
is  going  to  study  in  Birmingham  for  a 
teacher  training  certificate.  Kalpana 
Joshi  (Islington)  has  accepted  a  job  at 
the  BBC.  Jo  Dodge  (Newham)  is 
continuing  in  health  education  and  is 
becoming  an  administrator  in  a  Primary 
Care  Research  Unit.  Marisa  Howes  (West 
Lambeth)  is  joining  the  Westminster 
Social  Services  Department.  We  wish 
them  good  luck. 


•  The  Rubella  Awareness  Campaign  is 
producing  factsheets  detailing  different 
aspects  of  essential  rubella  information 
including  immunisation,  foetal  risks,  a 
medical  casebook,  costings,  current  UK 
policy  and  an  index  of  available  rubella 
literature  throughout  the  UK.  It  is  hoped 
this  will  be  available  in  the  autumn. 

•  The  Leeds  Rubella  Awareness  Campaign 
commenced  in  June  with  the  appointment 
of  Project  Supervisor  Neil  Lennox.  Ten 
project  workers  are  being  recruited  to 
work  with  Leeds  East  and  West  Health 
Authorities  to  carry  out  various  rubella 
related  projects.  Work  is  funded  by  the 
Manpower  Services  Commission  for  one 
calendar  year. 

•  Finally,  make  sure  this  Rubella  Aware- 
ness Week  (22  -  28  November)  is 
recorded  in  your  diary.  This  campaign  is 
being  organised  by  the  National  Rubella 
Council.  Naturally,  the  RAC  will  be  doing 
all  we  can  to  make  this  a  big  success. 
Watch  this  space! 


Community  Highlights 

Summer  time  is  health  fair  time,  and  July 
has  seen  two  very  successful  public 
events.  The  'Mela'  festival  in  Spitalfields, 
East  London,  was  a  multi-cultural  celeb- 
ration with  live  music,  dance,  theatre, 
and  so  on  at  which  the  rubella  team  was 
able  to  organise  a  rather  spectacular 
stall.  Since  a  high  percentage  of  the 
population  in  the  area  is  Bengali,  the 
opportunity  was  taken  to  distribute 
literature  specially  prepared  in  that 
language  -  a  very  valuable  exercise 
since  traditionally  East  London  has  a 
relatively  poor  vaccination  up-take  rate. 
Project  workers  Maggie  Beale  and  Susan 
Feuchtwanger  represented  Sense. 

Further  east,  the  'Women's  Health 
Day'  in  Dagenham,  organised  by  Project 
worker  Carolyn  Affia,  went  equally  well.  A 
more  sober  affair  than  'Mela',  the  rubella 
stall  was  one  of  many  advising  on 
different  aspects  of  women's  health 
(cancer,  family  planning,  etc.).  Rubella 
videos  were  screened,  leaflets  distributed, 
and  despite  the  rain,  a  substantial 
number  of  passers-by  were  attracted  in. 

Another  fair  is  being  planned  in 
September,  this  time  in  West  Lambeth. 
Project  worker  Michael  Denis  is  organis- 
ing Sense's  exhibit  and  hopes  to  provide 
blood  testing. 


So  That's  Why  I  Wash  in  Warm  Water 


Before  you  decide  this  article  is  not 
applicable  to  you  and  your  pupils  or 
children,  let  me  define  what  exactly  I 
mean  by  science.  I  am  not  talking  about 
'traditional*  science,  the  physics,  chem- 
istry and  biology  that  we  remember  from 
school,  but  the  science  that  surrounds 
us,  and  that  we  use  every  day  without 
being  aware  of  it., 

Science  is  part  of  life,  cooking, 
washing  clothes,  switching  on  a  light  all 
involve  science.  It  is  about  why  we  obey 
certain  rules,  it  is  fun,  and  it  can  be 
multi-sensory.  Science  is  about  exper- 
iences and  can  therefore  have  a  lot  to 
offer  our  children. 

I  teach  science  on  a  regular  basis  to  a 
group  of  four  children  aged  from  7-16. 
These  children  all  have  formal  language 
skills  (Sign-supported  English/signed 
English)  and  can  hold  a  conversation, 
albeit  a  basic  one  and  often  teacher 
directed.  For  these  children  science  is  a 
valuable  and  enjoyable  activity.  It  can 
help  concept  and  language  development. 
It  can  help  our  children  develop  an 
understanding  of  their  environment  - 
where  does  water  come  from?  -  and  this 
in  turn  increases  the  control  they  have 
over  the  environment.  Science  is  essent- 
ially practical  and  therefore  it  can  be  the 
best  way  of  explaining  why  something 
has  to  be  done  in  a  particular  way  for 
example,  discovering  that  we  use  hot 
water  for  washing  because  it  is  difficult 
to  dissolve  washing  powder  in  cold 
water.  Science  does  help  to  develop 
independent  thought,  problem  solving 
and  logical  reasoning  skills. 

In  "Science  for  Handicapped  Children"* 
Alan  Jones  gives  the  following  summary 
of  the  aims  of  a  science  course. 

•  To  provide  safe,  sound,  science  which 
is  relevant  and  interesting. 

•  To  encourage  the  pupils  to  do  experi- 
ments themselves  and  to  do  investi- 
gations suited  to  their  own  develop- 
mental level  and  disability. 

•  To  develop  an  individual  approach  to 
science,  so  enabling  the  teacher  to 
spend  time  with  each  pupil  or  group. 

•  To  develop  science  activities  and 
material  on  a  topic  basis,  so  that  it  can 
be  incorporated  into  their  classroom 
subject  areas  where  possible. 

Having  talked  about  theory  how  do  I 
try  to  put  it  into  practice?  It  goes  without 
saying  (I  hope)  that  it  helps  to  be 
organised.  I  teach  science  on  a  weekly 
basis  and  endeavour  to  let  each  lesson 
develop  out  of  the  last  (within  each 
topic;.  In  experiments  where  I  want  the 
students  to  investigate  a  problem  for 
themselves,  I  find  it  works  best  if  the 
lesson  is  carried  out  over  two  weeks.  In 
the  first  I  demonstrate  part  of  the 
experiment,  talk  through  it  and  introduce 
the  language  and  ideas  involved.  In  the 
second  week  I  review  the  previous 
week's  work,  before  explaining  what  I 
want  done  this  week.  The  students  then 
work  individually  or  in  pairs  with  support 
as  needed  before  coming  together  to 
discuss  what  they  have  found.  An 
e/ample  of  this  method  of  working  is  as 
follows: 

Theme  -  Can  you  make  a  piece  of 
plasticine  float? 

n<:<:"  1  Review  work  done  on  floating 
and  sinking.  Talk  about  boats  -  shapes, 


Gillian  Colley  works  at  Whitefields 

School  and  is  a  teacher  of  deaf  children, 

here  she  tells  how  she  interests  the 

children  in  practical  science. 


Marisa  examining  two  samples  of  fabric  to 
see  how  they  are  drying. 


Karen  and  Marisa  recording  the  experiment. 


Karen  and  Marisa  washing  their  fabric 
samples. 


Mary  describing  the  experiment  to  a  staff 
member. 


Razwan  draws  a  picture  of  it. 


sizes,  what  they  are  made  from.  Give 
each  child  a  piece  of  foil  and  ask  them  to 
try  and  make  it  float.  When  each  child 
has  attemped  the  task  try  out  the  boats 
and  talk  about  their  performances.  Which 
boat  was  best?  Why? 
Week  2:  Review  the  previous  week's 
work,  give  each  child  a  piece  of 
plasticine  and  ask  them  to  make  it  float. 
The  students  work  individually  with 
support  and  help  given  (through  suggest- 
ions not  instructions)  as  required.  Discuss 
the  results  and  record  the  experiment. 

In  this  way  children  are  introduced  to 
problem  solving  and  logical  reasoning, 
but  can  base  it  on  past  experience  and 
are  therefore  more  likely  to  experience 
success. 

Of  course  as  they  become  more  adept 
at  problem  solving  and  become  more 
familiar  with  what  is  being  expected  of 
them  so  the  amount  of  pre-teaching  and 
direction  given  can  be  reduced. 

Before  each  lesson  make  sure  you 
have  all  the  necessary  equipment  to 
hand  and  it  can  be  worth  trying  out 
experiments  first  to  make  sure  they  work 
-  nothing  is  worse  than  the  experience  of 
seeing  your  carefully  planned  lesson 
collapse  because  the  key  experiment 
didn't  do  what  you  expected  it  to  do. 

Science  involves  a  range  of  language 
skills  -  predicting,  describing,  reporting 
and  a  range  of  conceptual  ones  -forming, 
testing  and  altering  a  hypothesis.  These 
skills  can  be  taught  by  careful  questioning 
of  the  students,  "What  is  it?"  "What  do 
you  think?"  "What  shall  we  do?",  all  the 
time  drawing  on  the  students'  ideas  and 
pushing  them  to  try  and  think  one  step 
ahead  and  draw  on  past  experience. 

Be  flexible,  if  one  student  says 
something  unexpected,  or  indicates 
another  train  of  thought,  follow  it  up.  I 
once  had  a  lesson  on  floating  and 
sinking  turn  into  an  exploration  of  the 
absorbtion  rates  of  different  types  of 
paper. 

To  finish  up  with  here  is  one  example 
of  how  a  thematic,  practical  approach  to 
science  can  work. 

Topic  Area:  Washing 

Starting  Point:  An  experiment  on  how  to 
dry  clothes.  Each  student  washes  two 
pieces  of  fabric  and  seals  one  in  a 
plastic  bag  before  putting  them  in  a 
range  of  places  to  dry  (in  their  pairs). 

Diversion:  One  pupil  wanted  to  use  cold 
water  so  we  did  an  additional  experiment 
to  find  out  whether  cold  or  hot  water 
dissolved  washing  powder  best. 

Follow-Up:  We  all  examined  the  samples 
to  see  which  had  dried  and  which  hadn't. 
What  happened  to  the  ones  in  plastic? 

Feed  back  into  daily  living  skills:  Where 
is  the  best  place  to  dry  washing?  What 
happens  if  you  leave  your  wet  swimming 
things  in  a  plastic  carrier  bag? 

Follow-up  activities:  Experiments  explor- 
ing different  products,  stain  removal, 
dyes,  dry  cleaning,  the  effect  of  heat, 
why  use  washing  powder  etc. 

This  approach  therefore  teaches  our 
children  about  the  'why'  of  daily  living 
activities  as  well  as  the  'how'. 

*Science  for  Handicapped  Children.  Alan 
V.  Jones,  Human  Horizons  Series. 
Souvenir  Press. 
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PROFILE 


'Joan  I  have  heard  that  you  know  more 
deaf-blind  people  than  anyone  else  in 
this  country.  How  did  you  come  to  be 
involved  with  deaf-blind  children? 

'My  mother  was  adventitiously  deaf 
but  insisted  on  regarding  deafness  as 
only  an  inconvenience,  so  I  grew  up 
used  to  some  of  the  problems  of 
deafness.  Mother  was  a  contemporary  of 
Helen  Keller  and  the  concept  of  deaf- 
blindness  was  familiar  to  me  even  as  a 
child.  Our  rector's  wife  interested  me  in 
braille  too.  Through  a  newspaper;  I  think 
it  was  the  old  Morning  Post,  I  joined  a 
children's  club,  the  'Gugnuncs',  where  I 
learned  to  spell  our  secret  code  on  my 
fingers  ...  it  happened  to  be  the  deaf 
manual! 

After  boarding  school  I  trained  as  a 
Froebel  teacher.  I  quickly  realised  that 
the  pay  was  poor  but  it  would  be  better 
in  special  education.  Also  I  have  been 
untidy  all  my  life  and  I  thought  that  I 
would  have  to  mend  my  ways  if  I  were 
teaching  blind  children.  So  I  started  to 
work  with  blind  children  and  deaf 
children  and  even  some  deaf-blind 
children.' 

'Tell  me  about  the  early  days  at 
Condover.' 

'An  ad-hoc  committee  of  the  RNID 
and  the  RNIB  had  been  set  up  and 
decided  to  open  a  teaching  unit  specific- 
ally to  cater  for  the  needs  of  deaf-blind 
children.  They  invited  me  to  become  its 
teacher,  but  first  I  was  to  go  to  the  USA 
for  training.  I  thought  then,  as  I  do  now, 
that  the  work  would  be  more  fun, 
because  you  had  to  teach  them  every- 
thing, as  if  writing  on  a  blank  sheet, 
before  anyone  else  had  the  chance  to 
ruin  them. 

Whilst  waiting  to  go  to  Perkins  and 
the  Harvard  Course  I  went  to  the  Ellen 
Terry  Home  at  Reigate,  where  I  learned 
something  about  discriminating  between 
mental  handicap  and  the  problems 
caused  by  lack  of  communication  in 
deaf-blindness.  At  the  Sunshine  Home  at 
East  Grinstead  I  experienced  very  young 
deaf-blind  children.  I  was  in  America  for 
about  a  year,  1950-51.  I  came  back  and 
did  some  peripatetic  work  -  at  this  time  I 
met  the  young  Christopher  Brock. 

I  started  at  what  was  then  known  as 
High  Windows  at  Condover  as  Teacher  in 
Charge  in  1952,  we  had  two  deaf-blind 
children.  The  Ministry  of  Education  had 
calculated  that  there  would  be  only  four 
deaf-blind  children  in  the  country  cap- 
able of  being  educated. 

We  grew  to  four,  then  six  students. 
The  Head  of  Condover  at  that  time  was 
Oscar  Myers,  he  was  a  great  support. 

Billy  Butlin,  the  holiday  camp  millionaire, 
became  interested  in  a  deaf-blind  young 
child  in  a  Sunshine  home  and,  finding 
that  there  was  no  place  for  her  in  any 
specialised  teaching  unit,  offered  money 
to  extend  our  facilities.  The  government 
matched  his  contribution  and  in  1959  we 
were  able  to  open  Pathways  with  15 
children  and  one  assessment  place.' 

'What  have  been  your  special  interests 
in  education?' 

'I've  been  fascinated  by  language  and 
communication  all  my  life.  Look  at  the 
way  a  deaf-blind  child  can  be  taught  by  a 


Joan  Shields 


Joan  has  retired.  She  was  the  first  teach- 
er of  deaf-blind  children  to  be  appointed 
in  this  country  after  the  1944  Education 
Act  was  passed,  and  has  been  involved 
in  every  major  development  of  deaf- 
blind  services. 
Peter  Bennett  talked  to  her  at  Sense's 
Glasgow  Conference. 

simple   tale,   take   "Goldilocks   and   the 

Three  Bears".  Every  new  word  introduced 

has  be  to  experienced  by  the  child  at 

first  hand. 

A  tree  -  a  wood  -  a  forest. 

The  porridge  is  hot  -  lukewarm  -  cold. 

The  bed  is  hard  -  soft. 

It  is  too  little  -  too  large  -  just  right. 

Every  word  explained  helps  new  concepts 

to  be  formed. 

We  taught  using  familiar  parables  e.g. 
hiding  one's  light  under  a  bushel.  We 
make  a  little  play  with  a  candle  and  a 


I  have  never  believed  in  systems,  my 
idea  is  to  fit  the  teaching  to  each  child 
individually  so  as  to  develop  its  skills. 
How  can  we  tell  exactly  how  a  child's 
brain  may  be  damaged?  You  can  see 
that  some  children  are  reasoners  and 
some  rely  on  memory,  for  instance.  I 
don't  like  ticking  off  charts  showing  how 
many  skills  a  child  has  learned  -  over  a 
year,  yes,  a  child  will  acquire  a  number  of 
skills.  Teaching  one's  staff  how  to 
communicate  is  very  important  too.' 

'Do  any  particular  deaf-blind  people 
stick  in  your  memory?' 

'Two  from  my  time  in  America  I 
remember  were  Robert  Smithdas  and 
Juanita  Morgan.  He  graduated  from 
university  and  no  suitable  work  was 
found  for  him  so  he  had  to  go  back  to 
making  baskets.  Later  on  he  took  a 
second  degree  and  became  a  public 
relations  man  for  the  deaf-blind  and  a 
published  poet.  Juanita  had  an  extra- 
ordinary ability  to  read  vibrations,  she 
could  make  sense  of  them  if  she  picked 
them  up  by  her  arm  resting  on  a  table.  Or 
you  could  talk  to  her  through  the  soles  of 
her  feet! 


bucket.  Putting  over  the  simple  idea  - 
light,  no  light.  So  that  if  in  later  years  the 
child  gained  understanding  of  the  mean- 
ing of  the  story  he  would  have  something 
to  relate  to. 

'Have  the  children  changed  over  the 
years?' 

'In  the  early  days  most  of  the  children 
were  non-rubella,  their  handicaps  were 
caused  by  other  things,  such  as  menin- 
gitis. There  were  many  RLF  children,  that 
is  Retrolental  Fibroplasia,  conditions 
related  to  over  oxygenisation  or  oxygen 
starvation  during  or  near  birth.  Some  of 
them  appeared  to  be  deaf,  but  were  able 
to  learn  to  hear  and  comprehend 
language.  In  some  ways  those  children 
had  more  spark  -  more  curiosity  and, 
after  they  had  acquired  language,  would 
learn  to  finger  spell.  The  rubella  children 
who  came  along  later  were  a  challenge, 
they  often  had  more  sight  and  were  more 
active,  some  of  them  are  little  terrors! 

'Who  do  you  remember  as  particular 
successes?' 

'It  would  be  invidious  to  pick  anyone 
out.  One's  pleasure  in  teaching  often 
comes  when  a  child  does  something 
which  is  an  extraordinary  improvement 
for  them.  Learning  to  eat  and  drink  is  just 
as  clever  as  learning  to  talk.  What  I  like 
to  see  is  a  child  using  its  initiative,  at 
whatever  level,  to  solve  problems. 


'Tell  me  more  about  your  career' 

'I  left  Pathways  in  1976.  We  had 
grown  to  30  students  by  then.  I  ran  the 
RNIB's  advisory  service,  initially  for  pre- 
school children  but  it  grew  until  it  took  in 
at  first  school  age  and  then  almost  any 
age.  My  work  brought  me  in  contact  with 
the  The  Deaf-Blind  Helpers  League  and 
Sense,  who  do  now  a  lot  of  what  I  was 
doing  then.' 

'So  now  you  have  retired,  how  do  you 
plan  to  spend  your  time?' 

'I'm  going  to  do  what  I  want  to  do.  I've 
been  finding  out  about  my  ancestors, 
two  of  them  were  managers  of  chains  of 
theatres,  they  fascinate  me,  I  shall  use 
some  of  my  time  finding  out  more  about 
them.' 

'What  about  all  the  committees  about 
deaf-blindness.  I  bet  they'll  want  you 
serving  on  them?' 

'They  can  try!' 


At  the  International  Conference  in  Poitiers 
Joan  was  awarded  the  first  ever  Disting- 
uished Service  Award  of  the  International 
Association  of  Educators  of  the  Deaf-Blind. 
The  Conference  gave  her  a  standing  ov- 
ation. 
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International  Conference 
at  Poitiers 


The  International  Association  for  the 
Education  of  the  Deaf-Blind  (IAEDB)  this 
year  celebrated  its  25th  anniversary 
when  it  held  its  9th  World  Conference  at 
Poitiers  in  France  from  26  July  to  1 
August.  The  Association  was  formed  at 
the  first  conference  held  at  Condover 
Hall  School  in  1962.  This  year  some  450 
teachers,  family  members,  classroom 
assistants,  care  assistants,  residential 
social  workers,  voluntary  organisation 
representatives  and  deaf-blind  people 
themselves  from   27   different  countries 


•  John  Mclnnes  (Canada) 

•  Patty  Taylor  (USA) 

•  Paulette  Degorce  (France). 

At  this  conference,  the  first  IAEDB 
Distinguished  Service  Award  was  made 
to  Joan  Shields  of  Condover  and  the 
RNIB  for  her  42  years  of  service  in  the 
education  of  deaf-blind  children,  1942- 
87. 

Rodney  Clark 


One  morning  was  set  aside  for  Parents.  Chaired  by  Norman  Brown,  it  featured  presentations 
from  parents  of  many  countries. 


made  this  conference  the  largest  and 
most  diverse  of  all. 

The  British  delegation  numbered  93 
and  was  representative  of  all  the 
establishments  and  organisations  con- 
cerned with  deaf-blind  children  and 
adults  and  their  education  in  the  United 
Kingdom. 

A  number  of  notable  events  must  be 
reported.  The  largest-ever  number  of 
parents  -  63  all  together  -  were  present 
and  during  the  Parents'  Session,  the 
meeting  was  addressed  by  the  French 
Secretary  of  State  for  Social  Security. 

The  Conference  saw  a  small  rebellion 
by  the  brothers  and  sisters  of  deaf-blind 
children  whose  resolution  to  have  the 
term  'parents'  replaced  by  'families'  when 
referring  to  matters  affecting  the  whole 
family,  was  unanimously  approved. 

The  Conference  was  organised  on  a 
plenary  session  /  workshops  basis  and 
the  themes  for  each  group  were: 

•  Educational  Assessment 

•  Integration 

•  Educational  Programming 

•  Towards  Independence  for  Lower 
Functioning  Young  Adults 

The  Conference  was  particularly  marked 
by  five  awards.  Perkins'  School  for  the 
Blind  in  Massachusetts  regularly  presents 
Anne  Sullivan*  awards  to  deserving 
people  active  in  the  field  of  deaf-blind 
education.  This  year  four  such  awards 
//<;re;  made  by  Mr  Kevin  Lessard,  Head  of 
Perkins.  They  went  to: 

•  Lieke  de  Leuw  (Netherlands) 

•  Anne  Sullivan  was  Helen  Keller's 
teacher,  companion  and  amanuensis. 


Reflections  on 
Poitiers 

Looking  back  over  the  week  of  the 
Conference  there  are  some  words  and 
pictures  fixed  in  my  mind  that  made  me 
more  aware  of  new  ideas  and  attitudes 
towards  our  deaf-blind  children,  of  what 
they  and  we  have  missed  in  the  past, 
and  of  the  new  awareness  and  hopes  for 
their  future. 

John  Mclnnes'  talk  on  Interpretation 
with  the  emphasis  on  enabling  our  young 
people  to  make  choices  about  their  own 
lives;  Kurt  Vinterhoj's  statement  that  they 
are  not  'low-functioning',  but  'in  the  early 
stages  of  development';  a  very  moving 
video  of  a  deaf-blind  teenage  girl  having 
a  body  massage  showing  her  totally 
relaxed  and  at  peace. 

The   video   of  the   deaf-blind   unit   in 
India  with  its  gentle  Eastern  philosophy 
and  the  words  of  a  poem: 
Wind  blew, 

Falling  leaves  brushed  past  me. 
In   a   million  years   I   would   never  have 
guessed 

that  they  had  sound 
that  they  had  colour 
if  you  hadn't  told  me. 

Gini  Cloke 

Since  this  newsletter  was  going  to 
press  as  the  Conference  was  taking 
place,  fuller  reports  of  the  activities, 
papers  and  workshop  discussions  must 
await  the  next  issue. 


Overbridge 


Geoff  Aplin,  Principal  of  Overbridge  in 

Glasgow,  describes  its  opening  and 

how  the  first  students  and  staff  are 

shaking  down  together. 


Monday  June  15th  was  the  day  we  had 
all  been  waiting  for.  That  was  when 
Lesley  and  Alison  were  due  to  move  into 
their  splendid  new  home.  Nicky  would 
come  on  Tuesday,  Robert  on  Wednesday 
and  Brian  on  Thursday. 

But  would  they  actually  appear,  and  if 
they  did  would  we  be  ready  for  them? 
Post  after  post  failed  to  provide  written 
confirmation  of  funding,  and  our  induction 
training  programme  had  to  be  trans- 
ferred from  Overbridge  to  Quarriers 
Village  to  allow  plumbing,  painting, 
sandblasting  and  the  reinforcement  of 
the  windows  to  be  tackled  by  a  veritable 
army  of  workmen. 

We  did  manage  to  hold  the  final  two 
days  of  the  training  programme  in 
Overbridge.  To  the  accompaniment  of 
marching  feet,  drilling,  and  the  endless 
throb  of  the  compressor  outside  the  front 
door.  Despite  this  every  member  of  staff 
expressed  themselves  well  pleased  with 
the  training  they  had  received  over  these 
first  two  weeks  with  a  special  word  of 
appreciation  for  the  signing  classes. 

Lesley  is  not  a  lass  to  show  a  lot  of 
emotion,  but  she  was  quickly  unpacked 
and  well  into  drawing  a  whole  picture 
gallery  for  her  bedroom  before  Alison 
arrived  with  her  key  tutor  at  the  end  of 
the  afternoon. 

Alison  had  had  her  bags  packed  for 
weeks.  She  was  in  a  tremendous  state  of 
excitement  and  expressed  this  with  a 
beaming  countenance  and  non-stop 
signing  which  at  first  sight  seemed  very 
accomplished  but  which  on  closer 
examination  proved  to  be  a  system 
known  only  to  herself.  She  followed 
Lesley's  example  quickly  putting  her 
personal  stamp  on  her  bedroom. 

The  other  students  came  in  as 
planned.  In  each  case  the  key  tutor  had 
spent  time  with  them  in  their  home  or  the 
hospital  where  they  were  living  and  it 
was  clear  that  this  time  has  been 
valuable  in  beginning  to  lay  the  foundation 
of  a  positive  working  relationship  .  But 
there  was  one  hint  that  we  would  need 
to  be  vigilant.  As  a  farewell  gesture  to  his 
hospital,  Brian  had  slipped  out  of  his 
locked  ward  and  with  a  few  well  aimed 
strokes  dispatched  a  whole  row  of 
windows. 

They  came  in  four  weeks  ago.  Since 
then  we  have  been  focusing  on  assess- 
ment and  relationship  building.  This 
focus  for  work  has  been  scheduled  to 
last  for  three  months,  but  it  will  almost 
certainly  continue  until  mid-October  to 
allow  all  the  key  tutors  time  to  prepare 
an  assessment  report  for  the  first  review 
meeting.  It  is  not  a  time  when  we  are 
actively  seeking  to  achieve  change  in  the 
students,  and  yet  everyone  has  begun  to 
show  that  they  are  learning  new 
behaviours. 

We  felt,  for  example,  that  Brian  would 
benefit  from  plenty  of  exercise.  As  a 
result  he  has  been  walking  four  miles  a 
day  and  is  now  becoming  enthusiastic 
both  about  the  exercise  bicycle  and 
riding  round  nearby  Pollock  Park  on  a 
tricycle.  He  completes  chores  like  shoe 
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Off  to  a  smashing 
start . .  . 

cleaning,  table  setting  and  washing  up 
although  he  could  hardly  be  said  to  be 
enthusiastic  about  them.  He  is  also 
showing  a  creative  interest  in  machinery, 
an  area  which  will  certainly  need  to  be 
explored  more  fully  with  him. 

However  his  first  love  has  not 
diminished  at  all.  We  thought  that  if  we 
coloured  the  fire  alarms  green  he  would 
not  be  interested.  Not  a  bit  of  it.  We  have 
had  to  order  a  large  box  of  replacement 
glass  discs.  There  is  one  benefit: 
students  and  staff  have  become  well 
practised  in  fire  drills.  As  to  windows, 
most  are  now  doubly  protected  as  he 
has  found  to  his  chagrin.  As  his  key-tutor 
mused,  "The  great  thing  about  Brian  is 
he  keeps  you  on  your  toes". 

...see  our  collage  on  the  back  cover... 

What  of  other  students?  All  settled  in 
remarkably  quickly.  Alison  and  Lesley 
are  assuming  different  responsibilities 
within  the  unit,  Alison  as  guide  and 
Lesley  as  the  person  who  tidies  up  after 
the  other  students  -  and  staff.  Both  enjoy 
cooking  and  usually  one  or  other  of  them 
contributes  a  cake  to  the  evening  meal. 
Both  are  also  very  much  interested  in 
make-up  and  they  are  often  seen  helping 
each  other  with  generous  helpings  of 
eye-shadow  or  nail  varnish. 

Nicky  is  not  yet  into  household 
activities.  Her  first  love  is  music  and  she 
can  often  be  found  creating  different 
sounds  on  our  electronic  keyboard.  We 
look  forward  to  developing  a  music 
programme  for  her  in  a  month  or  two. 

Robert,  too,  is  developing  new  skills. 
He  has  the  least  sight  and  hearing  of 
anyone.  He  also  suffers  from  hemaplegia 
which  until  recently  confined  him  to  a 
wheelchair.  In  just  a  month  he  is  walking 
half  a  mile  or  more.  He  featured  in  a 
video  we  showed  at  the  Sense-in- 
Scotland  Conference.  In  this  he  was 
seen  negotiating  a  steep  twisting  stair- 
case unaided  and  also  washing  up,  a 
chore  he  had  always  succeeded  in 
avoiding  till  he  came  to  Overbridge. 

We  could  be  said  to  be  going  through 
the  honeymoon  period,  but  it  doesn't  feel 
as  if  this  is  the  calm  before  the  storm. 
We  will  develop  steadily  but  not  too  fast 
moving  to  create  individual  programmes 
which  lead  each  student  to  enhance  and 
develop  new  skills.  We  hope  that  they 
will  grow  to  recognise  that  the  oppor- 
tunities for  new  experiences  are  endless, 
and  with  such  a  sensitive  and  highly 
motivated  staff  gathered  together  in 
Overbridge,  such  opportunities  will  be 
made  available  to  them. 


A  Visit  to  Ealing 


Barbara  Irwin  came  from  Scotland  to 

visit  the  Ealing  Family  Centre,  these 

extracts  from  her  observations  give  some 

idea  how  it  works. 

While  in  the  Centre,  I  was  fortunate  to 
spend  time  with  a  four  year  old  boy,  his 
mother,  and  the  teacher  of  the  hearing 
impaired.  Everyone  in  this  small  group 
were  so  interested  and  involved  with  one 
another  that  they  did  not  appear  to 
notice  my  presence. 

I  noted  a  number  of  points: 
•  Mother  and  teacher  were  reassured 
regarding  the  present  behaviour  of  the 
child.  What  had  appeared  for  instance  to 
be  an  unwillingness  to  stand  independ- 
ently was,  it  transpired,  due  to  the  child's 
ability  to  pick  up  vibrations  while  lying 


•  The  child  had  no  glasses  with  him, 
despite  these  being  prescribed.  Mother 
and  teacher  had  felt  that  they  had  been 
of  little  value  to  him,  but  after  watching 
his  performance  realised  how  much  they 
normally  helped  him. 

When  chatting  to  this  parent  after- 
wards, it  was  clear  how  much  support 
and  strength  she  gained  from  her  visits, 
both  on  a  practical  and  on  an  emotional 
level.  She  lived  not  too  far  from  the 
Centre  and  was  fortunate  to  have 
additional  support  from  her  teacher  for 
the  hearing  impaired. 

Why  Does  it  Work? 

•  It  is  rare  for  the  child  to  be  seen  only 
in  the  Centre.  Most  children  are  seen  at 
home  as  well  as  in  the  Centre. 


with  head/ear  against  a  resonator  board. 
More  rigidly  formal  assessment  proced- 
ures would  have  missed  this  type  of 
activity  entirely.  What  was  an  apparent 
negative  aspect  in  the  child's  behaviour 
was  turned,  through  excellent  observ- 
ation and  opportunistic  assessment,  into 
a  positive  quality  worth  exploiting. 

•  Play  activity  on  the  floor  was  observed 
and  his  use  of  feet  as  well  as  hands 
noted  for  future  observation  and  possible 
capitalising  upon. 

•  Practical  advice  was  given  on  wearing 
(and  retaining)  his  hearing  aid. 

•  Discussion  took  place  of  difficulties 
experienced  during  a  recent  hospital 
appointment  regarding  'non-diagnosis' 
and  subsequent  feelings. 

•  Discussion  surrounded  the  child's 
recently  completed  Statement  of  Needs, 
with  Centre  staff  sharing  the  optimism  of 
the  educational  provision  offered  therein. 
The  offer  of  help  to  school  from  the 
Centre  staff  was  verbalised. 


RESEARCH:  New  Hope  of  Genetic  Cures 


Scientists  in  New  York  who  have,  for  the 
first  time,  succeeded  in  transplanting 
human  genes  into  monkeys  believe  that 
they  have  made  the  first  step  towards 
revolutionary  new  medical  treatments. 

Human  gene  therapy,  in  which  a  gene 
that  was  defective  or  absent  at  birth  is 
replaced  in  the  patient's  cells  is  still  only 
a  distant  prospect.  However  diseases 
which  result  from  problems  in  a  single 
human  cell  -  and  there  are  thousands  of 
these  -  may  become  curable. 


In  theory  if  the  defective  gene  (about 
one  in  100,000)  could  be  replaced  by  a 
normally  functioning  copy  then  the 
sufferer  would  be  cured. 

At  present  for  most  of  these  diseases 
there  is  no  cure  and  little  in  the  way  of 
treatment.  The  doctors  at  the  Sloan 
Kettering  Centre  are  encouraged  that 
the  transplanted  human  genes  lived  and 
functioned  in  the  monkey's  bone  marrow 
cells  for  over  1 00  days. 


•  The  anxiety  of  parents,  which  is  often 
seen  to  be  detected  by  their  children  in 
this  type  of  situation,  was  greatly 
reduced.  Parents  were  not  so  threatened 
by  professionals,  with  the  parent  retaining 
much  of  the  control  over  what  happened 
during  the  day. 

•  A  further  factor  which  leads  to  the 
success  of  this  Centre's  approach  is  the 
surroundings  in  which  the  child  is 
placed.  It  is  one  which  holds  interest,  a 
stimulating  child-centred  environment  in 
'class'  play,  soft-play  and  garden  areas. 

•  Noted  throughout  the  day,  and  empha- 
sised in  this  report,  is  the  skilled 
handling  demonstrated  by  all  of  the 
professionals. 

•  Significantly,  the  parents'  position  is 
one  which  is  valued,  with  them  being 
recognised  as  having  much  to  offer  to 
the  procedure. 

The  influence  of  the  Family  Centre 
has  reflected  in  my  own  style  of  working 
with  families,  particularly  when  dealing 
with  a  new  referral.  I  am  now  even  more 
committed  to  listening  to  parents  as  the 
first  step  in  assessment  and  have  found 
my  plans  and  procedures  clarified 
through  the  steps  outlined.  The  same 
principles  apply  with  most  children  who 
have  complex  difficulties,  whether  work- 
ing with  families  at  home,  in  centres  or 
with  teachers  and  pupils  within  educ- 
ational establishments.  Sharing  this  type 
of  approach,  if  desired,  is  not  something 
which  would  be  easily  taught  although 
some  aspects  could  be.  It  would  be  more 
likely  to  succeed  through  shared  cases 
and  experiences. 
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Speech,  and  Hearing  Work  in  Yugoslavia 


As  you  may  know,  a  Churchill  Travelling 
Fellowship  is  meant  to  enable  people  from 
any  walk  of  life  to  undertake  a  project  of 
their  own  choice,  in  connection  with  their 
main  interest  or  area  of  work.  Conditions  of 
the  Fellowship  are  that  you  benefit  person- 
ally and  culturally  (making  the  most  of 
meeting  others  abroad  and  sharing  in  their 
way  of  life)  and  that  you  share  yourexperience 
on  your  return.  So  now  I'd  like  to  do  just  that! 
Following  a  visit  to  Poolemead  two 
years  ago  by  a  Yugoslavian  speech 
therapist  working  at  the  Suvag*  centre  in 
Zagreb,  my  interest  was  aroused  in  the 
verbo-tonal  method  of  speech  and 
hearing  rehabilitation  for  which  the 
centre  is  famous.  Although  widely  accep- 
ted in  parts  of  the  continent,  in 
developing  countries,  and  in  parts  of 
America,  the  method  is  very  little  used  or 
known  in  this  country.  I  gathered  that 
special  machines  were  used,  with  vibrat- 
ors, and  I  wanted  to  find  out  more  about 
it,  especially,  of  course,  whether  it  would 
be  useful  to  deaf-blind  people  or,  indeed, 
any  of  our  residents  at  Poolemead.  I 
decided  to  spend  the  bulk  of  my  time  at 
Suvag,  learning  thoroughly  about  the 
method,  and  then  visit  other  places  using 
it  to  see  what  changes  they  might  have 
made. 


Diana  McKelvie  was  awarded  a 

Churchill  Fellowship  to  study  the 

specialist  methods  used  at  the 

Suvag  Centre  in  Yugoslavia.  Here 

she  discusses  her  visit,  and  its 

applications  to  her  work  at 

Poolemead. 
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sounds.  The  Suvag  machines  transmit 
low  tones  (from  5Hz  up)  and,  with  special 
filters  and  amplifiers,  the  optimal  impulse 
for  the  field  of  hearing  can  be  selected. 

All  the  machines  are  necessary  to  the 
application  of  the  verbo-tonal  method, 
but  by  no  means  constitute  the  whole 
method.  Of  equal  importance  are  the 
four  components: 


importance  of  the  relationship  between 
the  whole  body  and  the  perception, 
transmission  and  reproduction  of  sounds, 
so  the  use  of  the  vibrator  to  aid 
perception  and  production  makes  for  a 
coherent  philosophy. 

The  aim  of  the  centre  is  full 
integration  of  its  pupils  into  the  hearing 
community.  Normal  schooling  in  Yugo- 
slavia starts  at  the  age  of  seven,  and  the 
centre  claims  to  have  prepared  sixty  per 
cent  of  its  nursery  school  children  to 
start  a  normal  school  at  this  age.  This, 
however,  necessitates  a  very  intensive 
and  rigorous  programme,  including  at 
least  one  half-hour  daily  session  of  all 
four  components,  from  the  age  of  three, 
plus  all  the  usual  nursery  school 
activities.  Children  who  fail  to  achieve 
integration  by  this  age,  go  on  to  the 
Suvag  school,  to  integrate  later,  when- 
ever they  might  be  considered  emotion- 
ally, developmental^  and  intellectually 
ready. 

I  did  see  some  very  good  results  while 
at  Suvag;  it  seemed  to  me  to  be  an 
excellent  aural  rehabilitation  system,  and 
children  and  adults  were  making  good 
use  of  their  residual  hearing,  though 
perhaps  the  claim  of  the  centre  to  'teach 
the  deaf  to  hear*  is  a  little  optimistic.  The 
emphasis  is  on  training  the  individual  to 


Petar  Guberina his  methods signs  discouraged 


I  had  never  been  to  Yugoslavia 
before,  knew  no  Serbo-Croat  at  all,  and 
was  a  trifle  apprehensive  initially  about 
language  problems.  However,  quite  a 
few  people  spoke  either  English  or 
French  (which  I  also  speak)  and  everyone 
was  so  friendly  and  helpful  that  communi- 
cation was  no  problem  at  all.  The  centre 
itself  is  very  comprehensive;  there  is  a 
large  clinic  dealing  with  all  the  early  and 
on-going  diagnoses,  plus  out-patient 
therapy  for  both  deaf  people  and  those 
with  speech  disorders.  Then  there  is  a 
nursery  school  catering  for  about  two 
hundred  children,  the  bulk  of  whom  are 
hearing  impaired.  Many  are  deaf  multi- 
handicapped,  some  are  hearing  with 
speech  disorders  and  some  are  normally 
hearing  and  speaking  children.  Then 
there  is  the  main  school  building, 
catering  for  about  three  hundred  pupils, 
most  of  them  profoundly  deaf,  in  two 
daily  shifts  (as  is  common  throughout 
Yugoslavia).  In  all  there  are  222  members 
of  staff,  eighty  per  cent  of  whom  are 
university  qualified  -  nurses,  technicians, 
doctors,  speech  therapists,  teachers, 
psychologists,  audiologists  etc. 

Verbo-tonal  research,  instigated  by 
Petar  Guberina  in  the  late  fifites, 
produced  several  machines  necessary  to 
the  application  of  the  verbo-tonal  method. 
The  system  uncovered  what  it  claimed  to 
be  new  possibilities;  it  established 
hearing  through  the  body's  capability  to 
♦ransmit.  the  sensitivity  of  every  organism 
to  the  low  frequencies,  and  the  identifi- 
cation of  the  optimal  field  of  hearing  -  all 
with  the  aid  of  vibrators,  head  sets,  and 
the  Suvag  1  and  2  machines.  The 
acquisition  of  correct  speech  in  one's 
own  or  a  foreign  language  is  made 
possible,  if  knowledge  learned  through 
use  of  the  Suvag  Lingua  machine  is  then 
used  for  the  correction  of  speech  and 

•Systeme  Universal  Verbo-tonal  d'Audition 
Guberina 


•  Individual  therapy,  undertaken  by  a 
speech  therapist  using  the  appropriate 
Suvag  machine  and  vibrators 

•  Group  language  work,  when  a  teacher 
works  with  a  small  group  of  children, 
using  audio-visual  methods  -  for  this  the 
children  wear  headsets  plugged  in  to 
direct  channel  amplification 

•  Rhythmical  stimulation,  when  import- 
ance is  given  to  the  rhythm  and 
intonation  of  speech;  children  are  encour- 
aged to  listen  to,  and  reproduce,  rhythms 
and  sounds,  thus  also  aiding  their  audial 
memory 

•  Body  movements,  when  the  whole 
body  is  used  to  help  produce  accurate 
sounds;  macromotorics  (larger  body 
movements)  help  develop  micromotorics 
(the  finer  movements  of  actual  articulation). 
Guberina  and   his  team   emphasise  the 


listen;  for  this  reason,  hearing  aids  are 
not  given  to  the  very  young  until  they  are 
well  embarked  on  their  programme  as  it 
is  felt  they  would  be  encouraging  bad 
listening  habits.  This  is  a  controversial 
aspect  of  their  work  and  other  centres  I 
visited,  practising  the  method,  disagreed 
on  this  point  and  issued  aids  as  soon  as 
a  hearing  impairment  was  diagnosed. 
The  method  is,  of  course,  strictly  oralist 
in  its  approach,  and  I  was  very 
concerned  at  the  lack  of  spontaneous 
communication  and  general  compre- 
hension in  the  very  young,  and  the  use 
of  poor  signing  as  practised  (in  the 
playground!)  by  older  pupils.  There  is  so 
much  that  is  good  about  the  method  that 
I  could  not  see  how  the  use  of  sign  could 
be  detrimental,  but  Professor  Guberina 
remained  adamant  that  any  form  of  sign, 
beyond  the  use  of  natural  gesture,  would 
be  quite  incompatible  with  the  method.  It 
was  very  interesting  .  .  . 
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on  to  Belgium 


. . .  therefore,  when  I 
later  visited  Brussels  where  Dr  Perier,  of 
the  Ecole  Integree,  had  felt  the  same 
way  as  myself.  After  several  years  of 
using  the  method  pure,  he  and  his 
colleagues  remained  very  unhappy  about 
the  actual  language  level  (not  speech)  of 
his  pupils,  their  poor  reading  skills  and 
general  lack  of  comprehension.  In  about 
1980  he  and  his  team  decided  to 
continue  with  the  method,  with  its 
excellent  aural  rehabilitation  programme, 
but  to  combine  it  with  a  Total  Communi- 
cation approach,  using  Signs  Supporting 
French  and  Cued  Speech.  Results  are 
much  improved. 


The  whole  body  is  used  to  help  produce  sounds 

The  Institut  Royal  pour  Sourds  et 
Aveugles  (for  deaf  and  blind,  also  in 
Brussels,  with  one  French  speaking 
centre  and  one  Flemish)  felt  exactly  the 
same  and  instigated  a  similar  programme 
with  an  interesting  variation;  instead  of 
using  cued  speech  they  devised  a 
system  called  AKA**,  based  on  the  body 
movements  of  the  verbo-tonal  method 
itself.  This  has  the  double  advantage  of 
using  handshapes  already  familiar  to  the 
children,  with  an  established  phonetic 
connection  and  giving  rhythmical  and 
intonational  cues  at  the  same  time.  This 
method  is  currently  being  evaluated.  Of 
course,  many  schools  in  this  country  now 
use  Total  Communication  and  Cued 
Speech,  but  without  the  undoubted 
benefit  of  the  aural  rehabilitation,  the 
rhythmic  stimulation  and  the  body 
movements  of  the  verbo-tonal  method. 

Suvag  machines,  and  the  staff  training 
necessary  to  implement  their  use,  would 
be  prohibitively  expensive.  Although 
often  achieving  good  results,  I  feel  that 
the  method  is  far  too  intensive  for  most 
of  our  Poolemead  residents  to  toler- 
ate. However,  there  are  aspects 
of  the  work  (in  particular  the  use  of 
vibrators  and  the  body  movements)  that  I 
would  like  to  try  and  develop  to  suit  the 
needs  of  our  own  particular  residents.  I 
will  follow  with  extreme  interest  Guberina's 
involvement  in  research  into  using  a 
similar  verbo-tonal  'cortex  training'  tech- 
nique, again  with  the  aid  of  vibrators,  to 
help  the  blind  and  deaf-blind  to  make 
better  use  of  their  residual  vision. 

I  had  a  most  interesting  and  stimulating 
time  abroad,  and  also  managed  to  visit  a 
Foyer  des  Sourds  in  Brussels,  with 
similar  residents  to  our  own,  with  whom  I 
hope  to  establish  some  kind  of  exchange 
in  future.  I  made  good  friends  and 
professional  contacts  who,  again,  may  be 
useful  in  the  future  -  and  I  feel  I  put 
Poolemead  on  the  map  too! 

I  am  immensely  grateful  to  the 
Churchill  Memorial  Trust  for  their  gener- 
osity in  offering  me  the  Fellowship,  and, 
of  course,  to  my  principal  and  the  RNID 
for  freeing  me  from  my  work  and 
encouraging  me  to  apply  in  the  first 
place. 

**AKA  Alphabet  des  Kinemes  Assistes 


Sterilisation  —  A 
Difficult  Issue 


In  a  recent  decision  the  Law  Lords 
(The  Appeal  Court)  permitted  the 
sterilisation  of  a  17  year  old  mentally 
handicapped  girl  without  her  consent. 
This  has,  in  effect,  changed  a  judge- 
ment made  in  a  lower  court  in  an 
earlier  similar  case.  The  general  law 
now  seems  to  be  uncertain,  each 
individual  case  in  future  will  have  to 
be  argued  on  its  own  merits.  Talking 
Sense  shows  both  points  of  view  and 
invites  you  to  join  the  debate. 

Twelve  years  ago  Judge  Rose  Heilbron 
gave  what  was  then  considered  an 
historic  judgement  when  she  prevented 
the  mother  of  a  12  year  old  girl,  known 
only  as  'D',  from  ordering  the  sterilisation 
of  her  daughter,  by  making  the  girl  a 
Ward  of  Court. 

In  the  case  is  was  stated  that  'D' 
suffered  from  Soto  Syndrome,  had  a  low 
I.Q.,  epilepsy  and  behavioural  problems. 
It  was  said  that  she  could  not  look  after 
any  child  she  might  bear  who  would  also 
suffer  from  the  same  genetic  disorder. 
'D's  mother  relied  on  the  advice  of  a 
paediatrician  who  had  known  the  child 
since  she  was  a  baby.  An  educational 
psychologist  and  the  National  Council  for 
Civil  Liberties  intervened  on  behalf  of  the 
girl. 

The  case  hinged  on  two  things; 
whether  parents  and  doctors  had  the 
right  to  carry  out  sterilisation  on  a  minor 
or  whether  some  less  drastic  alternative 
was  to  be  kept  open  to  protect  the  girl 
sexually.  Medical  evidence  was  submitted 
that  the  girl  could  be  put  on  permanent 
contraception  if  necessary.  This  and  the 
'right  of  every  woman'  to  reproduce 
convinced  the  Judge  to  find  against 
sterilisation.  Shortly  after  the  case  the 
girl's  mother  tried  to  commit  suicide. 

In  a  more  recent  case,  brought  by 
Sunderland  Borough  Council,  the  Council 
successfully  sought  wardship  of  Jeanette, 
indicating  that  they  wished  to  undertake 
a  sterilisation  operation. 

Jeanette,  who  was  17,  is  described  as 


having  a  mental  age  of  five.  It  was 
argued  that  had  she  become  pregnant, 
or  even  had  a  baby,  the  effect  on  her 
could  be  devastating. 

Opponents  of  the  new  judgement 
state  that  the  severity  of  the  handicap 
and  the  ability  of  the  child  to  make' her 
own  decisions  and  maintain  herself  on 
contraception  or  not,  obscure  the  main 
issue  of  absolute  human  rights.  They 
argue  that  every  child  should  have  an 
unalienable  right  not  to  be  sterilised, 
except  for  therapeutic  (i.e.  to  relieve  pain 
or  malignancy)  reasons. 

The  legal  position  now,  following  the 
Appeal  Court's  ruling,  means  that  no 
mentally  handicapped  woman  should  be 
sterilised  without  wardship  proceedings 
being  brought  with  clearly  stated  reasons. 
In  these  cases  the  guardian  will  be 
seeking  power  to  have  the  sterilisation 
performed,  not  prevented  -  as  in  the 
earlier  case. 

The  issue  of  sterilisation  of  mentally 
handicapped  people  is  very  wide  and  we 
have  only  touched  on  it  briefly  here  -  it 
encompasses  a  variety  of  moral,  religious, 
emotional,  practical  and  other  points  of 
view.  We  welcome  opinions  on  this 
controversial  subject. 

For  example,  under  what  circum- 
stances do  we  decide  that  we  have  to 
make  such  decisions  for  our  adult  child? 
If  we  do  feel  we  need  to  make  decisions 
on  behalf  of  our  child,  how  shall  we  do 
so?  Could  our  adult  child  cope  with 
bearing  and  rearing  a  child?  With 
suitable  support,  could  they  bring  joy  to 
a  child? 

If  we  do  feel  that  we  need  to  act  to 
prevent  our  child  becoming  pregnant, 
how  should  we  do  it?  What  system  is 
least  invasive  to  our  child? 

And  what  about  the  whole  issue  of 
sexual  behaviour?  There  are  a  lot  of 
unspoken  fears  and  feelings  lurking 
here.  Let's  have  a  correspondence  about 
these  two  issues;  Sexual  Behaviour,  and 
the  Prevention  of  Pregnancy. 


Graham  Hicks  joins 
Sense's  London  staff 


Graham,  who  wrote  last  year  about  his 
trip  to  the  USA  in  Talking  Sense,  is  now 
in  charge  of  braille  publishing,  editing 
and  producing  our  digest  of  Talking 
Sense.  He  will  develop  our  braille 
production  capacity  and  increase  our 
braille  readership. 

As  an  experienced  Hasicom  user 
Graham  will  be  helping  and  encouraging 
new  users  of  the  system.  He  will  also 
help  to  test  and  develop  new  communi- 
cation aids. 

Graham  will  be  helping  on  training 
courses  and  speaking  at  other  meetings 
to  publicise  the  needs  of  deaf-blind 
people.  Where  there  are  committees  who 
need  to  know  at  first  hand  what  deaf- 
blind  people  need  Graham  will  be  there 
on  behalf  of  Sense. 

And  last,  but  not  least,  Graham  will  be 
here  to  offer  personal  help  to  fellow 
deaf-blind  people. 
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Deaf-Blind  Children  in  Russia 


Part  Two 


The  article  continues  that  published  in  the  last  issue  of  Talking  Sense.  It  follows  the  path  of  an 

imaginary  deaf-blind  child  through  her  education  at  the  Zagorsk  Children's  Home  and 

beyond.  Issues  arising  from  Soviet  advances  in  deaf-blind  education  are  raised. 


In  the  last  issue  of  Talking  Sense, 

readers  followed  the  pre-school  up- 
bringing and  education  of  an  imaginary 
deaf-blind  child,  Natasha,  in  her  home 
country,  the  Soviet  Union.  Natasha  has 
been  deaf  and  blind  since  birth.  She  has 
attended  a  specialised  residential  kinder- 
garten for  deaf  children;  she  has 
completed  a  well-structured  pre-school 
training  programme.  Now,  at  the  age  of 
seven,  Natasha  has  moved  to  Zagorsk, 
40  miles  from  Moscow,  to  attend  school 
at  the  children's  home  which  since  1963 
has  been  the  leading  provision  for  deaf- 
blind  children  with  unimpaired  mental 
capacity  in  the  Soviet  Union. 

Natasha's  pre-schoo!  learning  has 
given  her  a  solid  basis  for  her  further 
personal,  social  and  intellectual  develop- 
ment. She  has  learnt  about  basic  human 
behaviour  -  eating,  toileting,  dressing. 
She  has  built  up  'images'  in  her  mind  of 
what  the  human  world  is  like  and  what 
simple  objects  in  it  are  used  for.  She  has 
learnt  how  to  find  her  way  around  in  her 
immediate  surroundings,  where  to  find 
her  cup,  her  potty,  her  bed.  She  has 
learnt  the  beginnings  of  language. 

She  has  been  helped  in  the  process 
by  'defectologists',  specially  trained  to 
bring  out  the  learning  potential  of 
handicapped  children.  She  has  been 
helped  too  by  the  history  of  research  and 
practice  in  deaf-blind  education,  stretch- 
ing back  over  60  years,  which  her 
country  enjoys. 

Like  the  vast  majority  of  congenially 
deaf-blind  children,  Natasha's  limitations 
in  learning  and  disorders  in  behaviour 
make  her  appear  mentally  disordered  or 
'multiply1  handicapped.  But  psychological 
analysis,  using  processes  undeveloped 
in  the  West,  has  shown  that  although 
she  is  retarded  in  development,  she  is 
not  mentally  impaired,  a  conclusion 
backed  up  by  medical  investigation.  Her 
potential  is  therefore  considerable.  She 
could  achieve  many  of  the  things  which 
sighted  and  hearing  people  attain  - 
academic  learning,  a  vocation,  a  sociable 
personality.  But  this  can  only  happen  if 
specialised  methods  in  a  specialised 
environment  continue  to  be  used. 

The  School  at  Zagorsk 

Zagorsk  is  a  town  more  well-known  to 
Western  visitors  for  the  golden  cupolas 
of  its  monastery  than  for  its  specialised 
work  with  deaf-blind  children.  The  home 
was  opened  as  the  practical  realisation 
of  post-war  research  directed  by  Dr 
Aleksander  Meshcheryakov  at  the  Insti- 
tute of  Defectology  in  Moscow.  Links 
with  the  Institute  remain  very  strong  - 
curriculum  and  methodology  are  the 
direct  result  of  the  Institute's  research 
findings  and  work  is  constantly  under  the 
scrutiny  of  researchers  experienced  in 
this  field.  This  close,  day-to-day  partner- 
ship and  interdependence  of  research 
and  practice  has  few  equivalents  in 
special  education  in  Britain,  and  in  our 
deaf  blind  education  sadly  none  at  all. 


Michael  Lambert  visited 

establishments  for  deaf-blind  children 

in  the  Soviet  Union  last  year.  He  has  now 

started  work  as  director  of  the 

Conductive  Education  Project  in 

Birmingham. 

The  children's  home  itself  is  unre- 
markable. It  is  old,  its  facilities  are 
sparse  and  basic.  Space  is  desperately 
insufficient  for  the  fifty  children  who  live 
in  it.  Natasha  has  to  share  a  small  room 
with  several  other  pupils.  It  has  beds, 
chairs,  a  cupboard  and  a  doll  corner.  In 
another  corner  stand  the  table  and 
chairs  where  she,  with  two  of  her  fellow 
pupils,  has  her  daytime  lessons. 

It  is  not  just  the  sparse  facilities  which 
make  Natasha's  life  at  Zagorsk  difficult. 
Her  parents  may  live  several  hundred 
miles  away.  She  may  not  see  them  for 
long  periods.  She  will  get  letters  of 
course  and  in  time  she  will  be  able  to 
write  frequent  letters  of  her  own,  in 
braille  or  in  print,  telling  of  her  activities 
and  friends  at  the  home  and  looking 
forward  to  her  holidays,  when  she  will  be 
able  to  show  everyone  how  she  has 
developed  and  what  she  has  learnt. 

What  does  Natasha  learn?  How  does 
she  benefit  from  her  eight-  or  ten-year 
residential  education  at  Zagorsk? 

Natasha's  Learning 

So  far  her  learning  has  been  based  on 
her  practical  daily  activity  -  eating, 
dressing,  playing,  going  for  walks.  These 
simple  aspects  of  life  are  the  ones  which 
in  these  early  stages  mean  most  to  her, 
the  ones  through  which  she  can  learn 
about  the  most  basic  elements  of  human 


life  and  behaviour.  They  are  the  founda- 
tion for  her  future  learning.  Now  comes 
the  gradual  and  painstaking  process  of 
widening  these  boundaries  of  her  ex- 
perience and  extending  her  learning. 
Natasha  must  know  new  objects,  about 
how  human  beings  behave  in  new 
situations.  She  must  learn  too  about  her 
responsibilites  to  her  friends  and  to  her 
teachers,  to  the  local  community  and 
ultimately  to  the  wider  Soviet  society  in 
which  she  lives. 

Planned  and  structured  sessions  of 
doll  play  and  role  play  are  important.  It 
means  that  situations  which  she  herself 
has  experienced  can  be  acted  out,  the 
use  and  nature  of  objects  can  be 
examined,  and  the  behaviour  and  attit- 
udes of  people  in  different  situations  can 
be  investigated.  Natasha  draws  and 
makes  models  too,  perhaps  a  house  from 
wooden  bricks,  a  fence  from  plasticine.  A 
toy  car  is  added.  And  the  model  of  a 
child,  representing  Natasha  herself,  who 
opens  the  gate  to  let  the  car  through. 
'Natasha  opens  the  gate'  spells  out  her 
teacher,  first  in  finger  spelling  or 
'dactylology',  then  in  large  print  or  braille. 
It  happened  yesterday  in  real  life,  now  it 
is  re-enacted  so  that  the  whole  situation 
can  be  examined.  In  this  way  Natasha 
learns  to  understand  about  her  own  life, 
about  the  world  around  her  and  about 
how  what  she  does  fits  in  with  the 
actions  and  behaviour  of  everybody  else. 

Language 

Natasha  is  developing  as  a  human  being, 
her  mind  is  being  formed,  her  potential, 
masked  by  the  effects  of  visual  and 
auditory  impairment,  is  starting  at  last  to 
be  fulfilled.  A  major  role  in  this  formation 
of  mind   is  language.   Language  means 


Deaf-blind  twins  (age  8)  and  defectologist,  using  dactylology 
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Speech  teaching  in  the  third  grade  (age  9—10) 


that  Natasha  can  socialise  with  others, 
that  she  can  find  out  about  them,  learn 
to  respect  them  and  work  with  them.  It 
means  she  can  find  out  about  things 
which  she  cannot  see  or  hear  and  about 
things  which  she  has  not  experienced, 
things  which  are  as  yet  outside  her 
gradually  expanding  understanding. 

At  kindergarten  Natasha  learnt  simple 
gestures  and  the  beginnings  of  dactyl- 
ology, the  finger  spelling  of  the  deaf.  At 
Zagorsk  this  learning  continues  and  in  a 
short  time  she  may  become  highly 
proficient  at  finger  spelling  and  com- 
municate at  speed  with  friends  and 
teachers  by  this  means.  But  she  learns  a 
third  system  of  communication  too,  one 
which  involves  the  most  time  and  effort 
and  takes  longest  of  all  to  develop.  The 
system  is  that  of  oral  speech.  In  our  own 
country  speech  is  rarely  thought  feasible 
for  the  congenially  deaf-blind.  Yet  at 
Zagorsk  it  forms  a  major  part  of  teaching, 
based  on  the  firm  belief  of  defectologists 
and  researchers  that  it  is  possible  to 
teach  the  child  who  is  deaf-blind  from 
birth  to  talk. 

Her  Timetable 

Natasha's  school  timetable  is  displayed 
on  the  wall  of  her  classroom.  Let  us 
borrow  it  for  one  moment  to  see  what 
she  is  learning  in  her  third  grade,  at  the 
age  of  ten.  There  are  six  lessons  a  day, 
six  days  a  week  -  it  must  be  hard  work. 
Work  on  pronunciation  takes  up  ten 
lessons,  more  general  work  on  the 
development  of  speech  takes  up  a 
further  five.  There  is  mathematics  (five 
lessons),  reading  (three  lessons)  and 
object  lessons  (three  lessons).  Her  other 
work  includes  drawing,  writing,  rhythmics, 
spatial  orientation,  construction  and 
modelling  with  clay. 

It  is  remarkable  to  note  that  15  out  of 
Natasha's  36  lessons  deal  with  the 
teaching  of  oral  speech.  It  is  also 
interesting  to  see  how  her  timetable  is 
starting  to  resemble  that  for  non- 
handicapped  children  in  the  ordinary 
school.  In  a  few  years  she  will  have 
completed  the  primary  school  curriculum 
and  may  be  ready  to  move  on  to  the 
subjects  of  the  secondary  school  - 
biology,  chemistry,  history,  geography  - 
the  attainments  of  non-handicapped 
children.  How  often  do  we  see  children, 
born   deaf-blind,   go  on  to  realise  their 


potential  like  this  in  our  country? 

At  the  age  of  15  Natasha  starts  her 
vocational  training,  learning  a  trade  for 
her  future  working  life,  contributing 
through  her  labour  to  the  society  of 
which  she  is  a  part.  It  is  an  essential  part 
of  the  Soviet  view  of  human  worth.  Her 
education  continues,  at  school  and  at 
evening  classes.  She  may  go  on  to  work 
in  a  large  industrial  enterprise  making 
electrical  goods  in  Zagorsk  or  in  Sarapul, 
many  miles  to  the  East.  Or  she  may 
return  home  to  work  with  her  family. 

The  Soviet  Approach 

What  is  it  that  brings  about  these  kind  of 
achievements  in  a  child  who,  from  our 
normal  experience  in  this  country,  could 
hardly  be  expected  to  reach  such  levels 
of  development?  Is  it  the  nature  of 
specialised  provision,  with  trained  and 
experienced  defectologists  on  hand  in 
and  out  of  school  time?  Is  it  the  history 
of  research  and  practice  which  has 
refined  a  sophisticated  and  effective 
methodology  for  dealing  with  children 
with  disrupted  sight  and  hearing?  Is  it 


the  advanced  methods  of  assessment 
which  seek  to  identify,  not  performance, 
but  ability  to  learn,  not  previous  learning 
but  the  potential  to  develop?  Without 
extensive  investigation  we  cannot  answer 
such  questions  with  any  certainty. 

During  my  visits  in  the  Soviet  Union, 
one  aspect  in  particular  was  stressed.  It 
was  that  children  such  as  Natasha  learn 
not  from  their  own  resources,  but  from 
people  around  them,  the  adults  and 
especially  the  other  children.  It  was  they 
who  fashion  behaviour  and  motivate 
learning.  It  was  they  who  teach  about 
human  life  and  human  feelings. 

Motivation  to  learn  comes  from  the 
feeling  of  happiness  and  reward  when 
helping  others,  working  together  and 
achieving  success  together  for  the  good 
of  all.  It  comes  too  from  the  feeling  of 
sadness  and  rejection  when  inappropriate 
behaviour  and  poor  attitudes  lead  to 
unhappy  consequences  and  exclusion 
from  the  group.  Such  essentially  moral 
education,  so  much  a  feature  of  schooling 
in  the  Soviet  Union  as  a  whole,  has  all 
but  disappeared  in  our  own  setting  and 
can  hardly  ever  be  considered  a 
particular  feature  of  specialised  education 
for  deaf-blind  children  in  this  country -we 
just  would  not  know  how  to  achieve  it. 
Yet  the  former  director  at  Zagorsk  called 
the  Home  'a  children's  collective',  and  it 
is  this  group  feeling  which  might  be 
identified  as  one  factor  at  least  in  the 
advancement  made  by  some  deaf-blind 
children  in  the  Soviet  Union. 

It  is  worth  repeating  that  we  know  so 
little  about  Soviet  work  that  it  is 
impossible  at  this  stage  to  say  why  their 
approaches  appear  so  successful.  We  do 
not  even  know  how  successful  they 
indeed  are.  How  proficient  do  Soviet 
children  really  become  in  the  use  of  oral 
speech?  How  often  do  deaf-blind  students 
successfully  go  on  to  a  secondary  school 
curriculum? 

What  sort  of  children  are  these,  like 
Natasha,  who  go  through  levels  of 
learning  which  we  associate  more  readily 
with  the  ordinary  child  in  the  ordinary 
school,  who  learn  a  trade  and  develop 
well-balanced,  responsible  personalities? 

And   what   are   the   achievements   of 
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children  who  have  a  mental  disorder 
additional  to  their  deaf-blindness?  Do 
they  too,  within  their  intellectual  limit- 
ations, achieve  levels  of  development 
which  are  none  the  less  impressive? 
How  do  rubella  children  fit  into  the 
Soviet  pattern? 

Perhaps  we  ought  to  ask  as  well  why 
we  haven't  heard  about  Soviet  work 
before.  Why  are  these  two  articles  the 
first  ever  mention  of  Soviet  work  in 
Talking  Sense?  Why  is  it  so  difficult  to 
find  any  reference  at  all  to  Soviet  work  in 
English-language  books  and  articles 
about  the  education  of  deaf-blind  children? 
Sixty  years  of  specialised  work  is  a  lot  to 
remain  ignorant  about. 

The  truth  is  that  we  have  heard  about 
Soviet  work  before,  and  indeed  we  have 
heard  about  and  acknowledged  its 
advances.  Delegates  to  an  international 
conference  in  London  in  1974  heard  that 
the  (Soviet)  approach  adopted  with  deaf- 
blind  children  has  produced  quite  out- 
standing results  . . .  both  academically 
and  in  communication  skills'.  British 
journalists  reported  enthusiastically  on 
Soviet  work  in  1 977  and  1 982. 

The  problem  has  been  that,  apart  from 
a  degree  of  interest  in  the  1960's  when 
the  Soviets  visited  us  (no  British 
educationalists  seem  to  have  visited 
them!),  we  have  not  taken  more  than  a 
superficial  glance  at  Soviet  approaches. 
We  have  not  made  critical  examination  of 
Soviet  claims,  we  have  not  tried  to  find 
out  exactly  what  sort  of  children  are 
being  educated  at  Zagorsk  and  at  other 
special  schools  in  the  Soviet  Union,  we 
have  never  established  the  links  which 
could  bring  the  two  countries  closer 
together  in  this  field. 

The  difficulties  are  of  course  immense. 
How  can  we  understand,  let  alone  learn 
from,  an  educational  system  and  society 
which  is  so  different  from  our  own?  How 
can  we  overcome  the  political  and 
bureaucratic  barriers  to  greater  contact 
and  exchange  information? 


But  other  countries  have  at  least 
made  a  start.  Professionals  in  the  Nordic 
countries  have  maintained  relationships 
with  Soviet  professionals  over  a  number 
of  years,  have  "visited  Moscow  and 
Zagorsk,  and  attempted  to  include  Soviet 
ideas  in  the  development  of  their  own 
approaches  to  teaching  of  the  deaf-blind. 
Readers  familiar  with  work  in  the 
Netherlands  may  already  have  guessed 
that  Soviet  work  has  provided  much 
inspiration  in  the  development  of  Dutch 
approaches  also. 

The  Way  Forward 

What  can  we  do?  We  can  try  to  get  a 
close  look  at  Soviet  practice  and 
research.  We  can  look  too  at  the  results 
of  Soviet  teaching  of  the  deaf-blind  and 
compare  them  with  our  own  (do  we  really 
know  what  our  own  are?).  We  can  look  at 
our  own  approaches  and  see  what  Soviet 
work  might  teach  us.  We  can  tell  others, 
parents  and  professionals,  about  what 
we  find  out. 

We  can  strive  to  establish  co- 
operative relationships  with  Soviet  pro- 
fessionals. Exchange  information.  Visit. 
Expect  the  unexpected,  for  Soviet  work 
is  based  on  very  different  principles  to 
our  own.  Try  to  get  to  grips  with  what 
these  principles  are,  so  that  our  super- 
ficial glances  become  attempts  at  real  in- 
depth  examination  of  what  the  Soviet 
system  is  like  and  how  it  works. 

And  read.  Yes,  there  is  some  material 
in  English.  Articles  in  British  journals  by 
Dr  Meshcheryakov  appeared  during  the 
1960's.  There  were  contributions  by 
professionals  and  by  ex-pupils  of  Zagorsk 
to  international  conferences  in  1975, 
1977  and  1980.  And  a  whole  book,  a 
warm  and  most  readable  account  written 
by  Dr  Meshcheryakov  himself,  is  avail- 
able now.  It  is  called  Awakening  to  Life  : 
Forming  Behaviour  and  the  Mind  in  Deaf- 
Blind  Children  and  it  describes  more 
than    twenty    years    of    research     and 


Zagorsk  pupils    time  for  relaxation 


Zagorsk  pupil  (age  9,  third  year  at  Zagorsk) 
with  his  reading  texts 

practical  work  in  Moscow  and  Zagorsk.  It 
is  published  by  Progress  Publishers, 
ISBN  number  is  0-7147-1661-8,  it  is  on 
the  shelves  in  Collets  bookshop  in 
London  or  you  can  order  it  through  any 
good  bookshop.  Get  it  tomorrow. 

And  when  we  have  done  this,  what 
then?  We  may  just  have  the  material  to 
make  very  pale  imitations  of  Soviet 
approaches.  But  we  can  hardly  expect  to 
take  the  richness  of  Soviet  experience 
off  a  shelf.  Is  it  possible  to  go  further? 
Could  Soviet  methodology  be  more 
closely  examined  and  copied  here? 
Could  their  Natasha  be  our  Sarah  or 
Claire,  our  Jimmy  or  John?  Before  we 
dismiss  the  idea  as  impractical,  let  us 
cast  a  wider  look  at  present  activity  in 
special  education  in  Britain. 

In  Birmingham  ten  very  young  children 
with  cerebral  palsy  (not  deaf-blind)  are 
just  starting  a  four-year  education  using 
complex  and  highly  effective  methods 
which  have  been  pioneered  and  devel- 
oped a  thousand  miles  away  in  Budapest 
in  Hungary.  The  methods  are  those  of 
Conductive  Education,  another  system 
based  on  principles  and  set  in  a  culture 
very  different  from  our  own. 

Conductive  Education  for  cerebral 
palsied  children  is  not  the  same  as 
Soviet  teaching  of  deaf-blind  children. 
They  are  two  very  separate  approaches 
developed  in  different  countries  for  very 
different  kinds  of  handicapped  children. 
But  there  are  similarities  in  the  overall 
situation.  Both  are  apparently  highly 
successful  educational  methodologies. 
Both  have  been  either  ignored  or 
misinterpreted  over  many  years  in  this 
country.  Both  show  the  potential  of  many 
handicapped  children  when  benefiting 
from  specialised  teaching  of  an  advanced 
kind. 

The  ten  cerebral-palsied  children 
taught  by  methods  of  Conductive  Educ- 
ation in  Birmingham  will  be  part  of  an 
adventurous  attempt  to  bridge  the  gap 
between  cultures  and  make  a  foreign 
system  effective  in  this  country.  Should 
British  deaf-blind  education  wish  to  take 
much  more  than  a  superficial  glance  at 
Soviet  deaf-blind  education  and  attempt 
something  similar  in  its  own  field  with  its 
own  children,  it  has  in  Birmingham  a 
living  example,  here,  now,  of  how  it  might 
be  done.  ■ 
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The  excellent  article  on  Cued  Speech  by 
Mrs  June  Dixon-Millar  in  the  summer, 
1987  issue  of  Talking  Sense  gave 
examples  of  its  use  with  deaf-blind  and 
partially  sighted  deaf  persons,  but  did 
not  explain  exactly  how  it  was  used  with 
the  deaf-blind.  These  paragraphs  are 
offered  for  the  benefit  of  readers  who 
wish  to  understand  just  how  Cued 
Speech  can  be  used  to  make  the  spoken 
message  clear  through  the  tactile  sense 
alone. 

I  developed  Cued  Speech  as  a  system 
which  serves  to  make  the  spoken 
message  clear  through  vision  alone.  It 
was  intended  solely  for  hearing-impaired 
persons,  especially  those  with  severe 
and  profound  hearing  deficiencies.  It 
consists  of  two  visual  components:  the 
information  visible  on  the  mouth  and  the 
eight  configurations  and  four  locations  of 
one  hand  used  to  supplement  the 
information  available  to  the  lipreader  on 
the  mouth.  The  habitual  receiver  of  Cued 
Speech  can  identify  the  sounds  and 
syllables  of  spoken  language  through 
vision  alone,  as  accurately  as  it  can  be 
done  through  normal  hearing. 

I  had  no  thought  of  using  Cued 
Speech  with  visually  impaired  persons 
until  at  Gallaudet  University  we  encount- 
ered    a     student     with     tunnel     vision, 


Cued  Speech. 


Dr  R  Orin  Cornett  PhD  originator  of 
Cued  Speech  has  sent  us  this  article  to 

explain  more  of  his  idea  and  how  it 
developed  so  as  to  be  useful  to  deaf- 
blind  children. 


produced  by  Usher  Syndrome,  who  was 
experiencing  difficulties  with  sign  lang- 
uage because  his  field  of  vision  was  too 
small.  The  student  in  question  learned 
Cued  Speech  very  rapidly  and  found  it 
immensely  practical  and  helpful. 

When  Judith  Ann  Lasensky  of  Phila- 
delphia telephoned  me  to  ask  if  I  knew  of 
persons,  in  addition  to  her,  who  were 
using  Cued  Speech  with  deaf-blind 
children,  I  replied  in  the  negative.  I 
explained  our  use  of  it  with  the  tunnel- 
vision  case,  and  was  astounded  when 
she  indicated  her  use  of  Cued  Speech 
was  with  a  profoundly  deaf,  totally  blind 
girl  nine  years  old.  I  asked:  "How  in  the 
world  are  you  doing  it?  Cued  Speech  is  a 
visual  system!"  She  explained  that  she 
was  using  it  as  a  completely  tactile 
system.  The  child  was  using  the  Tadoma 


hand  placement  on  the  speaker's  face  to 
pick  up  the  information  available  on  the 
mouth  and  throat,  approximately  equiv- 
alent to  the  information  visible  on  the 
face.  Then,  for  the  other  half  of  the  Cued 
Speech  input,  she  was  using  her  other 
hand  to  follow  the  cueing  hand  of  the 
speaker,  experiencing  no  difficulty  in 
identifying  the  eight  hand  configurations 
and  four  different  locations  constituting 
the  cues.  Thus,  visual  Cued  Speech,  half 
mouth  and  half  hand,  was  replaced  by 
tactile  Cued  Speech,  half  mouth-throat 
and  half  hand. 

Ms  Lasensky  informed  me  that  for  the 
first  time  she  could  tell  her  deaf-blind 
pupil  exactly  what  to  say.  She  reported 
that  progress  was  rapid  and  the  results 
excellent,  since  the  child's  mother  had 
also  learned.  Unfortunately,  Ms  Lasensky 
was  subsequently  transferred  to  another 
position  after  one  year. 

It  is  significant  that  this  use  of  tactile 
Cued  Speech  represents  the  first  theoret- 
ically accurate  method  of  conveying 
spoken  language  to  a  deaf-blind  person, 
other  than  using  a  phonemic  finger- 
spelling  system,  which  is  unavoidably 
slow  and  does  not  show  sound  duration 
and  stress.  It  is  essential  that  further 
experimentation  with  this  method  be 
carried  out. 


Usher  Syndrome  Adventure  Weekend 


We  left  King's  Cross  at  5pm  and  it  was 
the  rush  hour.  In  the  party  were  Russell 
Gilmore,  Roger  Ford,  John  Kelley, 
Charles  Turrell,  Michael  Corney,  Michael 
St  John  -  Carmel  was  driving.  Sue 
Robinson  and  Mary  Guest  made  their 
own  way  to  Roughmoor.  We  took  the  old 
road  and  saw  some  beautiful  places, 
including  two  pictures  of  white  horses  on 
the  hills. 

The  next  day  we  were  joined  by  four 
Venture  Scouts  and  we  all  went  to 
Cerney  Riding  School.  I  rode  a  half 
arabic  horse  (white  with  grey  nose) 
called  Lucy.  She  was  the  same  as  Woffik 
at  my  riding  school.  The  weather  was 
very  bad  and  cold.  We  rode  the  horses 
on  the  road  for  about  half  an  hour.  We 
were  shivering  because  of  the  weather 
and  kept  warm  by  the  boiler.  We  went 
back  to  the  centre  to  have  a  small  lunch 
then  we  went  to  Avebury.  We  walked  in 
the  field  and  had  a  look  at  some 
attractive  old  stones  and  our  shoes  were 
getting  wet  by  the  wet  grass! 

Then  off  to  the  ice  rink  at  Swindon 
which  was  reserved  for  us.  The  ice  was 
more  slippery  than  Streatham.  We 
practised  skating  on  the  ice  a  lot.  I 
improved  but  I  fell  over  twice. 

Next  we  went  to  a  swimming  pool,  we 
played  on  the  slides  a  lot  and  the  waves 
moved  in  the  pool.  We  enjoyed  ourselves 
there. 

After  dinner,  we  went  to  the  pub  on 
foot.  The  pub  was  very  nice  and  was 
called  "The  Nine  Elms".  We  chatted  and 
had  some  drinks.  The  pub  wasn't  very 


Talking  Sense  is  published  quarterly. 
Contributions  for  our  next  edition 
should  be  sent  to  Peter  Bennett  at 
31 1  Grays  Inn  Road,  London  WC1 X 
8PT  by  30  October.  Photographs 
are  copied  and  returned. 


Sarah  Dewes  was  one  of  the 

people  with  Usher  Syndrome  who 

joined  the  Sense  Activity  Weekend 

in  May.  Here  is  her  report. 


dark.  We  finished  at  the  pub  at  about 
1 1  pm  and  we  walked  back  to  the  centre. 
The   road   hadn't  any  street   lamps,   so 


Anthony  tried  to  hit  us.  The  lake  was  a 
bit  rough  and  the  weather  was  cold  and 
windy.  Oh  no,  our  rowing  boat  nearly  hit 
Roger's  boat  with  Charles  and  Helen.  I 
was  shaking  because  I  was  frightened 
and  cold.  We  were  in  the  boat  for  an 
hour. 

The  weather  improved  and  became 
warm  and  hazy  and  from  the  Waverly 
Hills  where  we  went  for  a  long  walk  I  saw 
a  gorgeous  distant  view. 

On  Monday  we  went  to  the  Crofton 


Mary  and  Anthony  hold  me  to  walk  in  the 
dark.  We  had  our  hot  drinks  and  chatted 
a  lot  at  the  lounge.  We  got  very  tired.  We 
went  to  bed  at  twenty  past  twelve.  Oh 
no! 

On  Sunday,  we  woke  up  at  quarter 
past  eight.  It  was  true  that  Sue,  Nicola 
and  I  woke  up  at  the  same  time  by  my 
alarm  and  vibrator.  We  had  our  breakfast. 
Charles  woke  up  very  late  and  he  had  his 
breakfast  at  about  half  past  nine!  Then 
we  went  to  Coldwater  for  boating  and 
played  on  the  bumper  boats.  Sean  and  I 
played    in    one    boat    and    Nicola    and 


Museum  where  there  is  a  big  beam 
engine,  it  was  very  hot  because  of  the 
steam,  and  it  smelt  horrible.  Then  after  a 
canal  tow  path  walk  we  had  a  trip  in  a 
narrow  boat  and  went  under  a  long  dark 
tunnel,  cold  like  a  cave. 

All  too  soon  it  was  time  to  leave 
Roughmoor  and  our  kind  hosts  Terry  and 
Ethel.  We  bought  some  fingerspelling 
mugs,  bookmarks,  pens  and  postcards. 
We  swopped  addresses  with  each  other 
and  shook  hands.  We  also  said  thank 
you  to  everyone  and  hoped  to  see  them 
again. 
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The  visually 
handicapped 
can  bank  on 
NatWest      - 


NatWest's  full  range  of  banking  ser- 
vices in  Braille  and  Large  Print  give  the 
visually  handicapped  the  independence 
they  deserve  and  enjoy. 

Translation  of  all  information  into 
Braille  is  carried  out  by  bank  staff  to 
ensure  absolute  confidentiality.  This  also 
enables  us  to  provide  a  quick,  efficient 
and  personal  service. 

Statements  in  Braille  and  correspon- 
dence when  necessary  are  just  part  of 
the  service.  Our  Brailled  Cheque  Writing 
"Template  assists  visually  handicapped 
people  to  write  their  cheques  with  confi- 
dence. NatWest  also  provides  specially 
written  Braille  instructions  to  help  non- 
sighted  customers  use  Servicetills  for 
easy  cash  withdrawals.  All  these  services 
are  also  available  in  Large  Print  to  assist 
partially  sighted  customers. 

The  visually  handicapped  may  also 
use  the  convenient  Access  Credit  Card 


PRESS 


service  through  NatWest. 

literature,  card  number  and  credit  limit  all 

being  provided  in  Braille  or  Large  Print. 

NatWest  Braille  and  Large  Print  ser- 
vices are  available  through  our  network 
of  over  3,000  branches  and  are  free  to 
visually  handicapped  customers. 

Your  local  NatWest  branch  will  be 
pleased  to  provide  full  details  and  a 
friendly  welcome;  alternatively  write  to: 
General  Administration  Services 
National  Westminster  Bank  PLC 
1  Prescot  Street,  London  El  8RN 
or  telephone  01-480  2285  and  ask  for  a 
copy  of  our  booklet  "Make  NatWest 
Work  For  You  — in  Braille"  (copies  are 
available  in  Braille  and  inkprint). 

NatWest  appreciates  the  importance 
of  independence  to  the  visually  handi- 
capped. 


€«* 


NatWest  The  Action  Bank 


FOR 


A     C     T     I 
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Steps  to  Independence 

by  Tony  Best.  £8.75 

Published    by    BIMH,    Foley    Industrial 

Park,     Stourport     Road,     Kidderminster, 

Worcs    DY11     7QG    or    available    from 

Sense. 

A  large  proportion  of  people  with  mental 
handicaps  have  a  visual  impairment.  A 
visit  to  any  mental  handicap  hospital  will 
bring  to  light  many  blind  residents  and 
many  of  these  blind  people  are  now 
moving  out  into  community  settings  -  to 
hostels,  community  units  and  group 
homes.  Increasingly,  organisations  such 
as  Sense  are  receiving  requests  from 
care  staff  for  help  and  ideas  in  working 
with  multihandicapped  blind  people. 

Now  at  least  we  have  Tony  Best's 
book  to  help.  'Steps  to  Independence'  is 
subtitled  'practical  guidance  on  teaching 
people  with  mental  and  sensory  handi- 
caps', and  it  is  indeed  eminently 
practical.  The  ideas  written  within  it  have 
formed  the  basis  of  courses  offered  in 
hospitals  around  the  country  and  have 
passed  the  test  of  time  and  exposure. 
For  the  several  hundred  staff  (perhaps 
thousands  by  now)  who  have  attended 
these  courses  'Steps  to  Independence' 
will  serve  as  a  reminder  and  elaboration 
of  the  course  material.  To  those  who 
haven't,  here  is  a  first  taste. 

The  book  starts  with  an  introduction 
to  the  effects  of  blindness  in  people  with 
mental  handicaps,  and  then  spells  out 
general  principles  of  training.  Sections 
on  making  best  use  of  residual  vision, 
introducing  techniques  for  moving  around 
safely,  and  using  clues  all  provide  useful 
ideas.  The  chapter  on  'Communication' 
deals  specifically  with  deaf-blind  residents 
also  and  introduces  a  few  introductory 
thoughts.  There  is  then  an  interesting 
chapter  in  the  advisability  or  otherwise  of 
adapting  the  environment  to  the  visually 
impaired  resident  and  some  ways  of 
doing  it.  Should  we  adapt  the  layout  and 
design  of  a  building  just  because  a  blind 
person  lives  there?  If  so,  how  can  we  be 
both  unobtrusive  and  effective?  How  can 
we  make  different  parts  of  a  room  sound 
different  to  a  blind  person?  Can  we 
introduce  tactile  clues  to  give  important 
information?  What  about  lighting,  decora- 
tion, furnishings,  equipment  and  walls? 

Tony  Best's  approach  involves  struc- 
turing situations  to  help  the  blind 
resident  learn  effectively.  He  lays  great 
stress  on  an  ordered  training  approach, 
and  a  large  section  of  the  book  is 
dedicated  to  drawing  up  task  analysis  for 
different  training  tasks.  So  often  people 
set  unrealistic  tasks  for  a  blind  resident, 
or  have  not  thought  out  fully  the 
implications  of  the  visual  impairment.  It  is 
vital  to  'think  blind'  before  trying  to  teach 
a  new  skill  to  a  mentally  handicapped 
blind  person.  How  does  the  task  appear 
to  them?  What  language  and  approach 
are  we  using  in  introducing  the  task? 
Have  we  worked  out  all  the  steps  they 
will  need  to  follow? 

What  a  pity  that  the  quality  of  the 
photos  is  not  better.  Still,  regular  readers 
of  Talking  Sense  will  enjoy  trying  to  spot 
familiar  faces. 

This  book  is  essential  reading.  It 
should  feature  in  every  hospital,  hostel, 
community  home,  group  home  and 
special  unit.  And  it  will  certainly  not  be 
out  of  place  in  the  family  home  either. 

Paul  Ennals 


VIEWS 


'The  Quiet  Ear'  -  Deafness 
in  Literature 

by  Brian  Grant 

It  is  surprising  that  we  have  had  to  wait 
so  long  for  this  book  which  seems  to  be 
the  first  anthology  of  its  kind  in  English. 
That  we  now  have  it  is  due  to  a 
misfortune  that  befell  Brian  Grant  during 
the  Second  World  War  when  he  stepped 
on  a  footmine  on  an  Italian  beach  and  it 
exploded  damaging  his  hearing. 

After  a  career  as  a  judge  Brian  Grant 
retired  to  Cumbria  and  has  been 
Honorary  Librarian  of  the  British  Deaf 
Association  (BDA)  for  some  years. 

He  has  cast  his  net  wide  and  literary 
quality  and  interest  are  given  precedence. 
The  selections  are  of  prose  and  verse 
from  more  than  100  authors:  they  are 
grouped  in  sections  including  Auto- 
biography, Fiction,  Drama,  Letters  & 
Essays  and  Verse. 

We  find  side  by  side  Jane  Austen  and 
Helen  Keller,  John  Betjeman  and  Jack 
Ashley  MP,  Catherine  Cookson  and 
fellow  Northumbrian  the  Venerable  Bede. 

Samuel  Pepys  records  in  his  diary  in 
1666  whilst  the  Great  Fire  of  London 
was  raging  how  he  meets  the  'Dumb  boy' 
who  was  able  to  sign  to  Sir  George 
Downing  about  the  fire  which  'I  could  not 
understand'. 

Dr  Samuel  Johnson's  visit  to  Mr 
Braidwood's  school  in  Edinburgh  for  deaf 
children,  whilst  on  his  famous  'Journey  to 
the  Western  Isles',  gives  a  vivid  picture 
of  an  early  and  successful  school  for 
deaf  pupils.  We  encounter  Braidwood's 
second  Academy  a  few  years  later  when 
Samuel  Rogers  dined  in  Hackney  with 
the  statesman  Charles  James  Fox  and 
his  deaf  son. '. . .  Fox  conversing  with  him 
by  the  fingers  and  their  eyes  glistened 
as  they  looked  at  each  other.  Talleyrand 
remarked  to  me,  "how  strange  it  was,  to 
dine  in  company  with  the  first  orator  in 
Europe  and  only  see  him  talk  with  his 
fingers".' 

There  is  a  wise  and  useful  essay  by 
Katherine  Whitehorn  from  The  Observer 
in  1971,  and  Dick  Francis  tells  how 
Lester  Pigott's  parents  learned  of  his 
deafness. 

In  'The  Scapegoat',  a  novel  of  1891, 
we  meet  Naomi,  Hall  Caine's  deaf-blind 


girl,  and  Pete  Townshend  in  a  song  from 
the  rock  opera  'Tommy'  introduces  the 
'Pinball  Wizard'  who, 

'Stands  like  a  statue,  Becomes  part  of 

the  machine 

Feelin'  all  the  bumpers,  Always  playin' 

clean; 

Ain't  go  no  distractions,  Can't  hear  those 

buzzes  and  bells, 

Don't  see  light's  a-flashing  He  plays  by 

sense  of  smell. 

Even  on  my  usual  table,  He  can  beat  my 

best- 

His  disciples  lead   him   in,  And  he  just 

does  the  rest. 

He's    got    crazy    flippin'    fingers,    Never 

seen  him  fall, 

That  deaf,  dumb  and  blind  kid  sure  plays 

a  mean  pin-ball.' 

There  is  something  for  everyone  in  this 
delicious  book. 

Order  it  from:  The  British  Deaf 
Association,  38  Victoria  Place,  Carlisle 
CA1  1HU  —  the  author  has  generously 
given  his  profits  to  the  BDA  who  will 
receive  half  of  the  purchase  price  only  if 
you  buy  from  them  directly. 

Peter  Bennett 

The  Quiet  Ear.  Brian  Grant.  Andre  Deutsch. 
1987.  Price  £9.95  including  post  and 
packing. 


Young  Sense 


Calling  all  parents  of  young 
children! 

Perhaps,  like  us  many  parents  of  young 
children  feel  that  they  have  such  a  busy 
life  that  they  don't  have  time  to  write  to 
Talking  Sense.  We  have  so  much  to  do 
during  the  first  years  of  our  child's  life. 
However,  there  is  a  newsheet  just  for  us 
and  we  are  looking  for  contributions 
towards  it.  The  newsheet  is  Young  Sense 
and  it  comes  out  three  times  a  year  - 
once  every  school  term.  It  is  especially 
for  parents  of  young  children  -  you 
don't  have  to  be  a  member  of  Sense  to 
write  to  Young  Sense  and  any  parent  of  a 
young  child  is  entitled  to  receive  it.  The 
next  Young  Sense  will  be  distributed  at 
the  end  of  October  and  will  contain  ideas 


for  Christmas  presents  for  the  dual 
sensorily  impaired  child  as  well  as  other 
items  of  interest,  your  letters  and 
articles. 

The  joy  of  this  newsheet  is  that,  if 
you  don't  have  time  to  write  anything  for 
Young  Sense  you  can  dictate  your  letter 
to  the  people  at  the  Family  Advisory 
Service  in  Ealing  and  they  will  make  sure 
that  your  letter  is  included. 

Do  write  -  or  phone  -  your  letter/article 
to: 

Family  Centre 
86  Cleveland  Road 
London  W13  OHE 
01-991  0513 

Yours, 

Jane  Mulholland 
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Regional  Roundup 


Sense-  Midlands  Branch 

We  were  determined  that  the  sun  would 
shine  for  our  Garden  Party  on  4th  July  at 
Sense-in-the-Midlands,  and  shine  it  did. 
The  afternoon  was  full  of  jollity,  with 
stalls  and  games,  laughter  and  cream 
teas.  A  real  family  day. 

(Note  from  Linda  Ricardo:  It  really  was 
a  lovely  afternoon.  My  husband,  daughter 
and  myself  went  along,  and  we  played 
Pluck  the  Chicken  (not  literally!),  had  a 
go  at  bowling  over  lemonade  bottles  (not 
as  easy  as  it  sounds,  Ian  Beattie  had 
them  cunningly  arranged  on  a  slope!)  but 
the  most  popular  game  was  Soak  the 
Teacher.  A  "volunteer"  sat  with  feet  in 
the  stocks  and  we  paid  small  sums  of 
money  to  throw  large  sponges  soaked  in 
cold  water  at  them.  John  Hatton,  Sense- 
in-the-Midlands'  Principal,  was  first  volun- 
teer and  it  was  interesting  to  note  that 
the  queue  for  this  game  comprised  many 
students  and  care  staff  from  the  Centre. 
One  student's  efforts  deserve  particular 
mention.  Yiannis  lokanis,  having  observed 
the  poor  aim  of  his  contemporaries, 
thoroughly  soaked  his  sponge  and  then 
walked  up  to  our  intrepid  Principal  and 
very  carefully  and  deliberately  wrang  out 
every  last  drop  of  freezing  water  over 
John's  head.  And  then  there  were  the 
cream  teas  . . .) 

A  whole  year  will  soon  have  passed 
since  our  inaugural  meeting  and  to 
celebrate  this  we  are  having  a  Cheese 
and  Wine  Party  on  Saturday  17th 
October  at  7.30  pm  at  Sense-in-the- 
Midlands.  Please  let  me  know  if  you 
would  like  to  come. 

Margaret  Beattie,  Secretary 


Sense-  London  North-East 

We  had  a  stall  at  the  Carnival  Fete  in 
Waltham  Forest  at  the  end  of  May  and 
managed  to  sell  out  by  3  pm.  We  made  a 
profit  and  some  new  friends,  said  hello  to 
old  ones  and  had  a  pleasant  day. 

The  following  weekend  we  had  a  float 
in  the  Carnival  Procession  itself  with  the 
theme  of  'Sense  -  in  the  Forest'.  The 
float  was  exhausting  to  build,  but  with 
only  minimal  adult  help  we  managed  to 
grow  a  forest  of  paper  trees  and  twigs  on 
the  back  of  the  lorry.  Some  of  us  dressed 
up  as  forest  creatures,  Gary  as  a  bear, 
complete  with  sore  head  (sunburn  really)! 
We  were  lucky  that  some  local  children 
helped  to  rebuild  the  float  and  wore 
Sense  T-shirts  in  the  parade. 

In  June  John  Hatton,  Principal  of 
Sense-in-the-Midlands,  gave  an  interest- 
ing talk  on  Further  Education  at  Edgbaston. 
Thank  you  to  everyone  who  came  along. 

We  also  had  a  Branch  meeting  in 
June  and  were  joined  by  Margaret 
Beattie  who  was  in  London  for  the  week. 
We  ended  the  evening  laughing  and 
trying  to  show  off  our  newly  acquired 
sign  language  skills  with  one  hand  and 
balancing  a  glass  of  wine  with  the  other. 
(N.B.  from  the  Regional  Office  -  Branch 
meetings  don't  have  to  be  all  formal 
business). 

The  July  meeting  was  held  in  a  local 
pub  and  Gary,  Bernard  Dunleavy  and  I 
were  able  to  report  back  on  the  Branch 
Officers'  Weekend. 


Our  next  Branch  meeting  will  be  on 
Tuesday  2nd  September  at  8  pm.  If  you 
would  like  to  come  along  and/or  would 
like  creche  facilities,  please  write  or 
phone. 

Hope  you  all  had  a  lovely  summer, 
that  your  holidays  were  sunny  and  that 
the  kids  didn't  drive  us  all  too  mad. 

Christine  Taylor,  Secretary 

Sense  -  South  West 

We  have  sold  one  of  our  two  holiday 
caravans  since  it  is  not  financially  viable 
to  run  them  both.  The  money  from  the 
sale  has  gone  into  our  Residential 
Project  Fund,  and  bookings  for  the 
remaining  van  are  going  well. 

The  Working  Party  on  residential  care 
and  the  establishment  of  a  group  home 
had  its  first  meeting  in  June  and  a 
second  in  July,  and  has  made  good 
progress.  Further  research  is  needed  to 
identify  potential  clients,  and  to  identify 
gaps  in  present  services  on  offer. 

We  have  agreed  that  we  need  to  raise 
the  profile  of  Sense  in  the  South  West 
area,  and  plan  to  use  the  forthcoming 
national  Rubella  Council  Awareness 
Week  (22nd  -  28th  November)  as  a  base 
to  work  from.  We  are  planning: 

•  to  support  the  week  as  fully  as  we  can; 

•  a  fund  raising  event  for  October  in 
Newton  Abbot  to  begin  the  Awareness 
programme; 

•  a  major  event  for  February  to  maintain 
the  momentum; 

•  the  launch  of  our  Residential  Project 
for  May/June  next  year  if  possible. 

Our  next  meeting  is  Thursday  17th 
September  at  7.30  pm.  A  venue  has  not 
yet  been  agreed  but  please  contact  us 
for  details. 

Peter  and  Mary  Holman,  Chairman 
and  Secretary 


Sense  -  Avon 

'We  are  still  keeping  busy  in  the  Sense  - 
Avon  Branch  and  Sense  -  Avon 
Parents'  Resource  groups. 

The  Bristol  Women's  film  unit  have 
been  working  on  making  a  fund-raising 
video  for  us  which  has  been  very 
exciting. 

We  also  had  a  very  interesting  visit  as 
a  group  to  the  'Feeling  to  See'  and 
'Sound  Sculpture'  exhibit  at  the  Arnolfini 
Gallery  last  week.  Have  got  some  good 
photos  which  you  might  like  to  see. 

Apart  from  our  regular  meetings,  there 
has  been  a  lot  happening  thanks  to  new 
friends  and  contacts: 
The  Grand  Draw  took  place  at  the  Black 
Swan  Inn,  Westbury-on-Trym  on  June  14. 
19  June  saw  Beverley  Smith  collecting  a 
cheque  for  us  as  a  result  of  The  Lord 
Mayor's  Christmas  Appeal  Fund. 
On  July  2  Rotorac  presented  at  Elmfield 
House  a  cheque  for  the  final  sum  of 
money  they  have  raised  for  us  over  the 
last  two  years. 

July  12  from  10am  -  4pm  we  had  our 
stall  in  front  of  the  Unicorn  Hotel,  Bristol 
City  Docks,  as  part  of  the  Bristol 
Charities  Fayre. 

We  had  the  Branch  AGM  on  June  16 
and  the  mood  seems  to  be  that  the  two 


aspects  of  Sense  -  Avon  (Resource 
Group  and  Branch)  should  combine  fully. 
Folk  would  like  to  have  another  meeting 
about  it  in  the  Spring.  The  feeling  seems 
to  be  to  get  on  with  it  and  work  on  the 
directions  which  seem  to  be  needed 
while  working  out  the  rest. 

P.S.  David  and  Jonathan  (Rudman) 
now  have  their  computer  and  it  is  all 
great  and  working  out  well  for  them  (see 
Members  News). 

Sally  Silverman,  Chairman 

Mavis  Rudman,  Secretary 

Sense    -    Avon    Branch    and    Parents 

Resource 

Sense  -  North  West 

'First  of  all,  you'll  be  pleased  to  hear  that 
we  recently  received  a  cheque  for  £3000 
from  the  Children  in  Need  appeal 
towards  our  caravan  project.  Incidentally, 
the  caravan  (in  the  Lake  District)  is  doing 
very  well  for  bookings,  and  we  have  had 
enquiries  from  various  parts  of  the 
country. 

My  coffee  morning  in  June  realized 
£205,  which  was  pleasing  in  view  of  the 
fact  that  it  was  a  rainy  day. 

Brenda  Carter's  barbecue  will  take 
place  on  Saturday  evening,  August  22  (in 
Eccleston,  Lanes.),  and  we're  hoping  for 
a  fine  night  then. 

At  a  recent  meeting  of  the  Committee 
at  the  home  of  Sue  and  Bruce  Smart,  we 
decided  to  hold  a  Family  Day  for 
members,  so,  with  the  kind  permission  of 
Helen  Townend,  we  have  provisionally 
arranged  for  it  to  be  held  on  10  October 
at  Sunshine  House,  Southport  (Oxford 
Road).  We  have  yet  to  decide  on  the 
pattern  of  events  but  we  will  be  holding 
another  Committee  meeting  on  27 
September  at  the  home  of  Lynn  and  Joe 
Latham  in  Wigan  to  finalize  plans. 

I  spoke  at  a  meeting  in  Leeds  in  July 
that  went  very  well,  the  group  consisting 
of  about  ten  young  mothers  with  babies 
born  with  varying  handicaps.  Apparently 
there  are  about  three  such  groups 
meeting  every  week,  so  I  may  be  asked 
to  go  again  at  a  future  date.  Much 
interest  was  shown  in  Sense  and  they 
wanted  to  go  on  the  mailing  list. 

The  St  Theresa's  Brownies  of  Birkdale, 
Southport,  invited  along  friends  and 
relations  to  a  recent  pack  meeting,  and 
through  their  own  efforts  (with  a  little 
help  from  their  leaders)  raised  the  large 
amount  of  £52  for  the  Branch. 

That's  all  for  now,  but  we  hope  to  see 
you  at  the  Weekend  Away  in  September. 

Margery  Harrison 
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Pathways    News 


Condover  Hall  School  has  featured  in 
two  half  hour  programmes  on  BBC 
television  but  only  in  the  Midland  region. 
I  understand,  though,  that  a  shortened 
version  will  be  shown  nationally  later  on 
in  the  year.  Louise  Camilleri  and  David 
O'Hare  were  the  children  from  Pathways 
followed  by  the  cameraman. 

We  were  fortunate  again  this  year 
because  the  outing  to  Barmouth,  organ- 
ised by  our  Railway  Friends,  fell  on  one 
of  the  rare  sunny  days  we  have  had  this 
summer.  This  year  the  railway  friends 
had  'taken  over'  the  train  for  the  day.  As 
soon  as  the  train  left  the  station,  until  it 
returned  at  6.30  pm,  the  children  were 
given  all  kinds  of  delicious  goodies  to 
eat.  Our  friends  also  gave  the  children 
tokens  to  spend  at  the  fair.  The 
'Waltzers'  proved  to  be  the  most  popular 
ride.  One  kind  gentleman  gave  the 
children  free  boat  rides  in  the  estuary.  A 
railway  friend,  at  the  end  of  the  journey 
back,  was  heard  to  say  to  one  of  the 
blind  children,  'The  children  have  given 
the  railway  friends  a  lovely  day  out'. 

The  Blue  Family  also  camped  this 
year  in  the  most  attractive  county  in 
England  -  Shropshire!  They  travelled 
fifteen  miles  from  school  and  had  two 
nights  under  canvas;  six  children  and 
seven  staff.  It  was  also  the  maiden 
voyage  of  the  new  caravan.  The  weather 


Our  Seniors  Summer  Camp 
at  Lyme  Regis 

Lyme  lived  up  to  our  expectations 
although  the  weather  did  not. 

On  Monday  we  went  sight-seeing  - 
Honiton,  Axminster,  Beer  and  Seaton  - 
and  back  for  a  walk  around  the  harbour 
at  Lyme. 

Tuesday  was  Wildlife  Park  day  at 
Cricket  St.  Thomas.  Everything  about  it 
reflects  the  loving  care  that  many  people 
put  into  the  park.  The  buildings,  shops, 
trains,  lakes,  gardens,  but  most  of  all  the 
well-tended  animals  and  birds,  and  so 
many  of  these  the  children  could  touch, 
were  a  delight  to  see.  It  was  tremendous 
watching  Bobby  and  Clare  explore  the 
wooden  fort  -  up,  across,  down  and 
round. 

On  Wednesday  we  spent  a  traditional 
English  day  on  the  beach,  complete  with 
sandy  sandwiches,  tepid  tea,  flat  coke, 
dripping  lollies  and  rasping  sun  cream! 
But  we  all  had  a  lovely  day. 

Thursday  was  to  be  our  fishing  day 
but,  due  to  the  rough  sea  we  went  to 
Seaton  and  its  tram-way  for  a  6-mile  ride, 
following  the  route  of  the  old  railway  line, 
a  hardy  few  braved  the  elements  on  the 
open  top  deck. 

Friday  we  went  fishing  and  caught  five 
mackerel  in  the  still-rolling  seas.  All  the 
children  and  staff  enjoyed  the  pitching 
and  tossing  of  the  small  fishing  craft, 
except  Mr  Repath,  who  had  sausage, 
beans  and  egg  for  breakfast  -  say  no 
more!  We  had  fresh  mackerel  for  tea. 
Afterwards  we  went  shopping  but  ended 
up  on  Chesil  beach  which  stretches  for 
miles  and  miles.  It  was  a  pleasure  to  see 
Bobby  and  Clare  being  able  to  wander 
freely,  ankle-deep  in  pebbles. 

The  children  were  all  excellent  -  only 
one  sleepless  night,  and  only  one  wet 
bed.    What    sticks    in    my    mind    is:    a 


was  not  kind  but  despite  this  they  visited 
the  beautiful  gardens  at  Hodnet  Hall. 
They  also  had  a  marvellous  barbecue, 
prepared  by  Mr  G.  Evans  and  Mr  D. 
Perry. 

We  have  not  had  Susan  Fulton  with 
us  this  term.  Susan  is  the  Housemother 
of  the  Blue  Family.  We  do  hope  she  has 
recovered  from  her  illness  and  that  she 
will  return  after  the  holiday.  During  her 
absence  Sandra  Wood  has  been  looking 
after  the  Family. 

The  picnic  organised  by  the  Sunday 
School  at  All  Stretton,  and  which  takes 
place  in  the  lovely  hills,  alas,  was  driven 
indoors  this  year. 

Competition  was  very  keen  again  at 
the  Annual  Sports  Day  and  we  were  so 
lucky  to  have  a  fine  afternoon.  There 
were  only  three  children  in  each  race,  so 
all  the  competitors  were  bound  to  win 
some  of  the  prize  money. 

This  winter  we  are  running  courses  for 
people  in  the  village  who  are  very  keen 
to  learn  finger  spelling. 

This  time  of  year  can  be  sad,  too, 
because  we  have  to  say  'Goodbye'  to 
some  of  our  children.  Three  leave  this 
term  -  Amanda  Armitage,  Ian  Brown  and 
Robert  Ounsworth.  We  wish  them  all  well 
as  they  continue  their  Further  Education 
programmes  elsewhere. 

Peter  Jones 


chuckling  Bobby,  10  o'clock  at  night, 
head  out  under  the  tent  flap,  enjoying 
the  warm  drizzle  falling  on  his  face; 
David,  our  water  carrier,  struggling  with  a 
5-gallon  can,  time  after  time;  Vicky 
supporting  the  tree;  Louise  stroking  the 
miniature  ponies;  Clare  being  nuzzled  by 


the  elephant's  trunk;  Anita's  help  with  the 
other  children;  Clare's  need  for  deckchair 
relaxation;  Bobby  exploring  the  fort; 
mackerel  bones;  excellent  breakfasts; 
flat  air  beds;  a  figure  emerging  from  a 
tent,  complete  with  pyjamas,  dressing 
gown,  towel,  toilet  bag  -  and  wellies! 
(Never  did  find  out  his  name!).  Someone 
snoring;  Sam's  constant  need  for  sust- 
and  her  permanently  smiling 
was    an    excellent    educational 


enance, 
face.  It 
vacation 


J  M  W  Lewis 


Prom  the 
Manor  House 

Lorraine  Francis,  a  student,  and  Alexandra 
Harman  went  on  an  Activity  Week 
organised  by  the  British  Deaf  Association 
at  Atlantic  College  in  South  Wales. 
Alexandra  tells  all . . . 

"Whilst  sitting  on  the  train  to  Atlantic 
College  I  could  see  in  Lorraine's  face 
she  didn't  know  quite  what  to  expect 
from  this  multi-activity  week. 

Even  though  Lorraine  is  one  of  our 
more  able  students  I  wasn't  sure  quite 
how  she  would  take  it.  She  surprised  me 
and  I'm  sure  many  other  people.  The 
activities  included  rock  climbing,  canoe- 
ing and  archery. 

One  situation  which  sticks  in  my  mind 
is  when  Lorraine  was  half  way  round  a 
daring  assault  course.  Beams  to  walk  on 
three  times  her  height  didn't  deter  her 
from  climbing  the  wooden  ladders  to  get 


there.  At  one  point  she  insisted  on 
waving  to  me  whilst  trying  to  gain  her 
balance.  Determination  was  definitely 
her  middle  name. 

The  activities  were  well  organised  and 
the  college  students  who  instructed  us 
all  were  very  helpful  and  patient.  We  met 
other  youngsters  from  all  over  the 
country  who  mixed  with  Lorraine  very 
well  and  she  with  them. 

Lorraine  was  independent,  she  happily 
escorted  herself  down  to  the  breakfast 
hall,  which  was  a  fair  walk  from  our 
sleeping  quarters. 

I  think  the  two  moments  that  I 
remember  most  vividly  were  Lorraine's 
rock  climbing  and  her  strength  when 
canoeing.  She  had  obviously  suddenly 
acquired  her  own  methods  for  these  two 
sports,  and  looked  as  though  she  had 
been  doing  them  for  years. 

As  well  as  the  events  run  by  Atlantic 
College,  the  BDA  also  organised  some 
activities.  Lorraine  nominated  herself  to 
do  beauty  and  make-up  as  well  as 
drama.  These  suited  her  down  to  the 
ground.  She  applied  her  make-up  every 
morning  to  suit  the  events  of  the  day. 

On  the  last  evening  students  and 
college  staff  were  entertained  by  the 
drama.  Lorraine  thought  it  would  be  a 
good  opportunity  to  do  her  solo  circus 
act  -  as  she  adores  Barnum.  This  act  was 
nearly  all  thought  out  by  Lorraine. 

If  we  weren't  fit  when  we  went  we 
certainly  were  when  we  left.  This  we 
dreamed  about  whilst  deservedly  sleeping 
on  the  train  going  home." 
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Henshaw's  News 


The  Year  at  Tarn  House 


The  year  opened  at  Harrogate  in 
September  with  three  new  students  and 
eventually  five  new  members  of  staff.  It 
has  been  a  year  of  learning,  acquiring 
new  skills  and  growth  for  everyone. 

The  family  group  has  members  who 
are  rubella  mentally  handicapped,  rubella 
deaf,  able  deaf  with  Usher  Syndrome, 
and  blind  with  profound  hearing  loss. 

Each  student  has  their  own  room  in 
Tarn  House;  from  this  'home  base'  of 
self-care  and  independence  their  work 
uses  the  facilities  and  expertise  of 
Henshaw's  School  for  the  Visually 
Handicapped. 

Here  the  students  use  wood,  metal 
and  plastic  in  the  workshop  or  involve 
themselves  in  crafts  such  as  pottery, 
plaster  moulding,  candle-making,  collage, 
spinning,  enamelling,  weaving,  batik, 
knitting,  beadwork,  tye-dying  or  other 
leisure-based  activities. 

Our  use  of  technology  involves 
working  with  computers  and  electric 
typewriters  that  develop  keyboard  skills, 
linked  with  modified  software  that  encour- 
ages number  work  and  develops  attention 
span.  Some  of  the  students  use  a 
Microwriter,  and  whilst  Moon  texts  are 
available  for  one  student,  a  member  of 
the  deaf-blind  staff  is  an  experienced 
braillist. 

In  addition  students  have  regular 
speech  therapy  and  mobility  training. 
There  is  excellent  support  from  the  local 
medical,  audiological  and  ophthalmo- 
logical  services. 

We  try  to  involve  our  students  in  the 


local  community  as  much  as  possible. 
This  means  using  the  local  shops, 
travelling  on  buses  and  trains,  visiting 
the  PHAB  Club  in  Harrogate  and  deaf 
clubs  in  Leeds,  Bradford  and  York.  Total 
communication  utilising  sign  language  is 
used  in  Tarn  House. 

The  link  with  Harrogate  College  of 
Arts  and  Technology,  who  participate 
with  courses  for  our  dual-handicap 
students,  has  continued  to  grow  as  they 
provide  the  necessary  contact  with  non- 
handicapped  peer  groups. 

We  have  visited  Deaf  Clubs  in  Leeds, 
Bradford  and  York  regularly.  The  Sensory 
Handicap  Team  from  the  York  area  have 
used  us  for  some  of  their  in-service  staff 
training.  Tarn  uses  the  amenities  of  the 
Harrogate  area  whenever  possible,  partic- 
ularly in  the  evenings  and  at  weekends. 
Most  importantly  we  use  local  shops  in 
Starbeck  almost  every  day  when  shopping 
for  meals  or  simple  necessities. 

Our  Unit  had  a  very  successful  staff 
exchange  with  the  Manor  House,  Market 
Deeping  in  April  when  Carolyn  Thompson 
spent  a  week  there.  We  welcomed 
Andrew  Berry  who  fitted  in  very  well  with 
the  group  and  contributed  many  skills, 
especially  Paget-Gorman  signing  for 
Jane. 

There  have  been  residential  assess- 
ments of  three  new  candidates  for  the 
Deaf-Blind  Unit,  and  how  their  needs 
must  be  fitted  into  existing  strategies. 

Mike  Jennings 

Head  of  the  Deaf-Blind  Unit 


Holiday  Highlights 


Janet  and  Alison  went  on  holiday.  This  is 
how  Alison  described  it. 

"On  a  dull,  grey  Saturday  morning  in 
June,  Janet  and  I  set  off  on  the  train  to 
Manchester  Airport,  destination  Palma, 
Mallorca,  Janet's  bag  full  to  the  brim  with 
bikini,  towel,  dance  dresses  and  camera 
film. 

Our  week's  holiday,  organised  by  the 
Deaf-Blind  Fellowship  had  arrived  at  last. 
I  was  to  be  Janet's  guide  and  we  were  to 
meet  14  other  couples  on  our  journey  to 
the  Reine  Constanza  Hotel. 

In  the  mornings  we  would  all  gravitate 
towards  the  hotel  swimming  pool,  where 
in  the  hot  sun  we  would  chat  and  swim 
and  discover  the  difficulties  of  finger- 
spelling  and  signing  whilst  treading 
water  in  the  deep  end! 

Lunch  was  a  light  meal,  often  eaten 
outside.  In  the  afternoons  we  looked 
round  the  many  local  souvenir  shops,  or 
took  a  bus  to  Palma  Nova  where  we 
could  walk  along  the  beaches.  Back  to 
the  hotel  for  a  last  swim  before 
showering  and  changing  for  dinner.  The 
evening's  entertainment  began  at  9.45pm 
when  we  would  talk  and  dance  until 
midnight  or  later.  Janet  rarely  sat  down 
during  these  evenings,  so  many  times 
was  she  asked  to  dance.  Needless  to 
say  we  both  slept  very  well! 

The  local  bus  was  a  different  exper- 
ience from  the  Harrogate  Hoppas! 
'■■■:'."■.'■.   •-,  >','-.   roof   /I':   //oulO  a\\  -.<vih-,h 


Janet 

in,  hanging  on  to  the  bars  overhead, 
whilst  we  careered  round  bends  and 
down  hills,  grinning  at  each  other 
encouragingly! 

Janet's  outgoing  friendly  personality 
and  her  love  of  dancing  helped  her  make 
a  lot  of  new  friends  very  quickly  and  the 
holiday  was  an  enormous  success  for 
both  of  us.  One  week  back  at  Henshaw's 
and  Janet  is  already  signing  to  me  "next 
year  . . .  again  . . .  perhaps!"  I  certainly 
hope  so." 


Remscheid 
Holiday 

In  March  an  international  holiday  was 
arranged  at  the  Academy  Remscheid,  a 
centre  for  handicapped  people  in  West 
Germany.  Four  British  deaf-blind  students 
joined  Swiss,  German  and  Dutch  groups 
there.  Jane  and  Tilleke  went  from 
Henshaws.  Here  is  their  story: 

"We  had  quite  a  turbulent  flight,  but 
arrived  safely  in  Dusseldorf,  and  contin- 
ued our  journey  to  Remscheid.  Later  that 
day  we  went  to  a  local  pub,  where  we 


Jane 

had  an  enjoyable  evening  getting  to 
know  each  other. 

Every  day  after  breakfast  we  started 
with  warm-ups  in  the  main  hall.  At  about 
10  o'clock  we  would  have  a  coffee  break 
and  then  split  up  into  groups.  We  could 
choose  between  four  workshops:  Rhyth- 
mic Dance,  Free  Dance,  Craft  and 
Games.  Jane  chose  to  go  to  Rhythmic 
Dance  for  the  first  two  mornings,  and  to 
Craft  for  the  next  two  mornings.  Barbra 
was  our  leader  for  Rhythmic  Dance.  We 
used  many  different  instruments  such  as 
tambourines,  African  drums,  a  piano  and 
xylophone  bars  and  bamboo  canes  to 
dance  with. 

When  we  went  to  Games  we  looked 
more  like  circus  acrobats.  We  practised 
"tight-rope  walking",  riding  on  human 
"elephants"  and  jumping  on  the  trampo- 
line. We  also  had  a  delightful  morning 
"parachute  jumping"  when  we  did  all 
kinds  of  games  with  an  enormous  sized 
parachute.  On  Friday  morning  we  visited 
all  the  workshops  and  joined  in  with  the 
other  groups,  and  admired  their  work 
and  performances. 

Several  excursions  were  planned  for 
the  afternoons.  On  Monday  we  went 
horse-riding.  The  next  day  we  went  to  a 
weaver's  and  to  Schloss  Burg,  and  on 
Wednesday  we  visited  Solingen  Zoo.  On 
Thursday  we  stayed  indoors  and  had  a 
"Smellies  and  Feelies"  competition,  and 
during  the  last  afternoon  we  did  some 
shopping  in  Remscheid.  Some  of  us 
found  it  a  bit  confusing  to  have  to  use 
German  money  and  to  buy  German 
stamps  for  cards  we  sent  home. 

Every  evening  we  had  a  "national" 
evening  in  the  bar.  On  Thursday  it  was 
our  turn.  We  had  practised  a  couple  of 
songs  and  dances  and  some  of  us  had 
made  scones,  which  we  served  with  jam 
and  cream. 

On  Saturday  we  spent  the  morning 
shopping  in  Remscheid  and  then  we 
caught  the  train  back  to  Dusseldorf. 
During  the  flight  back  we  asked  if  we 
could  have  a  look  in  the  cockpit,  which 
was  fascinating.  At  midnight  we  arrived 
back  at  Henshaw's,  very  tired  but  very 
contented." 
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Members'  News 


Gillian  Wylie 

It  is  now  some  time  since  we  told  you 
about  our  daughter  Gillian  who  is  rubella 
handicapped,  being  profoundly  deaf, 
partially  sighted  and  still  attending  a 
Cardiac  Clinic  for  routine  checks. 

Gillian  will  be  four  years  old  on  28 
September  '87.  As  you  see  from  the 
photograph  she  is  wondering  what 
mischief  to  get  up  to  next. 

When  we  took  this  picture  she  was 
setting  out  to  school  at  Carnbooth 
House  where  she  now  goes  three  days 
per  week. 

She  really  enjoys  school,  and  her 
signing  is  coming  along  really  well.  Her 
teacher  at  Carnbooth  is  called  Dorothy, 
so  if  I  give  Gillian  a  telling  off  about 
something  that  she  is  not  too  happy 
about,  she  will  sign  to  me  that  she  will  go 
on  the  bus  to  Dorothy. 

Hoping  everyone  enjoys  their  summer 
break. 

Nancy  and  Gavin  Wylie 
6  Lauder  Gardens 
Priory  Bridge  Estate 
Blantyre 
Glasgow  G72  9NL 


Cheryl  Cox 


Brothers  and  sisters  of  our  deaf-blind 
children  sometimes  tend  to  be  forgotten. 
We  have  a  daughter  Cheryl  who  is  deaf- 
blind  and  a  son  Glen.  On  occasions, 
Glen  would  come  home  crying  because 
some  children  made  comments  about 
Cheryl  "why  did  his  sister  have  to  be  like 
she  was".  We  wanted  to  explain  to  Glen 
how  privileged  he  was  to  have  a  very 
special  sister  who  could  overcome  her 
enormous  difficulties. 


Gill  Morbey,  Scottish  Officer  of  Sense- 
in-Scotland  and  mother  of  Marshall  who 
is  deaf-blind  and  Melissa  his  sister, 
volunteered  to  give  a  speech  to  demon- 
strate how  these  special  children  are 
taught  to  be  as  self-sufficient  as  their 
individual  circumstances  allow,  also  how 
Rubella  can  be  avoided. 

As  a  result,  we  sponsored  a  Poster 
Design  Competition  that  would  enlighten 
people  at  a  glance  to  the  fact  that  there 
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are  people  who  are  both  deaf  and  blind. 
Primary  6  and  7  took  part  and  picking  a 
winner  was  very  difficult  as  they  all  had 
put  so  much  thought  and  effort  into 
them. 

During  a  holiday  from  Carnbooth 
School  at  Carmunnock,  Cheryl  came  to 
Carleath  Primary  to  meet  her  brother's 
friends  and  class  mates,  to  help  present 
prizes,  which  she  enjoyed.  More  import- 
ant though  was  that  the  Headmistress, 
teacher  and  pupils  met  Cheryl,  played 
with  her,  asked  non-stop  questions 
which  her  brother  was  proud  to  answer. 
Hopefully  the  cruel  taunts  and  ignorance 
will  be  cured  thanks  to  a  little  help  from 
friends  like  Gill,  and  Glen  along  with 
other  children  will  grow  and  learn  to 
understand. 

Roy  &  Liz  Cox 

Duntocher 

Clydebank 


Gemma  Lennox 

At  first  we  thought  that  Gemma  was  both 
blind  and  deaf  as  well  as  severely 
mentally  and  physically  handicapped. 
However  after  a  lot  of  tests  she  was 
diagnosed  as  Microcephalic  and  partly 
Spastic. 

Much  to  our  amazement  we  found  out 
when  she  was  two  and  a  half  that  she 
could  hear  quite  well  and  what  partial 
sight  she  had  was  good.  Although  this 
was  good  news  for  us  it  is  still  upsetting 
to  know  that  your  child  is  severely 
handicapped  and  won't  improve  beyond 
her  present  capabilities. 

For  this  reason  I  think  the  Sense 
Branch  (here  in  Northern  Ireland)  is  a 
great  comfort  and  support  to  us  both, 
although  Gemma  is  really  neither  deaf 
nor  blind. 

Irene  Lennox 
26  Carwood  Park 
Glen  Gormley 
Newtownabbey 
BT36  8JU 


Shaun  Porter 

Shaun  is  now  eighteen  years  old  and  still 
at  Talbot  School  in  Sheffield.  We  have 
been  told  that  he  can  stay  there  until 
Christmas  1988.  Last  September  he  was 
moved  to  the  Birley  site  with  the  sixteen 
plus  group.  He  is  doing  very  well, 
improving  in  his  independence,  both  in 
and  out  of  school  and  gaining  more  self- 
confidence. 


Shaun  enjoys  going  out  in  the  mini- 
bus and  eating  out,  his  favourite  treat  is 
a  pub  lunch  in  Derbyshire.  He  still  enjoys 
the  swimming  pool  and  gym  at  school  - 
also  the  school  flat  where  self-help  skills 
are  taught  one  week  in  four. 

At  the  moment  I  do  not  know  what 
Shaun's  future  placement  will  be.  I  have 
written  to  Rotherham  Social  Services  to 
find  out  what  is  available  but  have  had 
no  reply  yet. 

Like  most  parents  our  main  concern 
at  the  moment  is  -  what  next  after 
school? 

Janet  Porter 

206  Upper  Wortley  Road 

Droppingwell 

Rotherham  S61  2AB 


Paul  Taylor 

Paul's  BSL  (sign  language)  is  coming 
along  so  well  that  it  was  worrying  me 
that  I  would  not  be  able  to  understand 
him,  thus  leading  to  frustrations  which 
good  schooling  had  cut  down  on.  So  I 
spoke  to  the  Deputy  Head  and  as  soon 
as  the  children  had  settled  down  in  their 
new  building  at  Whitefield  School  the  staff 
started  a  Parent  Workshop  every  other 
Monday  morning.  It's  great.  In  four  months 
I'm  in  the  advanced  group!  I  know  whole 
sentences  e.g.  'Paul-do-you-want-a-drink- 
of-orange?',  'Brother-is-asleep',  'Paul-go- 
to-the-kitchen'. 

When  we  go  shopping,  Paul  will  go 
(after  the  appropriate  signs)  to  the  rows 
of  biscuits  -  dog  food  -  cereals  and  find 
the  right  objects.  I  often  find  people 
watching  us  and  smiling  as  Paul  does  as 
he  is  told.  Makes  you  feel  very  proud. 

Christine  Taylor 
26  Albion  Road 
London 
E17 
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Members'  News 


Jenny  Leahy 

Our  first  daughter  Jenny  was  born  on  the 
18th  November  1981,  weighing  in  at  a 
healthy  8lb  13oz.  With  six  years  of 
marriage  and  three  previous  miscarriages 
behind  us,  she  was  a  precious  and  much 
wanted  baby.  Within  twenty  four  hours  of 
her  birth  however,  we  were  to  discover 
just  how  special  she  was. 

Jenny  was  born  multi-handicapped 
with  a  rare  condition  known  as  Charge 
Syndrome.  Her  many  problems  include 
partial  sight  and  partial  hearing.  As 
parents  we  consider  her  major  handicap 
to  be  her  heart  defect,  for  Jenny  has  a 
single  ventricle  (only  three  instead  of 
four  chambers).  As  a  result,  Jenny  was  a 
delicate  little  girl  who  succumbs  easily  to 
infection.  In  fact  when  she  was  first  born 
we  were  given  little  hope  of  her  survival. 

We  soon  decided  that  if  Jenny  was 
going  to  die  then  it  should  be  in  the 
surroundings  of  her  own  home  amongst 
those  who  loved  her.  Before  this  could 
take  place,  I  had  to  learn  how  to  pass  a 
tube  into  Jenny's  nose  and  down  into  her 
stomach.  This  was  the  only  means  of 
sustaining  life  for  she  could  not  swallow. 
Owing  to  heart  failure  she  frequently 
vomited  and  went  down  to  five  pounds  in 
weight. 

Jenny  developed  infection  after  infec- 
tion, kept  little  food  down  and  many 
times  we  thought  she  was  close  to 
death. 

We  were  given  tremendous  support 
from  the  hospital,  local  doctors  and 
Health  Visitor  but  after  six  months  and 
Jenny  still  battling  for  life  we  felt  a 
second  opinion  might  prove  helpful  and 
we  were  subsequently  referred  to  Gt 
Ormond  Street  -  the  Hospital  for  Sick 
Children. 

It  was  there  that  Jenny's  condition 
was  diagnosed  as  Charge  Syndrome  and 
that  with  her  particular  heart  defect  she 
might  expect  to  live  up  to  ten  years. 

We  brought  Jenny  back  home  and 
many  months  followed  trying  to  get 
Jenny  to  accept  milk  and  sloppy  solids 
by  mouth.  The  milk  feeds  were  no  longer 
sufficient  to  sustain  even  her  little 
appetite.  Despite  her  frailty  she  put  up 
tremendous  resistance  to  the  insertion  of 
a  nasal  gastric  tube  and  was  continually 
pulling  it  out.  It  was  a  distressing 
experience  for  her  and  us. 

Finally,  our  perseverance  paid  off  and 
Jenny  managed  to  take  her  food  orally. 
We  could  hardly  believe  it  the  first  time 
and  neither  could  the  doctors.  They 
wanted  to  see  it  for  themselves! 

Shortly  afterwards  I  discovered  I  was 
pregnant  again.  We  felt  a  turning  point 
had  been  reached  and  that  life  was  now 
possible  for  Jenny.  It  would  have  been 
impossible  to  have  followed  Jenny's 
previous  feeding  regime  and  to  have 
coped  with  the  feeding  requirements  of  a 
new  baby.  This  was  to  be  the  first  of 
Jenny's  achievements. 

The  months  passed  by  and  Laura 
Leahy  eventually  made  her  entrance  into 
the  world  on  the  14th  June  1983.  A 
registrar,  houseman,  paediatric  registrar, 
two  midwifery  sisters  and  a  staff  nurse 
//ere  all  present  to  witness  her  birth. 
There  were  sighs  of  relief  all  round  that 
Laura  was  born  healthy  and  well  formed. 

The  next  twelve  months  were  pretty 
hectic.  Jenny  began  to  take  increasingly 


more  notice  of  her  surroundings  and 
initially  objected  to  the  presence  of  a 
new  born  sister  by  biting  her,  if  given  the 
opportunity.  We  discovered  that  Jenny's 
ups  and  downs  were  helped  by  the 
addition  of  Laura  of  whom  we  were 
extremely  proud. 

All  this  time  Jenny's  character  was 
developing.  We  began  to  discover  that 
she  was  a  tough  little  cookie  with  a  mind 


of  her  own.  We  could  see  that  Jenny  had 
a  terrific  problem  with  communication, 
that  parents  apart,  she  had  great 
difficulty  in  establishing  relationships 
with  anyone  and  children  in  particular. 
Hair  pulling,  biting  and  head  banging 
were  all  behavioural  problems  exhibited 
in  situations  where  she  could  not 
comprehend  nor  control  her  environment. 

We  were  really  quite  proud  of  her 
progress  however.  By  October  1 985  she 
could  walk  by  moving  around  furniture. 
Despite  a  short  attention  span,  she 
obviously  enjoyed  looking  at  picture 
books  held  close  to  her  face  and  she 
liked  puzzle  boards  and  jigsaws. 

Our  peripatetic  teacher  for  the  deaf 
introduced  us  to  Sense  and  encouraged 
by  our  local  RNIB  adviser,  we  began  to 
appreciate  for  the  first  time  the  difficulties 
Jenny  would  encounter  in  achieving  the 
potential  we  thought  she  had. 

The  time  for  Jenny's  assessment  of 
educational  needs  approached.  We  were 


particularly  heartened  by  the  assessment 
of  the  educational  psychologist  who  had 
an  impossible  task  in  assessing  Jenny 
over  two  visits.  Jenny  had  a  low 
tolerance  for  failure  in  any  of  the  tasks 
she  was  required  to  complete;  neverthe- 
less, at  the  lowest  level  they  indicated  a 
child  with  moderate  learning  difficulties. 
Can  you  imagine  our  feelings  when  we 
had  initially  been  advised  that  Jenny  was 
mentally  handicapped! 

Jenny  was  eventually  placed  Out  of 
County  at  the  Deaf-Blind  Unit  attached 
to  Elmete  Hall  -  Leeds  School  for  the 
Deaf.  She  commenced  her  education  in 
January  1986  initially  for  two  days  and 
currently  three  days  a  week. 

We  believe  she  is  making  excellent 
progress  coincidental  with  an  upward 
trend  in  her  physical  health.  As  a  result 
of  the  structured  approach  to  learning 
Jenny  can  now  undress  with  a  little 
assistance;  she  can  also  brush  her  teeth 
and  wash  her  hands  and  face  independ- 
ently. 

She  has  begun  to  establish  relation- 
ships apart  from  her  parents  and  her 
behaviour  is  a  lot  less  disruptive.  Holiday 
times  still  present  a  great  problem  but 
we  have  discovered  that  if  we  structure 
at  least  part  of  her  day  then  she  remains 
her  normal  self. 

Communication  is  still  in  its  early 
stages  but  recently  on  being  informed 
that  she  was  being  sent  to  bed  for  being 
naughty,  she  signed  "I'm  poorly"  (she  did 
have  an  ear  infection  at  the  time).  She  is 
also  coming  out  with  a  range  of  words. 
"Mummy"  and  "bed"  seem  the  most 
popular.  We  no  longer  feel  that  Jenny  is 
submerged  by  her  appalling  handicap. 

Jenny  is  still  very  much  a  one-to-one 
little  girl  with  constant  supervision 
required  over  her  daily  life  together  with 
the  management  of  her  medical  problems. 
Like  many  who  have  written  to  Sense,  I 
too  have  had  my  days  of  difficulty  in 
coping  and  my  longings  for  a  quieter  life 
free  of  such  responsibility.  Laura  is 
always  a  source  of  concern  for  she  is  still 
too  young  to  appreciate  why  Jenny  takes 
up  so  much  of  her  mummy's  time. 

I  gain  so  much  in  looking  forward  to 
Jenny's  future  milestones. 

We  are  about  to  visit  Gt  Ormond 
Street  a  second  time  for  a  CT  Scan. 
Research  into  the  cause  of  hearing 
problems  in  children  with  Charge  Synd- 
rome is  currently  underway.  A  parent 
support  group  may  be  formed  for  parents 
of  such  children.  Jenny's  Heart  Consultant 
has  said  that  Jenny  may  even  live  until 
her  late  teens.  A  heart  and  lung 
transplant  is  her  only  hope  -  yet  another 
battle  to  be  faced  when  the  need  arises. 
In  September  Jenny  will  integrate  half 
day  a  week  with  normal  hearing  and  deaf 
children  at  a  local  nursery,  a  source  of 
great  joy  amidst  the  isolation  a  deaf-blind 
handicap  brings,  even  if  it  is  only  partial 
in  Jenny's  case. 

I  am  sure  that  members  will  agree 
that  in  spite  of  the  exhaustion  and  all  our 
other  problems,  we  have  a  lot  to  look 
forward  to. 

Moira  Leahy 

3  Bedford  Fold 

Hillam 

Nr  South  Milford 

Leeds 
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Members'  News 


Anneke  Scholten 

Anneke  is  now  fourteen,  she  is  in  the 
Senior  Department  of  Pursglove  Wing  of 
RSDC  Margate  where  she  is  gradually 
acquiring  self  independence  skills.  We 
are  the  proud  owners  of  a  letter  rack, 
several  wooden  and  pottery  ornaments 
and  a  beautiful  nativity  set  made  from 
plaster  casts.  Sewing  has  produced  a 
half  slip,  two  cushions  and  most  recently 
a  nightdress,  ninety  per  cent  I  am  told 
was  Anneke's  own  work.  Anneke  is  fond 
of  cooking  and  preparing  food  although 
she  is  still  very  wary  of  an  oven  but  is 
happy  using  a  gas  hob.  One  of  the  most 
favoured  tasks  is  ironing  and  she  almost 
always  muscles  in  when  I  get  the  ironing 
board  out,  ironing  anything  from  hankies 


to  dresses  and  shirts  then  folding  them 
impeccably.  We  are  hopeful  that  in  a  few 
years  Anneke  will  perfect  these  skills. 
Maybe  too  she'll  be  able  to  shop  for 
herself. 

Saturday  18  July  saw  Sports  and 
Prize  Day,  Anneke  enjoyed  her  run  up 
the  track  even  if  she  did  bring  up  the 
rear  (in  more  senses  than  one).  However 
she  did  win  a  prize  for  'effort'  during  the 
year.  Later  after  seeing  a  marvellous 
exhibition  of  work  and  photos  of  various 
outings  including  her  weekend  under 
canvass,  we  joined  the  staff  at  Anneke's 
Home  for  a  barbecue;  it's  just  wonderful 
to  know  she  is  looked  after  by  such 
caring  and  dedicated  child  care  staff. 
Anneke  had  helped  prepare  the  fruit 
salad  so  much  praise  was  relished  in  that 
direction. 

It  is  partly  because  of  the  tremendous 


Kerry  Rochell 

Kerry  has  no  language  and  cannot  sign, 
which  means  we  have  to  tread  very 
carefully  sticking  to  strict  routine  other- 
wise we  have  behaviour  problems. 

She  is  a  very  happy  sixteen  year  old 
most  of  the  time  and  copes  with  her 
handicaps  very  well.  She  is  deaf  and  only 
has  partial  sight. 

Kerry  is  still  living  at  home  and  going 
to  school  daily  and  I  have  STC  two  nights 
a  week  which  helps  keep  me  sane. 

She  still  does  not  eat  solid  food.  She 


lives  on  milk  and  Build  Up  and  is 
extremely  well  on  this  diet.  Although  she 
is  diabetic,  she's  not  eaten  solids  since 
she  was  five  years  old. 

She  is  very  active,  emptying  cupboards 
and  the  fridge  daily  to  see  if  there  is 
anything  there  she  can  amuse  herself 
with.  I  find  that  letting  her  empty  my 
shopping  bag  daily  is  a  very  enjoyable 
game  for  her. 

Kerry  enjoys  playing  with  yogurt 
cartons  and  Avon  books  which  she 
enjoys  tearing  up  after  she  has  finished 
playing  with  them  (the  neighbours  keep 
me  in  constant  supply).  She  also  enjoys 
playing  with  toys,  but  I  suppose  it  must 
be  very  boring  playing  with  the  same 
type  of  toys  year  after  year.  She  also 
enjoys  toy  snow  scenes  but  insists  on 
breaking  that  after  a  time.  She  enjoys 
water  play  and  when  she  gets  frustrated 
tends  to  run  the  tap,  she  must  find  it 
soothing.  She  enjoys  swimming  and 
goes  with  her  class  on  Tuesdays.  I  never 
have  any  trouble  getting  her  to  school  on 
that  day. 

I  hope  she  will  enjoy  her  holiday  at 
Henshaw's  with  Sense  this  year. 

Madeleine  Rochell 

44  Kings  Meadow 

Dene  Avenue 

Kingswinford 

West  Midlands  DY6  9TL 


Miriam  Daly 

Miriam  is  now  24,  and  since  writing 
about  her  in  1984  we  have  moved  to 
Suffolk.  We  came  here  in  December 
1986.  Miriam  accepted  the  move  happily. 
As  we  had  visited  the  area  for  many 
years  she  was  not  on  unfamiliar  ground. 
We  applied  for  a  Day  Centre  place  about 
two  years  before  moving  and  were 
eventually  given  a  place  after  Easter,  at 
the  Lowestoft  Centre.  She  travels  on  the 
minibus  which  she  enjoys.  Miriam  leaves 
at  7.15am  and  arrives  home  about  5pm. 


So  she  has  quite  a  long  day.  In  spite  of 
this  she  often  wants  to  cook  as  soon  as 
she  gets  home,  either  making  a  sweet 
for  tea,  or  cakes.  She  usually  insists  on 
washing  up  by  herself  after  the  meal,  and 
then  makes  a  cup  of  tea. 

From  the  time  we  moved  until  Miriam 
started  at  Lowestoft  I  think  she  was 
getting  very  bored.  She  didn't  do  much  at 
home  and  consequently  we  had  sleepless 
and  very  disturbed  nights.  Neither  did 
she  want  to  come  out  with  me  and  was 
very  cross  when  forced  to  do  so. 

She  seems  to  have  a  lot  of  trouble 
when  walking  much,  with  pain  in  her  legs 
and  sometimes  complains  about  an  arm 
too.  I  wonder  if  she  has  some  rheumatism 
and  we  are  hoping  for  an  appointment 
with  a  specialist. 

We  are  also  hoping  for  an  appointment 
with  an  Audiologist  as  she  has  not  seen 
anyone  for  some  time  now. 

Miriam  goes  to  a  Gateway  club  at 
Beccles  twice  a  month  which  she  enjoys 
very  much. 

Joan  Wheeler 

88  Bedingfield  Crescent 

Halesworth 

Suffolk  IP19  8EH 


efforts  given  by  all  staff  to  strive  to  attain 
the  most  from  our  offspring  that  we  have 
started  the  ball  rolling  with  a  campaign 
for  better  19+  post  school  provision  in 
Kent  &  East  Sussex.  We  held  our  first 
meeting  at  Margate  earlier  this  month 
and  have  had  a  follow  up  meeting  of  our 
working  group.  It  is  our  intention  to 
become  a  parental  pressure  group  to 
persuade  the  powers  that  be  to  recognise 
the  need  of  multi-handicapped  young 
adults.  Our  own  group  will  insist  on 
signing  orientated  facilities,  group  homes 
and  workshops  staffed  by  people  able  to 
sign  -  possibly  deaf  themselves.  Can  I 
therefore  encourage  other  parents  who 
may  be  wondering  what  will  happen 
when  their  child  leaves  school  to  talk  to 
other  parents,  you  will  be  surprised  how 
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we  all  agree  that  something  must  be 
done  and  I  believe  if  we  all  push 
together  nationwide,  notice  must  be 
taken.  The  climate  is  right  with  hospitals 
closing  down  and  the  emphasis  on 
integration  so  let's  make  sure  the 
integration  is  how  we  want  it  not  how 
others  think  it  should  be.  I'm  told  there 
are  one  or  two  other  groups  getting 
together,  so  don't  be  shy  do  something. 
Oh  dear,  I'm  beginning  to  wave  my 
banner  so  I'll  stop  and  wish  you  all  happy 
holidays. 

Barbara  Scholten 
31  The  Coppice 
Pern  bury 
Tunbridge  Wells 
Kent 


Members'  News 


Caroline  Guymer 

Caroline  will  be  18  this  December,  she 
was  a  rubella  child.  Her  teacher  is  very 
pleased  with  the  progress  that  she  has 
been  making  over  the  past  year.  Socially 
she  is  more  aware,  and  doesn't  play  up 
as  much  when  her  routine  is  changed. 
She  doesn't  object  quite  as  much  when 
we  have  company  at  home. 

She  loves  the  summertime.  As  you 
can  see,  her  favourite  pastime  is  sitting 
in  the  garden  swing  in  the  sunshine. 

This  term  has  seen  the  start  of 
trampolining  for  Caroline.  She  adores 
this  and  is  gaining  confidence  all  the 
time.  Swimming  is  something  else  that 
Caroline  is  very  fond  of. 

Mr  and  Mrs  M  Guymer 
Moat  Farm  Cottage 
London  Road 
Kessingland 
Suffolk 


Motability 


Parents  lucky  enough  to  be  granted 
Mobility  Allowance  for  their  handicapped 
child  may  like  to  know  that  by  releasing 
the  £23  you  receive  weekly  you  can  hire 
a  brand  new  car. 

Motability  run  a  scheme,  first  you 
have  to  have  been  awarded  Mobility 
Allowance  for  more  than  3  years. 
Motability  may  be  able  to  arrange  for  you 
to  use  the  money  to  hire  a  new  car  for 
that  period.  Write  to  Motability  Finance 
Ltd.,  Tabard  House,  116  Southwark 
Street,  London  SE1  OTA,  which  has 
been  set  up  to  work  with  Motability. 


If 


Mobility  Allowance  has  been  awarded  for 
more  than  41/2  years,  Motability  may  be 
able  to  arrange  for  you  to  use  it  to  buy  a 
new  car  by  means  of  a  hire  purchase 
agreement.  Of  the  choices  the  first  is 
better  in  my  experience.  As  an  example  - 
Hire  Purchase. 

SAMBA  LS  1.1. ,3  door  Hatchback 

Deposit  £58.19 

4  weekly  instalment  £80 

FIESTA  POPULAR  PLUS  950 

Deposit  £314.00 

4  weekly  instalment  £85.60 


This  Year's  Rubella 
Statistics 

According  to  figures  released  by  the 
Public  Health  Laboratory  Service,  rubella 
is  following  its  normal  seasonal  pattern 
this  year.  The  number  of  cases  has  been 
rising  through  the  spring  to  about  the 
same  level  as  recorded  last  year,  when  it 
reached  about  140  cases  per  100,000  of 
the  population  at  its  height. 

This  was  more  than  1984  and  1985, 
but  below  the  peak  of  200  per  100,000 
in  1983. 

Reports  from  the  laboratories  which 
notify  cases  to  PHLS  suggest  that  the 
Southwest,  Northwest  and  Welsh  regions 
■-,■•:  <-. f  :.<:'(■.' '.  ny  '<■,-<:  rubella  than  the 
rest  of  the  country. 


Motability  3  year  Hire  only  scheme 

Fiesta  1 1 00L 

Advance  payment  you  make  at  the  start 

of  hire 

£  NIL 

Weekly  Rental  comes  to  the  total  amount 

of  the  Mobility  allowance. 

Insurance  Credit  £80 


Astra  1 300S  3  door  Estate 

Advance  Payment  £21 1 

Weekly  Rental  comes  to  the  total  amount 

of  the  mobility  allowance. 

Insurance  Credit  £80 

These  are  just   examples   of  prices  on 
some  cars  from  1st  January  86. 


Points  to  think  about 

When  choosing  a  car  make  sure  that  the 
disabled  person  can  sit  comfortably,  and 
that  all  your  family  can  sit  with  space.  Is 
the  boot  the  right  size  for  all  the 
equipment  you  so  often  need  for  your 
child?  Hand-controls,  raised  seats,  special 
seats,  car-top  hoists?  These  can  all  be 
fitted.  For  our  children,  what  about  a 
tinted  window?  Child  safety  seats, 
always  a  problem  as  a  child  grows  or 
they  wriggle  out.  Your  local  occupational 
therapist  will  be  able  to  advise  you  on 
car  seats.  All  the  extras  can  be  fitted 
before  you  take  charge  of  your  new  car. 
The  road  tax  is  paid  for  by  Mobility 
Allowance  automatically.  Motability  hire 
cars  are  only  insured  by  one  firm,  the 
Zurich  Insurance  Company.  If  you  buy  on 
Hire  Purchase  you  must  make  your  own 
arrangements  for  insurance. 

The  range  of  adaptations  on  hire  is 
limited  and  the  range  of  adaptations  if 
you  buy  on  hire  purchase  can  be  more 
elaborate.  You  will  be  charged  mileage 
for  each  mile  (an  average  12,000  a  year) 
when  hired,  and  there  are  no  mileage 
charges  if  you  buy  on  hire  purchase. 


David  and  Jon  Rudman 

Some  snippets  from  me.  We  at  last  have 
a  computer  in  full  operation,  and  this 
week  at  last  we  have  got  a  Micro-Mike 
and  managed  to  borrow  a  lead  for  our 
concept  keyboard.  (This  arrived  with  no 
lead  and  we  are  still  waiting  for  a 
replacement). 

The  boys  are  enjoying  using  it  very 
much.  Jon  gets  very  excited  using  the 
Micro-Mike.  He  makes  a  noise  more  like 
a  cough  to  get  it  going,  but  it's  a  start. 

Jon's  going  into  a  new  class  at  school 
next  term,  only  three  children,  one 
teacher  and  an  intervenor,  so  we  are 
getting  there.  We  are  also  applying  for  a 
home  intervenor  to  help  with  signing. 

We  have  a  dedicated  Social  Worker 
for  the  Deaf  who  reckons  it's  vital  for  Jon 
to  have  some  help  now  in  the  home,  and 
I  have  a  nice  local  Social  Worker  helping 
us,  so,  like  you,  we  appreciate  the  love 
and  care  being  expressed  around  us. 
Love  pushes  back  many  barriers,  doesn't 
it!!  I  think  Social  Services  have  now  got 
to  see  the  need  and  look  for  means  of 
financing  the  home  intervenor. 

Oh,  I  nearly  forgot  to  tell  you,  our  little 
chatterbox  David  now  manages  with  no 
hearing  aid.  Discovered  he  manages  just 
as  well  without.  And,  after  a  year  of 
cajoling  the  school,  he  is  now  allowed  to 
go  to  local  primary  school  on  Friday 
mornings  (mainly  for  social  reasons)  and 
he  is  managing  very  well  in  a  class  of  30 
(how  about  that  then)  and,  what's  most 
important  to  us  all,  he  is  meeting  other 
children  in  our  area. 

I  am  so  grateful,  and  I  know  you  will 
rejoice  with  me  on  the  boys'  progress. 

Mavis  Rudman 
24  Hillyfield  Road 
Headley  Park 
Bristol 


Servicing 

Hire  cars  must  be  serviced  every  6,000 
miles.  This  you  should  not  pay  as  it  is 
FREE.  Some  parents  in  London  North- 
East  Branch  have  been  asked  to  pay. 
Take  all  our  documents  with  you  and 
show  them,  if  this  arises.  At  the  end  of 
the  3  year  agreement  the  hire  car  is 
returned  to  the  dealer.  You  then  apply 
for  another  car.  It  is  a  very  good  idea  to 
start  making  plans  for  this  six  months 
before  the  end  of  the  3  year  agreement. 
The  car  must  be  returned  in  good 
condition  or  you  may  be  charged  for 
damage. 

Write     for     a     free     booklet     which 
encloses  the  application  form  to: 
Motability, 
Boundary  House, 
91-93  Charterhouse  St, 
London 
EC1M  6BT. 

While  you  are  waiting  go  and  look 
around  your  local  large  car  showrooms, 
ask  if  they  have  someone  on  their  staff 
who  deals  with  Motability.  I  have  found 
this  salesperson  very  helpful  and  under- 
standing of  our  needs. 

Happy  Motoring. 

Christine  Taylor 
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LETTERS 


Forgotten  children? 

At  last  someone  has  spoken  up  for  us, 
the  forgotten  parents  of  rubella  children 
and  young  people,  in  the  last  Talking 
Sense  "Have  you  lost  your  original 
objectives?". 

I  am  sorry  for  the  people  with  Usher 
Syndrome  but  they  did  have  years  of 
normal  sight  -  if  not  hearing.  They 
learned  how  to  get  about  and  how  to  use 
tools,  cookers,  washing  machines  etc. 
before  their  sight  began  to  fail.  How 
much  more  difficult  when  you  start  with 
no  useful  sight,  or  a  little  but  not  enough 
to  become  independent. 

My  daughter  is  36  and  we  are  still 
waiting  for  help.  The  authorities  are 
willing  to  pay  huge  sums  of  money  out  to 
send  them  away  to  centres  etc.  but 
never  to  help  at  home  where  we  need  it. 

Thank  you  Maggie  Alderman  -  keep  it 
up.  We  must  remind  Sense  we  are  still 
out  there  waiting  but  not  quietly. 

Sheila  Trueman 
21 1  Priory  Road 
Hall  Green 
Birmingham 


Another  View 

I  was  sad  to  read  the  letter  from  Maggie 
Alderman  printed  in  the  last  edition  of 
Talking  Sense,  and  that  from  Sheila 
Trueman  printed  in  this  edition.  Both 
letters  offer  a  reminder  to  those  of  us 
involved  at  the  "baby  end"  that  deaf-blind 
babies  become  deaf-blind  teenagers  and 
adults,  whatever  support  and  guidance  is 
provided.  I  am  glad  that  both  parents  felt 
able  to  write  to  Talking  Sense,  and  not 
at  all  surprised  that  both  letters  were 
printed. 

Regarding  Mrs  Alderman's  specific 
points  about  her  daughter's  learning 
difficulties,  I  would  hope  that  such  basic 
skills  as  maths,  writing  and  road  safety 
featured  in  any  school's  curriculum. 
Perhaps  in  this  case  there  is  a  need  for 
closer  links  between  home  and  school, 
but  not  for  intervention  by  an  employee 
of  Sense.  It  is  difficult  for  me  to  see 
where  Sense  could  get  involved  in  this 
area  with  a  child  who  is  in  appropriate 
educational  provision  without  usurping 
obligations  belonging  to  the  education 
authority. 

I  was  especially  keen  to  write 
because  of  the  suggestion  contained  in 
both  Mrs  Alderman's  and  Mrs  Trueman's 
letters  that  Sense  has  somehow  been 
hijacked  by  those  who  have  no  right  to 
its  services  and  that  as  a  result  rubella 
handicapped  children  are  now  receiving 
a  second  class  service,  or  no  service  at 
all.  In  my  job  as  Sense  Advisory  Teacher 
I  have  worked  with  a  number  of  rubella 
handicapped  babies  who  were  not  deaf- 
blind,  and  I  expect  to  continue  to  do  so. 
We  should  remember,  however,  that 
experiences    gained     in     working    with 


Telephone  Exchange  for  the  Deaf 


Early  in  1984  the  RNID  started  the 
Telephone  Exchange  for  deaf  people 
which  has  flourished  beyond  expectation 
with  a  long  waiting  list  of  new  subscribers. 
I  was  one  of  the  lucky  ones  as  I  heard 
about  the  TED  (Telephone  Exchange  for 
the  Deaf  as  it  is  called)  when  it  had  been 
in  operation  for  a  month. 

A  few  weeks  ago  I  read  in  the  June 
edition  of  Soundbarrier  of  the  expansion 
of  the  service  at  the  RNID  London  Office 
and  there  was  talk  of  setting  up  a  similar 
scheme  in  Glasgow.  Imagine  my  horror 
when  I  read  in  the  TED's  July  Newsletter 
No.  12  of  the  threatened  closure  of  this 
service  when  it  is  blooming,  with  30,000 
calls  a  year,  due  to  lack  of  funds.  I  am 
furious  and  stunned  by  this  bombshell 
news,  not  just  for  myself  and  my 
husband  Lindsay  who  is  also  deaf,  but 
for  the  100,000  plus  deaf  people  in 
Britain,  who  will  have  no  way  of  making 
calls  independently  if  the  TED  closes 
down  and  would  have  to  rely  all  over 
again  on  other  people  to  make  all  phone 
calls.  Imagine  now  a  deaf  person  would 
feel  if  another  person  has  to  relay  the 
most  private  details  on  the  telephone 
thus  denying  them  their  independence 
and  privacy  to  which,  like  everyone  else, 
they  are  fully  entitled. 

I     think     it     is     shocking     that     this 


invaluable  service  is  threatened  with 
closure:  without  it  I  shall  have  to  rely  on 
my  sisters  or  friends  to  make  calls  which 
I  would  prefer  to  do  myself. 

I  understand  BT  made  a  profit  of 
£2,000,000,000:  surely  they  could  afford 
a  generous  contribution  to  TED  and  still 
have  a  huge  profit.  The  TED  needs 
£80,000  per  year  for  running  costs, 
including  staff  wages.  Many  subscribers 
like  myself  would  be  prepared  to  pay 
more  towards  this  service  on  top  of  what 
we  currently  pay  for  the  telephone  calls. 
However,  many  others  cOuld  not  afford 
to  do  so;  and  why  should  we  be 
penalized  for  our  invisible  disability? 

The  RNID  advises  everyone  to  contact 
their  MP  and  register  the  strongest 
protest  and  tell  him/her  how  it  would 
affect  the  deaf  person  if  the  service 
closes. 

We  need  to  put  pressure  on  the 
concerned  authorities  to  keep  this  vital 
service  going  for  the  sake  of  deaf  and 
hearing  impaired  people.  It  is  only  right 
that  deaf  people  receive  the  same 
treatment  as  others. 

Keep  fighting  and  many  thanks  for 
your  help. 

Sheila  Anderson 
Sense,  Gray's  Inn  Road 


rubella  handicapped  children,  both  in 
this  country  and  abroad,  have  led  to  the 
development  of  techniques  which  are 
invaluable  for  teaching  all  deaf-blind 
children,  whatever  the  cause  of  their 
impairments.  Should  any  child  who 
needs  this  kind  of  specialist  help  be 
denied  it  because  his  handicap  was 
caused  by  one  thing  rather  than 
another?  I  would  hope  that  all  the 
parents  of  rubella  handicapped  children 
who  played  such  a  big  part  in  creating 
and  sustaining  Sense  would  glory  in  the 
knowledge  that  an  ever-growing  number 
of  families  is  enjoying  the  results  of 
those  early  struggles.  I  am  proud  of  what 
parents  achieved  in  creating  what 
Maggie  Alderman  calls  "the  jolly  old  no- 
nonsense  Rubella  Association";  it  was 
the  no-nonsense  approach  of  Sense 
which  was  a  major  factor  in  attracting  me 
to  work  here  four  years  ago,  and  keeps 
me  here  still. 

It  would  be  interesting  to  know  other 
people's  views  on  these  questions:  "Who 
is  Sense  for?",  "What  should  Sense  offer 
twelve  year  olds?",  "Is  a  different  service 
needed  specifically  for  people  with 
congenital  rubella  syndrome  who  are  not 
deaf-blind?" 

David  Brown 

35  Brondesbury  Villas 

London,  NW6  6AH 


Free  travel  tickets  for  blind 
people's  guides  on  certain 
European  railways  or 
shipping  lines 

Blind  people  in  18  European  countries  - 
France,  the  Federal  Republic  of  Germany, 
Switzerland,  the  Netherlands,  Luxem- 
bourg, Austria,  Great  Britain,  Ireland, 
Denmark,  Greece,  Italy,  Belgium,  Czecho- 
slovakia, German  Democratic  Republic, 
Poland,  Spain,  Yugoslavia  and  Hungary, 
travelling  by  rail  will  only  pay  for  their 
own  tickets  and  their  guides  will  be 
allowed  to  travel  free. 

It  should  be  noted  that  in  his  own 
country  the  blind  person  keeps  the  travel 
concessions  granted  by  the  'national 
card'. 

How  to  obtain  the  free 
ticket  for  the  blind  person's 
guide  when  travelling  abroad. 

The  blind  person  goes  to  one  of  the  main 
railway  stations  in  his  country  with  his 
national  card  (recognised  by  the  Ministry 
of  Transport  in  his  country)  and  buys  his 
ticket  for  the  foreign  country.  The  guide 
receives  a  free  ticket  (for  the  same 
destination)  on  which  the  work  FREE  is 
mentioned. 

The  same  travel  concession  (free 
ticket  for  the  guide)  is  granted  by  the 
shipping  lines  between  Great  Britain  and 
the  Continent  (SMZ,  Sealink,  SNCF  and 
Townsend-Thoresen-RTM),  as  well  as  on 
the  lines  between  Italy  and  Greece  (ADN 
-HLM). 

Negotiations  are  continuing  with  a 
view  to  obtaining  one  sole  blindness 
card  which  would  be  valid  for  all 
transport.  This  standard  card  will  enable 
the  blind  person  and  his  guide  to 
procure  their  tickets  in  any  of  the  18 
countries.  Until  such  time,  they  should 
continue  to  purchase  their  international 
tickets  in  their  country  of  residence. 
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If  you  have  ever  wondered  what  goes  on 
in  the  Appeals  Department  let  us  tell  you 
a  little  about  what  we  do  and  some  of 
our  most  recent  news. 


Warm  and  Cold  Letters 

Warm  Mailings  are  the  way  in  which  we 
keep  in  touch  with  our  regular  donors, 
tell  them  our  latest  news  and  ask  them 
to  reach  into  their  pockets  for  us  once 
again. 

Cold  mailings  on  the  other  hand  reach 
many  people  who  may  never  have  heard 
of  Sense  before.  Lists  of  names  are 
bought  from  list  brokers  and  replies  vary 
from  the  very  generous  to  the  slightly 
irate  how  did  you  get  my  name?'  letters. 
Fortunately  the  latter  are  often  accomp- 
anied by  a  donation  -  so  we're  not 
complaining!  We  just  put  them  on  the 
Warm  Mailing  list  for  the  next  time! 

In  the  Appeals  Office  is  a  long  rack  of 
files  with  formidable  names  like  'Individ- 
ual Corporate  Donors'  and  'Charitable 
Grant  Making  Trusts'.  These  institutions 
provide  a  major  source  of  income  for 
charities  and  we  make  regular  appeals  to 
companies  and  trusts  for  specific  projects 
and  for  our  ongoing  costs.  Naturally  we 
keep  these  files  well  dusted! 


Gordon's  Golden  Legs 

Latest  fashion  tips  tell  us  that  the  only 
thing  suitable  to  wear  on  sponsored  runs 
in  these  days  is  a  Sense  T-shirt  or 
Running  Vest.  In  fact  Gordon  Jones,  from 
Bridgend,  mid-Glamorgan,  is  so  attached 
to  his  that  he  has  planned  a  750  mile  run 
from  Wales  to  Langenau,  Germany,  just 
to  give  it  an  airing!  This  will  be  Gordon's 
second  run  for  Sense  and  he  is  hoping 
to  raise  £10,000  for  us,  through  company 
sponsorship,  a  Grand  Draw  and  collecting- 
tins  en  route. 


Marathons  and  Other 
Strenuous  Events! 

Some  of  us  in  the  Appeals  Department 
find  the  thought  of  any  kind  of  running  a 
bit  daunting  and  we  are  very  impressed 
by  all  those  willing  people  who  take  part 
in  sponsored  marathons  on  our  behalf. 
We  dispatch  them  all  the  necessary 
forms,  wish  them  lots  of  luck  -  and  sit 
back  in  our  office  chairs  and  wait  for  the 
cheques  to  arrive.  But  running  isn't  the 
only  type  of  sponsored  events  to  which 
all  these  good  people  put  life  and  limb  at 
risk  on  our  behalf.  Recently  a  team  of 
regulars  at  the  Queen  Victoria  Pub, 
Ealing  hurtled  themselves  out  of  a  plane 
'fortunately  it  was  more  than  a  few 
inches  off  the  ground  at  the  time), 
somebody  had  thoughtfully  provided 
them  with  parachutes  and  everyone 
landed  safely  on  their  feet  -  apart  from 
David  Dawkes  the  organiser,  who  spent 
several  hours  in  casualty  with  an  injured 
foot 


Boing,  Boing! 

Not  content  with  coming  down  some 
people  are  now  going  up  for  Sense 
Julie  Mathews  has  recently  completed  a 
sponsored  trampoline  event  and  Ian 
//-;:' -Jaw,  Head  of  Appeals  will  be 
collecting  a  cheque  for  £750  which  she 
■■■■.-.  -;:-.';-;    //';  hope  they  will  both  lump 

-',   "  <:   '//.SMOn 


Appealing  for  Sense 


For  Your  Diary 

Talking  of  occasions,  we  would  like  to 
ask  you  to  get  out  your  diaries  and  make 
note  of  three  special  events  which  will  be 
happening  this  autumn.  On  September 
10  we  will  be  holding  a  Summer  Evening 
of  Health  and  Beauty  at  the  Queen 
Elizabeth  II  Conference  Centre,  London. 
Three  speakers  who  are  experts  in  the 
health  and  beauty  field  will  be  telling  us 
some  of  their  secrets.  This  evening  is 
open  to  ladies  only  but  if  any  gentlemen 
would  like  to  put  in  a  request  for  their 
own  evening,  we  will  be  happy  to 
consider  it! 

Remember,  remember  the  5th  of 
November  -  and  help  us  make  it  a 
cracker  of  an  evening.  Wandsworth 
Council  have  very  kindly  agreed  to  allow 
us  to  take  a  collection  at  their  Fireworks 
Night  Display  in  Battersea  Park.  Thous- 
ands of  people  turn  up  to  this  occasion 
and  we  need  lots  of  volunteers  to  help 
with  the  collection.  If  you  live  in  the  area 
and  would  like  to  shake  a  tin  for  Sense, 
please  contact  Henrietta  Bond  in  the 
Appeals  Department  at  Gray's  Inn  Road. 

This  Summer  we  have  been  running  a 
competition  entitled  'Designing  for  the 
Deaf-Blind'  which  is  open  to  all  students 
in  full-time  Further  Education.  Entrants 
are  asked  to  design  an  object  which  will 
improve  some  aspect  of  household  living 
for  a  deaf-blind  person.  We  hope  to  be 
displaying  the  winning  entries  at  a 
special  exhibition  at  the  Hulton  Sculpture 
Studio,  108  Old  Brompton  Road,  London, 
from  23  to  27  November.  The  exhibition 
will  be  open  during  the  day  and  early 
evening.  If  you  are  coming  to  London  for 
your  Christmas  Shopping  don't  forget  to 
pay  us  a  visit  -  the  Studio  is  very  close  to 
South  Kensington  Tube. 


Fundraising  Groups 

In  August  a  meeting  will  take  place 
between  representatives  from  each  of 
the  Sense  Branches  and  Ian  Wratislaw, 
Head  of  Appeals.  The  aim  of  this  meeting 
is  to  consider  the  possibility  of  extending 
the  current  role  of  the  Branches  so  that 
they  can  undertake  local  fund-raising  on 
behalf  of  Sense.  This  meeting  arises  out 
of  discussions  at  the  recent  Branch 
Officers  Weekend. 


Payroll  Giving 

If  you  have  read  our  last  two  copies  of 
Talking  Sense  you  will  know  about  the 
opportunities  offered  to  charities  through 
the  new  Payroll  Giving  Scheme.  The 
scheme,  which  allows  employees  to 
donate  from  their  pay-packet  before  tax 
is  deducted  (hence  giving  the  charity  the 
money  that  would  normally  be  lost  in 
tax),  relies  upon  the  co-operation  of 
employers  to  adopt  the  scheme.  Please 
therefore  make  sure  that  you  are 
spreading  the  word  -  about  Payroll 
Giving  and  about  Sense.  It's  easy  for  an 
employer  to  ignore  the  requests  of  just  a 
few  employees  but  if  lots  of  staff  are 
requesting  the  scheme  then  it  stands  a 
much  better  chance  of  being  adopted. 
We  will  be  happy  to  give  information 
about  Payroll  Giving  to  companies  or 
individuals  that  are  interested  and  if  you 
would  like  to  tell  your  work-mates  more 
about  Sense,  we  will  be  happy  to  supply 
you  with  publicity  material.  Please 
contact  the  Appeals  Department,  Gray's 
Inn  Road  for  more  details. 

Christmas  Catalogue  Out 
Now 

And  whilst  we  are  on  the  subject  of 
Christmas  (don't  forget  -  it's  always 
nearer  than  you  think)  the  Sense 
Christmas  Catalogue  is  now  out  and 
about.  If  by  any  chance  you  haven't 
received  yours  -  or  would  like  additional 
copies  for  family  and  friends,  please  call 
Susan  Robinson  in  the  Appeals  Depart- 
ment at  Gray's  Inn  Road.  Whilst  other 
folk  are  fighting  the  good  fight  in  the  last 
minute  rush  you  can  shop  from  the 
comfort  of  your  own  armchair. 

And  don't  forget  -  nothing  appeals 
like  an  appealing  appeal,  so  if  you 
have  some  good  ideas  for  fund-raising 
or  publicity  or  would  like  to  undertake 
a  sponsored  event  for  us,  we'd  be 
delighted  to  hear  from  you. 

Forthcoming  Royal  Visit 

H.R.H.  The  Duchess  of  Gloucester  who 
was  our  Royal  Guest  at  the  Fashion 
Show  in  aid  of  the  Manor  House  Appeal 
held  at  Belvoir  Castle  last  year,  is  to  visit 
the  Manor  House  on  Thursday  October 
15. 


Ealing's  brave  parachutists 


30 


Shops  News 

Two  new  Sense  charity  shops  will  be 
opening  this  Summer. 

The  first  to  open  its  doors  will  be  the 
Stamford  shop  at  7  Ironmonger  Street, 
Stamford.  On  8  August  it  will  be  officially 
opened  by  Anglia  Television  Presenter, 
Patrick  Anthony.  'It's  a  small  shop  with 
stacks  of  character'  says  Shops  Manager, 
Adrian  Barker,  'and  now  it's  set  up  it 
looks  an  absolute  picture'. 

The  new  Peterborough  shop  is  a 
larger  and  more  modem  building.  The 
builders  start  alteration  work  in  mid- 
August  and  the  shop  will  be  ready  for 
opening  in  mid-September.  The  address 
of  the  shop  is  323  Lincoln  Road, 
Millfield,  Peterborough. 

On  22  July  the  first  meeting  for 
volunteer  shop  assistants  took  place.  18 
new  volunteers  attended,  many  of  whom 
were  recruited  through  adverts  in  the 
local  papers.  Adrian  Barker  reports  that  it 
was  an  extremely  successful  and  product- 
ive meeting  and  is  delighted  to  welcome 
so  many  enthusiastic  new  helpers. 


Stamford  volunteers 

Manor  House  Holidays 

Our  thanks  to  Mercedes-Benz  and 
Castle's  of  Northgate,  Leicester,  their 
local  dealership  -for  the  generous  gift  of 
£500  to  help  the  Manor  House  students 
take  a  holiday.  Some  of  the  money  was 
spent  on  a  coach  outing  for  40  students 
and  helpers  to  Sherwood  Forest.  A 
narrow  boat  holiday  is  planned  in 
September  on  the  Oxford  Canal. 


SENSE  COURSES 


Courses  Held  at  Sense-in-the-Midlands 

4  Church  Rd,  Edgbaston,  Birmingham  B15  3TD 

Tel:  021-454  2405 


Margaret  Davison,  Sense's  Education 
Officer  explains: 

Each  year  the  Education  Committee  arranges 
a  programme  of  courses.  Some  of  these  are 
designed  for  a  particular  professional  group, 
such  as  teachers;  others"  aim  at  a  wider 
audience  to  include  teachers,  classroom 
assistants  and  care  staff.  Any  parents  who 
would  be  interested  in  applying  to  come  on 
one  of  these  more  general  courses  would  be 
very  welcome  to  do  so. 

The  courses  aim  to  provide  information  on 
specific  topics,  and  there  is  a  formal 
programme  with  invited  speakers.  Although 
there  is  usually  an  opportunity  fordiscussion, 
the  main  aim  is  to  provide  training  for  those 
working  with  and  caring  for  deaf-blind 
children.  They  are  not  intended  to  be  a 
support  group,  or  a  forum  for  the  discussion  of 
individual  problems. 

The  fee,  which  includes  lunch  coffee  and 
tea,  is  at  present  £20  for  a  one-day  course 
for  professionals  and  £10  for  parent 
members  of  Sense. 

The  following  courses  are  planned  for 
1987-1989: 

■  Day  Courses  for  Teachers  and 
Care  Staff 

The  Assessment  of  Hearing  and  Vision 
in  deaf-blind  children 
14  November  1987 

Independence  Training  for  deaf-blind 
children  and  young  adults 
12  March  1988 

Post   School   provision   for  deaf-blind 
young  people 

11  June  1988 

Causes  of  deaf-blindness, 
characteristics  and  implications 

12  November  1988 

Deaf-blind  children  and  young  people: 

Communication 

March  1989 


Two  week  course  in  the  Education  of 
Deaf-Blind  Children 
April  and  June  1988 

The  course  consists  of  two  weeks,  one  in  April 

and  the  other  in  June.  The  course  is  for  teachers 

only. 

Fee  for  2-week  residential  course:  £250.00 


■  The  Assessment  of  Hearing  and 
Vision  in  Deaf-Blind  Children 

Saturday  14  November  1987,  10. 00-4. 00pm 

Sense-in-the-Midlands,  4  Church   Road,   Edg- 
baston, Birmingham  B15  3TD 
A    one-day    course    for    teachers,    classroom 
assistants  and  care  staff. 

Gordon  Campbell  Consultant  Paediatric  Audio- 
logist,  Cheshire  County  Council 
Janet   Silver    Principal    Ophthalmic   Optician, 
Moorfields  Eye  Hospital,  London 
Helen  Bradley  Educational  Psychologist,  Sense 
Philippa  Clark  Educational  Psychologist,  Royal 
West  of  England  School  for  the  Deaf 
Fee:  £20.00  to  include  lunch  and  tea/coffee 
Contact:  The  Education  Officer 


COURSES 


D  New  Developments  in  Living  with 
Disability,  Thursday  19th  November 
1987  at  Cleator  Moor  Civic  Hall, 
Cleator  Moor,  Nr  Whitehaven,  Cumbria. 

A  practical  day  course  with  speakers 
including  Roger  Jefcoate  on  "New 
Developments  in  Technology"  and 
Roger  Bates  on  "Aids  to  Communica- 
tion in  Education".  There  will  be  a 
lunchtime  exhibition  of  aids  and 
equipment. 


Cost  (including  lunch)  £8  for  pro- 
fessionals, £7  for  voluntary  workers, 
disabled  people,  families  etc. 

For  further  details,  programme  and 
booking  form  contact  Christine  Hill  at 
Howgill  Toy  Library,  Whitehaven.  Tel: 
4242. 

■  LASER 

Education  of  Deaf  Children  -  The 
Bilingual  Option 

October  17  1987  9. 30-4. 00pm  Rycote 

Centre  for  the  Deaf,  Derby 

Interpreters  available.  Buffet  lunch  available. 

Cost  of  workshop  £5,  unwaged  £2.  Cheques 

and  POs  payable  to  "Laser". 

Contact:  LASER,  Rob  Rodgers,  Lecturer  with 

the  Hearing  Impaired,  Derby  College  of  Further 

Education,  Derby  DE2  8UG. 

■  Castle  Priory  College  Courses 
Autumn  87/Spring  88 

Working  with  the  Pre-School  Child 
with  Special  Needs 
25-27  September  1987 

The  Hand  as  a  Guide  to  Learning 
30  October- 1  November  1987 

Young  Children  with  Severe  Learning 

Problems 

11-13  November  1987 

Behavioural  Difficulties  in  Children 
with  Special  Needs 
23-25  November  1 987 

They  Keep  Going  Away 
9-11  December  1987 

The  Young  Child  with  a  Visual 

Disability 

4-7  January  1988 

Contact:  CPC  Thames  St.  Wallingford,  Oxon 
0X1 0  OHE.  Tel:  (0941)  37551 


USHER 
WEEKEND 


■  Weekend  Together  for  People 
with  Usher  Syndrome 

11-13  September  1987 

St    Hild    &    St    Bede's    College,    University   of 

Durham 

Weekend  Together  is  planned  for  deaf  people 

who  have  Usher  Syndrome  especially  those 

who  are  profoundly  or  severely  deaf  and  also 

their  families. 

During  this  weekend  the  emphasis  is  on 

getting  to  know  each  other,  sharing  and  having 

fun  together  through  talks  and  discussion 

groups.  There  is  also  time  to  explore  Durham, 

the  river  and  the  nearby  countryside. 

An  inductance  loop  system  will  be  provided  tor 

hearing-aid  users,  BSL  interpreters,  manual 

finger  spellers  and  lipspeakers  will  also  be 

available. 

Play  and  creche  facilities  will  be  arranged  for 

children  up  to  the  age  of  12. 

Cost  per  head  is  £36  (adults),  £24  (children), 

for  children  under  2  it  is  free. 

//  you  are  interested  please  contact  Mary  Guest 

at  Sense  immediately. 


The  views  expressed  in  the  magazine  are 

not  necessarily  those  of  Sense,  the 

National  Deaf-Blind  and  Rubella 

Association. 


Printed  by  Adept  Press  Limited,  273  Abbeydale  Road. 
Wembley,  Middlesex. 


31 


Overbridge,  out 
new  centre  for 
deaf-blind 
young  adults, 
opened  in  June 
in  Glasgow 
(see  page  12). 
Joining  the 
Sense  family 
are  Leslie 
Nimmo;  Steven 
Hughes  (staff); 
Nicola  Brown; 
Robert 
Gallagher; 
Ann-Marie 
Kelly;  Denis 
Jankauskas: 
Brian  Crichton; 
Alison  Hendry 
and  Valerie- 
Ann  Douglas. 
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^Season's  greetings  to 
all  our  Readers  ^'&£ 


Opening  Time 

The  new  flats  for  20  students  at 
Sense-in-the-Midlands  were 
officially  opened  this  month  and 
named  Freeman  House.  Our 
founder  Peggy  Freeman  is  seen 
here  with  little  Stephanie  Hope  at 
the  ceremony. 


The  Next  Five 
Years 

Our  plans  are  unfolded  on 
pages  12-13. 


The  Van  Dijk 
Approach 

Jan  van  Dijk  passed  on 
the  lessons  of  25  years 
experience  with  deaf-blind 
children  at  our  Weekend 
Away.  See  pages  7  -  9. 


Teacher 
Training 

At  last  we  are  within  sight 

of  specialist  training  for 

teachers  of  deaf-blind 

children. 

Details  on  page  3. 
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Sense  The  eyes  and  ears  of  deaf-blind  people. 


SENSE 

The  National  Deaf-Blind 
and  Rubella  Association 

311  Grays  Inn  Road.  London  WC1X8PT 
Tel:  01-278  1005 

President  DrGB  Simon  MB  ChB  DPM 

FRCPsych 
Chairman  Jessica  Hills  MBE 

Vice-Chairman  Margaret  White 

Treasurer  Emrys  Lloyd 

National  Director  Rodney  Clark 

Administrative  Director  David  Bridge 

SENSE-IN-SCOTLAND 

168  Dumbarton  Road 

Glasgow  G11  6XE 

Tel:  041-334  9666/9675 

Scottish  Officer  Gill  Morbey 

Overbridge  Centre 

63  St  Andrews  Drive 

Pollokshields.  Glasgow  G41  5EY 

Tel:  041-423  2064 

Principal:  Geoff  Aplin 


REGIONAL    CONTACTS 

SENSE -Avon: 

Mavis  Rudman,  24  Hillyfield  Road,  Headley  Park, 
Bristol  BS13  7QF.  Tel:  0272  640370 

SENSE  -  Colchester: 

Brendan  Giblin.  104  Bergholt  Road. 

Colchester,  Essex 

SENSE  -  Eastern: 

Elizabeth  Royle,  The  Lanterns,  Church  Lane, 

Playford.  Ipswich,  Suffolk  IP6  9DS. 

Tel:  0473  622443 

SENSE-  East  Midlands: 

Elizabeth  Holbrook,  Post  Office,  12-16  High 

Street.  Moulton,  Spalding,  Lines.  PE12  6QB. 

Tel:  0406  370201 

SENSE  -  London  North  East: 

Christine  Taylor.  26  Albion  Road.  Walthamstow, 

London  E17  3HZ.  Tel:  01-520  1736 

SENSE  -  London  West: 

Jacki  Dunleavy,  24  Queens  Road,  Richmond, 

Surrey  TW1  0  6JW.  Tel.  01-948  4309 

SENSE-  Midlands: 

Margaret  Beattie,  'The  Cottage'.  82  Hinckley  Road 

Walsgrave.  Coventry  CV2  2EU.  Tel:  0203  61  6962 

SENSE  -  Northern  Ireland: 

Muriel  Mathers.  5  Old  Quay  Court,  Holywood, 

Co.  Down  BT18  OHT.  Tel:  023-174-242 

SENSE  -  North  West: 

Margery  Harrison,  6  Tidal  Lane,  Padgate, 

Warrington.  Cheshire  WA1  3DT.  Tel:  0925  8 1  3520 

Scottish  Branch: 

Jerry  Morbey.  3  Kersland  Street,  Hillhead, 

Glasgow  G12.  Tel:  041-339  9381 

SENSE  -  South  Wales: 

Hazel  Benjamin,  8  Forest  View,  Cimla,  Neath, 

West  Glamorgan  SA1 1  3RS.  Tel:  0639  571 15 

SENSE  -South  West: 

Mary  Holman,  15a  Powderham  Road,  Newton 

Abbott,  Devon  TQ12  1  EV.  Tel:  0626  69278 


SENSE     CENTRES 


The  Family  Centre 
'■:'-.  r ,  '-. .':  ar  d  I '■"/■-.''. 
Ealing 

London  W1 3 
Tel  01-991  0513 
Principal:  Lindy  Wyman 


The  Manor  House 

72  Church  Street 

Market  Deeping 

Peterborough  PE6  8AL 

Tel:  0778  344921 

Principal:  John  Blanchard 
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Sense-in-t  he-  Midlands 

4  Church  Road,  Edgbaston,  Birmingham 

B15  3TD  Tel:  021-454  2405 

Principal  John  Hatton 

Sheila  Houston  -  Peripatetic  Advisory  Teacher 

c/O  Northern  Counties  School  (or  the  Deaf,  Gt  North  Rd 

;;->tle-upon-Tyne  NE2  3B8  Tel:  oqi-281  5060 

Castleton  House 

70  Castleton  Road,  London  E 1 7  4AR 

Tel  01-531  8092 

2  Thlkmrj  Sense  Winter  1987 
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Chairman's  Letter 


^K_s3or      V— njejuu^k 


On  1  5th  October  the  staff  and  students  of 
the  Manor  House,  Market  Deeping  were 
honoured  by  a  visit  from  Her  Royal  Highness, 
the  Duchess  of  Gloucester.  She  had  made 
a  special  request  to  visit  after  attending  an 
appeal  function  on  behalf  of  the  Manor 
House  organised  by  George  Farnham  at 
Belvoir  Castle  at  the  invitation  of  the  Duke 
and  Duchess  of  Rutland. 

The  full  range  of  the  work  of  the  Manor 
House  was  on  display  for  the  Duchess, 
along  with  other  aspects  of  Sense's  work. 
The  Duchess  was  very  interested  in  all  she 
saw,  asked  lots  of  questions  about  the 
students  and  what  they  were  doing  and 
tried  to  talk  to  them  herself. 

It  was  very  good  to  see  the  excellent 
work  done  at  the  Manor  House  receiving 
the  recognition  and  publicity  it  deserves. 
The  students  were  happily  showing  what 
they  could  do,  at  different  levels  of  achieve- 
ment but  all  demonstrating  the  hard  work 
they  and  the  staff  have  put  in  to  developing 
practical  skills,  social  skills  and  commun- 
ication. The  students  talked,  through 
signing  or  speech,  to  the  Duchess  and  she 
quickly  learned  a  few  signs  to  reply  and  to 
question.  We  also  saw  Hasicom  being  used 
by  Kanhai,  Braille  and  fingerspelling  practice. 
Each  student  was  using  the  means  of 
communication  best  suited  to  their  needs, 


ability  and  the  purposes  of  communication. 
The  different  activities  going  on,  cooking, 
swimming,  physical  education,  craft  work 
and  education  showed  the  range  of  skills 
which  are  part  of  the  daily  routine  at  the 
Manor  House,  the  individual  programmes 
which  have  to  be  so  carefully  planned  and 
monitored. 

The  Duchess  also  asked  about  staff 
training  and  John  Blanchard  explained  the 
problems  in  obtaining  qualified  staff  to 
work  with  deaf-blind  people  because  of  the 
lack  of  training  courses  and  teacher  training 
courses  specifically  for  the  deaf-blind.  He 
had  therefore  set  up  his  own  training 
schemes  for  staff  as  have  all  the  other  adult 
deaf-blind  centres. 

The  Duchess  was  particularly  impressed 
by  the  craft  display  from  the  Werrington 
workshops  and  watched  fascinated  by  the 
speed  and  dexterity  Susan  White  displayed 
as  she  worked  at  one  of  her  beautiful 
pottery  cottages.  She  presented  one  to  the 
Duchess. 

John  Blanchard  and  his  staff  and 
students  deserve  congratulations  for  the 
presentation  of  their  work  to  the  Duchess 
of  Gloucester  but  also  for  the  achievements 
of  the  students  in  the  few  years  the  Manor 
House  has  been  open.  It  was  an  excellent 
afternoon.  _ 


J£J^< 


Jessica  Hills 


AGM 1987 


For  many  years,  the  Annual  General 
Meeting  was  the  chief  event  in  the 
Association's  calendar,  bringing  many 
members  together  for  both  business  and 
social  purposes.  In  the  past  few  years  it  has 
been  dwarfed  by  the  Weekend  Away, 
during  which  it  takes  place.  Still,  90 
members  recovered  enough  from  their 
high  spirits  of  the  weekend  to  considerthe 
business  of  SENSE'S  AGM  and  to  hear 
Paul  Ennals'  dissertation  on  the  long-term 
plans  for  the  future.  Jessica  welcomed 
everyone  present  and  thanked  all  the 
delegates  for  making  the  Weekend  Away 
such  a  stimulating  and  successful  event. 
Jessica  outlined  the  chief  activities  that 
had  taken  place  during  the  year,  which 
included: 

•  The  Scottish  Conference  in  July 

•  The  SENSE  contingent  to  the  Confer- 
ence of  the  International  Association 
for  the  Education  of  the  Deaf-Blind  in 
France 

*  The  growth  of  the  Family  Advisory 
Service  with  the  appointment  of 
Bronwen  Lilley  at  Sense-in-the- 
Midlands 

■k  The  new  residential  house  which 
SENSE  is  managing,  for  children 
attending  the  Rebecca  Goodman 
Centre  at  Whitefield  School 

■k  Completion  of  Stage  1  of  the  building 
programme  at  Sense-in-the-Midlands 
and  the  admission  of  the  first  six 
students 

■k  The  opening  of  Overbridge  Continuing 
Education  Centre  in  Glasgow,  and  the 
expansion  of  services  in  Scotland 

*■  Holiday  programmes  for  90  holiday- 
makers 

*  The  opening  of  a  second  group  home 
attached  to  the  Manor  House 


Jessica  concluded  bythanking  parents, 
professionals,  committee  and  council 
members  and  Sense  staff  for  all  their  hard 
work  during  the  year. 

Emrys  Lloyd,  Sense's  Treasurer,  intro- 
duced the  audited  Accounts  for  both 
Sense  and  Sense-in-the-Midlands  for 
the  year  ending  31  March  1987.  These 
were  accepted  and  approved  unanimously 
by  the  meeting. 

Five  vacancies  on  the  Council  of 
Management  were  due  to  be  filled  and 
those  appointed,  without  need  for  election, 
were  Tony  Best,  Barbara  Reid,  Trevor 
Smith,  John  Todd  and  Peter  Turner. 

Messrs  Myers-Davies  were  re-elected 
as  Sense's  auditors. 

A  resolution  by  the  Council  of 
Management  to  speed  business  at  future 
AGMs  by  holding  postal  elections  for 
members  of  the  Council  was  discussed.  It 
was  passed  unanimously  with  the  following 
provisos: 

*  that  a  resume  on  each  candidate  be 
sent  out  with  the  ballot  papers 

*  that  the  results  of  the  postal  ballot  be 
monitored  to  ensure  that  the  method  of 
voting  was  a  worthwhile  exercise 

*  that  branches  encourage  members  to 
respond  to  the  postal  vote  to  ensure 
that  the  aim  of  having  a  more 
democratic  system  is  achieved 

*  that  regulations  be  brought  in  toensure 
that  the  balance  between  professional 
and  parent  members  is  maintained. 

Towards  the  close  of  the  meeting, 
Angus  Ballard  was  introduced.  Angus, 
together  with  Nicholas  MacLeod-Ash  had 
undertaken  a  sponsored  canoe  journey  for 
Sense.  Their  efforts  had  raised  £25,000. 
The  meeting  expressed  its  thanks  to 
Angus  with  a  warm  burst  of  applause. 

Following  the  business  part  of  the  AGM, 
Paul  Ennals  took  the  chair  for  a  talk  on  The 
Next  Steps',  Sense's  second  policy 
document  on  its  long-term  strategy  for 
action  over  the  years  1987-1992  (See 
page  12). 


Visit  of  HRH  the  Duchess  of  Gloucester 

to  the  Manor  House 


The  Duchess  of  Gloucester  visited  the 
Manor  House  on  Thursday  15  October.  It 
was  fortunate  the  visit  was  not  on  the 
following  day  which  was  the  day  of  the 
hurricanes  in  the  south  of  England.  Since 
HRH  came  by  helicopter,  the  visit  would 
have  been  called  off  and  that  would  have 
been  extremely  disappointing. 

A  great  deal  of  trouble  had  been  taken 
by  all  staff  at  the  Manor  House  to  prepare 
for  the  visit,  a  general  display  of  the  work  of 
Sense  had  been  arranged  in  the  lodge,  and 
an  extensive  and  most  attractive  display  of 
Manor  House  crafts  were  also  on  show. 
Susan  White  presented  the  Duchess  with  a 
miniature  pottery  house  she  had  made. 
Where  appropriate,  staff  wore  tee  shirts 
and  sweat  shirts  with  the  Sense  logo  on 
them. 

The  Duchess  was  over  an  hour  at  the 
Manor  House,  and  was  favourably 
impressed  as  were  the  other  civic  guests 
who  included  the  Lord  Lieutenant  of  Lincoln- 
shire, and  his  wife,  Lady  Sarah  McCorquo- 
dale,  who  is  the  Princess  of  Wales's  sister, 
the  Chairman  of  Lincolnshire  County 
Council,  the  Chairman  of  South  Kesteven 
District  Council  and  the  Town  Mayor  of 
Market  Deeping.  Very  complimentary 
remarks  were  made  on  the  standard  of  the 
goods  being  made  in  the  Werrington  work- 
shop. 

Summing  up  later,  John  Blanchard,  the 
Principal,  said:  "The  visit  went  very  well. 
The  Duchess  was  genuinely  interested  in 
what  was  going  on  and  the  students  enjoyed 
the  occasion". 


Laura  Curtis  learning  Braille.  Left  to  right:  Jane  Howlett,  John  Blanchard,  Jessica  Hills,  Mrs 
Neville,  HRH  The  Duchess  of  Gloucester. 


Important  New  Help 
for  School  Leavers 


Sense  members  and  regular  readers  of 
Talking  Sense  will  know  that  our  campaign 
to  have  disabled  school  leavers  automat- 
ically assessed  in  order  that  appropriate 
postschool  needs  might  be  identified  and 
the  answers  to  those  needs  provided.  This 
campaign  achieved  success  when,  follow- 
ing our  close  involvement  with  Tom  Clarke's 
Disabled  Persons  Bill,  it  was  enacted  in 
July,  1986. 

Sections  5  and  6  of  that  Act  require: 

•  local  education  authorities  to  seek  an 
opinion  from  the  social  services  depart- 
ment whether  a  child  who  is  the  subject 
of  a  statement  of  special  educational 
needs  is  disabled  at  the  first  annual 
review  of  the  statement  after  his  or  her 
14th  birthday; 

•  local  education  authorities  to  keep 
under  review  the  dates  when  disabled 
children  are  expected  to  leave  full- 
time  education  and  to  notify  social 


services  departments  8  months  in  ad- 
vance; 
•  social  services  departments  on  receiv- 
ing such  notification  to  carry  out  with- 
in 5  months  an  assessment  of  the 
young  person's  needs  for  social  services. 

However,  the  passing  of  an  Act  is  not  the 
end  of  the  campaign  as  its  contents  still 
have  to  be  implemented. 

It  was  therefore  with  great  pleasure  that 
we  received  the  news  that  Sections  5  and  6 
are  to  be  implemented  from  1st  February, 
1 988.  This  was  announced  on  Wednesday 
4th  November,  1987  by  Nicholas  Scott, 
Minister  for  the  Disabled  at  the  DHSS. 

The  first  disabled  school  leavers  to  receive 
statutory  assessments  will  mainly  be  those 
reaching  school  leaving  age  in  1 990.  How- 
ever, the  new  arrangements  will  apply  on  a 
non-statutory  basis  to  as  many  as  possible 
of  the  disabled  young  people  who  leave 
school  next  year. 


Teacher  Training 


Regular  readers  of  the  Newsletterwill  know 
of  Sense's  campaign  to  achieve  a  formal 
course  forthe  training  of  teachers  working 
with  deaf-blind  children.  We  have  just  learn- 
ed that  an  application  by  the  Department 
of  Psychology  and  Special  Education  at 
the  University  of  Birmingham  for  a  grant 
from  the  Leverhulme  Trust  has  been  succ- 
essful. The  grant  will  provide  the  opportun- 
ity for  research  into  the  education  of  deaf- 
blind  and  multi-sensory  impaired  children 
plus  an  Advanced  Level  degree  course. 
This  pioneering  development  may  well  be 
the  first  such  course  in  the  EEC  and  it  will 
contain  both  theoretical  and  practical  ele- 
ments to  help  teachers  develop  skills  in 
assessing  and  working  with  this  group  of 
children.  The  format  of  the  course  has  not 
been  decided  ie  whether  it  will  be  a  full- 
time  1  yearcourse,  or  longer  but  containing 
distance  learning  elementsefc.lt  is  hoped 
that  the  course  might  begin  in  Autumn 
1988.  One  remaining  hurdle  is  that,  now 
that  a  grant  for  the  first  three  years  has 
been  obtained,  the  approval  of  the  course 
and  of  the  appointment  of  a  Research 
Officer/Course  Tutor  has  to  be  sought  from 
the  University  authorities.  More  news  anon. 
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Before  telling  you  about  the  conference,  I 
should  say  that  I  don't  speak  any  foreign 
languages  myself  and  the  interpreting 
services  were  rather  overworked  through- 
out, leading  to  gaps  and  awkward  silences; 
so  I  can't  be  sure  that  I  got  the  jist  of 
everything. 

Setting  the  scene 

It  was  great  to  travel  to  Poitiers  in  France 
forthe  9th  International  Conference  of  the 
International  Association  forthe  Education 
of  Deaf-Blind  People.  We  were  very  pleased 
to  receive  support  from  the  Youth  Exchange 
Centre  and  the  Cultural  Service  of  the 
French  Embassy.  There  were  440  dele- 
gates from  all  over  the  world, including  93 
from  the  United  Kingdom,  and  it  was  really 
worthwhile  to  be  able  to  talk  with  so  many 
different  people  about  their  work  and  to 
meet  parents  from  different  countries. 

The  conference  opened  with  a  brief 
introduction  from  Bernard,  himself  deaf- 
blind  and  an  ex-pupil  of  Larnay  School  in 
Poitiers  (which  is  now  100  years  old). 
Bernard  is  now  doing  research  at  university. 
It  was  interesting  to  see  howthe  French  go 
about  interpreting  for  deaf-blind  people. 
Bernard's  interpreter  (or  intervenor)  seemed 
to  give  him  a  sense  of  everything  that  was 
happening  around  about- moving  with  him 
in  the  same  way  as  the  person  he  was 
interpreting  was  moving;  going  through 
the  actions  of  whatever  movement  was 
happening  around  about  or  on  the  video 
screen;  and  all  the  time  doing  one-handed 
finger  spelling  into  Bernard's  cupped  hand. 

A  view  from  Texas 

The  first  paper  I  took  in  was  read  for  Edwin 
Hammer  of  the  University  of  Texas.  He 
charted  the  development  of  standard  assess- 
ment tests;  from  1  905  to  1  945"The  Mental 
Measurement  Movement"  (so  called  by 
Hammer).  He  suggested  that  the  growth  in 
the  Human  Rights  movement  in  the  '50s 
influenced  the  way  people  saw  the  indi- 
vidual and  helped  shift  the  emphasis  from 
disability  to  ability  and  the  worth  of  the 
person.  He  looked  at  the  work  of  psycho- 
logists through  this  period  and  ended  by 
concluding  that  so  long  as  a  person  exists, 
he  or  she  has  a  potential  for  learning. 

A  choice  of  Workshops 

Next  it  was  off  to  one  of  the  many  work- 
shops: cognitive  development  by  Patrizia 
Ceccarani  who  is  an  educational  psycholo- 
gist in  Italy.  Patrizia  had  learned  English 
just  so  that  she  could  present  her  paper 
and  while  she  is  to  be  congratulated  for 
this,  I  found  it  very  difficult  to  understand 
what  she  was  saying.  Basically  she  outlined 
■  -. .'.  •.•  <;  <■.■.<:■/.':■.  children  by  looking  at 
his/her  developmental  history  and  diag- 
nosis and  then  by  formal  and  informal 
assessment  of  the  child's  skills  (involving 
parents  and  professionals).  One  thing  she 
did  emphasise  was  that  'problem  behav- 

'.  .".    ■:■':   '■■:'<:    /  ■:   :,",',  <:'"     tO  the  Child  Slid 

that  continual  positive  reinforcement  of 
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Interesting  that  in  Italy,  where  there  is 


Joyce  Wilson  from  Sense  in  Scotland 

was  at  the  international  conference. 

We  print  extracts  from  the  account 

she  wrote  for  Scottish  Family 

Members  in  Branching  Out. 


total  educational  integration,  children  can- 
not go  to  school  until  they  are  four  (though 
they  do  receive  help  at  home  beforehand) 
and  when  they  first  come  to  school  their 
mother  can  (usually)  stay  with  them  for  as 
long  as  is  necessary  for  them  to  settle 
down.  Seems  to  be  quite  a  bit  of  parent/ 
professional  contact,  but  it's  hard  to  tell 
what  that  is  like  in  reality. 

Dorothy  Entwhistle 

Dorothy  Entwhistle,  a  teacher  at  Pathways, 
Condover  Hall  in  England,  who  is  herself 
deaf-blind,  did  a  workshop  on  assessment 
procedures  used  in  her  school.  The  comm- 
unication system  here  is  Paget-Gorman 
Signed  Speech  and  pupils'  understanding 
of  tasks  is  measured  by  their  ability  to 
respond  appropriately  to  instructions. 


John  Mclnnes 

John  Mclnnes,  who  is  in  charge  of  a  group 
home  for  deaf-blind  people  in  Canada  spoke 
to  the  whole  conference  on  'Integration' 
which  he  noted  had  many  different  inter- 
pretations -  both  in  theory  and  in  practice. 
Of  fundamental  importance  to  any  good 
and  appropriate  service  was  attitude,  he 
said.  Integration  is  not  places  and  houses 
but  people, and  people  are  not  all  the  same. 
One  of  the  ways  in  which  deaf-blind  people 
that  he  is  involved  with  in  Canada  are 
'integrated'  is  the  intervenor  system. 

San  Francisco  Project 

Deborah  Chen  told  us  of  the  work  of 
PAVIC  (Parents  and  Visually  Impaired 
Children)  involving  20  families.  Central  to 
PAVIC's  philosophy  is  that  the  family  home 
is  the  most  important  basis  for  helping  the 
child  develop.  Parents  set  their  own  goals 
for  the  children  to  reach  and  extensive  use 
is  made  of  video-taping  interaction  between 
parent/child  and  follow-up  work  is  done 
with  one  of  three  special  education  teachers 
attached  to  the  project.  From  the  scenes 
shown  in  the  example  videos  great  strides 


were  being  made  in  everyone's  understand- 
ing of  each  child  and  each  child's  ability  to 
have  some  control  over  the  environment. 


Out  of  total  isolation 

Next  Marlene  Daetman  from  Belgium 
showed  some  'before  and  after'  videos  of 
developmental  work  done  with  young  child- 
ren who  had  been  born  totally  blind.  Marlene 
was  new  to  the  field  of  deaf-blindness  and 
she  and  her  project  workers  had  obviously 
managed  to  get  through  to  one  of  the 
young  girls  who  had  previously  experienced 
extreme  isolation.  It  was  just  a  bit  disheart- 
ening to  hear  her  conclude  with  a  question. 
She  asked  us  to  tell  her  whether  they 
should  keep  working  with  this  child  in  the 
same  way  (she  was  now  showing  signs  of 
using  some  small  amount  of  vision -maybe 
light  perception)  or  whether  she  should  be 
sent  to  a  school  for  mentally  handicapped 
children.  John  Mclnnes  was  in  the  audience 
and  immediately  emphasised  that  the  child 
was  deaf-blind  and  should  have  access  to 
specialist  methods  taking  account  of  this. 
Attitude  is  obviously  very  important. 

The  Rebecca  Goodman 
workshop 

Anotherworkshopwasgiven  by  Jane  Evans 
and  Laura  Pease  of  Whitefields  School  in 
London.  The  Rebecca  Goodman  Unit  of 
this  school  caters  for  dual-sensory  impaired 
children.  Laura  went  into  great  detail  about 
how  she  goes  about  assessing  functional 
vision  and  how  she  and  the  otherteachers 
prepare  programmes  for  visual  training. 
Quite  simply  the  assessment  seems  based 
on  observation  in  the  least  visually  restrict- 
ing environment  (great  use  is  made  of  the 
black  room  here)  but  also  at  any  othertime 
when  the  child  is  using  his/her  vision. 


Rubella  in  France 

The  talk  was  difficult  to  understand  because 
of  the  language  problem  but  briefly,  I  think 
the  most  important  point  is  that,  in  France, 
they  don't  know  the  level  of  uptake  of 
rubella  vaccination  and  they  don't  have  a 
widespread  policy,  but  that  it  could  be  as 
low  as  20%  (schoolgirl).  Interestingly, 
though,  before  marriage  all  females  have 
to  have  a  blood  test  which  checks  for 
rubella  antibodies.  Dr  Granjard  estimates 
that  there  are  more  than  70  cases  of  con- 
genital rubella eachyearin  France(perhaps 
many  more).  It  seems  that  the  French  stati- 
stical service  does  not  have  full  data  on  this 
subject. 

Families  have  their  say 

On  the  Wednesday  morning  families  had 
the  whole  conference  stage  to  themselves 


A  group  of  parents  at  Poitiers 
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and  among  them  Peggy  Freeman  spoke  of 
the  importance  of  real  cooperation  between 
parents  and  professionals  and  the  need  for 
parents  to  be  given  specialist  advice, 
information  and  guidance. 

Parents  are  important,  agreed  Andy 
White  (brother  of  Helen  and  son  of  Margaret 
and  Geoff)  but  let's  not  forget  brothers  and 
sisters,  better  talk  of  families.  Everyone 
agreed. 

A  Norwegian  mother  told  us  that  their 
association  was  only  one  year  old  and  they 
were  finding  it  quite  hard  to  get  organised 
because,  as  parents,  they  are  so  busy 
with  everyday  needs. 

There  were  a  couple  of  other  parent 
meetings  in  the  evenings  and  from  there,  I 
believe,  came  a  commitment  to  setting  up 
an  international  parents'  association. 

Lilli  Neilson 

The  highlight  of  the  whole  week  for  me  was 
to  hear  Lilli  Neilson  from  Denmark  giving  a 
workshop  on  mobility  for  least  commun- 
icating young  people.  The  warmth  and 
enthusiasm  she  felt  for  the  youngsters 
simply  exuded  from  her.  She  showed  a 
video  of  a  young  man  of  about  1 8  years  old 
who,  with  his  two  teachers,  was  going  for 
one  of  his  regular  walks  in  the  park  which 
always  ended  with  his  favourite  cake  and 
coffee.  Walks  like  this,  though,  were  always 
a  problem  for  him  because  he  resisted 
physical  support  and  the  prompting  and 
leading  of  his  teachers. 

Lilli  felt  quite  upset  after  the  video,  not 
because  the  teachers  involved  had  any  ill- 
intent  (far  from  it)  but  because  the  effect  of 
their  intervention  was  such  that  the  young 
man's  privacy/dignity/person  was  being 
invaded  by  the  way  they  insisted  on  guiding 
him  -  both  firmly  holding  his  hands  which 
were  his  only  means  of  expressing  himself 
and  exploring  the  outside  world.  As  she 
said,  how  would  we  feel  if  anyone  (teacher 
or  otherwise)  constantly  stuck  their  hands 
in  or  over  our  mouths. 

Lilli  acts  as  a  consultant  on  mobility  in 
Denmark  and  with  her  advice  and  guidance 
the  young  man  was  quite  quickly  able  to 
walk  unaided  using  a  long  cane.  He  was 
then  able  to  be  quite  independent  and 
make  choices  about  where  he  was  going. 
'Temper  tantrums'  associated  with  mobility 
problems  quickly  disappeared. 

Much  of  what  she  said  was  common 
sense  and  basic  but  sometimes  we  find 


ourselves  looking  for  more  complex  answers. 
She  made  the  worthy  point  that  a  child  or 
young  person  who  won't  walk  unaided,  but 
who  is  physically  able  to  do  so,  may  simply 
have  come  to  the  conclusion  that  walking 
is  only  done  with  a  guide  because  they  have 
no  other  experience  to  contradict  this. 
(She  was  not  of  course  advocating  that  we 
never  guide-there  will  always  be  situations 
when  that  will  be  necessary). 

"The  little  room" 

She  also  touched  on  an  interesting  thing 
called  The  Little  Room'.  Some  of  you  may 
have  seen  or  heard  of  this  before.  Lilli  is 
doing  some  research  on  what  the  best  size 
and  layout  for  this  thing  is  but  the  pictures 
she  showed  were  of  all  ages  of  children 
lying  in  their  own  specially  constructed 
'little  room'  which  had  three  sides  (some 
were  solid,  some  were  completely  slatted) 
with  slats  going  across  the  'roof  on  which 
hung  1 0-1 5  objects.  The  child  can  experi- 
ence different  sensationsf  rom  the  objects; 
gets  an  idea  of  'object  permanence'  (ie 
they  recognise  one  thing  as  being  the 
same  thing  when  they  touch  it  next  which 
leads  on  to  recognising  the  same  perm- 
anent qualities  in  other  objects);  and  gets 
pleasure  in  a  secure  environment. 

"Speak  With  My  Hands" 

Next  was  another  workshop  on  deaf-blind 
children  with  multiple  handicaps.  Barbro 
Goras  works  in  Sweden  and  chose  to  look 
at  three  different  children  to  describe  her 
methods.  She  has  produced  a  really  nice 
little  book  on  this,  Speak  With  My  Hands, 
which  formed  the  basis  of  her  talk.  What 
she  does  is  to  try  to  strengthen  the  child's 
desire  to  communicate  by  first  of  all  being 
part  of  an  enjoyable  experience  and  using 
that  as  the  basis  of  encouraging  commun- 
ication and  increasing  a  sense  of  antici- 
pation which  leads  to  greater  understand- 
ing and,  perhaps,  control  over  the  environ- 
ment by  making  choices. 

The  social  side 

I  haven't  space  here  to  describe  the  sight- 
seeing, the  social  entertaining  or  the 
wonderful  buffet  but  if  you  can  imagine  all 
90  odd  UK  delegates  crammed  onstage 
together  singing  'London  Bridge'  and  'My 
Bonnie  Lies  Over  the  Ocean',  you  will  have 
a  pretty  good  idea  of  the  quality  of  the 
cabaret!  Still,  a  good  time  was  had  by  all. 
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The  Paradox  of 
the  Fish 

At  the  ninth  conference  of  the  IAEDP  the 
motif  of  the  fish  was  presented  and  adopted 
as  the  logo  of  the  Conference  and  finally  as 
the  logo  of  the  IAEDP.  But  it  is  a  fish  that 
presents  a  paradox.  At  Poitiers  we  were  a 
meeting  of  about  450  people  from  27  differ- 
ent countries.  So  we  were  27  species  of 
fish  in  the  same  shoal,  speaking  different 
languages,  but  communicating  the  same 
message.  We  came  from  many  directions 
but  we  are  all  swimming  in  the  same  direction. 
All  different,  separate,  individual  parents,  a 
variety  of  professionals,  brothers  and  sis- 
ters but  all  dependent  on  each  other  if  we 
were  to  reach  our  destination.  In  the  end, 
however,  it  is  not  our  destination  that 
matters  but  that  of  the  fish  we  are  all 
helping  to  nurture.  That  fish  has  the  same 
right  to  swim  as  we  have  but  it  can  only  do  it 
if  we  give  it  the  means,  but  not  only  to  swim, 
to  enable  it  to  glide,  jump  and  play  in  the 
waters  of  life. 

Poitiers  was  something  special.  A  Con- 
ference at  which  the  uniqueness  of  the 
deaf-blind  fish  was  unanimously  recognised 
and  accepted.  Where,  for  me,  the  message 
was  that  this  special  fish  is  a  beautiful  one. 
It  is  entitled  to  make  its  own  choice  of 
where  it  swims,  where  it  goes  and  how.  Our 
job  was  to  give  this  fish  the  abilities  needed 
to  do  that.  We  shared  lots  of  ideas,  we 
learned  new  ways,  we  discussed  philo- 
sophies but  we  never  forgot  that  the  only 
reason  we  were  in  the  sea  was  to  allow  this 
particular  fish  to  swim. 

John  Hatton 


Reflections 

I  have  been  thinking  about  John  Mclnnes' 
talk  on  integration  for  the  deaf-blind 
person:  he  made  three  points  -  the  right 
that  a  deaf-blind  person  has  to  change  his 
or  her  mind,  the  right  to  freedom  of 
association  and  the  need  to  allow  them 
good  access  to  developmental  processes. 

John  told  the  story  of  a  deaf-blind  young 
man  who  wanted  to  go  out  to  a  bar.  As  the 
outing  wasn't  planned  everyone  was  taken 
by  surprise.  But  do  we,  John  asked,  write 
down  and  plan  everything  we  want  to  do 
during  our  daily  lives?  Isn't  it  our  aim 
anyway  to  encourage  our  deaf-blind 
students  to  make  decisions  for  themselves? 

Encouraging  someone  to  make  de- 
cisions brings  about  dialogue  that  perhaps 
they  never  had  to  use  before  and  it  may  or 
may  not  be  what  we  want  to  hear.  The  very 
ability  of  the  deaf-blind  person  to  say,  'I  do 
not  want  to  participate',  can  bring  about 


panic  in  care  staff.  Also  feelings  of  guilt  can 
arise  as  they  may  feel  that  they  have  not 
provided  enough  stimuli  for  the  deaf-blind 
person  to  persuade  him  to  join  in.  A 
problem  I  have  had  as  a  care  assistant  is 
how  to  distinguish  between  laziness  in  a 
student  and  a  quite  reasonable  desire  not 
to  do  anything  at  that  moment. 

John  repeatedly  used  the  word 
intervenor  to  describe  a  helper  who  gives  a 
deaf-blind  person  enough  undistorted 
information  to  allow  him  to  make 
decisions.  As  carers  we  have  to  give 
support  when  behavioural  problems  arise 
from  frustration-wehavetohelpthem  turn 
their  decisions  into  actions. 

Integration  is  a  very  delicate  subject  as 
the  word  can  mean  different  things  to 
different  people  -  I  see  it  as  placing  deaf- 
blind  people  in  society.  The  actual  location 
where  a  deaf-blind  person  is  placed  is 
important,  they  need  their  own  space 
which    they   can    decorate    and    furnish. 


Through  this  space  they  can  begin  to 
develop  their  own  identity  and  self-image. 
They  say  you  can  tell  the  type  of  a  person 
by  what  they  buy,  wear,  etc.  -  so  why  not 
with  a  deaf-blind  person? 

Socialization  develops  self-image;  they 
need  the  freedom  to  carry  out  their  own 
decisions,  freedom  to  associate  with  the 
people  they  choose,  these  freedoms 
together  with  vocational  skills  help  to  form 
personality. 

On  John's  last  point,  what  it  really 
means  here  is  letting  the  deaf-blind  person 
learn  what  the  natural  consequences  of  his 
or  her  actions  are.  As  carers  we  tend  to  feel 
for  them  as  well  as  for  ourselves  -  we  can 
give  ourselves  unnecessary  worry  and 
concern  when  it  would  be  wiser  to  let  them 
learn  themselves  and  in  this  way  enrich 
their  own  personalities. 

Alexandra  Harman 
The  Manor  House 
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Weekend  Away  1987 


at  Mason  Hall,  University  of  Birmingham 


1 8-20  September  1 987 


Ben  Spencer  is  a  new  member  of  Sense's  staff  in  Scotland.  His 

reaction  to  his  first  annual  conference  (which  appeared  first  in 

Branching  Out)  provides  a  useful  introduction  to  our  reports. 


The  peaceful  parkland  of  the  University  of 
Birmingham  was  a  beautiful  setting  for  the 
annual  Sense  Weekend  Away-  not  that  it 
was  peaceful  for  long  as  over  400  people 
congregated  on  Mason  Hall  from  all  over 
Britain  and  from  all  walks  of  life.  A  dozen  or 
so  made  the  trip  from  Scotland,  others 
came  from  Belfast,  Belgium,  the  Nether- 
lands and  even  Australia.  There  were  teach- 
ers, social  workers,  care  staff  but  most 
importantly  parents  and  their  children. 

On  arrival,  the  search  for  our  rooms 
proved  to  be  the  best  way  to  meet  people. 


period.  To  some,  I  suspect  van  Dijk's 
approach  was  provocative,  but  unfortun- 
ately there  was  only  a  very  limited  time  for 
discussion. 

Between  the  two  halves  of  van  Dijk's 
talk  there  were  the  first  workshop  sessions 
and  time  to  peruse  the  Market  Place  and 
try  out  some  of  the  latest  toys  and  aids 
available  which  meant  dodging  those  on 
the  tricycles!  It  was  also  an  opportunity  to 
find  out  about  the  work  of  other  organisations 
present.  Sense  had  a  number  of  stands  too 
covering  the  Rubella  Awareness  Campaign, 


ionals  and  from  the  problems  of  commun- 
ication with  the  young  and  the  very  young 
to  the  intricacies  of  claiming  benefit.  There 
were  practical  sessions  on  finger-spelling 
and  guiding  and  presentations  by  Over- 
bridge  and  Sense-in-the-Midlands. 

The  conference  was  formally  brought  to 
a  close  at  Sunday  lunch,  but  the  talking 
continued  in  the  afternoon  with  the  AGM 
which  gave  us  an  opportunity  to  hear  Sense's 
plans  for  development  in  the  coming  five 
years.  And  people  continued  chatting  as 
they  waited  for  trains  or  lifts  home. 

There  was  a  feeling  all  the  time  of  lots 
going  on,  often  unseen.  Little  groups  here 
and  there  huddled  in  conversation.  One  of 
the  least  visible  activities,  though  also  one 
of  the  most  important,  was  the  creche  at 
Sense-in-the-Midlands  which  entertained 
over  65  deaf-blind  children  and  20  able- 
bodied  children  with  over  50  volunteer 
creche  workers. 


Mason  Ha 


The  labyrinth  of  corridors  seemed  endless 
and  was  totally  disorientating,  but  everyone 
helped  each  other  find  their  way  about.  As 
people  gathered  for  the  evening  meal  the 
scale  of  the  event  became  apparent,  but  it 
also  became  apparent  that  this  was  not 
going  to  be  a  'stuffy'  weekend,  as  people 
introduced  themselves  and  started  chatting 
and  Paul  Ennals  jovially  welcomed  us. 

The  main  presentation  of  the  weekend 
wasgiven  on  Saturday  by  Dr  Jan  van  Dijkof 
the  Deaf-Blind  Institute,  Sint  Michielsgestel 
in  the  Netherlands.  He  described  his  work 
with  deaf-blind  children  and  concluded  his 
talk  with  a  video  showing  the  development 
of  some  of  the  students  over  a  six  year 


the  Manor  House  and  Sense-in-the- 
Midlands. 

Saturday  evening  was  set  aside  for  the 
organised  entertainment  with  a  mime  show 
by  pupils  of  the  Royal  School  for  the  Deaf  in 
Derby,  followed  by  a  disco  -  not  that  any- 
one needed  encouragement  to  socialise, 
as  by  now  people  were  mixing  freely. 

On  Sunday  morning  it  was  back  to  work 
with  more  workshop  sessions.  Over  the 
weekend,  the  workshops  covered  a  wide 
range  of  topics,  from  looking  at  the  different 
sign-languages  and  how  they  can  be  adapted, 
to  the  role  of  care  staff,  from  enabling 
children  to  cope  with  loss  or  new  situations 
to  increasing  parents'  clout  with  profess- 


The  informal  atmosphere  offered  an  ideal 
opportunity  to  meet  people,  make  friends 
or  renew  old  acquaintances,  discuss  prob- 
lems or  exchange  ideas  and  experiences. 
It  was  all  well  worth  the  trip. 


It  is  impossible  to  tell  you  about  everything  that  went  on,  but  here  are  reports 
on  some  of  the  talks  and  workshops. 

Coping  with  new  relationships 


Simon  Banks,  Principal,  introduced  Poole- 
mead  Centre  as  having  several  units;  for 
rehabilitation,  long-term  care  and  occupat- 
ional development  in  turn.  It  takes  men  and 
women  from  16  to  90  who  are  deaf  with 
additional  handicaps. 

The  Poolemead  philosophy  is  one  of 
'developmental  care'  -  to  develop  the 
individual  personality  of  each  resident. 
There  is  no  prescribed  progress  through 
the  Centre;  a  resident  may  move  from  one 
unit  to  another  according  to  his  needs  and 
his  complementariness  with  others  in  a 
particular  unit.  Therefore  he  may  pass 
through  the  phases  of  admission  to, 
working  through,  and  parting  from,  a  unit 
several    times    in    his    overall    time    at 

For  anyone  at  all,  changing  one's  living 
onment    is    traumatic;    with    multi- 
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lies  in  managing  the  change  from  one  set 
of  carers  to  another. 

The  support  system  for  a  resident  must 
be  in  place  well  before  admission.  As  a 
Centre  grows,  the  support  system  gets 
longer,  and  a  framework  in  which  to 
develop  relationships  is  invaluable.  Poole- 
mead establishes  a  structure  for  'stage- 
managing'  this  framework,  and  especially 
the  resident's  relationship  with  the 
Poolemead  staff,  well  before  admission. 
Each  stage  in  the  pre-admission  process  is 
critical. 

At  the  referral  stage  (say  three  months 
before  admission)  the  parents/carers  visit 
the  Centre  and  there  is  an  assessment  visit 
to  decide  the  suitability  of  an  applicant. 
The  admissions  conference  (between 
three  months  and  three  weeks  before 
admission)  involves  parents,  existing  care 
staff  working  with  the  resident,  the  social 


worker,  Poolemead  staff  and  unit  leader.  It 
covers  the  history  of  the  prospective 
resident,  identifies  areas  for  development 
and  starts  to  plan  the  work.  This  is  the 
stage  which  begins  to  identify  a  suitable 
'Special  Person' from  among  the  staff-the 
person  who  will  make  the  first  relationship 
with  the  resident,  who  will  plan  the  'care 
orientation' and  i nitiate 'the  fourC's'- care, 
comfort,  control  and  communication. 

Up  to  one  month  before  admission  the 
Special  Person  and  unit  leader  visit  the 
resident.  Now  the  transfer  of  care  begins.  It 
is  a  critical  stage  for  resident  and  parent, 
which  will  establish  the  attitude  of  both 
towards  the  transition. 

Shortly  afterwards  the  prospective 
resident  and  parent/present  carer  will  visit 
Poolemead.  The  resident  can  make  it 
apparent  that  he  doesn't  want  to  go  to 
Poolemead.  (This  is  not  dependent  upon 
any  language  ability,  and  any  clear 
unwillingness  is  respected,  so  that  a 
person  does  not  reach  admission  against 
his  will.)  The  Special  Person  can  be 
changed  if  there  are  any  problems  with  his 
relationship  with  the  parent/carer. 

Judith  Locke 
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Working  with  Deaf- 1 
Children  and  Adolescents 


The  Background 

I  would  like  to  tell  you  something  about 
myself  and  my  professional  career,  not 
because  I  find  that  important  in  itself,  but  it 
reflects  my  personal  growth  and  develop- 
ment in  the  area  of  the  education  of  the 
multi-handicapped. 

Exactly  25  years  ago,  I  started  working 
as  a  young  teacher  with  the  deaf-blind 
children  at  the  Institute  for  the  Deaf  in  Sint- 
Michielsgestel  in  the  Netherlands.  When 
we  started  this  work,  we  had  very  little 
knowledge  about  how  to  educate  and 
teach  the  deaf-blind  rubella  children  who 
came  to  our  small  department.  In  order  to 
orientate  ourselves  in  this  complex  field  of 
education,  my  colleagues  and  I  visited 
several  departments  in  Europe.  We  got 
some  ideas  where  to  begin  and  how  to 
start,  but  we  considered  our  small  group  of 
children  quite  different  from  the  ones  we 
saw  abroad.  Later  when  our  knowledge 
and  insight  grew,  we  came  to  understand 
that  our  youngsters  were  really  very 
intellectually  backward.  I  went  to  Perkins 
later  and  saw  how  capable  deaf-blind 
persons  managed  to  develop  quite 
sophisticated  levels  of  language.  In 
observing  and  participating  in  all  this  I 
became  rather  sad,  because  ouryoungsters 
did  not  respond  to  the  Tadoma  method, 
neither  could  they  keep  themselves 
occupied  in  a  meaningful  way.  The 
opposite  was  true.  The  moment  we  left  our 
children  alone,  they  regressed  to  the  stage 
of  self  stimulation  and  even  self  injurious 
behaviour.  Finally  we  came  to  the 
conclusion  that  in  our  group  of  low 
functioning  deaf-blind  rubella  children  we 
had  to  find  more  or  less  our  own  way.  And 
this  is  what  we  did.  Today  they  call  it:  The 
Van  Dijk  Method'. 

The  Method 

For  25  years  I  have  been  given  the 
opportunity  to  develop  this  'method'  and 
wethinkthe  results  are  very  promising.  But 
of  course  it  was  the  teachers  (although  I 
was  teaching  the  children  for  4-5  years 
myself)  and  the  child-care  working  staff 
who  carried  out  the  ideas  with  so  much 
creativity.  The  method  is  based  on  a  lot  of 
intuition  and  experience,  but  gradually  we 
were  able  to  support  our  views  with  some 
data  we  collected  by  studying  a  very  large 
group  of  hearing  impaired  deaf  and  deaf- 
blind  children  in  Australia. 

As  in  any  area  of  study  sometimes  you 
go  in  the  wrong  direction.  And  then  you 
must  be  fair  to  yourself  and  say;  what  we 
are  doing  now  does  not  lead  to  very  good 
results.  Now,  after  so  many  years,  I  would 
like  to  explain  to  you  what  I  have  found  to 
be  valuable  in  the  way  we  approach  our 
youngsters. 

The  problem  in  education  is  always: 
How  can  you  prove  that  the  way  you  have 
followed  was  the  best  way?  This  is  a  good 
question,  because  there  might  be  better 
ways  which  could  have  led  to  even  better 
results.  We  did  not  make  a  comparison 
with  other  methods  of  teaching.  One  way 
of  proving  'your  point'  is  coming  up  with 


Dr  Jan  van  Dijk  was  the  main  speaker 

at  our  Weekend  Away.  He  is  famed  for 

his  innovative  techniques  in  deaf-blind 

education  and  assessment.  Here  we 

reproduce  some  of  the  talks  he 

presented  to  us. 

developmental  data  and  certainly  we  will 
do  this  in  the  years  to  come.  But  there  are 
other  ways  to  give  people  insight  in  your 
way  of  working  and  the  results  you  are 
obtaining  and  that  is  by  means  of  filming 
the  program  at  regular  intervals.  We 
started  to  do  this  seven  years  ago. 


CV^w^SW 


Jan  discussing  the  programme  with  Carmel 

Communication  Vital 

I  think  everybody  will  agree  that  being  able 
to  communicate  with  another  person  is 
essential  to  the  existence  of  a  human 
being.  To  be  a  person  means  being  a  social 
creature.  You  discover  this  by  encountering 
another  person.  Encounter  in  my  termino- 
logy means  that  you  and  the  other  person 
share  a  common  interest.  This  'sharing 
idea'  is  very  dear  to  me.  You  see  it  when 
mother  and  baby  look  into  each  other's 
others  eyes  and  both  smile,  meaning  - 
what  we  share  together  is  our  life.  We 
observe  it  when  the  child  is  sad,  mother 
picks  him  up,  presses  the  child  against  her 
body  and  says  'Don't  be  afraid,  I  am  with 
you'.  She  shares  the  child's  anxiety.  In 
practical  education,  when  the  child  is 
unable  to  dress  himself  the  mother  may  lay 
her  hands  on  him  and  guide  him  to  draw  on 
a  garment,  all  the  time  being  sensitive  to 
the  child.  If  she  feels  that  he  wants  to 
complete  the  action  alone,  she  lets  go  of 
him.  Or  it  might  be  that  he  would  lead  her 
hand  -  they  are  interacting,  both  involved 
in  the  same  situation,  communicating 
together  without  words.  I  have  put  forward 
these  ideas  on  'co-active  movements' 
which  have  been  understood  as  a 
technique  to  help  a  child  to  carry  out  some 
activities.  This  idea  is  catching  on  all  over 
the  world.  But  underneath  this  'technique' 
is  the  idea  of  sharing  each  other's  life.  This 
gives  the  child  the  opportunity  to  become 
aware  that  there  is  another  person  who 
responds,  who  leads  you,  but  who  might  be 
led  as  well.  That  communication  does  not 
mean  that  you,  as  a  handicapped  child 
always  have  to  'obey',  but  there  are 
instances  where  you  are  the  one  who  is  in 
charge  -  in  command  of  the  situation. 


Encourage  Responses 

In  recent  years  so-called  'behaviour 
modification' entered  ourfield  and  I  will  not 
deny  the  effects  of  following  the  basic 
rules  of  learning.  But  since  our  children  are 
so  unresponsive  at  the  beginning  of 
education  it  is  very  likely  that  it  will  always 
be  the  teacher  or  the  parent  who  gives  the 
stimulus  and  that  the  child  has  to  respond. 
If  you  read  the  curriculae  which  come  to  us 
dealing  with  multi-handicapped  children, 
you  will  find  hundreds  and  hundreds  of 
ideas  the  teacher  has  to  carry  out  from 
morning  till  night  and  there  are  programs 
which  teach  parents  on  the  same  lines. 

What  I  noticed  travelling  around  the 
world  is  that  many  children  in  these 
programs  are  very  passive.  They  just  wait 
for  the  tap  on  the  shoulder,  they  wait  for  the 
sign  to  be  made,  such  as:  now  you  eat,  go 
and  dress,  get  your  coat  etc.  It  is  always  the 
other  who  tells  you  what  to  do.  In  our 
theory  of  communication,  which  we  try  to 
put  in  practice  as  well,  it  is  the  child  too  who 
has  something  to  say,  even  by  a  very  minor 
gesture  or  body  movement.  This  theory  is 
known  as  'the  theory  of  locus  of  control' 
which  is  very  dear  to  me.  In  order  for  the 
child  to  discover  his  identity,  his  ego,  in  the 
encounter  with  the  other  person  in  the 
sharing  situation,  one  must  be  aware  of  the 
very  minor  responses  of  the  child,  which 
gives  him  confidence  that  people  are 
listening  to  him. 

But  let  me  add  immediately  that 
responsiveness  means  also  non-respons- 
iveness. For  instance,  we  made,  the 
mistake  that  while  we  were  creating  this 
intimate  sharing  situation  the  teachers  or 
child's  careworkers  were  so  happy  that  the 
child  expressed  his  need  or  wishes,  that 
they  always  did  exactly  what  the  child 
wanted  them  to  do.  For  instance,  when  the 
child  made  the  food  sign  an  hour  before 
lunch,  they  went  over  to  the  kitchen  and 
prepared  the  lunch.  In  this  way  the  child 
does  not  learn  the  limits.  In  that  case  he  will 
continue  to  dominate  his  environment. 
When  I  come  to  discuss  the  older  child, 
we'll  see  that  in  early  education  often  lies 
the  source  of  many  big  problems  in 
puberty,  because  we  have  overlooked  that 
education  means  setting  the  limits.  What  I 
advocate  in  this  situation  can  be  described 
as  follows:  the  child  makes  the  food  sign 
and  you  respond  to  it  by  saying:  you  are 
hungry,  for  instance  by  patting  on  your 
stomach  and  you  say  not  now,  and  point 
out  at  what  time  he  may  expect  his  lunch. 

Time  and  Rhythm 

This  brings  me  to  another  very  important 
aspect  in  education,  which  we  really  do 
carry  out  very  carefully,  giving  the  child 
ideas  of  time  and  what  period  of  the  day  or 
week  he  may  expect  something  to  happen. 
We  have  called  this  calendar-activities.  If 
the  child  has  any  vision  the  activity  to  come 
is  represented  by  a  typical  drawing.  When 
there  is  no  vision  at  all,  objects  which  are 
characteristic  for  particular  events  are 
placed  together  for  the  child  in  a  box 
(memory  box),  establishing  in  this  way  a 
sort  of  rhythm  in  the  child's  life.  The  value 
of  this  cannot  be  overestimated.  It  gives 
the  child  security  and  he  can  anticipate  the 
next  event.  Last,  but  not  least,  it  stimulates 
communication.  Think  about  an  event  such 

Continued  on  page  8 
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Continued  from  page  7 

as  a  meal.  A  plate  is  drawn,  then  the 
potatoes  are  represented  by  means  of  a 
drawing  and  then  the  teacher  stops,  offers 
the  child  the  pencil  and  then  the  child  will 
make  a  drawing  (sometimes  in  a  very 
clumsy  way)  asking  'Will  there  be  meat?' 
and  then  the  teacher  can  either  nod  or 
cross  out  the  meat  drawing  and  make  a 
small  drawing  of  a  fish,  if  that's  on  the 
menu.  All  these  sorts  of  anticipatory 
activities  are  so  much  better  than  the 
stimulus  response  model  which  I  spoke 
about.  Because  in  these  situations  the 
child  is  emotionally  quite  involved  with  the 
activities,  he  is  already  familiar  with  them 
and  as  we  know,  the  more  familiar  you  are 
with  a  certain  event,  the  more  likely  it  is  you 
will  talk  about  it. 

The  Discovery  of  Reality 

Communication  in  this  way  is  meaningful 
for  the  child  because  it  fits  the  pattern  of 
his  life.  Therefore  in  any  form  of  education 
where  the  child  has  to  learn  'the  rules'  of 
the  environment,  including  that  of  people, 
it  is  much  better  to  take  life  events  as  a 
starting  point.  We  are  aware  of  the 
importance  of  this  approach,  therefore  for 
children  who  are  just  in  the  beginning 
stage  of  discovery  of  reality,  we  have  never 
opted  for  a  traditional  classroom  with 
puzzles  or  stringing  beans.  In  modern 
research  this  approach  is  supported  even 
by  people  who  call  themselves  behaviour- 
ists. They  have  discovered  that  'teaching' 
language  in  a  laboratory  setting,  which 
sometimes  a  classroom  can  be,  is  rather 
meaningless,  because  the  child  does  not 
generalize  what  he  has  learned.  In  our 
approach  the  language  the  child  is  taught 
can  be  used  not  only  in  school,  but  in  the 
residence  too  if  the  child  is  a  boarder,  and 
last  but  not  least  by  the  parents  at  home. 

The  Parents  Role 

This  brings  me  to  speak  about  the  parents' 
role  in  the  education  of  multi-handicapped 
children. 

I  think  strategies  have  to  be  chosen, 
which  make  it  possible  for  a  particular 
family  to  adopt  the  methods  which  are 
chosen  by  the  educators  in  school  or 
residence  (and  which  should  fit  in  the 
normal  course  of  life)  which  are  suitable  for 
that  particular  family.  This  is  not  to  say  that 
parents  should  not  be  taught  the  basic  way 
of  how  to  teach  certain  skills  to  the  child 
and  to  apply  basic  rules  of  learning.  One  of 
these  basic  rules  is  being  consistent  and 
being  very  clear  to  the  child.  It  has  been 
shown  by  recent  research,  when  a 
professional  enters  a  home  and  wants  to 
teach  the  parents,  for  instance,  the  strict 
rules  of  the  'time-out'  procedure,  but  he 
sees  that  one  of  the  parents  is  unable  to 
carry  it  out  in  all  circumstances,  because 
that  parent  emotionally  just  cannot  do  it,  it 
is  unwise  and  unpractical  to  push  for  this 
procedure.  If  he  still  teaches  it  at  home,  or 
through  courses,  he  will  find  out  soon  that 
after  he  has  left  the  parents,  the  family 
will  revert  to  old  practices  again,  leaving 
them  a  sense  of  frustration  at  failing. 

Where  parents  are  emotionally  unable 
to  carry  out  certain  educational  strategies, 
they  should  be  referred  to  other  agencies, 
who  deal  with  the  total  structure  of  the 
family  and  which  give  individual  attention 
at  the  same  time,  in  case  there  is  a  weak 
link  in  the  family  system. 


Intervenors 

I  am  therefore  somewhat  sceptical  about 
the  effect  of  the  family  home  intervention 
program,  as  they  are  carried  out  in  the 
United  States  and  Canada,  where  people 
with  a  rather  poor  training  are  sent  into 
homes.  They  might  have  taken  a  course  in 
management  of  multi-handicapped  children, 
but  I  doubt  whether  they  are  experienced 
enough  to  observe  whether  these  ideas 
can  fit  into  the  family  system.  I  find  it  rather 
dangerous  to  introduce  an  intervenor  in  a 
family  where  there  are  pathological  and 
disintegrational  mechanisms  working, 
which  can  be  quite  the  case  in  the  family 
where  a  severely  handicapped  child  is 
living  and  where  parents  worry  all  the  time 
about  the  future. 

Moreover  the  professional  helping 
parents  should  be  aware  that  a  family  goes 
through  cycles.  When  the  child  is  still 
young  there  is  so  much  nursing  to  do  that 
the  mother  hardly  experiences  the 
difference  between  the  care  she  would 
have  given  to  a  normal  young  child  in 
comparison  with  the  handicapped.  How- 
ever when  school  age  arrives  and  the 
problem  of  placement  comes  up,  the 
insecurity  can  stress  her  and  the  whole 
family  very  much. 

Puberty,  a  time  of  stress 

Another  stressing  event  we  find  is  puberty. 
In  adolescence  there  are  periods  in  life 
where  the  child  looks  ahead  into  the 
future.  It  is  important  to  give  the  child  a 
sense  of  perspective,  not  only  non- 
handicapped  but  even  more  strongly  in 
handicapped  children.  Puberty  and  adol- 
escence can  be  a  time  of  extreme  stress. 
The  child  wants  to  experience  a  sexual 
relationship.  How  primitive  this  tendency 
can  be.  However  I  do  not  find  it  a  really  big 
problem.  The  problem  of  puberty  and 
adolescence,  especially  in  rubella  children, 
is  the  problem  of  past  education.  In 
puberty  the  child  must  find  the  limits  which 
society  has  formulated.  You  cannot  as  a  1 5 
year  old  walk  up  to  people  and  look  into 
their  bags.  You  cannot  masturbate  in 
public  places.  You  cannot  as  a  sixteen  year 
old  get  your  father  out  of  bed  and  lay 
yourself  down  next  to  your  mother.  You 
cannot  dictate  to  family  members  what  to 
eat  anymore.  You  cannot  switch  the 
television  set  from  one  channel  to  another, 
while  other  members  of  the  family  are 
watching.  You  cannot  sit  and  wait  until  your 
mother  gets  you  dressed.  They  call  that  in 
the  States  'age-inappropriate  behaviour'. 
But  it  is  too  late  when  you  have  to  deal  with 
the  rules  of  life  in  puberty. 

In  puberty  it  is  tougher  to  stick  to  the 
rules  and  the  parents  must  be  ready, 
sometimes  literally,  to  fight  with  the  child. 
They  must  believe  in  their  own  educational 
strength.  By  that  time  they  must  have 
learned  to  say  'no'  to  the  child,  and  not  only 
'no'  in  a  way  that  the  child  feels  it  is  'yes'. 
Recently  we  came  across  the  most  awful 
things  since  we  are  dealing  more  and  more 
with  older  deaf-blind  people,  including 
many  with  Usher  Syndrome.  We  have  seen 
and  heard  that  Usher  teenagers  have 
forced  their  parents  to  allow  them  to  take 
driving  lessons,  although  everyone  knew 
that  they  could  never  take  the  test.  We 
have  seen  and  heard  that  young  boys  have 
demanded  a  girl  and  that  educators  even 
have  considered  calling  in  prostitutes. 

If  you  say  this  is  not  going  to  happen  in 
my  family  or  in  my  residence,  it  shows  that 
you  are  not  familiar  with  all  the  things  these 


youngsters  can  do.  They  can  put  so  much 
stress,  so  much  pressure  on  the  system  in 
which  they  live,  that  without  proper 
guidance  people  might  give  way.  And  I  am 
the  last  one  to  blame  them  for  that.  Of 
course  let  me  not  dramatize  this.  There  are 
many  youngsters,  deaf-blind  and  multi- 
sensory  impaired,  who  developed  them- 
selves as  rather  harmonious  people.  But 
very  often  this  is  after  a  battle  in  the 
preceding  periods  of  life. 

With  our  rubella  youngsters,  there  is  a 
problem  which  can  cause  a  great  deal  of 
discomfort  where  they  live.  This  is  that 
some  youngsters  are  so  fixated,  wanting 
one  thing  or  another,  that  it  is  very  hard  to 
cope  with  them.  Everyone  who  is  familiar 
with  the  rubella  child  whose  cataracts  have 
been  removed  knows  that  they  are 
sometimes  very  persistent  light  gazers. 
That  they  want  to  catch  any  ray  of  sunshine 
and  in  order  to  obtain  this  they  might  climb 
upon  chairs  and  tables  or  even  lie  down  on 
the  road,  in  order  to  watch  the  streetlight.  I 
found  that  when  the  child  gets  older  and 
becomes  interested  in  other  things,  this 
craving  for  light  becomes  less.  I  have  the 
impression  that  when  the  child  is  very 
backward  in  his  development,  so  that 
objects  or  toys  do  not  give  the  child  any 
satisfaction,  he  will  stay  interested  in  the 
light. 

But  there  are  other  things  too,  which 
may  cause  problems  in  the  family  home. 
There  are  youngsters  who  are  very  fixated 
upon  technical  equipment  such  as 
washing  machines  or  record  players,  or 
even  in  the  flushing  mechanism  of  a  toilet. 

In  my  initial  research  on  a  fairly  large 
sample  of  Australian  rubella  children,  the 
parents  repeatedly  said  that  coping  with 
this  type  of  behaviour  was  really 
frustrating.  I  asked  myself  the  question 
whether  this  typical  behaviour  would 
disappear  over  the  years.  I  am  very 
fortunate  to  be  able  to  announce  that  the 
Dutch  Van  Overbeek  Foundation,  assoc- 
iated with  our  Institute  for  the  Deaf 
together  with  the  Deaf  Blind  Care 
Association  has  given  me  the  opportunity 
to  pursue  these  kinds  of  questions, 
together  with  many  others  I  have  raised 
over  the  years,  how  the  rubella  child  will 
finally  turn  out  to  be. 

Very  recently  the  first  data  were 
brought  to  my  attention  by  our  research 
associate  in  Melbourne,  Australia,  Miss 
Ruth  Carlin.  Our  first  impression  is  that 
quite  a  few  rubella  persons  getting  older 
settle  down,  but  that  their  particular 
interest  very  often  stays.  It  was  noted  that, 
for  instance,  a  high  functioning  rubella 
adolescent,  being  at  college,  would  sneak 
out  of  bed  in  the  middle  of  the  night  in  order 
to  copy  train  schedules.  Another  subject 
spent  most  of  his  time  memorizing  the 
scores  of  the  national  football-league. 
Parents  did  ask  me  what  to  do  about  it, 
because  stopping  it  seems  to  cause  a  lot  of 
tension  in  the  child.  I  sometimes  have  the 
impression  that  rubella  children  do  these 
somewhat  awkward  things  just  to  be  a  bit 
provocative.  It  seems  that  the  more  the 
educator  shows  his  disapproval  of  their 
behaviour  the  more  they  insist  on 
exhibiting  it.  If  that  is  the  case,  neither 
punishment  nor  taking  away  the  favourite 
object  will  do  any  good.  The  opposite  is 
true.  By  this  kind  of  reaction  they,  as  it 
were,  get  an  extra  reward,  which  overrules 
the  negative  effect  of  the  'punishment'. 

In  our  philosophy  we  have  developed  a 
rule  of  thumb,  that  is,  trying  to  make 
arrangements  with  the  child  that  we  will 
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not  be  bothered  by  his  fixation,  and  that  he 
is  allowed  to  practice  his  'favourite  hobby' 
in  a  certain  space  at  a  certain  time  we 
agree  upon.  With  the  child  whose  mental 
capacity  is  too  low  to  make  such  a  deal,  we 
found  that  having  the  favourite  object  in 
their  immediate  environment,  for  instance 
covered  in  a  box,  can  produce  more 
meaningful  behaviour  as  they  find  out  that 
after  a  time  they  get  permission  to  play  or 
manipulate  the  object. 

Ways  of  Communicating 

Perhaps  one  of  the  most  important  things 
we  have  discovered  in  dealing  with  the 
children  during  all  these  years  is  the 
proper  selection  of  their  mode  of 
communication. 

In  walking  around  in  our  department  I 
am  sometimes  flabbergasted  to  see  how 
some  of  the  children  communicate.  Some 
of  them  cannot  make  any  gesture  or  sign  at 
all,  but  are  very  professional  in  using 
fingerspelling.  With  other  students  you 
offer  them  large  printed  words,  and 
although  they  are  unable  to  read,  they,  as  it 
were,  engrave  these  written  symbols  in 
their  mind  and  attach  meaning  to  them. 
Even  some  who  can  neither  read,  nor  write, 
nor  sign,  yet  pick  up  the  total  shape  and 
meaning  of  the  finger  configuration,  which 
is  what  fluent  fingerspelling  is.  These 
children  mock  all  the  laws  of  development. 
In  'normal'  development  the  child  learns 
first  to  use  body  language,  and  then 
gradually  the  natural  gestures  are 
replaced  by  words,  and  in  the  case  of  deaf 
children  with  more  formal  signs  and/or 
speech.  This  'logical'  road  is  not  always  the 
right  one  for  deaf-blind  youngsters. 

I  have  come  to  the  conclusion  that  there 
is  not  such  a  logical  development  road  for 
these  multi-handicapped  persons.  And 
this  of  course  makes  assessment,  whose 
purpose  it  is  to  predict  the  child's  'next 
step',  a  very  hazardous  activity.  Many 
curriculae  for  multi-impaired  persons  do 
follow  this  'line  of  development'  in  which 
nowadays  signing  is  advocated.  In  my 
opinion  signing  is  only  one  option  for  the 
child  and  certainly  no  panacea  for  all  deaf- 
blind  persons.  I  have  the  feeling,  that  when 
there  is  any  vision  left,  the  communication 
system  in  which  the  picture  or  the  written 
word  plays  a  role  is  the  most  important  for 
many  of  these  youngsters.  In  other  words 
their  memory  is  best  supported  when  they 
can  go  for  visual  clues.  For  a  child  without 
vision  there  can  be  some  sort  of  embossed 
clue,  which  supports  the  memory.  Why? 
This  is  still  a  matter  of  speculation  for  me, 
but  I  think  that  the  memory  for  signs  is 
rather  limited,  especially  with  those 
youngsters,  which  sometimes  is  not  true 
for  pictures  or  written  words  and 
fingerspelling  associated  with  them.  I  think 
this  has  to  do  with  the  information 
processing  involved  in  drawing  or  writing 
being  more  detailed  and  therefore  sticking 
better  to  'the  brain'  than  is  the  case  of 
gestures  and  signs. 

In  conclusion 

My  final  conclusion  is,  that  in  deaf-blind 
education  one  should  always  be  aware  of 
'the  next  step'.  One  can  only  establish  this 
by  studying  and  observing  the  child  in 
different  circumstances,  offering  him 
different  experiences  and  seeing  what  is 
most  effective  in  his  life. 


Symbol  Systems  for 
Communication 


Celia  Socket  drew  on  her  recent 
experience  at  Meldreth  Manor,  a  Spastic 
Society  School  for  Multiply  Handicapped 
Children  where  she  works  with  1 6-1 9  year 
olds  trying  to  develop  functional  com- 
munication and  to  encourage  interaction 
within  the  students. 

The  problems  she  faces  are  not  those  of 
deaf-blindness,  one  assumes,  but  rather  of 
physical  difficulties  and  inability  to  speak. 
The  pupils  are  provided  with  individual 
personalised  boards  covered  with  picture 
symbols  laid  out  in  rows  and  columns  and 
colour  coded.  By  indicating,  in  various 
ways,  a  picture  or  series  of  pictures  the 
pupil  can  communicate  his  meaning  in  a 
simple  manner. 

Celia  showed  some  of  the  symbols  used 
in  two  well  known  systems,  Bliss  and 
Rebus.  Some  examples  are  drawn  below. 

Bliss 


nse 


1 


person 


4- 


/V   visit  /V    visitor 

-fe]  -  ifei 


T 


tree 


— —  part  of       rr       , 


branch 


These  symbols  must  be  carefully  drawn 
and  demand  a  degree  of  memory  and 
reasoning  -  there  is  an  extensive 
vocabulary. 


Rebus 


£3 


car 


r\ 


above 


cold 


more 


g 


below 


Some  symbols  are  ideographic  and 
some  arbitrary.  At  Meldreth  they  have 
chosen  to  use  Rebus. 

We  were  shown  slides  depicting -a  new 
student  learning  to  indicate,  a  student 
selecting  a  specific  drink  from  a  choice, 
picture  boards  used  in  pubs  and  cafes  for 
students  to  order  from,  and  how  a  student 
was  able  to  string  symbols  together. 

The  latest  (expensive)  technology  can 
provide  selection  of  a  symbol  on  an 
illuminated  board  by  use  of  a  tongue 
switch,  the  object  then  speaks  its  name 
using  a  synthetic  voice.  By  using  this  kind 
of  equipment  two  students  are  able  to 
communicate  effectively  with  each  other. 
Peter  Bennett 
References: 

Bliss  Symbols  Communications  Centre 

South    Glamorgan    Institute    of    Higher 

Education 

Western  Avenue 

Llandaff 

Cardiff,  CF5  2YB 

Tel:  0222  551  770 

and    for   electronic/electrical    devices   a 
useful  book  is: 

'Everybody's  Technology' 

by  Christiane  Charlebois-Marois 

from  Charlecoms  Enr 

P.O.  Box  419 

Jean  Talon  Station 

Montreal,  Quebec  H15  2Z3 

ISBN  0-969-1  898-0-X 

Price:  Canadian  $17.00  +  $3.50  p+p 
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Working  with  Makaton 


Misunderstandings 


I  want  first  to  correct  two  common 
misunderstandings,  firstly  that  Makaton  is 
a  signing  system  and  secondly  that  it  is 
inflexible.  Neither  is  correct.  By  defining 
the  Makaton  Vocabulary  correctly  I  hope  to 
explain  how  these  misunderstandings  may 
have  arisen. 


Table  1 

The  Makaton  Vocabulary  is 

A  complete  language  programme 
comprising 

•  A  core  vocabulary 

•  Used  with  signs  and/or  symbols 

•  Always  accompanied  by  speech 

•  Taught  from  structured 
language  programmes 


Table  1  shows  the  Makaton  Vocabulary 
as  a  Language  Programme  comprised  of 
three  equally  important  features.  Firstly,  it 
is  a  core  vocabulary  of  basic  concepts. 
Secondly,  it  can  be  used  with  signs  and/or 
symbols  and  is  always  accompanied  by 
normal,  grammatical  speech. 


Mary  Mountain  is  Assistant  Director  of 

the  Makaton  Vocabulary  Project,  she 

is  a  Speech  Therapist  and  works  at 

the  Ellen  Terry  Home,  Reigate. 

Thirdly,  it  is  taught  in  a  specific,  structured 
way. 

The  signing  input  is  only  one  third  of  the 
Makaton  Programme. 

Makaton  is  often  linked  with  British 
Sign  Language  (BSL)  and  Signed  English. 
Pam  Gallagher  and  Chris  Lewis  (Talking 
Sense,  Spring  1987)  compared  BSL, 
Signed  English  and  Makaton  with  Paget 
Gorman  Signed  System  (PGSS).  The 
article  was  quite  right  to  link  us  for  this 
comparison  but  the  only  similarity  between 
us  is  that  we  all  use  BSL  signs.  (See  fig.  1 ). 

Figure  1  puts  into  perspective  the 
signing  continuum  which  exists  in  this 
country  with  a  Natural  Sign  Language  at 
one  end  and  Signed  Speech  Systems  at 
the  other.  Sign  language  is  the  natural 
language  of  the  deaf,  BSL.  It  is  a  language 
in  its  own  right  with  its  own  grammar  and 
syntax.  At  the  other  end  Signed  Speech 
Systems,  such  as  Signed  English  and 
PGSS,  follow  exactly  the  spoken  language 
and  show  visually  minute  variations  in  the 
spoken  word. 

Makaton  takes  the  midway  position, 


Fig.  1 
Sign  Language  Continuum 


Signed 
Systems 

Signed  English 

Paget-Gorman 


Grammar  &  syntax  of 
spoken  language 

Spoken  word  order 

Speech 

Finger  spelling 
and/or  sign 
markers 


Makaton 


Key  signs  from  BSL 

Speech 

Spoken  word  order 

Signing  production 
techniques  from  natural 
sign  language 


Natural 
Sign  Language 

British  Sign 
Language  (B.S.L.) 


•  Unique  grammar 
and  syntax 

•  Non  spoken  word 

order 

•  No/little  speech 

•  Some  finger 
spelling 


taking  some  features  from  the  natural  sign 
language  and  some  from  signed  speech. 
Makaton  uses  BSL  signs  in  spoken  word 
order  but  only  the  key  words  are  signed 
and  normal  speech  is  used  the  whole  time. 
A  person  starting  on  a  Makaton  Programme 
can  progress  onto  either  BSL  or  Signed 
English  because  of  the  signing  link  but  it  is 
not  'another  signing  system'. 

An  equally  important  third  of  the 
Language  Programme  is  the  core  vocab- 
ulary. We  all  use  a  core  vocabulary  which 
contains  basic  concepts  common  to  us  all, 
(e.g.  eating,  drinking,  sleeping,  standing, 
etc.).  With  this  common  core  vocabulary, 
we  can  communicate  with  large  numbers 
of  people.  If,  however,  we  need  to 
communicate  about  something  specific 
which  is  not  necessarily  within  the 
experience  of  others  in  the  group,  e.g. 
family  members  or  places  visited,  we 
should  need  these  specific  concepts  in  our 
core  vocabulary.  These  concepts  would 
then  make  our  core  vocabulary  individual 
to  us. 


Makaton  is  Flexible 

The  second  misunderstanding,  that 
Makaton  is  inflexible,  has  arisen  because  it 
has  not  been  understood  that  the  Makaton 
Vocabulary  is  intended  as  a  basic  core 
vocabulary  forgeneral  use  across  different 
groups.  It  is  not  specific  to  any  one  person. 
It  helps  decide  communication  priorities 
which  then  need  to  be  made  individual  for 
the  use  of  a  specific  person. 

Makaton  has  always  suggested  ways  of 
doing  this  and  there  are  practical 
demonstrations  of  how  this  can  be 
achieved  at  workshops  run  by  the  Project. 
Makaton    stresses    that    all    those    who 


The  creche  had  plenty  of  rhythm  and  swing;  no  sign  of  the  blues  at  Reception. 
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Fig.  2 
Broadening  Experience  through  a  Staged  Approach 

Stage  One  Immediate  Needs  -  Establishing  Interaction 

Stage  Two  Home  -  Familiar  People  -  Objects  -  Food  -  Events  -  Activities 

Stage  Three         Outside  World  -  Animals  -  Fruit  -  Vehicles  -  Actions  -  Attributes 

-  Locatives  -  Pronouns 

Stage  Four  School  -  Objects  -  People  -  Events  -  Activities  -  Pronouns  - 

Spatial  Location 

Stage  Five  The  Community  -  People  -  Places  -  Activities  -  Events  -  Objects 

-  Attributes  -  Feelings 

Stage  Six  The  Wider  World  -  Places  -  Thinking  and  Knowing  -  Attributes  - 

Pronouns-  Prepositions 

Stage  Seven         Number  -  Time  -  Weather  -  Quantity  -  Money 

Stage  Eight  Leisure  Interests  -  Food  -  Feelings  -  Causal  Relationships 


interact  with  the  child/adult  should  be 
involved  when  deciding  communication 
priorities.  This  ensures  that  the  concepts 
in  the  individual's  vocabulary  are  useful  to 
him.  It  also  suggests  ways  of  developing 
different  functional  uses.  MVDP  are 
producing  a  standardised  Resource  Vocab- 
ulary of  frequently  needed  additional 
concepts  which  can  be  used  at  any  Stage 
to  individualise  the  Vocabulary.  This  will  be 
available  early  in  1 988.  (See  figure  2). 

Makaton  in  a  Curriculum 

By  'Curriculum',  the  author  means  'Routine', 
either  at  home  or  at  school. 

A  child  with  a  multi-sensory  handicap 
will  have  considerable  difficulty,  especially 
at  first,  in  understanding  what  communi- 
cation is  and  how  to  use  it.  It  is  very 
important  to  work  with  a  few  basic 
concepts  in  a  very  structured  way. 

If  this  is  done  regularly,  the  child  will 
begin  to  build  up  an  idea  of  how  to  react 
within  his  environment.  Some  learn  this 
very  quickly,  others  need  a  much  longer 
time  spent  at  this  stage  but  it  is  a  vital  one 
and  should  not  be  hurried.  To  do  this 
successfully,  you  will  need  to  choose 
about  six  basic  concepts.  Because  the 
Makaton  Vocabulary  helps  decide  com- 
munication priorities,  these  will  probably 
be  from  Stage  One  of  the  Vocabulary, 
'dinner'  and  'drink'  for  example,  but 
because  the  Vocabulary  must  also  be 
individual  it  might  include  a  much  needed 


person  and  a  much  loved  toy.  Once  these 
priorities  are  decided  by  those  interacting 
with  the  child,  you  will  need  to  look  at  the 
day's  routine  to  see  where  these  concepts 
can  usefully  be  fitted  in.  If  they  are  used 
correctly  and  consistently  by  everyone,  a 
series  of  meaningful  reference  points  is 
established  for  that  child  during  the  day. 
You  will  also  be  developing  the  beginning 
of  an  awareness  of  time  and  sequencing, 
an  awareness  of  what  will  happen  next. 
Once  an  understanding  of  what  com- 
munication is,  and  how  it  can  work,  is 
established,  one  can  go  on  to  expand  the 
environment  through  the  stages  of  the 
Vocabulary  and  on  into  BSL  or  Signed 
English.  The  Resource  Vocabulary  (Figure 
2)  will  also  contain  concepts  for  expanding 
the  environment  of  an  individual. 

By  co-actively  signing  with  the  child, 
you  will  be  able  to  show  how  to  anticipate 
things.  It  is  very  importanttoallowthechild 
the  space  and  the  opportunity  to  express 
for  himself,  what  he  thinks  will  happen. 

Sensory  Pathways 

Hearing  and  sight  are  the  main  sensory 
pathways  used  in  learning,  especially  the 
learning  of  language.  It  is  important  to 
realise  that  there  may  be  some  residual 
sight  and  hearing  which  should  be 
developed.  Because  of  this,  it  is  important 
always  to  include  speech  and  visual  clues. 
There  are,  however,  other  sensory 
pathways  which  should  also  be  developed 


to  their  maximum,  e.g.  the  kinaesthetic, 
tactile  and  olfactory  pathways.  These  use 
muscle  sense,  touch  and  smell  respectively. 
Let  us  take  for  example  the  concept 
'dinner'.  To  help  someone  understand 
'dinner',  with  the  aim  that  they  should 
eventually  be  able  to  ask  for  it,  would 
involve  working  along  these  lines.  By 
saying,  'dinner',  you  use  the  auditory 
pathway.  Signing,  'dinner',  in  front  of  the 
person,  uses  the  visual  pathway.  If  this  is 
then  co-actively  signed  it  uses  the 
kinaesthetic  pathway.  By  encouraging 
them  to  see  and  feel  the  shape,  texture  and 
heat  of  the  dinner  and  letting  them  smell  it, 
they  would  be  using  their  visual,  tactile  and 
olfactory  pathways.  Feeling  the  spoon  and 
fork  would  also  be  using  the  tactile  senses 
and  giving  added  input.  By  using  all  these 
pathways,  the  aim  would  be  to  build  up  a 
good  understanding  of  the  concept 
'dinner'.  This  routine  would  have  to  be 
done  consistently  by  everyone  involved, 
every  time,  until  that  concept  was  learned. 

Tactile  Symbols 

A  Symbol  can  be  defined  as  'something 
used  to  represent  something  else'. 

The  use  of  symbols,  in  particular 
Makaton  Symbols,  (Symbols  for  Makaton 
1985),  which  complement  exactly  all  the 
concepts  in  the  Makaton  Vocabulary,  is 
seen  as  an  area  with  enormous  potential 
when  applied  to  people  with  severe 
learning  difficulties.  When  considering 
them  forusewith  a  multi-sensory  handicap 
it  would  be  necessary  to  make  them  tactile 
symbols.  This,  too,  appears  to  be  an  area 
with  potential  but  it  will  involve  developing 
tactile  awareness.  This  can  be  done 
gradually  by  working  on  the  recognition  of 
real  objects  first,  then  developing  this  to 
the  recognition  of  miniature  objects.  These 
are,  in  fact,  'symbols'  of  the  real  thing.  As 
tactile  awareness  develops,  so  these 
'symbols'  can  become  more  abstract,  e.g. 
raised  Makaton  Symbols,  raised  Bliss 
Symbols  and  Braille.  This  involves  a  high 
level  of  ability  and  considerable  maturity  to 
be  able  to  manipulate  these  symbols  for 
communication. 

The  unique  property  of  symbols  is  their 
permanence.  They  can  be  held  in  the  hand 
and  manipulated  for  as  long  as  is 
necessary  to  establish  their  meaning.  This 
is  not  so  with  speech  or  signs.  This  is  where 
their  potential  liesand  is  a  great  advantage 
when  working  with  a  learning  difficulty. 

For  more  information  contact: 

MVDP,  31  Firwood  Drive,  Camberley, 
Surrey,  England. 


\  n  i 

With  the  children  away,  the  parents  could  relax. 
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The  Next  Steps 


At  the  Annual  General  Meeting,  Paul  Ennals  outlined  the  strategic  plan  for 
Sense's  next  five  years'  development.  This  plan  was  produced  by  the  Policy 
Group  following  an  exhaustive  series  of  reports,  meetings  and  reviews,  and  has 
now  been  approved  by  Sense's  Council  of  Management  and  by  the  AGM.  It 
should  now  form  the  basis  for  Sense's  future  growth. 


Beneficiaries 

The  definition  of  Sense's  beneficiary 
group  has  evolved  over  the  years.  Starting 
with  rubella-handicapped  children,  it 
evolved  to  include  people  who  were  deaf- 
blind  from  a  wide  variety  of  causes.  This 
strategic  plan  recognises  that  some  of  our 
services  are  also  now  applicable  to  the 
needs  of  some  multi-handicapped  deaf 
people  and  multi-handicapped  blind 
people.  In  particular,  when  considering  our 
advisory  services  for  young  children,  it  is 
sometimes  not  possible  to  distinguish  at 
first  between  these  new  groups  and  the 
traditional  beneficiaries.  In  such  situations, 
our  previous  definition  of  our  beneficiaries 
should  be  relaxed  to  enable  ourservices to 
be  offered  to  those  people  who  can  benefit 
from  them. 

Sense  has  always  focused  its  activities 
on  the  younger  age  groups  and  we  are 
continuing  to  assume  that  the  main 
beneficiaries  of  service  will  be  people 
under  30  years  old. 

The  Deaf-Blind  Population 

The  following  table  shows  estimates  of  the 
size  of  the  deaf-blind  population  and  the 
percentage  we  are  in  contact  with: 


for  deaf-blind  people  in  the  UK.  However, 
Sense's  growing  strength  and  reputation 
is  resulting  in  many  authorities  consulting 
us  before  taking  new  initiatives.  Fouryears 
ago,  Sense  was  not  widely  known.  Today, 
Sense  has  more  influence  on  the  co- 
ordination of  national  initiatives  than  any 
other  body. 

The  environment  in  which  Sense  works 
can  be  described  by  looking  at  the  needs 
of  different  age  groups.  In  the  preschool 
area,  many  families  with  deaf-blind 
children  still  receive  insufficient  support. 
There  is  growing  awareness  of  the  benefits 
of  providing  special  support  to  children 
under  the  age  of  five.  However,  this 
interest  has  not  yet  been  matched  with 
funding  on  the  scale  required,  due  partly  to 
the  lack  of  statutory  obligation  to  provide 
these  services  and,  with  the  exception  of 
experimental  schemes,  voluntary  organis- 
ations face  considerable  difficulty  in 
financing  under-fives  activities. 

In  the  education  field  most  children  are 
still  placed  in  inappropriate  settings 
without  the  benefit  of  specialist  teaching. 
There  is  a  strong  trend  towards  integration 
of  disabled  children,  but  there  is 
recognition    of    the    special    needs    of 


Age 

Estimated 

UK 
population 

No.  receiving 

a  substantial 

direct  service 

from  Sense 

No.  Sense 
offer  some 
service  to 

%  of  total 

population 

in  contact 

with  Sense 

Young 
children 

0-4 

500 

200 

100 

60 

School-age 
Children 

5-16 

1,000 

75 

200 

28 

Young  Adults 

16-24 

1,900 

100 

400 

26 

Adults 

26-65 

1,300 

100 

400 

38 

Elderly 

65+ 

6,300 

- 

- 

- 

Total 

1 1 ,000 

Various  factors  will  affect  future  population 
trends.  The  implementation  of  the  Rubella 
Vaccination  Programme  has  resulted  in  a 
reduction  in  the  number  of  rubella- 
handicapped  children  following  the  drop  in 
perinatal  mortality  rates.  Many  of  these 
deaf-blind  children  have  additional  dis- 
abilities. Among  young  adults,  improved 
control  of  diseases  such  as  meningitis  and 
encephalitis  has  resulted  in  a  drop  in  the 
number  of  young  adventitiously  deaf-blind 
people.  This  is  offset  by  an  increase  in  the 
number  of  people  identified  as  having 
Usher  Syndrome;  whether  this  is  due  to 
■.■',t.  ng  >.  i<>,":'  <;■.-.  or  growing  incidence 
is  unclear.  There  is  a  'bulge'  of  deaf-blind 
people  aged  21-26  resulting  from  the 
rubella  epidemic  in  the  1960s.  With  the 
■'.'•:■:■.':  '  "<■.  rjroport  ion  of  aged  people 
in  the  population,  the  proportion  of  elderly 
people  who  lose  their  sight  and  hearing  is 
increasing. 

The  Environment 

There  is  no  co-ordinated  policy  or  planning 


severely  disabled  groups  such  as  deaf- 
blind  children.  Education  Authorities  are 
reluctant  to  make  'out-county'  placements, 
both  for  financial  and  for  professional 
reasons.  The  DES  initiative  to  develop  a 
strategyforthe  provision  of  education  on  a 
nationally  co-ordinated  basis  for  deaf-blind 
children  is  currently  the  subject  of 
consultation  but  there  are  concerns  as  to 
whether  Local  Authorities  will  be  able  to 
find  ways  to  implement  this  strategy. 

For  adults  many  deaf-blind  people  are 
still  inappropriately  placed  in  mental 
handicap  provision.  The  closure  of  many 
large  mental  handicap  hospitals  has 
started  a  trend  towards  community  care 
provision  but  there  are  many  concerns 
about  the  level  of  provision  within 
communities.  Some  hospitals  have  devel- 
oped specialised  units  for  sensorily- 
impaired  residents;  there  is  less  evidence 
of  specialism  in  this  area  within  the  new 
group  homes  which  are  opening.  Increased 
emphasis  on  assessment  of  the  needs  of 
people  coming  out  of  hospital  provides 


greater  opportunity  for  development  of 
individual  plans  for  individual  deaf-blind 
people. 

Funding  restrictions  mean  that  there 
are  few  new  Local  Authority  residential 
projects  being  developed  and  there  are 
strong  financial  incentives  for  Local 
Authorities  to  make  use  of  private  or 
voluntary  residential  services. 

Current  Services  for  Deaf- 
Blind  People 

Familes  with  preschool  deaf-blind  children 
can  receive  services  from  a  bewildering 
variety  of  sources.  Advice  and  support 
might  be  provided  from  Health,  Education 
and  Social  Services  Authorities,  and  each 
might  well  only  address  part  of  the  needs  of 
the  child  or  of  the  family.  The  major 
specialist  provision  is  Sense's  Family 
Advisory  Service,  which  we  believe 
currently  reaches  60%  of  the  children  in 
this  age  group. 

Services  for  school  aged  children  are 
currently  provided  in  a  variety  of  settings 
with  different  levels  of  specialisation. 
There  are  seven  specialist  units  at  present. 
In  addition,  many  children  are  found  in 
classes  for  multi-handicapped  blind  child- 
ren within  schoolsforthe  visually  impaired. 
Similarly,  many  of  the  schools  for  deaf 
children  have  some  deaf-blind  children  in 
special  classes.  Finally,  the  200  schools 
for  children  with  severe  learning  difficulties 
have  large  numbers  of  deaf-blind  children 
placed  within  them.  Although  many  of 
these  schools  will  be  visited  by  specialist 
advisers  for  visual  impairment  or  hearing 
impairment,  very  few  will  receive  support 
from  advisory  teachers  for  deaf-blind 
children. 

Further  Education  and 
Rehabilitation 

This  is  available  at  five  centres:  from 
Sense  at  the  Manor  House,  Overbridge 
and  Edgbaston,  from  the  RNID  at 
Poolemead,  and  from  Henshaws  Society 
at  Harrogate.  In  1 988  there  will  be  places 
for  approximately  100  of  the  estimated 
1 ,000  people  in  the  20-24  year  age  group. 
Demand  is  likely  to  continue  to  exceed 
supply  for  many  years. 

There  are  virtually  no  specialised 
placements  providing  long-term  resi- 
dential care.  Whilst  some  deaf-blind 
people  are  satisfactorily  placed  in  non- 
specialised  settings,  others  are  in  great 
need  of  specialised  support. 

Gaps  in  Current  Services 

1 .  For  young  children,  the  current  services 
are  fragmented  and  unco-ordinated. 
Specialist  support  provided  by  Sense  is 
overstretched  and  is  unevenly  available  in 
different  parts  of  the  country. 

2.  In  education,  there  is  a  shortage  of 
specialist  placements  for  deaf-blind  child- 
ren. There  is  no  specialist  teacher  training 
and  still  no  agreed  national  strategyforthe 
development  of  comprehensive  services. 

3.  For  young  adults  there  are  insufficient 
Further  Education  places.  There  is  a 
chronic  shortage  of  appropriate  long-term 
care  placements  and  a  lack  of  training  for 
staff  working  with  deaf-blind  adults. 

In  addition  to  major  gaps,  there  are 
many  other  areas  requiring  attention: 
•  A  post-graduate  course  for  teachers  of 
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•  Advisory  services  for  parents  of  school- 
children and  young  adults 

•  Research  into  good  practice  in  educ- 
ation and  caring  techniques  for  deaf- 
blind  people 

•  Courses  for  the  wide  range  of 
professional  people  who  come  into 
contact  with  deaf-blind  people  and  their 
families. 

The  Development  Strategy 

The  review  of  the  environment,  the  gaps  in 
current  services  and  development  oppor- 
tunities for  Sense  led  us  to  conclude  that 
Sense  should  adopt  three  priority  areas 
for  development  over  the  next  five  years. 
These  three  areas  are: 

1.  The  Family  Advisory  Service  (for  the 
under  fives) 

2.  An  Education  Service  (for  5-18  year 
olds) 

3.  Adult  Services  (for  people  aged 
approximately  18-26). 

These  three  areas  were  chosen  because 
we  believe  that  they  are  the  greatest 
priorities  for  deaf-blind  people  and 
because  they  are  the  areas  where  Sense 
can  have  the  greatest  effect. 

The  objective  of  the  Family  Advisory 
Service  is  to  provide  advice  and  support  to 
all  families  of  pre-school  aged  children 
throughout  the  UK.  To  achieve  this 
objective  we  plan  to  establish  a  national 
network  of  family  centres. 

The  immediate  plans  include  the 
opening  of  the  Family  Centre  at  Edgbaston, 
and  an  expansion  of  the  Newcastle  Family 
Advisory  Service  to  include  a  residential 
facility.  In  order  to  achieve  this,  we  will 
need  to  establish  a  fee  structure  with  Local 
Authorities  to  finance  the  growth  and 
development  of  the  service. 

In  the  Education  area  our  objectives 
are  to  see  that  suitable  education  is 
provided  for  all  deaf-blind  children  and  that 
the  associated  needs  of  children,  families 
and  professional  workers  are  met. 

Our  strategy  is  to  persuade  statutory 
authorities  to  provide  the  overwhelming 
majority  of  these  services.  In  particular  we 
will  campaign  for  the  provision  of: 

•  A  co-ordinated  education  service 
throughout  the  UK 

•  A  post-graduate  course  for  teachers 

•  Extended  parental  and  professional 
guidance  services 

•  INSET  courses 

•  Research  into  education  and  caring 
techniques. 

We  envisage  that  Sense  will  provide 
courses  for  professional  staff,  and  advice 
and  support  for  both  families  and 
professionals. 

If  we  are  unable  to  make  substantial 
progress  persuading  statutory  authorities 
to  provide  an  adequate  education  service, 
Sense  will  open  a  demonstration  education 
service  as  an  example  of  what  we  believe 
can  be  achieved.  Forthe  immediate  future, 
our  plans  under  the  education  heading 
include  the  appointment  of  a  courses 
organiser  and  peripatetic  advisory  teachers. 

The  objectives  of  the  Adult  Services 
programme  are  to: 

•  Provide  appropriate  continuing  educ- 
ation for  all  young  adults 

•  Provide  short  term  rehabilitation  to 
enable  people  to  acquire  new  skills 

•  Ensure  suitable  living  conditions  for  all 
deaf-blind  people. 


The  strategy  for  achieving  these 
objectives  is  to  establish  a  network  of 
regional  centres  each  offering: 

•  Continuing  education 

•  An  assessment  service 

•  Day  and  occupation  services 

•  Off-site  housing  for  long-term  care 

•  Advisory     staff     to     support     people 
throughout  the  region. 

Our  plan  is  to  complete  the 
development  of  Edgbaston,  to  undertake 
further  development  at  the  Manor  House 
and  to  establish  a  further  regional  centre 
within  the  five  year  period. 

Summary  of  Programme 


Short  Term 

Longer  Term 

Family 

Edgbaston 

Further  Family 

Advisory 

Family  Centre 

Centres 

Service 

Residential 
facility  at 
Newcastle 

Education 

Campaign  for 

If  necessary,  a 

Service 

Regional 

Sense 

Education 

Demonstration 

Services 

Education 

New    appoint- 

Service 

ments  to 

strengthen 

education 

service 

Rehabilita-       Edgbaston  A  further 

tion,  training     Development  Regional 

and  long  Workshop  and  Centre 

term  care         hostel  at  More  long  term 

Manor  House  care  facilities 


Three  Supporting  Areas 

To  support  the  three  major  priorities,  we 
have  established  three  further  activity 
areas  which  will  be  given  priority  over  the 
next  five  years: 

•  prevention 

•  campaigning 

•  intervention. 

The  main  objective  under  the  prevention 
heading  is  the  eradication  of  Congenital 
Rubella  Syndrome.  This  will  be  achieved 
by: 

•  Taking  action  to  improve  the  current 
school-girls'  and  adult  vaccination 
campaigns 

•  Increasing  awareness  of  Rubella 
amongst  specific  groups  (particularly 
GPs) 

•  Working  for  the  standardisation  of 
procedures  by  the  DHSS,  Health 
Authorities,  Family  Practitioner  Com- 
mittees 

•  Developing  closer  links  with  the 
National  Rubella  Council 

•  Developing  vaccination  campaigns  in 
Scotland  and  Northern  Ireland. 

We  are  also  proposing  to  establish  a 
medical  panel  to  provide  a  vehicle  for  the 
growing  interest  amongst  the  medical  and 
ancillary  professions  in  deaf-blindness  and 
stimulate  further  interest  and  develop- 
ments. The  medical  panel  will  have  a  brief 
to: 

•  Give  Sense  up-to-date  information  on 
medical  aspects  of  multi-sensory 
impairments 

•  Identify  areas  for  future  preventative 
actions,  to  disseminate  information  and 
to  press  for  actions  required  to  reduce 
the  incidence  of  deaf-blindness. 

In  the  campaigning  area  we  intend  to 


continue  a  lobbying  of  parliament  and 
Government  departments  and  in  particular 
to  improve  liaison  and  co-ordination  with 
other  voluntary  bodies.  The  most  effective 
way  of  improving  our  campaign  profile  will 
be  to  allow  more  senior  staff  time  for 
campaigning  activities. 

The  third  supporting  priority  area  is 
intervention.  Our  plan  is  to  establish  a  trial 
intervention  scheme,  perhaps  based  on 
the  model  developed  in  Canada.  If  this  trial 
is  successful  we  envisage  expanding  the 
scheme  to  other  areas  of  the  country. 

Three  Internal  Management 
Priorities 

In  order  to  achieve  all  of  the  above,  we 
have  established  three  internal  manage- 
ment priorities  as  follows: 

•  To  develop  our  fundraising  capability 
and  expand  the  shops  network 

•  To  establish  proper  personnel  manage- 
ment procedures  (since  we  are  an 
organisation  that  is  primarily  dependent 
on  staff) 

•  To  move  to  a  permanent  Head  Office 
building  within  the  five  year  period. 

Capital  Projects 

The  Policy  Group  also  established  a 
shopping  list  of  possible  capital  develop- 
ment as  follows: 

•  The  Edgbaston  project 

•  A  demonstration  educational  unit 

•  Long  term  care  provisions  around  the 
Further  Education  Centres 

•  A  Head  Office 

•  A  further  Further  Education  and 
Rehabilitation  Unit. 

Issues  to  be  resolved  during 
the  next  five  years 

As  a  result  of  this  planning  exercise,  a 
number  of  issues  were  identified  which  will 
require  continuing  management  attention 
over  the  next  five  years.  These  are: 

1.  Finding  appropriate  models  for  the 
regionalisation  of  Sense's  services.  The 
planning  process  identified  that  a  number 
of  services  would  be  best  provided  in  the 
future  from  regional  bases.  We  must 
ensure  that  the  plans  for  each  service  are 
integrated  in  such  a  way  that  Sense 
establishes  a  coherent  set  of  services  in 
each  region. 

2.  Keeping  in  contact  with  families  and 
their  needs.  We  identified  the  growing 
problem  of  a  "parents'"  organisation 
increasingly  being  managed  by  profes- 
sionals. A  key  to  successful  development 
over  the  next  five  years  will  be  maintaining 
close  contact  with  families  and  their  needs 
whilst  at  the  same  time  building  a 
professional  and  well  managed  organis- 
ation. 

3.  Maintaining  the  balance  between 
campaigning  and  providing  services. 
Sense  is  increasingly  becoming  a  service- 
providing  organisation.  The  majority  of  our 
budget  is  spent  on  services  and  the 
majority  of  our  people  work  on  providing 
these  services.  However,  in  a  number  of 
areas  we  would  prefer  services  to  be 
provided  by  statutory  authorities.  Over  the 
next  five  years,  we  must  ensure  that  the 
problems  and  issues  associated  with  the 
provision  of  our  own  services  do  not 
dominate  the  organisation  to  such  an 
extent  that  campaigning  is  squeezed  off 
our  agenda  of  priorities.* 
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Signing  with.  Decreasing  Sight 


People  who  have  been  born  blind,  or  been 
blind  from  childhood,  when  they  lose  their 
hearing  lose  a  great  deal.  Their  ease  of 
communication  disappears,  but  the  (English) 
language  remains -it  remains  in  books  and 
other  material  which  can  be  turned  into 
Braille,  it  remains  on  the  hands  as  the  deaf- 
blind  manual,  and  it  is  the  language  of 
sighted  people.  But  what  of  those  deaf 
people  whose  language  is  a  visual  language 
-  non-verbal  and  non-recordable  (except  in 
videos  which  need  sight)  -  how  are  they  to 
communicate  while  sight  deteriorates  and 
when  it  goes?  There  are  some,  too,  for 
whom  sight  goes  immediately  with  little  or 
no  warning. 

Sense  found  some  money  and  provided 
the  amazing  support  of  Mary  Guest  -  'The 
Council  for  the  Advancement  of  Comm- 
unication with  all  Deaf  People'  found  some 
more  money  and  the  advice  of  members  of 
its  Advisory  Committee  on  Communication 
with  the  Deaf-Blind.  Contacts  were  made 
by  word  of  mouth  or  in  reply  to  letters  sent 
to  professional  workers  and,  with  the  ex- 
ception of  Wales,  every  country  of  the 
British  Isles  was  visited.  The  money  went 
on  stamps,  telephone  calls,  buses,  trains 
and  in  one  case  aeroplanes. 

If  I  start  writing  about  the  kindness  and 
patience  shown  by  every  deaf-blind  person 
I  went  to  see,  and  by  their  families  and 
friends  I  am  likely  to  sound  sentimental 
and  to  use  too  many  adjectives  trying  to 
describe  that  kindness  -  it  is  beyond  de- 
scription. If  I  start  writing  about  the  endless 
trouble  taken  by  most  professionals  the 
same  is  likely  to  happen.  But  itwouldall  be 
true. 

So -to  some  of  the  main  findings  of  the 
report.  A  major  one  was  that  'deaf-blind' 
covers  too  many  different  conditions  and 
isn't  really  helpful,  especially  when  it  hides 
the  difference  between  people  who  are 
blind  and  then  lose  their  hearing  and  people 
who  are  deaf  and  then  lose  their  sight.  It 
hides  too  the  differences  between  those 
deaf  people  who  use  speech  and  those 
who  prefer  to  use  sign  language.  Some 
professionals  aren't  too  clear  about  the 
differences  either. 

The  groups  of  people,  themselves,  are 
quite  clear  about  the  differences  and  per- 
haps lose  opportunities  to  help  each  other 


Doreen  Woodford  has  enormous 

experience  with  deaf  and  deaf-blind 

people  and  has  been  a  good  friend  of 

Sense  since  its  beginnings.  Following 

her  'retirement'  last  year,  Doreen  agreed 

to  carry  out  a  survey  of  how  deaf  people 

who  are  losing  their  sight  adapt  in  their 

use  of  sign  language.  Copies  of  the  full 

report  are  available  from  Sense.  Here 

she  summarises  her  conclusions  and 

impressions. 

and  get  to  know  each  other.  But  that  may 
not  be  possible  because  it  becomes  obvious 
that  loss  of  vision  pushes  most  deaf  people 
out  of  the  centre  of  the  deaf  communities 
in  which,  till  that  time,  they've  been  very 
active  and  happy.  Some  of  the  hurt  at  that 
situation  came  through  despite  brave  at- 
tempts to  hide  it. 

Confusion  as  to  the  differences  between 
sign-language,  sign-systems,  the  deaf-blind 
manual,  "block"  seemed  to  exist  every- 
where and  I  found  my  own  personal  confu- 
sion with  "Hands-On".  There  were  quite  a 
few  people,  deaf  and  hearing,  sighted  and 
non-sighted  who  must  have  been  fed  up 
with  my  attempts  to  clear  my  own  mind  - 
though  that  never  showed  through.  So  now 
they'll  find  that  "Hands-On"  -  and  my  con- 
fusion -  hasn't  gone  away! 

Family  members,  especially  children, 
face  very  special  difficulties  when  there  is 
visual  impairment  added  to  deafness.  If 
they  are  deaf  themselves  they  understand 
how  to  adapt  signs,  how  to  move  their  own 
signing  into  a  suitable  frame  and  keep  it 
there,  how  to  accept  distance  constraints 
and  how  to  stay  in  the  same  position. 
Hearing  children  are  tremendously  percep- 
tive too. 

Other  relatives  who  are  themselves  hear- 
ing have  to  learn  new  skills  and  the  most 
difficult,  for  them,  is  to  sign  when  previously 
they've  been  lip  read,  or  to  use  the  deaf- 
blind  manual  when  they've  never  used  any 
visual  language  before.  There  doesn't  seem 
to  be  enough  help  and  understanding  around 
for  families. 

There's  not  enough  help  around,  either 
for  those  deaf-blind  people  who  need 
special  lighting,  or  evening  transport  or 


special  hospital  appointments  and  there's 
lots  of  impatience  around  for  those  whose 
sight  keeps  changing  so  that  the  adaptations 
or  the  provisions  need  changing.  Deaf 
people,  with  an  apparent  fear  of  blindness, 
show  the  impatience  but  they  aren't  the 
only  ones. 

There  are  some  deaf-blind  people  in 
homes  or  colleges  where  the  whole  approach 
to  communication  is  superb  but  there  are 
others  dependent  on  the  good-will  of  one 
interested  member  of  staff.  When  that 
member  of  staff  leaves  or  is  moved  then 
the  good-will  has  to  be  found  again. 

It  did  seem  that  some  deaf-blind  people 
spend  their  time  teaching  carers  to  comm- 
unicate, then  losing  those  carers,  and 
teaching  new  ones  as  a  never-ending  task. 
It  was  amazing  that  there  was  never  any 
complaint  -  only  encouragement  for  the 
learners.  It  would  be  good  if  more  carers 
learned  how  to  communicate  before  they 
actually  had  to  do  it,  but  maybe  there  would 
be  no  incentive  to  learn  since  actually 
meeting  deaf  people  who  are  losing  their 
sight  seems  to  fire  the  (rather  scarce)  good 
-will. 

There  seemed  to  be  some  hearing  pro- 
fessionals and  some  deaf  people,  too,  who 
had  formed  in  their  own  minds  a  scale  of 
"success"  in  deaf-blind  people's  commun- 
ication and  tried  to  push  the  deaf-blind 
person  "up  the  scale"  -  regardless  of  any 
other  considerations.  This  could  mean  that 
excellent  communication  skills  were  dis- 
regarded as  the  worker  tried  to  substitute 
other  skills.  It  could  also  mean  that,  where 
new  skills  were  necessary,  the  urge  to 
establish  them  quickly  meant  that,  for  the 
deaf-blind  person,  learning  was  difficult,  or 
even  frightening.  This  scale  of  "success"  in 
communication  did,  sometimes,  carry  over 
into  a  grading  of  the  people  themselves 
which  was  more  regrettable  still. 

The  survey,  as  now  obtainable  from 
Sense  HQ  is  21  pages  long  and  has  some 
recommendations  in  it  for  future  invest- 
igations and  also  for  those  who  want  to 
help  deaf  people  who  become  visually  im- 
paired improve  theircommunication.  Those 
21  pages  are  a  fraction  of  the  books  of 
notes  that  I  made.  This  short  article  is  a 
fraction  of  those  21  pages- meant  to  be  a 
stimulator-  and  I'd  appreciate  comments. 


Education  for  Deaf-Blind  Children 


The  Department  of  Education  and  Science 
(DES)  is  dragging  its  feet  over  following  up 
the  consultation  paper  on  the  educational 
needs  of  deaf-blind  children. 

In  February  1 987  the  DES  circulated  all 
Local  Education  Authorities  with  a  discuss- 
ion document  and  with  a  questionnaire 
seeking  to  find  out  numbers  of  deaf-blind 
children.  By  April  they  had  received  returns 
from  77  out  of  the  97  authorities,  and 

-  -,:.';-.  ■■/.•-.  "  at  soon  there  would  be  BOme 
information  -  however  patchy  and  incomplete 

-  about  the  present  provision  for  deaf-blind 
children. 

Since  April  there  have  been  no  develop- 
ments, no  consultations,  no  early  results, 
no  statistical  analysis. 

The  questionnaire  that  was  circulated 
was  not  ideal.  As  a  result,  Sense  anticipates 
that  the  information  the  DES  can  glean 
Iron   I  will  be  unsatisfactory.  Official  figures 

■/■:'   ■:    /,  '.,':  ':/'.,•:< ^':'i  "j  X,>:  'jn'K-rr.-'.tirr,:,  W;'. 

Meanwhile,  in  the  face  of  ever-changing 
trends  in  special  education,  some  existing 


deaf-blind  provision  is  changing.  At  Leeds, 
the  future  of  the  deaf-blind  unit  at  Elmete 
Hall  seems  in  doubt. 

Sense  is  involved  in  discussing  with  all 
parties  how  best  to  meet  the  needs  of  the 
deaf-blind  children  at  Elmete  and  in  the 
surrounding  area. 

Views 

Back  in  the  spring  the  outgoing  ministers 
at  the  Department  of  Health  and  Social 
Security  announced  that  the  new  triple 
vaccine  against  measles,  mumps  and 
rubella  would  be  introduced  "later  this 
year".  Here  we  are  facing  another  winter 
with  no  vaccine  and  no  campaign.  Yet  we 
know  this  vaccine  (in  use  in  other  countries 
and  piloted  in  Britain)  would  save  lives  and 
prevent  misery  for  children,  parents,  and 
pregnant  women,  and  we  know  it's  safe. 
Will  someone  please  ask  questions  in 
Parliament? 

British  Medical  Journal  Volume  295  17  October  1987 


A  Message  from 
Joan  Shields 

Joan  sends  her  thanks  to  everybody  who 
contributed  to  her  gift . .  .'I  want  to  tell  you 
what  I  am  going  to  buy  with  the  very 
generous  cheque. . .  I  have  decided  to  put 
it  aside  to  spend  on  the  garden  of  my  next 
house.'  If  all  her  sale  plans  work  out  Joan 
expects  to  leave  Shrewsbury  at  the  end  of 
October.  Joan  continues,  'It  was  a  great 
honour  to  receive  the  first  Oscar  Myers 
Award.  I  have  decided  that  it  would  be  most 
appropriate  if,  together  with  the  IAEDB 
citation  it  should  go  to  Pathways  to 
account  for  the  naming  of  one  of  the 
houses'. 


Congratulations  to  Philippa  Russell,  a 
member  of  Sense's  Council  of  Manage- 
ment, who  was  awarded  an  OBE  in  the 
Queen's  Birthday  Honours. 
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Sense- 
in-Scotland 


We  are  all  saddened  by  the  death  in 
August  of  the  Earl  of  Strathmore, 
husband  of  our  Scottish  patron  Mary, 
the  Countess  of  Strathmore.  Our 
thoughts  are  with  the  family. 


We  have  enjoyed  the  two  conferences,  at 
Poitiers  and  Edgbaston.  The  talks  were 
interesting  and  we  enjoyed  meeting  old 
and  new  friends  from  all  over  the  world.  Our 
thanks  to  all  those  who  helped  to  organise 
these  events. 

We  have  appointed  three  new  staff; 
some  of  you  will  have  met  Ben  Spencer,  a 
development  worker,  at  the  Weekend 
Away.  The  others,  Caroline  Connor 
(finance  clerk/typist)  and  Neil  Maclean 
(information  worker)  couldn't  make  it  -  but 
we've  put  them  in  the  picture. 

Our  Charity  Shop  (here  at  168 
Dumbarton  Road)  has  been  refitted, 
perhaps  to  celebrate  its  first  birthday,  so 
we're  ready  to  meet  the  Christmas  rush. 
We  are  stocking  even  more  bargains 
including  our  own  Sense-in-Scotland 
Christmas  cards.  If  you  can't  visit  us  why 
not  buy  some  on  Mail  Order  (tel:  041  334 
9666/9675). 

Fund  Raising 

Funds  are  now  beginning  to  come  in  from 
the  Glasgow  Marathon  and  we  are  glad  to 
say  that  everyone  completed  the  course 
without  injury.  Jim  Hall  celebrated  his  36th 
year  by  running  36  miles  in  the  Two 
Bridges  Race  at  the  end  of  August  and 
managed  to  raise  more  than  £300  for  us. 
Well  done  Jim!  A  whisky  bottle  filled  by  the 
customers  of  the  Cleddens  Bar  in 
Duntocher  (just  outside  Glasgow)  recently 
provided  us  with  £95  -  our  thanks  to  them 
all.  And  Jack  Moir,  nine-year-old  son  of 
shop  volunteer  Jessie  Moir,  held  a  jumble 
sale  with  the  help  of  family  and  friends,  and 
raised  £42.  Thank  you  Jack. 

We  must  also  thank  all  the  other  people, 
particularly  our  shop  volunteers,  who 
regularly  give  up  some  of  their  time  for  us 
and  who  are  too  numerous  to  mention  by 
name.  Their  contribution  to  our  work  is 
extremely  valuable  and  very  much 
appreciated. 

With  all  our  best  wishes  for  the  coming 
festive  season, 

Joyce  Wilson  and  all  at 
Sense-in-Scotland 


Holidays 

This  Summer 

Take  A  Break 

By  using  the  Sense  1988  Holiday 

Programme 

Holidays  are  arranged  to  suit 

•  all  ages 

•  all  levels  of  ability  and  dependancy 

•  all  types  of  physical  and/or  behavioural 
problems 

We  try  to  accept  everybody 

Each  party  is  run  by  a  fully  experienced 

leader 

There  are  various  locations  throughout  the 

country 

So  relax  and  enjoy  peace  of  mind  confident 
that  your  family  member  is  in  good  hands 
and  having  a  good  time 

Volunteer  Helpers  '88 

Busy  this  summer?  Willing  to 
help?  We  always  welcome  offers 
of  voluntary  help  with  our  Summer 
Holiday  Activities.  We  offer:  lots  of 
hard  work,  travel!  also  fun  and  the 
knowledge  that  yourtime  has  been 
invaluable  to  all  involved  and  of 
course  very  worthwhile.  And,  on 
top  of  all  that,  we  pay  all  expenses 
including  travel,  board  and  lodging. 
So,  whether  professional,  family, 
friend  or  generally  interested,  we 
would  like  to  hear  from  you  to 
discuss  various  ways  you  could 
help.  Sounds  good?  Please  contact 
ROGER  O'CONNOR 

at  HEAD  OFFICE.   Look 
forward  to  hearing  from  you. 


For  full  details  of  the  1988  Holiday 
Programme  contact  Roger  at  Head  Office. 
First  come,  first  served  -  so  do  not  delay! 

And  if  your  individual  needs  do  not  fit  into 
our  organised  programme,  chat  over  with 
Roger  your  specific  requirements  to  see  if 
we  can  help. 

Sense  Caravan  Holidays 

A  choice  of  various  locations,  all  offering 
good  facilities  and  caravans  providing  all 
the  comforts  of  home.  Rents  vary  according 
to  location. 

An  information  sheet  is  available  from 
Roger  at  Head  Office. 

For  further  details  on  individual  caravans 
and  to  book,  contact  the  local  branch  Book- 
ings Secretary. 

Scotland:  Maidens,  Ayrshire 
Mrs  Linda  Collins,  29  Loch  Road, 
Chapelhall,  Strathclyde. 
Telephone:  02365  3087 

North  West  Grange-over-Sands, 
Cumbria  (near  Lake  District) 
Mrs  Brenda  Carter,  3  The  Briars, 
Eccleston,  Nr  Chorley,  Lanes.  PR7  5UB. 
Telephone:  0257  451  920 

North:  North  Somercotes,  Lincolnshire 
Mrs  Kathleen  Clisby,  3  Shibdean  Drive, 
Carlinghow,  Batley,  West  Yorkshire, 
WF17  8QB 
Telephone:  0924  441826 

Wales:  Dinas  Cross,  West  Wales 
Mr  E  Jones,  10  Heol  Caredig,  Tonna, 
Neath,  West  Glamorgan 
Telephone:  0639  55913 

South  West:  Paignton,  Devon 

Mr  T  Scagell,  1 0,  Hill  Park  Road, 

Highweek,  Newton  Abbott,  Devon,  TQ12 

1NV. 

Telephone:  0626  61694 


BELOW:  Sense-in- 
Scotland  staff  ... 
Left  to  right: 
Neil  Maclean, 
Information  Worker,  Ben 
Spencer,  Development 
Worker,  Pauline  Nelson, 
Sense-in-Scotland  Shop 
Manageress,  Jack  Moir, 

aged  9,  son  of  shop 
volunteer  Jessie  Moir, 
and  Carolyn  Connor, 
Finance  Clerk/Typist 
since  August  1987. 


SPECIAL  BOOKS 
FOR  SPECIAL  NEEDS 

Children  with  visual  disabilities  don't  get  a  wide  reading  choice, 
although  they  need  books  which  are  as  good,  if  not  better,  than 
those  for  other  children. 

At  Windrush,  we  know  what  makes  a  good  book  (so  do  our 
authors  —  C  S  Lewis,  Roald  Dahl,  Helen  Cresswell,  Alan  Garner, 
Beverly  Geary,  to  name  just  a  few);  and  since  good  books  appeal  to 
all  children,  we've  made  ours  accessible  to  as  wide  a  range  as  we 
can. 

Windrush  Children's  Large  Print  Books  are  carefully  selected 
and  attractively  presented.  The  text  is  clear  and  readable,  printed 
in  type  which  is  50%  larger  than  usual  and  on  paper  which 
improves  legibility,  yet  the  books  are  no  bigger  or  heavier  than  the 
average  library  book.  All  titles  are  sturdily  bound  with  colourful 
covers  and,  where  possible,  black  and  white  illustrations  within 
the  text. 

The  range  of  titles  and  authors  is  extremely  wide:  from 
Winnie-the-Pooh  to  The  Dark  Is  Rising  sequence,  from  Robert  Louis 
Stevenson  to  Judy  Blume,  there  is  something  for  all  ages  and 
tastes.  Reference  books  are  also  available,  including  a  large  print 
dictionary,  thesaurus  and  atlas,  chess  for  beginners  and  several 
titles  which  are  GCSE  set  texts. 

Windrush  Children's  Large  Print  Books  are  available  through 
all  usual  suppliers. 

If  you  would  like  a  catalogue  or  sample  of  text,  please  contact: 


**Sfr 


Windrush  Children's  Large  Print  Books 
55  St  Thomas'  Street,  Oxford  OX1  1JG,  England 
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The  aims  of  the  investigation 

In  many  areas  of  disability,  it  is  unclear 
whether  current  services  offered  by  the 
statutory  agencies  of  social  work,  health 
and  education  meet  the  needs  of  clients. 
An  investigation,  funded  by  the  Scottish 
Office  for  one  year,  was  conducted  into  the 
needs  of,  and  provision  for,  those  with  the 
specific  disability  of  dual-sensory  impair- 
ment of  both  hearing  and  sight.  Priortothis 
study,  knowledge  of  deaf-blindness  in 
Scotland  was  sparse.  Information  was 
lacking  on  basic  numbers  and  ages  of 
people  involved,  and  the  extent  of  regional 
variations  was  unknown.  Given  this  lack  of 
information,  it  would  seem  unlikely  that 
resources  were  being  managed  and 
organised  to  meet  the  needs  of  this 
particular  group  of  individuals.  Current 
planning  might  invite  criticism  of  having 
taken  place  in  the  presence  of  insufficient 
information.  Recent  legislation  would, 
however,  demand  that  these  persons  be 
identified  and  their  individual  functional 
needs  be  assessed  appropriately. 

The  aims  of  the  investigations  were  two- 
fold. The  first  was  to  identify  the  number  of 
16-35  year  olds  in  Scotland  with  a  dual- 
sensory  loss;  specifically,  this  had  in  mind 
post-school  provision.  The  second  was  to 
determine  the  numbers  of  people  from 
birth  to  50+  years  with  congenital  or  early- 
onset  deaf-blindness.  This  information 
would  assist  in  overall  planning  of 
resources. 

Results  showed  a  problem  much 
greater  in  magnitude  than  had  been 
anticipated.  Responses  to  questionnaires 
were  obtained  on  behalf  of  139  persons. 
The  results  are  shown  below: 


Table  1 

Summary  of  Regional  Returns 


Look  I'm  Here 


Gill  Morbey,  Sense's  Scottish  Officer 

and  Stuart  Aitken,  Educational  Advisor 

to  Sense-in-Scotland  carried  out  this 

research  survey  during  1985  and 

1986,  publishing  the  full  report  in 

June  1987.  Stuart  has  provided  this 

summary.  The  full  report  is  available 

from  Sense-in-Scotland. 


benefit  of  any  doubt  to  the  agencies,  as 
there  were  many  occasions  where  those 
people  included  under  the  'agency-knew- 
of  category  had  only  been  included  once 
the  person  had  been  brought  to  the 
attention  of  that  agency  by  the  researchers: 
i.e.  prior  to  the  study,  the  statutory  sector 
did  not  know  of  their  existence. 

Getting  'lost'  in  the  system 

The  results  of  an  analysis  by  age  group 
showed  disturbing  trends.  People  were 
being  'lost'  within  the  system,  most 
noticeably  at  life  transition  points:  i.e.  at 
school  entry  and  on  leaving  school  (the 
latter  being  particularly  pronounced). 
These  transition  points  coincide  with 
transfer  of  responsibility  between  statutory 
agencies.  64%  of  all  returns  were  in 
respect  of  persons  located  in  hospitals  for 
persons  having  mental  handicaps.  Of  this 
sub-group,  several  were  children  of 
school-age  who  should  therefore  have 
been  allocated  educational  provision. 

Recommendations 

Recommendations  arising  from  the  study 
took  two  forms.  It  was  emphasised  that 


Region  of  Origin 

Number 

Population 

Prevalence 

Borders 

2 

101,705 

1 

51,000 

Central 

15 

272,426 

1 

18,000 

Dumfries  &  Galloway 

2 

146,562 

1 

73,000 

Fife 

5 

334,019 

1 

67,000 

Grampian 

16 

500,566 

1 

31,000 

Highland 

6 

198,617 

1 

33,000 

Lothian 

18 

745,229 

1 

41,000 

Strathclyde 

14 

2,358,727 

1 

58,000 

Tayside 

13 

394,322 

1 

30,000 

England 

6 

New  Zealand 

1 

Not  Known 

14 

Total  in  Scotland 

139 

Unexpected  numbers 

In  itself  this  figure  of  1 39  is  high  but,  when 
compared  with  expected  figures,  was 
shown  to  be  an  under-recording.  From 
other  comparative  studies  carried  out  in 
England  and  Wales,  a  figure  of  220  would 
have  been  expected,  and  this  for  a 
narrower  age-range  than  that  taken  for  the 

More  detailed  analysis  of  regional  and 
agency  returns  for  the  group  gave  further 
cause  for  concern.  There  were  many 
r  ■."■■;'  '.'■/.  n>  ':'<■.  <\\<:u\-.  n<jh  'discovered' 
by  the  researchers,  not  having  been 
reported  as  being  deaf-blind  by  any  of  the 
statutory  agencies.  Figwe  1  show,  this 
discrepancy.  32  people  were  identified 
OUtsid*  the  knowledge  of  trie  statutory 
agencies.  Indeed  this  somewhat  gave  the 


Figure  1 

Sources  of  Information  on  Early-Onset 

Deaf-Blindness 
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Family  =  1  1 
Education  =  33 
Health  =  69 
Researcher  =  72 


these  recommendations  should  be  regarded 
by  services  involved  in  resource  provision 
as  a  set  of  minimum  requirements  for 
change.  The  general  recommendations 
were  that: 

•  All  statutory  agencies  should  adopt  an 
accepted  definition  of  deaf-blindness.  This 
definition  should  then  be  recognised  by  all 
statutory  and  thereby  voluntary  agencies. 

•  It  is  also  expected  that  central 
Government  will  implement  the  Disabled 
Persons  Act  1986,  for  persons  having  a 
dual-sensory  impairment.  Meanwhile  the 
results  of  this  study  will  allow  social  work 
departments  and  education  authorities  to 
determine  the  directions  for  improvement 
in  their  management,  planning  and 
organisation  of  existing  resources.  This  is 
not  necessarily  a  request  for  great 
increases  in  expenditure. 

•  Education  authorities,  through  principal 
psychologists  and  advisers  in  special 
education  (or  regional  equivalents)  have  to 
increase  staff  awareness  of  assessment 
and  provision  for  those  with  a  dual-sensory 
impairment.  Target  groups  would  include 
educational  psychologists,  and  key  person- 
nel identified  on  a  regional  basis. 

•  Education  authorities  should  consider 
employing  a  person  specialising  in 
multiple  impairment -where  dual-sensory 
loss  is  present.  Consideration  should  be 
given  to  training  requirements. 

•  All  these  statutory  agencies  must 
recognise  that  prioritisation  of  needs  and 
disabilities  should  be  avoided.  Where 
specific  needs  arising  from  a  dual-sensory 
impairment  are  identified,  resources 
should  be  directed  towards  meeting  these 
needs  irrespective  of  additional  disability 
or  disabilities. 

•  Consideration  should  be  given  to 
setting  up  a  register  of  deaf-blind  people. 
This  would  lead  to  improvements  in 
channels  of  communication  both  within 
and  across  statutory  and  voluntary 
agencies. 

•  A  more  extensive  investigation  on  the 
findings  of  this  study  should  be  carried  out. 
E.g.  longitudinal  investigation  is  necessary 
to  follow  the  pre-five-year-old  children 
identified  in  this  study.  This  would  help  to 
determine  precisely  how,  why  and  where 
children,  having  previously  been  identified 
as  having  dual-sensory  loss,  begin  to  miss 
out  on  appropriate  resource  allocation. 

These  recommendations  served  as  a 
minimum  set  of  requirements.  In  addition 
the  study  served  to  highlight  several 
factors  which  would,  if  carried  out,  help  to 
improve  greatly  the  services  offered  to 
individuals  with  a  dual-sensory  impairment. 
These  additional  recommendations  comp- 
rise the  following: 

•  An  assessment  centre,  such  as 
operated  by  Sense's  Family  Advisory 
Service  in  London,  be  set  up.  Discussion 
could  take  place  as  to  its  most  appropriate 
location. 

•  An  Out-Reach  facility  be  initiated. 

•  An  equivalent  to  the  Named  Person 
within  education  authorities'  Statements 
of  Needs  be  introduced.  Such  a  person 
would  represent  the  family  of  a  person  who 
is  deaf-blind,  would  increase  awareness, 
and  facilitate  liaison,  particularly  at  the  life- 
transition  point  when  transference  of 
responsibility  occurs  from  education  to 
social  work.  Precedents  exist  for  this  role 
in  certain  European  countries.  ■ 
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Dear  Friends  of  Sense, 

I  read,  with  great  interest,  the  letters  of  Mrs 
Trueman  and  Mrs  Alderman,  and  also 
David  Brown's  reply. 

Whilst  I  can  understand  something  of 
the  points  raised  in  the  two  mothers'letters 
I  would  endorse  David's  comment  that 
these  two  mums  and  many  others  were 
instrumental  in  bringing  about  the  Sense 
organisation  for  rubella  handicapped,  but 
might  they  also  see  the  effect  as  ripples  on 
the  water.  If  only  they  can  see  the  help  that 
others  have  derived  because  of  the 
organisation. 

Until  my  daughter  was  well  into  her 
teens  I  knew  of  no-one  at  all  who  really 
understood  the  problems  of  having  a  deaf- 
blind  handicapped  daughter.  When  I 
contacted  Sense  (introduced  through 
'That's  Life')  it  was  such  a  tremendous 
relief  to  discover  that  there  were  people 
that  really  understood  and  were  there  to 
help,  at  anytime,  if  they  could.  It  seemed  as 
though  a  huge  weight  had  been  lifted  and 
that  I  was  no  longer  alone  in  the  situation. 

Regarding  Mrs  Trueman's  point  about  it 
being  easier  for  those  who  have  had  sight 
and  hearing  to  begin  with,  I  alsothinkthere 
are  two  sides  to  the  coin.  Janis  started 
school  like  all  the  other  children  in  our 
area.  She  was  at  Kindergarten  at  2V2  and 
primary  school  at  41/2  and  was  able  to  read 
print  books,  do  jigsaws,  ride  her  bike  and 
all  the  things  that  sighted  children  do.  But 
when  at  6V2  she  could  not  see  anything  at 
all  she  was  plunged  into  a  world  of  not 
knowing  anything  at  all  in  the  way  of  blind 
methods  and  went  through  many  months 
of  trauma  and  frustration  as  she  awaited 
admission  to  a  school  for  the  blind.  Here,  of 
course,  she  not  only  had  to  start  to  learn  all 
over  again,  but  to  unlearn  systems, 
methods,  habits  of  her  sighted  years.  Then 
a  few  years  on  her  hearing  began  to 
deteriorate.  Added  to  that  was  the  fact  that 
this  was  not  acknowledged  until  she  was 
sixteen.  This  caused  everyone  a  lot  of  pain 
as  she  struggled  to  cope  in  a  hearing  world. 
Then  during  this  time  she  began  to  have 
problems  physically. 

Of  course  there  is  no  school  that  could 
cope  with  Janis's  academic  skills  and  her 
handicaps. 

I  am  not  suggesting  that  to  begin  life 
either  with  or  without  is  harder  or  easier, 
but  that  each  situation  brings  much 
heartache,  problems  and  trauma.  Also  I 
feel  that  it  would  be  a  great  pity  if  Sense 
did  not  embrace  the  'non  rubella' 
handicapped  deaf-blind.  Surely  we  must 
strive  to  learn  from  and  to  help  each  other  if 
at  all  possible. 

Lastly  I  must  comment  on  Norman 
Brown's  articles.  These  have  been  such  an 
encouragement  and  help  to  me.  The  most 
recent  one  'Dear  Fellow  Parent'  was 
especially  helpful,  as  Janis  is  now  twenty- 
two  and  has  quite  recently  left  home  to  live 
on  her  own.  To  hear  another  person 
verbalise  all  the  emotions,  stress,  ill  health 
etc.,  that  I  have  experienced  during  this 
time  is  just  remarkable!  It  seemed  also  to 
encapsulate  what  I  have  been  trying  to 
explain  -  that  to  reach  out  and  help  -  in 
whatever  way  we  can  -  another  deaf-blind 
handicapped  person  or  their  family  is  what 
Sense  must  all  be  about. 

So,  please,  you  too  must  be  encouraged 


by  the  fact  that  through  your  own  suffering 
maybe  others  have  been  helped. 

Audrey  Revell 
8  Tyrrell  Mead 
Sidmouth 
Devon 

After  reading  Maggie  Alderman's  letter  in 
the  summer  issue  of  Talking  Sense  and 
now  reading  Sheila  Truman's  in  the  autumn 
issue,  I  felt  I  must  write. 

My  first  reaction  was  one  of  disbelief 
that  these  women  could  be  so  selfish.  I  am 
truly  grateful  to  all  the  people  who  set  up 
the  Rubella  Association  all  those  years  ago 
and  for  the  correlation  of  their  experiences, 
without  which  we  would  still  be  in  the  dark 
about  how  to  work  with  our  son  Guy. 

Guy  was  a  perfectly  normal  eight  month 
old  child,  when  he  suffered  a  severe  head 
injury.  He  and  my  husband  were  thrown 
through  a  window  by  a  car  that  mounted  a 
pavement  during  a  shopping  trip.  As  a 
result,  Guy's  problems  are  profound.  He  is 
deaf/blind  with  many  other  difficulties. 

In  the  early  days  after  his  injuries  no  one 
seemed  to  know  which  problem  to  tackle 
first  and  indeed  we  soon  found  out  that 
there  are  very  few  people  with  experience 
in  working  with  deaf-blind  children.  I  learnt 
about  Sense  during  a  TV  programme  and 
asked  for  their  help.  We  have  taken  Guy  to 
the  Ealing  Family  Centre  on  several  occas- 
ions; without  their  help  and  guidance  I 
don't  know  what  we  would  have  done. 

We  have  met  many  parents  with  handi- 
capped children  since  our  accident  and 
one  thing  I  thought  we  all  had  was  acommon 
bond  of  sharing  and  a  thirst  for  knowledge 
to  help  our  children  whether  through  an 
organisation  likeSenseorthroughourown 
experiences.  If  it  means  that  Guy  has  to  be 
seen  less  often  because  there  are  more 
handicapped  children  to  be  helped,  then 
so  be  it. 

I  am  sorry  Maggie  Alderman  and  Sheila 
Truman  feel  their  children  are  being  forgotten, 
but  I  think  Sense  is  doing  a  good  job  with 
young  children  and  by  trying  to  provide  for 
young  adults  after  school  age.  No  doubt 
with  more  money  Sense  could  do  more,  but 
that  is  not  Sense's  fault. 

I  know  Sense  is  helping  people  whose 
problems  have  not  been  caused  by  the 
Rubella  virus  and  it's  unthinkable  to  me 
that  any  of  them  would  be  refused  help  just 
because  they  haven't  the  right  label. 

Valerie  Wilson 

Cheltenham 

Gloucestershire 


and    a    Mother's 


Sexuality 
Fears 

Over  the  past  year  or  so  I  have  become 
increasingly  concerned  about  this  contro- 
versial area  of  our  children's  lives.  How 
many  other  mothers  are  there  like  me  with 
so  many  unspoken  fears,  so  many  more 
questions,  but  without  any  answers  or 
solutions? 

Our  daughter,  Elizabeth  has  a  dual 
handicap  and  other  problems  besides,  but 
is  of  normal  I.Q.  range.  Despite  her  severe 
medical  problems  relating  to  her  hydro- 
cephalus and  her  poor  and  deteriorating 
sight,  we  have  always  believed  it  right  to 
bring  up  Lizzie  as  a  normal  child  with 
normal  expectations  of  life.  She  is 
currently  in  mainstream  education  along- 
side able,  healthy  children.  So  when  she 
chatters  happily  about  what  will  happen 
when  she  grows  up,  the  man  she  will  marry, 
the  numbers  of  babies  she  wants,  my  heart 
sinks. 


As  I  write  of  these  unspoken  fears  and 
rhetorical  questions  my  mind  is  buzzing 
and  almost  bursting. 

Lizzie's  handicaps  -  hydrocephalus, 
partial  hearing,  blindness,  epilepsy  and 
ventricular  septal  defect  -  are  the  result  of 
a  chromosome  disorder.  We  are  lucky  she 
is  mildly  affected  in  comparison  with  other 
girls  with  her  syndrome  but  the  questions 
remain.  I  have  explained  to  my  elder 
daughter  that  puberty  is  the  preparation 
for  adulthood  -  but  what  of  her  sister?  How 
do  I  explain  puberty  to  Lizzie?  Will  she 
menstruate,  at  what  age  and  with  what 
accompanying  problems?  Will  her  body 
physically  be  capable  of  reproduction? 
Would  her  handicaps  be  passed  on  to  her 
children? 

Lizzie  is  emotionally  immature:  she  is 
trusting  and  affectionate.  How  far  should 
we  protect  her  in  her  relationships  as  a 
teenager?  Will  we  be  able  to  dissuade  her 
from  what  we  may  feel  is  an  unsuitable 
friendship?  Will  her  affectionate  and 
trusting  nature  be  taken  advantage  of  by  a 
boyfriend? 

As  Catholics,  our  dilemma  about 
pregnancy  is  obvious.  We  would  loathe  to 
enforce  contraception  and  abortion  is 
anathema  to  us. 

We  do  not  wish  to  deny  Lizzie  a  good 
and  loving  relationship  which  the  rest  of  us 
take  for  granted  as  a  right.  If  Lizzie  does 
manage  to  develop  her  intrinsic  potential 
to  the  full  she  could  become  a  loving  wife,  a 
caring  mother  to  an  adopted  child  -  given 
appropriate  support. 

We  have  so  many  anxieties  but  no 
solutions.  We  just  pray  and  trust  that 
whatever  the  future  holds  in  store  for 
Lizzie  she  can  lead  a  full  and  contented 
life. 

Margaret  Anderson 
20  Gostwick 
Orton  Brimbles 
Peterborough  PE2  OXF 

Dear  Anyone, 

Hello,  my  name  is  Sarah  Dewes.  I'm  pro- 
foundly deaf  and  have  retinitis  pigmentosa, 
my  vision  is  nearly  normal.  I'm  eighteen 
years  old  and  wear  contact  lenses. 

I  would  like  to  have  female  friends  who 
are,  like  me,  aged  from  18  to  24. 

If  you  are  interested  would  you  please 
write  to  me  at  my  address  which  is  written 
below. 

Sarah  Dewes 
7  Annes  Walk 
Caterham 
Surrey 
CR3SEL 


A  Request  for  Help 

Spare  and  back  copies  of  English  books 
and  journals  in  Braille,  large  print  and 
cassettes  are  useful  for  South  Asian 
people  and  members  of  this  society.  But 
these  are  not  available  here.  We  ask  that 
readers  in  other  countries  please  assist 
this  society  by  sending  them  as  gifts  on  an 
occasional  basis. 

Free  mailing  is  available  from  anywhere 
in  the  world  by  surface  mail  as  'Free  matter 
for  the  Blind  or  Handicapped'.  Donors  are 
kindly  requested  to  send  their  gifts  to: 
National  Library  and  South  Asian  Readers 
Service,  Fima  Enterprises  for  Disabled 
Society,  P.O.  Box  1175  Dhaka  Sadar, 
Dhaka-1000,  Bangladesh. 

Golam  Maula  Prodhan 
Chairman 
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Carnbooth  House  —  I 


Carnbooth  House  Residential  School 
for  deaf-blind  children  was  opened  by 
the  Scottish  Education  Department  in 

March  1985.  Here,  with  the  help  of 

Sister  Ailish's  photo  album,  we  explore 

some  of  their  work. 

Our  Key  Principles 

•  The  child's  experiences  are  structured 

•  The  child's  experiences  are  meaningful 

•  We  identify  the  significant  features  of 
experience 

•  Teaching  is  by  stages  -  from  co-active 
to  independent 

•  We  make  full  use  of  all  senses 

•  Every  experience  is  used  to  develop 
communication 

Structure 

To  the  deaf-blind  child  the  world  can  appear 
a  series  of  confusing  unrelated  sequences. 
He  may  cling  to  familiar  patterns  of  behaviour 
and  resist  any  interference  in  hisworld.  We 
trytomaketheworld  more  understandable 
and  manageable. 


Objects  of  Reference 

A  particular  object  is  presented  to  the  child  before  an  activity,  to  refer  in  the  child's  mind  to  that  activity. 


Hi 


Organising  the  day  using  Objects  of 
Reference  in  sequence 


Using  the  drumstick  and  balls  as  Objects  of  Reference  for  Music  and  ball  pool 


•■H 


Each  member  of  staff  wears 
an  indentification  symbol 
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Structuring  time  -  each  pocket  represents 
one  night  at  school 


Diaries  and  Timetables  - 
understanding  the  passage  of  time 


rtmres  from  an  Album 


Teaching  by  Stages 


Resonance:  the  adult 
reflects  the  child's 
movements  and 
develops  them 


Co-Active  Movement: 
The  child  gradually 
becomes  more  aware 
of  the  things  she  is 
doing  with  the  adult 
and  starts  to  take  an 
active  part  in  the 
activities 


mitation:  Things  are 
no  longer  done 
together  but 
successively 


**» 


Continued  on  page  20 
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Cam  booth  -  Continued  from  page  19 

Communication 

By  establishing  a  rhythm  of  activities  that 
are  meaningful  and  interesting,  and  by  struc- 
turing the  world,  we  have  created  the  con- 
ditions for  the  deaf-blind  child  to  form  ideas. 
He  will  give  out  signals,  to  show  that  he 
has  anticipated  what  is  to  come.  From  this 
signal  behaviour  develops  the  need  to  'give 
things  a  name'. 


Rubella  in  Pregnancy 

What  Does  it  Do? 


Parents 

The  success  of  the  children's  programmes 
depends  on  staff  and  parents  working 
together. 


A  Job  in  the  USA 

Interested  in  working  in  the  States?  An 
American  family  has  contacted  us,  looking 
for  someone  to  help  fhem  with  their  three 
year  old  deaf-blind  child.  Ben  is  a  very  lively 
lad.  He  is  learning  to  use  sign,  and  is  into 
everything.  His  Mum  is  wanting  an 
enthusiastic  young  person  who  would  be 
willing  to  join  the  family  (own  bedsit  etc.) 
and  help  with  Ben.  Full  board,  lodging, 

<:/:.<:'  ■.'/.  :.'  "j  'SjTUH   pay 

No  need  to  be  a  'deaf-blind  specialist'. 
Just  willing  to  learn  and  join  in.  Interested? 
Contact  Lindy  Wyman  at  the  Family 
Centre,  Ealing. 


Pat  Tookey,  Sense's  Research  Fellow, 

explains  about  one  of  the  chief 

causes  of  deaf-blindness  and  other 

handicaps. 


Until  Norman  Gregg,  an  Australian  oph- 
thalmologist, noticed  the  association 
between  eye  defects  in  babies  and  the 
fact  that  their  mothers  had  had  rubella 
while  they  were  pregnant,  no-one  real- 
ised how  devastating  rubella  could  be. 
Before  then  it  was  just  seen  as  another 
mild  disease  of  childhood. 

In  1 941  Gregg  noted  that  an  unusually 
high  number  of  babies  attending  his  Sydney 
clinic  had  congenital  cataracts.  When  he 
checked  with  colleagues  throughout  Aust- 
ralia he  found  he  was  not  alone.  He  con- 
nected the  defect  with  the  rubella  epidemic 
which  had  swept  through  Australia  in  1 940 
and  1 941 .  Many  of  the  children  Gregg  saw 
had  other  problems  too,  particularly  heart 
defects,  and  he  suggested  that  further 
problems  might  be  identified  in  time: 
'It  is  difficult  to  forecast  the  future  for  these 
unfortunate  babies.  We  cannot  at  this  stage 
be  sure  that  there  are  not  other  defects 
present  which  are  not  evident  now  but 
which  may  show  up  as  development  pro- 
ceeds.' 

Although  there  was  some  scepticism  about 
his  theory,  his  fears  were  to  prove  well- 
founded  as  the  Australian  children  born 
following  that  epidemic,  and  others  else- 
where, were  followed  up. 

It  was  twenty  years  before  the  rubella 
virus  itself  was  isolated.  Only  then  could 
the  infection  be  definitely  and  accurately 
diagnosed  and  work  begin  on  developing  a 
vaccine  to  prevent  congenital  rubella. 

Who  Gets  Rubella  and  How  is 
it  Spread? 

Rubella  is  a  common  disease  of  childhood, 
generally  caught  between  the  ages  of 
about  five  and  nine.  However,  before  the 
vaccine  was  available,  about  one  in  five 
women  in  Britain  reached  adulthood 
without  having  rubella.  They  therefore 
risked  picking  it  up  in  pregnancy.  Since 
girls  are  now  vaccinated  at  around  the  age 
of  ten  to  fourteen,  boys  and  younger  girls 
still  get  rubella  in  childhood.  Because  of 
the  vaccination  programme,  fewer  women 
are  now  susceptible  to  rubella.  At  the 
present  moment  about  95  in  every  100 
women  tested  have  either  had  rubella  or 
been  vaccinated  against  it.  That  is,  they  are 
immune. 

The  virus  is  normally  and  fairly  easily 
spread  from  person  to  person  by  airborne 
droplets,  that  is,  by  coughing  or  sneezing 
or  other  similar  contact.  A  person  with 
rubella  is  infectious  for  about  two  weeks, 
or  occasionally  a  little  longer,  starting  from 
five  to  seven  days  before  the  rash  appears. 
However,  as  they  may  feel  perfectly  well, 
and  perhaps  won't  even  develop  a  rash, 
they  may  not  know  it.  After  you  have  been 
in  contact  with  an  infectious  person  it 
takes  about  two  to  three  weeks  before  you 
develop  the  infection  yourself,  if  you  are 
going  to  at  all.  You  may  feel  off  colour  for  a 
couple   of  days,   perhaps   have  swollen 


RUBELLA 


glands,  a  slight  temperature  or  a  sore 
throat,  and  you  might  get  a  rash  which 
starts  around  the  face  and  can  spread 
down  over  the  body  and  the  limbs:  you  may 
also  experience  pain  or  discomfort  in  your 
joints,  a  symptom  which  is  unusual  in 
children  and  men,  but  more  common  in 
women.  On  the  other  hand,  you  may  have 
asymptomatic  rubella  -  that  is,  although 
you  have  the  infection  and  are  infectious, 
you  have  no  symptoms  at  all. 

Rubella  Virus  and  Antibodies 

Rubella  virus  circulates  through  the  body 
in  the  blood  and  can  be  detected  in  a  blood 
sample  one  to  two  weeks  after  contact  with 
the  disease,  and  about  a  week  before  the 
rash  appears.  The  virus  is  usually  present 
in  the  throat  about  five  days  before  the 
rash  appears,  and  this  is  the  usual  source 
of  infection  in  acquired  rubella  (that  is 
rubella  in  children  and  adults,  as  opposed 
to  congenital  rubella  which  the  baby  gets 
from  its  mother  before  birth).  The  virus  can 
also  sometimes  be  found  in  urine  and 
faeces. 

The  body  produces  rubella  antibodies 
which  can  be  detected  soon  after  the  rash 
appears,  and  these  antibodies  attack  and 
get  rid  of  the  virus.  There  are  different 
types  of  rubella  antibody  which  are  de- 
tected by  different  laboratory  tests.  Forthe 
purpose  of  showing  whether  rubella  infec- 
tion has  occurred,  the  most  important  types 
of  antibody  are  IgG  and  IgM. 

IgG  antibodies  are  usually  detectable  in 
a  blood  sample  soon  after  the  rash  appears, 
reach  their  highest  levels  within  a  month 
and  then  decline  to  a  lower  but  fairly  con- 
stant level  which  varies  from  person  to 
person.  IgG  antibodies  in  your  blood  indicate 
that  you  have  had  rubella  at  some  time  in 
the  past  and  are  now  immune. 

IgM  antibodies  can  be  detected  about  a 
week  after  the  rash  appears.  It  is  these 
antibodies  which  fight  off  the  virus  and 
they  decline  and  disappear  over  the  next 
couple  of  months  or  so.  You  can 
occasionally  experience  a  reinfection  with 
rubella  after  your  first  (or  primary) 
infection.  This  rarely  causes  actual  illness, 
nor  are  you  usually  infectious,  and  a 
reinfection  is  most  unlikely  to  be 
transmitted  to  the  fetus  if  you  are 
pregnant.  A  reinfection  boosts  IgG 
antibody  levels,  but  rarely  IgM,  so  if  IgM 
antibodies  are  present  they  indicate  a 
recent  primary  infection. 

Congenital  Rubella 

A  woman  with  primary  rubella  in  pregnancy 
does  not  always  pass  it  on  to  her  baby. 
However,  the  earlier  in  her  pregnancy  she 
has  the  infection,  the  more  likely  trans- 
mission is.  The  virus  is  passed  in  the  mater- 
nal blood  stream  to  the  placenta  and  from 
there  to  the  fetus.  It  is  possible  for  the 
infection  to  stop  at  the  placenta,  but  if  it  is 
transmitted  to  the  fetus,  fetal  infection  will 
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occur  just  before  or  around  the  time  that 
the  woman  gets  the  rubella  rash.  The  fetus 
can  be  infected  without  suffering  any  identi- 
fiable damage,  though  again,  the  earlier  in 
pregnancy  the  infection  occurs,  the  more 
likely  damage  is.  The  fetal  immune  system 
is  not  well  developed  until  around  the 
fourth  month  of  gestation  and  this  could 
account  for  the  greater  likelihood  of  the 
infection  being  transmitted  in  early  preg- 
nancy. It  seems  also  that  immature  cells 
are  more  easily  infected  and  better  able  to 
support  the  growth  of  the  virus. 

Babies  born  with  congenital  rubella  have 
the  virus  circulating  in  their  bodies  for 
much  longer  than  adults  or  children  with 
the  acquired  infection.  This  means  that  a 
congenially  affected  baby  can  remain  in- 
fectious for  six  months  to  a  year  or  occas- 
ionally even  longer.  The  virus  can  be  found 
throughout  the  cells  of  the  fetus  and  young 
baby.  It  can  be  isolated  from  a  swab  taken 
from  the  baby's  throat,  from  urine  and 
faeces,  and  even  from  the  cerebrospinal 
fluid,  bone  marrow,  blood  or  fluid  taken 
from  a  damaged  eye. 

The  presence  of  antibodies  to  rubella 
does  not  tell  us  whether  a  baby  is  congen- 
ially infected  as  maternal  IgG  antibodies 
(the  long-lasting  ones)  cross  the  placenta 
and  can  be  detected  in  the  baby's  blood  for 
up  to  about  six  months.  Therefore  any  baby 
whose  mother  has  ever  had  rubella  will 
have  maternal  IgG  antibodies  present  in  its 
blood.  But  if  the  baby  has  IgM  antibodies 
this  indicates  congenital  infection  as 
maternal  IgM  is  not  able  to  pass  across  the 
placenta.  As  the  mother's  IgG  antibodies 
decline  in  the  congenitally  infected  baby, 
its  own  IgG  antibodies  increase  and  provide 
the  child  with  its  own  evidence  of  past 
infection  with  rubella.  Once  IgM  antibodies 
have  disappeared  in  the  baby,  there  is  no 
way  of  being  sure  whether  the  rubella  was 
congenital  or  acquired  after  birth,  although 
it  is  unusual  for  children  to  catch  rubella  in 
the  first  two  or  three  years  of  life. 


What  happens  to  the  fetus 
when  it  is  infected  with 
rubella? 

The  rubella  virus  interacts  with  fetal  cells  in 
a  number  of  different  ways  which  are  not 
fully  understood.  When  it  enters  a  cell  it 
may  slow  down  the  rate  at  which  the  cell 
divides,  alter  its  structure  or  otherwise 
cause  it  to  break  down.  If  this  happens 
early  in  pregnancy  when  organs  are  being 
formed,  they  may  be  severely  and  perm- 
anently damaged.  The  virus  will  live  on  in 
the  cells  and  may  therefore  cause  them  to 
react  abnormally  over  a  long  period  of  time; 
it  may  be  that  when  the  virus  is  finally 
eliminated  from  the  cell,  and  if  no  structural 
damage  has  been  caused,  there  will  be  no 
lasting  effect.  The  virus  may  also  cause 
damaged  cells  or  debris  to  interfere  with 
the  blood  supply  to  fetal  tissues;  this  could 
affect  the  development  of  organs,  and  also 
damage  those  which  have  already  been 
formed. 

The  kind  of  damage  that  rubella  might 
do  varies  enormously:  there  are  cases  of 
twins  being  born  where  one  has  severe 
defects  and  the  other  only  evidence  of  past 
infection  with  no  damage.  The  virus  may 
affect  many  fetal  organs,  or  just  one  or  two. 
Occasionally  rubella  infection  in  pregnancy 


"M«W fflftllllliHIHIIHtimiHiilfflMI 


mnBUML  INFECTION  j 


FETUS  ESCAPES 
INFECTION 


FETUS 
INFECTED 


HISCflRRIflGE 
1  OR  STILLBIRTH 


NO  PROBLEMS 

APPARENT  HI  BIRTH 
OR  IH  EARLY  IHFflHCY 


PROBLEMS APPARENT 
IT  BIRTH  OR  IH 
EMLf  IIFIHCV   : 


RESOLVE 


PROBLEMS  DEVELOP 
OR  BECOME  APPARENT, 
USUALLY  II  EARL* 


HEALTHY  CHILD 


\ 


R01ELLA  OANAOED  CHILO 


HEALTHY  CHILO 


DAMAGE  IS  HOT  INEVITABLE  F0LL0MN6  HATfJtIAL  RUBELLA  IIFECFION,  OR  EVEN  FETAL  INFECTION, 
BIT  II  IS  MORE  LIKELY  THE  EARLIER  IN  PREBIAICY  THE  INFECTION  OCCURS.  AflER.  HE  FIRST 
FOUR  HOHTHS  OF  PRE6NAHCY II  IS  RARE,  0AHA6E  OR  DISABILITY  NOT  RELATED  TO  RUBELLA  IS 
(WAYS  POSSIBLE,  EVEN  IF  IT  IS  UNLIKELY. 


can  result  in  miscarriage  or  stillbirth.  The 
earlier  in  pregnancy  the  infection  occurs 
the  more  likely  the  baby  is  to  be  harmed. 
But  problems  are  extremely  rare  after 
around  the  1 8th  week  of  pregnancy.  When 
damage  does  occur  it  may  be  temporary  or 
permanent,  and  it  may  be  present  at  birth 
or  appear  or  progress  during  childhood  or 
even  in  rare  cases  in  early  adult  life. 

The  stage  of  the  pregnancy  when  the 
rubella  infection  occurs  is  the  most  import- 
ant factor  determining  what  kind  of  harm,  if 
any,  is  done.  Let's  look  at  how  and  when 
specific  and  typical  rubella  damage  occurs. 

Damage  to  the  eye 

The  lens  of  the  eye  develops  quite  early  in 
the  life  of  the  fetus,  between  the  third  and 
seventh  week,  and  cataract  (opaqueness 
of  the  lens)  is  one  of  the  typical  signs  of 
congenital  rubella.  It  is  only  during  this 
month  that  the  cells  of  the  lens  seem 
susceptible  to  the  virus,  which  lives  in  the 
cells  and  attacks  and  modifies  their  develop- 
ment. It  depends  on  the  exact  time  of  the 
infection  how  severe  the  damage  is:  if  it  is 
early  all  the  developing  tissues  may  be 
affected,  but  if  the  lens  is  almost  fully 
developed  when  the  infection  strikes,  then 
only  small  and  perhaps  insignificant  cata- 
racts may  occur.  One  eye  may  escape 
harm  or  both  may  be  affected.  Sometimes 
microphthalmos  (abnormally  small  eye  or 
eyes)  is  present  as  well,  though  it  is  un- 
common. This  is  thought  to  be  caused  by 
the  rate  of  cell  division  in  the  eye  being 
slowed  down.  Pigmentary  retinopathy 
(speckled  colouring  of  the  retina)  is  very 
common  in  children  with  congenital  rubella, 
but  does  not  actually  affect  the  sight.  It  is 
common  because  the  development  of  the 
pigment  occurs  over  the  first  1 8  weeks  of 
gestation  and  possibly  longer. 

Damage  to  the  heart 

The  heart  develops  during  the  second 
month  of  gestation,  and  most  activity 
happens  during  the  sixth  to  eighth  week. 
Though  it  is  tiny  the  structure  which  is 
forming  is  very  complicated.  Rubellaatthis 
time  can  lead  to  serious  structural  abnorm- 
alities of  the  heart.  Because  the  develop- 


ment of  the  heart  overlaps  with  that  of  the 
eye  first  of  all  and  then  with  the  ear,  babies 
suffering  heart  defects  as  a  result  of  con- 
genital rubella  are  quite  likely  to  have 
problems  with  their  sight  or  hearing  as 
well. 

Damage  to  the  ear 

The  structures  of  the  ear  are  developed 
over  a  long  period  in  the  second,  third  and 
fourth  months  of  gestation.  Therefore  some 
kind  of  hearing  problem  is  one  of  the  com- 
monest results  of  congenital  rubella  and 
may  often  appear  as  the  only  defect. 
Hearing  loss  may  be  mild  or  severe  and 
present  in  one  or  both  ears.  The  Organ  of 
Corti  is  the  part  of  the  inner  ear  which  links 
the  ear  and  the  brain,  and  it  is  often  this 
part  of  the  mechanism  which  is  damaged. 
However,  the  types  of  hearing  defect  vary, 
and  it  is  also  apparent  that  hearing  may 
deteriorate  over  time.  This  is  probably  due 
to  rubella  virus  continuing  to  affect  the 
inner  ear.  Common  ear  infections  of  child- 
hood, which  often  temporarily  affect  the 
hearing  of  children  with  otherwise  normal 
hearing,  can  be  particularly  serious  for 
children  whose  hearing  is  already  damaged. 

Low  birth  weight 

Many  babies  with  congenital  rubella  do  not 
grow  properly  in  the  womb.  Why  this 
happens  is  not  altogether  understood;  the 
infected  placenta  may  mean  the  baby  is 
undernourished,  and  the  rubella  virus  may 
also  slow  down  the  fetal  rate  of  growth 
directly.  Because  the  virus  persists  in  the 
baby's  body  after  birth,  it  may  also  act  as  a 
brake  on  growth  which  is  only  fully 
released  when  the  baby's  antibodies 
finally  get  to  work  and  dispel  the  virus. 

Other  transient  damage 

Besides  low  birth  weight  there  are  other 
examples  of  transient  damage  which, 
although  they  usually  clear  up  in  their  own 
time,  are  typical  signs  of  rubella.  Changes 
in  the  bones,  particularly  the  long  bones  of 
the  leg,  are  one  such  example.  They  can 
only  be  identified  by  X-ray  examination  and 
show  up  as  translucent  areas  on  the  bones, 
and  provided  the  child  grows  normally, 
these  changes  rapidly  disappear.  A  mild  to 
severe  rash,  called  purpura,  is  fairly 
common.  It  is  tiny  haemorrhages  of  the 
blood  vessels  under  the  skin,  caused  by  a 
deficiency  in  the  blood  clotting  cells,  and 
again  normally  clears  up  in  a  week  or  two. 
In  severe  cases  it  may  last  longer,  and  even 
occasionally  be  associated  with  more 
serious  haemorrhaging.  It  is  quite  often 
accompanied  by  an  enlarged  liver  or 
spleen,  which  can  also  appear  independ- 
ently (called  hepato/  splenomegaly)  and 
may  be  apparent  for  some  weeks  or 
months,  though  normally  causing  no 
problems.  Other  complications  include 
jaundice,  and  inflammation  of  the  lung. 

These  are  problems  related  to  abnormal 
developments  in  cells  which  are  constantly 
renewing  themselves,  rather  than  structural 
defects,  which  could  be  why  the  damage 
usually  disappears  as  the  virus  is  eliminated. 

Continued  on  page  22 
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Brain  damage 

The  rubella  virus  can  cause  brain  damage 
and  mild  to  severe  mental  retardation,  al- 
though this  is  not  a  common  outcome.  It 
becomes  less  likely  the  later  in  pregnancy 
the  infection  occurs.  Some  apparent  mental 
(and  even  physical)  slowness  may  not  be  a 
direct  result  of  the  virus  itself,  but  due  to 
the  child*s  other  disabilities,  particularly 
hearing.  Some  babies  have  microcephaly 
(a  small  head  in  relation  to  the  body)  which 
may  be  associated  with  mental  retardation. 
Rubella  virus  may  be  present  in  the  cerebro- 
spinal fluid  (CSF)  of  babies  with  congenital 
rubella.  Sometimes  the  CSF  is  otherwise 
normal,  and  the  presence  of  the  virus  just 
demonstrates  how  widely  it  is  spread 
through  the  infant's  tissues.  However,  some- 
times the  virus  causes  abnormalities  in  the 
CSF,  and  this  can  occasionally  result  in 
inflammation  of  the  brain  and  fits. 

Damage  in  later  life 

Some  damage  associated  with  congenital 
rubella  may  not  be  apparent  at  the  baby's 
birth.  Impaired  hearing  is  an  obvious 
example  since  it  is  not  easy  to  identify  a 
baby  who  is  deaf,  let  alone  one  who  can 
hear  some  sounds  but  not  others.  It  is  fairly 
clear  that  poor  hearing  may  cause  speech 
and  learning  difficulties,  but  there  are  other 
problems  which  may  not  be  recognised  at 
birth,  such  as  heart  defects,  which  can 
cause  serious  physical  problems  in  later 
life.  Very  occasionally  new  problems  come 
to  light  as  the  child  grows  up.  There  is 
evidence  that  people  with  congenital  rubella 
are  more  likely  than  other  people  to  develop 
diabetes.  There  have  also  been  rare  but 
worrying  reports  of  progressive  brain  disease 
in  a  small  number  of  older  children.  Are 
these  late  developing  problems  related  to 
damage  to  organs  or  systems  before  birth, 
or  is  it  that  the  rubella  virus  is  continuing  to 
attack  the  cells  and  cause  damage  directly? 
There  are  no  clear  answers  to  these  quest- 
ions at  present. 

Why  are  some  babies 
damaged  while  others 
escape  altogether? 

The  single  most  important  factor  isthe  age 
of  the  fetus  when  it  is  infected.  After  18 
weeks,  although  the  rubella  infection  will 
be  passed  on  to  the  baby  in  about  one  or 
two  in  every  ten  cases  (and  more  if  the 
woman  has  rubella  near  to  the  time  of 
delivery),  the  chances  of  the  baby  being 
damaged  are  minimal.  This  does  not  mean 
that  the  baby  will  be  born  free  of  defects, 
but  that  he  or  she  has  about  the  same 
chance  as  any  other  baby,  whose  mother 
did  not  have  rubella  in  pregnancy,  of  being 
born  with  a  disability  of  some  kind.  (About 
three  in  every  hundred  babies  are  born 
with  some  kind  of  defect,  ranging  from  mild 
to  severe.) 

If  a  woman  has  rubella  early  in  pregnancy 
she  is  more  likely  to  pass  the  infection  on 
to  the  baby  and  the  infection  is  more  likely 
•-.  '.■■■.  .-.<■.  dan  age  >J  ibefla  in  the  firsl  I  no 
months  of  pregnancy  is  likely  to  harm  the 
baby  in  the  majority  of  cases,  and  is  quite 
ke  /  to  cause  multiple  handicap.  Early 
studies  suggested  that  between  one  and 
\  /  -  '-.  .<■.' i  ten  babieo  //hose  mothers  had 
rubella  at  this  stage  would  be  damaged. 
More  recent  studies  have  put  the  risk  even 


higher.  A  reasonable  estimate  is  that  at 
least  seven  out  of  ten,  and  probably  more, 
babies  whose  mothers  have  rubella  in  the 
first  eight  to  ten  weeks  of  pregnancy  will 
have  some  kind  of  handicap.  Many  of  them 
are  likely  to  have  heart  problems  as  well  as 
damaged  sight  or  hearing  or  both.  Maternal 
rubella  in  the  third  month  will  probably 
harm  the  baby  in  about  half  of  all  the  cases, 
and  is  more  likely  tacause  hearing  problems 
than  other  defects,  although  they  can  occur. 
If  a  woman  has  rubella  in  the  fourth  month 
less  than  three  babies  in  ten  are  likely  to  be 
harmed,  and  usually  only  hearing  is  affected. 
Multiple  handicap  following  rubella  at  this 
stage  is  extremely  rare.  But  how  many 
women  or  doctors  can  pin  gestation  down 
to  the  exact  week,  let  alone  be  sure  about 
the  actual  time  that  the  fetus  might  have 
been  infected?  The  statistical  fact  that  it  is 
very  unusual  for  a  baby  at  sixteen  weeks  to 
be  damaged  will  not  be  much  comfort  if 
your  baby  is  that  unusual  case.  This  inform- 
ation is,  however,  very  helpful  to  women 
who  have  rubella  late  in  pregnancy.  Most 
importantly,  information  about  the  likeli- 
hood of  damage  and  the  kind  of  damage  it 
may  be,  must  be  available  to  prospective 
parents.  First  they  have  to  make  their  own 
decision  about  whether  to  terminate  the 
pregnancy  or  carry  on  with  it.  And  if  they 
have  the  baby  they  need  to  know  what  kind 
of  problems  may  arise  so  that  they  can  be 
on  the  lookout  for  them,  and  can  take  part 
in  decisions  about  treatment,  surgery  and 
special  care.B 
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Our  new  information  pack  RUBELLA: 
PROTECT  YOURSELF  AS  IF  SOMEONE'S 
LIFE  DEPENDED  ON  IT  has  arrived  from 
the  printers  and  very  nice  it  looks  too.  This 
fully-illustrated  pack  represents  for  the  first 
time  a  comprehensive  guide  to  the  disease 
aimed  at  both  the  general  public  and 
health  professionals.  The  eight  factsheets 
included  cover  topics  as  wide-ranging  as 
'Current  UK  Immunisation  Policy',  'Rubella: 
A  Medical  Casebook'  and  'Counting  the 
Cost'.  There  is  also  a  Rubella  Resource 
Index  listing  all  leaflets,  posters,  videos, 
etc.  on  the  subject  produced  by  Health 
Authorities  and  agencies  in  the  UK.  Cost 
for  the  pack  is  £2.50  post  free  from  Joan 
Towers-Perkins  at  Sense  Head  Office. 

On  the  subject  of  publications,  our 
highly  praised  READ  THIS  BEFORE  YOU 
GET  PREGNANT  leaflet  has  exceeded  a 
distribution  of  20,000  copies.  The  Health 
Education  Authority  has  now  taken  over 
production  and  distribution,  and  as  well  as 
a  fresh  reprint  of  750,000  leaflets,  will  also 
be  producing  50,000  accompanying 
posters.  The  HEA  will  also  underwrite  the 
cost  of  printing  the  leaflet  in  five  Asian 
languages  as  well  as  Vietnamese,  Chinese 
and  Greek. 
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We  are  all  aware  of  the  desperate  need  for 
training  for  our  teachers,  care  staff  and 
others.  Yet  do  we  sometimes  cling  too 
tightly  to  the  old  idea  of  providing  a 'course' 
for  every  need?  Are  we  still  afraid  of  the 
idea  of  'workshops'  where  ideas  are  ex- 
changed rather  than  just  dispensed?  Or  is 
it  simply  that  most  Education  Authorities 
will  only  pay  for  something  that  has  the 
seal  of  approval  of  being  called  a  'course'? 

In  October  I  went  to  Rushton  Hall  School 
in  Northamptonshire  for  a  weekend  shared 
with  staff  from  three  schools.  All  were 
schools  who  have  children  who  are  multi- 
handicapped  blind;  all  are  finding  that  child- 
ren with  more  profound  handicaps  are  being 
referred  to  them;  and  all  felt  the  need  to 
share  ideas.  Rushton  Hall  itself  is  run  by 
the  RNIB  and  has  over  40  young  children. 
The  Royal  Blind  School  in  Edinburgh  has 
an  all-age  unit  called  Muirburn.  Linden 
Lodge  School  in  London  is  receiving  in- 
creasing numbers  of  multiply  handicapped 
children. 

In  part,  the  weekend  grew  out  of  last 
year's  debate  in  these  pages  on  communi- 
cation systems.  All  these  schools  have 
decided  to  introduce  Sign  Systems  for 
their  blind  children  who  have  problems  in 
communicating.  All  have  also  introduced 
various  Symbol  Systems.  All  are  grappling 
with  how  to  move  from  the  stage  of  encou- 
raging the  very  first  gesture  or  intentional 
movement  a  child  makes,  to  the  growth  of  a 
complex  and  formal  sign  system. 

Over  the  weekend  many  staff  presented 
their  ideas,  not  as  lectures  or  as  formal 
presentations  but  as  contributions.  It  is  not 
easy  to  do.  There  is  a  basic  instinct  which 
says,  "Justify  what  you  do.  Never  display 
weakness  or  uncertainties  to  others.  Above 
all,  when  meeting  people  from  other  schools, 
pretend  that  what  you  are  doing  is  great".  It 
is  a  sign  of  a  really  good  professional  to 


acknowledge  difficulties  and  share  them. 
Yet  when  you  can  share  in  this  way,  the 
ideas  that  come  out  are  so  much  more 
relevant. 

There  was  a  lot  of  video  in  use.  It  is 
extraordinary  how  the  use  of  videos  has 
changed  our  lives.  In  place  of  a  thousand 
words  of  description,  we  could  see  the 
children  we  were  talking  about.  We  could 
not  hide  behind  that  other  defence -"Ah, 
but  their  children  are  not  as  disabled  as 
ours.  It  would  never  work  with  us".  And 
simply  watching  the  children  inspired  ideas 
and  comments.  No  danger  of  talking  too 
much  idle  theory  with  the  children  there, 
almost  in  the  flesh,  in  front  of  you. 

Another  danger  on  'courses'  comes  from 
thinking  that  the  more  people  come,  the 
better  it  will  be.  I  have  been  to  courses 
where  a  teacher  expected  to  speak  to  a 
dozen  people  about  her  work,  and  was 
confronted  by  sixty.  Suddenly  she  tries  to 
become  a  lecturer  and  feels  she  has  to 
seem  to  know  it  all.  Baring  your  soul  to  a 
handful  of  people  is  possible  and  rewarding 
—  to  a  hallfull  it  can  become  self-indulgence. 
At  Rushton  Hall  we  never  had  more  than 
twenty,  sometimes  less.  It  was  great. 

Let's  have  more  'get-togethers'.  Let's 
drop  the  pretence  that  there  is  one  set  of 
people  who  'know  it'  and  another  set  who 
don't.  Let's  be  more  selective  in  our  group- 
ings, though.  The  folk  at  Rushton  didn't 
want  to  talk  about  signs  for  deaf-blind 
children.  They  wanted  to  think  about  child- 
ren who  may  behave  as  deaf-blind,  but  can 
hear.  They  knew  just  what  they  wanted  to 
talk  about  and  with  whom  to  talk  about  it. 

What  are  the  current  issues  that  we 
face?  What  topics  would  benefit  from  the 
'get-together'  approach?  Let  us  know  your 
ideas. 

Paul  Ennals 
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Sarah's  Story 

I  was  born  deaf  to  deaf  parents  and 
attended  deaf  schools  at  Heston  and 
Newbury.  During  my  childhood  I  did  not 
notice  any  eye  deficiency,  until  I  was  about 
1 3.  It  was  then  that  I  discovered  that  I  could 
not  see  in  the  dark.  I  saw  the  optician  to 
find  the  reason  for  my  night  blindness  and 
was  told  that  I  had  a  'reduced  visual  field' 
which  seemed  to  explain  the  night 
blindness.  It  was  the  same  story  for  the 
next  few  years  when  I  attended  my  regular 
eye  tests. 


Not  long  after  leaving  school,  I  met 
David,  married  at  20,  moved  from  West 
Drayton  in  Middlesex  to  Calcot,  near 
Reading  and  had  our  two  children.  Nicola 
is  now  seven  and  Rachel  is  four. 

For  six  years  I  pushed  one  baby  then 
the  other  around  in  the  pram  and 
pushchair  and  last  year  my  youngest 
decided  that  she  wanted  to  walk  instead.  I 
couldn't  understand  why  I  kept  stumbling 
at  kerbs,  bumping  into  people  who  I  did  not 
see  being  there,  being  hit  by  overhanging 
branches  and  was  beginning  to  have 
flashes  of  light  in  my  eyes.  Little  did  I  know 
then  that  pushing  prams  and  pushchairs 
was  like  being  guided  by  a  guide  dog  over 
kerbs,  through  the  crowds  of  people  etc. 
The  local  optician  examined  me  and 
noticed  some  abnormality  at  the  back  of 
my  eyes.  So  I  went  to  my  doctor  about  it.  He 
found  a  letter  in  my  file  from  a  previous 
optician  to  an  earlier  GP.  This  dated  way 
back  to  1973  and  said  that  I  had  an 
untreatable  and  incurable  eye  disease. 

It  was  a  shock  and  I  was  also  very  angry 
that  I  was  in  total  ignorance  of  this  for  13 
years.  I  had  been  17  then,  working  and 
independent  and  old  enough  to  be  told 
about  it. 

I  thought  I  was  better  prepared  for  the 
hospital  appointment.  The  specialist 
confirmed  the  diagnosis  and  called  it 
'Retinitis  Pigmentosa'  and  warned  me  that 
it  was  progressive.  My  husband  asked  him 
about  all  sorts  of  treatments  and  all  the 
time  the  doctor  shook  his  head.  David 
could  not  believe  that  in  this  day  and  age 
nothing  could  be  done. 

Outwardly  I  was  calm  but  inwardly  I  was 
in  turmoil  and  kept  thinking  'BLIND'.  It 
seemed  the  worst  prospect  then  as  I  didn't 
get  much  information.  It  was  nearly 
Christmas  -  what  a  Christmas  present!  -  I 
had  to  pull  myself  together  for  my  family. 

The  hospital  contacted  the  social 
services  who  sent  their  Technical  Advisor 
for  the  Visually  Handicapped.  Anne  Walton 
came  a  month  later  and  it  was  she  who 
obtained  all  the  information  on  R.P.  and 
Usher  Syndrome.  As  I  read  all  about  it,  it  all 
became  less  frightening  and  it  was  then 
that  I  started  to  pick  myself  up. 


Anne  has  taught  me  the  whole  of  the 
Braille  code  and  after  lots  of  practical  work, 
I  am  taking  the  exam  in  a  few  weeks. 

Then  I  had  mobility  training  with  Kenny 
Hamilton  and  this  proved  in- 
valuable. He  told  me  the  different 
ways  that  a  partially  sighted  and  a  blind 
person  is  taught  with  mobility  and  gave  me 
a  few  useful  hints  like  stopping  for  a  few 
minutes  to  let  my  eyes  adjust  to  either  the 
dimness  of  the  interior  or  to  the  bright 
sunshine,  and  also  moving  my  eyes  up, 
down  and  sideways  while  walking  to  get 
more  information  of  what's  ahead. 

The  main  problem  I  had  at  the  time  was 
using  a  shopping  trolley  as  I  was 
constantly  getting  verbal  abuse  from 
people  who  thought  I  was  rude  and  pushy. 
So  Kenny  issued  me  with  a  folded  white 
stick  to  carry  around  while  pushing  the 
trolley  and  it  helped  a  lot.  At  first  I  did  not 
like  carrying  it  as  it  had  been  a  very  private 
thing  before  but  got  used  to  it  eventually.  I 
now  use  it  in  crowded  environments  and  it 
helps  too. 

Friends  who  knew  of  my  eye  appoint- 
ment at  the  hospital  began  asking 
questions  about  the  outcome.  I  did  not 
want  to  tell  anyone  about  it  at  first  but  I  had 
to  tell  a  few  very  reluctantly  and  pleaded 
with  them  not  to  tell  anyone  else. 

But    after    some    social    difficulties    I 


USHER 
SYNDROME 


began  to  realise  it  was  best  to  inform  lots  of 
people  about  R.P.  and  the  problems  that 
came  with  it  and  began  to  feel  confident 
about  telling  others. 

But  there's  one  thing  I  do  hate,  it  is 
seeing  pity  in  other  people's  expressions-l 
tell  them  point-blank  that  I  do  not  want 
their  pity  but  I  want  their  understanding. 

I  am  now  happier  within  myself  and  am 
able  to  overcome  some  of  the  problems 
and  look  upon  them  as  achievements! 

I  am  at  present  doing  some  voluntary 
work  at  the  Bulmershe  College  in  Woodley 
and  attending  a  course  on  word- 
processing  in  the  hope  that  it'll  lead  to 
employment  in  the  future. 

This  present  happy  state  of  mind  would 
not  have  been  possible  without  the 
wonderful  support  I  have  received  from  my 
family,  friends  and  the  people  from  the 
social  services. 

Sarah  Reed 


Durham   Get-together 


The  College  of  St  Hild  (St  Hild?  -  yes,  St 
Hild)  and  St  Bede  was  the  setting  for  forty- 
five  people  with  Usher  Syndrome,  their 
relatives,  interpreters  and  assorted  children 
to  meet  for  a  weekend  get-together  11-13 
September.  The  children  enjoyed  a 
programme  of  activities  including  swimming 
and  puppet  making.  Carole  Palmer,  wife  of 
Russ,  one  of  the  deaf  people  and  a 
teenager  friend  looked  after  this  side  of  the 
work.  The  children  did  not  want  to  go  home! 

The  speakers  included  Dr  Surinder 
Papiha  from  Shomi  Battachyrya's  Molec- 
ular Genetics  Department  at  Newcastle 
University.  In  spite  of  the  communication 
barriers  he  was  able  to  excite  the  audience 
in  the  gene  mapping  work  they  are  doing 
and  this  was  probably  the  first  time  in  the 
UK  that  such  a  profoundly  deaf  audience 
was  brought  face  to  face  with  front  line 
research. 

Two  other  speakers  both  had  Usher 
Syndrome.  Helen  Browne  is  a  student  in 
her  third  year  at  Durham.  She  now  has  a 
Guide  Dog  but  described  the  intense 
problems  that  she  has  -experienced  in 
trying  to  follow  lectures  and  take  notes. 
Philip  Gafga  the  second  speaker  is  a  post 
graduate  PhD  fellow  researching  into 
economics,  despite  his  severe  hearing 
loss  and  now  profound  sight  loss  his  work 
on  economics  is  considered  to  be  very 
advanced.  Both  speakers  were  an 
inspiration  to  the  audience  and  after  their 


talks  many  questions  were  asked  about 
how  to  go  to  university. 

Perhaps  the  most  valuable  part  of  the 
weekend  were  the  discussion  groups.  We 
divided  into  three  with  the  first  two  groups 
made  up  of  those  with  Usher  Syndrome 
and  their  interpreters  and  the  third  group 
made  up  of  relatives.  The  relatives  group 
was  made  up  of  three  sisters,  one  brother, 
two  husbands,  a  wife,  a  boyfriend  and  a 
mother.  The  three  groups  reported  the 
results  of  their  discussions  at  the  end  of 
the  weekend  and  all  three  groups  were 
unanimous  in  supporting  more  awareness 
for  their  condition. 

What  was  also  helpful  to  some  of  those 
with  Usher  Syndrome  who  are  still  not 
living  independent  lives  was  to  meet 
informally  to  talkwith  those  who  had  made 
the  break  from  home  and,  in  spite  of  their 
severe  deaf-blindness,  were  managing  on 
their  own  and  holding  down  jobs. 

We  were  fortunate  in  having  Wendy 
Ebsworth  from  the  Merseyside  Society  for 
the  Deaf  to  organise  the  team  of  very  good 
interpreters. 

The  major  cost  of  organising  'Weekend 
Together'  for  mainly  profoundly  deaf 
people  with  RP  and  their  families  was 
borne  by  Sense.  However,  the  British 
Retinitis  Pigmentosa  Society  must  be 
thanked  for  its  contribution. 

Mary  Guest 
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I 


Holidays  '87 


This  year  Sense's  holiday  programme  was  bigger  than  ever.  Over  seventy  children 

with  eighty-five  helpers  took  part  in  nine  holidays.  Here  is  just  a  sample  of  our 

holiday  reports  and  some  of  our  holiday  snaps. 


The  Isle  of  Wight 

Adam  Ockleford  led  a  holiday  party 
which  stayed  at  Sandown.  Here  are  some 
of  their  activities. 

. . .  then  we  explored  Cowes  and  went 
shopping  on  a  rather  wet  afternoon. 

Wednesday  Geraldine  looks  after  Tony 
and  Maggie  attends  to  Shuet.  Everyone  is 
very  flexible  in  adjusting  to  different  activi- 
ties. To  Robin  Hill,  an  animal/adventure 
park:  pony  rides,  and  giant  slides.  In  the 
afternoon,  back  to  Sandown  for  a  swim  in 
the  leisure  centre,  the  sea  being  bone- 
achingly  cold.  In  the  evening,  Alistair  and 
Shuet  enjoy  a  firework  display  on  the  beach 
with  their  helpers. 

Thursday  To  Yarmouth,  a  little  shopping, 
then  a  windy  boat  trip  round  the  Needles. 
In  the  afternoon,  to  Freshwater  Bay,  for  a 
walk  and  coffee. 

Friday  The  morning  spent  with  Lindy  and 
Al  Wyman  on  the  beach  and  in  the  town  of 
Shanklin.  Fun  on  the  trampolines.  Very  hot 
and  sunny.  A  final  swim  in  the  leisure 
centre  in  the  afternoon. 

Saturday  After  saying  farewell  to  Cantrell 
Lodge,  the  final  day  spent  in  Ryde,  shopping, 
paddling,  walking  and  getting  a  good  suntan. 
Ferry  at  4.00  pm,  and  so  home. 


Some  enjoy  old  fashioned  pleasures  .  . 


but  Justin's  dinosaur  is  the  oldest. 


Some  people  lay  on  the  »and 


and  some  were  persuaded  to  try  the 
water .  .  . 


.  .  .  and  it  was  pretty  good  when  you  got  in! 
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The  Lake  District 

The  ten  children  and  helpers  were  based 
on  Natland  near  Kendal.  Here  is  a  taste 
of  Sheila  Houston's  account. 

We  needed  two  helpers  on  'dozing"  (as 
opposed  to  "waking")  night  duty  -  one  in 
each  of  the  children's  dormitories.  The 
night  duty  would  begin  about  1 1.30  pm  - 
1 2.00  pm  and  two  more  unsuspecting  help- 
ers would  relieve  at  6.00  am  to  let  the  night 
shift  grab  a  few  hours  sleep.  Everyone  did 
volunteer  their  services  in  this  capacity, 
and  Doreen  and  I  were  on  call  for  emerg- 
encies (more  than  three  children  out  of  bed 
at  once!).  Again,  fourteen  helpers  was  just 
enough  for  no-one  to  have  to  do  more  than 
one  night  and  one  early  morning  in  the 
week,  and  with  no  days  off  as  such,  I  felt 
that  that  was  enough  for  anybody. 

Tuesday  Had  a  competition  to  see  who 
could  get  the  wettest  in  the  rain  at  Blackpool. 
Had  to  eat  the  lunch  in  the  minibus  and 
then  braved  the  elements  on  the  rides  at 
the  Pleasure  Beach.  I'm  sure  the  big  dipper 
in  the  pouring  rain  is  a  fairly  unique  sensory 
experience.  Unrepeatable  (hopefully!). 

Wednesday  Decided  to  play  the  weather 
at  its  own  game  and  went  swimming  in  the 
leisure  pool  at  Kendal.  Returned  to  the 
house  for  the  sandwiches  and  went  on  to 
Haverthwaite  in  the  afternoon  to  ride  a 
steam  train. 

Thursday  Weather  improved  a  little  so 
spent  the  morning  at  Hornsea  Pottery  (the 
one  just  outside  Lancaster) -again  activities 
such  as  bouncy  castles  and  slides,  although 
things  were  rather  damp.  Hornsea  had  a 
lovely  picnic  area  and  after  lunch  we  went 
on  to  Morecambe  and  had  a  lovely  sunny 
afternoon  at  the  funfair. 


For  next  year's  holidays  see  page  1 5. 


Skipton  Castle  with  the  Harrogate  Holiday 

i-y  -.  .-  -       >    ■     •' 

Usher  Holiday  Ideas 
for  1 988 

After  this  year's  happy  gatherings  at  the 
Roughmoor  Centre  in  Wiltshire  and  at 
Durham  University  there  was  a  strong 
desire  from  those  attending  to  make  an 
Usher  holiday  a  regular  event  and 
perhaps  extend  it  to  a  week. 

Several  ideas  are  in  the  air  including 
the  possibility  of  a  week  on  a  narrow 
boat.  Sue  Robinson  is  tracking  down 
information  and  Charles  Turrell  has 
agreed  to  help  with  planning. 

If  you  are  interested  in  a  canal  holiday 
or  other  Usher  weekends  please  write 
to  Mary  Guest  at  Sense  after  Christmas. 
Mark  your  envelope  Usher  Syndrome 
Holiday  please. 


Time  for  a  rest  on  the  way  up. 


Sailing  along 

Brent  Knoll 

This  was  a  new  holiday  in  response  to  the 
demand  for  holidays  for  secondary-aged 
youngsters  -  a  sort  of  "Son  of  Weston 
1 986". 

We  stayed  in  a  300  year  old  farmhouse 
in  Brent  Knoll.  There  were  seven  holiday- 
makers:  Marissa,  Kelley,  Matthew  Hannah, 
Matthew  Richards,  Andrew,  Nicholas  and 
James-  plus  a  superb  group  of  volunteers. 

We  divided  our  time  between  buckets 
and  spades  on  the  beach,  the  tourist  trail  to 
places  like  Cricket-St-Thomas  Wildlife  Park 
and  a  few  healthy  outdoor  walks  which 
made  space  for  the  next  cream  tea.  We 
also  managed  to  visit  every  inflatable  jump- 
ing castle  in  the  West  of  England  (since 
Nicholas  and  James  can  spot  one  at  several 
hundred  yards)  and  to  feed  the  elephant  at 
Bristol  Zoo. 

Highlights:  I  shall  remember  Andrew 
making  it  to  the  top  of  Dunkery  Beacon, 
Marissa  walking  all  the  way  down  Brent 
Knoll  without  help  and  being  immensely 
proud  of  her  achievement,  Kelley  feeling 
the  statues  in  the  wildlife  park  and  copying 
their  positions ...  oh  yes,  and  Matthew 
gazing  in  amazement  at  a  huge  knicker- 
bocker  glory  -  all  this,  just  for  signing  "I 
want  ice-cream  please"? 

Matthew  R.  wrote  his  own  report,  cover- 
ing the  highlights  as  he  saw  them:  "I  liked 
the  elephant  in  the  zoo  and  I  liked  the 
circus.  I  had  a  big  ice-cream  every  day." 

Thanks  to  the  volunteers  who  did  such  a 
good  job,  especially  in  learning  so  many 
BSL  signs  in  such  a  short  time,  and  to 
Sense  whose  support  made  the  holiday 
possible. 

Laura  Pease 
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Regional  Roundup 


Can  Spring  Be  Far  Away? 

The  day  after  the  great  storm  tore  down 
trees  and  branches  all  over  Southern  Eng- 
land, one  new  branch  burst  into  life  in 
North  Lincolnshire.  That  branch  was  ours, 
the  new  Sense  -  East  Midlands,  owing 
much  to  the  dynamism  of  Les  Good  and  her 
family  and  the  concerned  friends  and  pro- 
fessionals around. 

I  hope  to  be  meeting  with  them  all  on 
7th  November  and  we  can  expect  more 
news  in  the  next  Talking  Sense.  Already 
they  have  radio  and  newspaper  features 
behind  them  and  are  planning  a  major 
launch  event. 

The  Branch  Officers  are:  Chairman: 
Lesley  Good.  Vice  Chairman-  Helen  Neale, 
Secretary  -  Elizabeth  Holbrook,  and 
Treasurer  -  Rowena  Statham.  They  will  be 
hoping  to  draw  support  from  Lincolnshire, 
Nottinghamshire,  South  Humberside  and 
South  Yorkshire. 

If  you  want  to  be  involved  or  just  to  say 
"Hi",  write  to  the  Secretary,  Elizabeth 
Holbrook.  Post  Office,  12-16  High  Street, 
Moulton,  Spalding,  Lines.  PE12  6QB.  Our 
welcome  and  best  wishes  to  the  new  baby 
(Branch,  that  is). 

Note  Families  in  South  Yorkshire  may  have 
the  chance  of  twin  membership  soon.  Moira 
and  John  Leahy,  not  too  far  away,  are 
seriously  working  towards  a  Yorkshire 
Branch,  based  in  Leeds.  But  I'm  not  going 
to  tell  you  about  that  yet! 

Sign-post 

Deep  in  the  windswept  orchards  of  Kent  a 
number  of  parents,  led  by  Barbara  and  Tom 
Scholten,  in  alliance  with  other  parents 
whose  children  attend  the  Royal  School  for 
Deaf  Children  in  Margate,  have  been  plott- 
ing. 

Facing  that  ever-present  shadow,  what 
happens  after  school  let  alone  after  I'm 
gone,  they  have  grouped  together  to  do 
something  about  it. 

The  Royal  School  has  pioneered  a 
number  of  developments  for  its  older  pupils, 
of  all  abilities,  seeking  to  prepare  for  future 
occupation  and  living.  Butthey  can  only  go 
so  far.  In  order  for  all  not  to  be  wasted, 
others  must  step  in. 

As  a  group  called  Sign-post  ("Sign 
communication  and  "post'  school  provision), 
the  parents  are  now  actively  pursuing  their 
objective  of  setting  up  meaningful  employ- 
ment projects  designed  for  those  who  need 
to  communicate  by  signing.  'Total  comm- 
unication' is  the  essential  factor  which 
makes  this  initiative  different  from  other, 
apparently  similar,  ones. 

By  looking  at  the  occupational  aspects 
first,  the  group  feels  that  the  community 
based  residential  aspects  will  follow  more 
easily. 

The  selected  first  target  area  is  Thanet/ 

Kent  and  there  are  already  powerful 

allies,  most  notably  John  Brown  and  his  Hi 

Centre  organisation,  which  has  made  such 

an  impact  in  Maidstone. 

Sense  will  obviously  stay  involved  and 
you  will  be  hearing  more  but  if  you  wish  to 
contact  Sign-post  direct,  write  to  the  Secre- 
tary, Barbara  Scholten  at: 

31  The  Coppice 
Pembury 
Tunbridge  Wells 
Kent  TN2  4EY 


North  of  the  Thames 

Good  things  spread  as  well  as  bad.  One 
outcome  of  the  Kent  parents  Sign-post 
initiative  has  been  the  stimulation  of  activity 
in  other  areas.  Geoff  and  Frances  Murrills 
have  spear-headed  a  fact-finding,  or  person- 
finding  mission  in  the  North  Thames  and 
Anglia  areas,  seeking  to  identify  the  need 
for  long-term  care  in  the  community  and 
the  best  ways  of  securing  it. 

Our  Eastern  Region  has  gladly  given  its 
support  and  representatives  from  the  Region, 
from  Sense-Colchester  and  Sense-London 
North  East  will  join  with  others  on  the 
committee  to  carry  the  planning  forward. 

Having  flooded  the  area  with  letters, 
Geoff  has  analysed  the  replies  and  has 
called  a  meeting  in  Chelmsford  on  14th 
November  to  gather  as  many  interested 
people  as  possible  -  and  to  end  the  day 
with  an  agreed  direction  and  a  working 
party. 

If  you  want  to  be  involved  or  to  know 
more,  you  can  write  to  Geoff  Murrills  at: 
20  Winchelsea  Drive 
Chelmsford 
Essex  CM2  9TL 

More  news  in  the  next  issue  of  Talking 
Sense 

Keep  'wVoock 

Norman  Brown 

Sense  -  South  West 

This  has  been  a  year  of  immense  growth 
both  for  the  Branch  and  individually. 

As  a  Branch  we  have  taken  stock  of 
ourselves  and  reviewed  why  we  exist.  This 
has  been  a  vaulable  exercise  because  it  is 
easy  to  start  something  with  lots  of 
enthusiasm,  input  and  effort  -  only  to  run 
out  of  steam  at  a  later  date.  Taking  stock 
does  enable  a  review  to  be  made  of 
methods,  aims  and  targets,  thus  maintain- 
ing a  momentum  from  which  everyone 
gains. 

We  felt  as  a  Branch  that  our  fund  raising 
for  general  matters  was  acceptable, 
providing  a  source  of  funds  for  training 
courses,  equipment  resources  and  holidays, 
as  well  as  general  running  costs.  Our 
second  area  of  funding,  for  our  proposed 
centre  (more  of  that  later)  is  constantly 
being  pursued  and  is  an  intensive  long- 
term  commitment. 

Growth  individually  is  something  which 
can  only  come  with  experience.  Our 
unique  management  committee,  made  up 
of  'lay  persons',  highly  respected  people 
who  are  not  parents  but  individuals  who 
just  wish  to  help,  have  grown  to  know 
Sense,  its  ideals,  its  personalities  and  its 
problems. 

With  all  this  growth  comes  vision,  and  it 
is  this  vision,  fuelled  by  dedicated  Sense 
staff  which  encourages  such  projects  as 
our  proposed  centre.  This,  The  Sense 
South  West  Centre  for  our  multi- 
handicapped  deaf-blind  has  developed 
from  the  seedling  idea  to  positive  planning. 

Having  agreed  to  set  up  a  working  party 
to  prepare  a  full  paper  on  the  proposed 
centre,  a  series  of  meetings  to  discuss  all 
the  implications  has  been  arranged.  Our 
fourth  meeting  will  take  place  in 
November,  everyone  involved  is  so 
enthusiastic  that  it  is  a  pleasure  to  take 


part.  Our  Chairman,  Paul  Ennals,  Mary 
Evans  from  the  Community  Health  Council 
in  Exeter,  Linda  McGinn  and  Philippa  Clark 
from  the  RSD,  Peter  Wareham,  senior 
social  worker  with  the  deaf  in  Exeter,  have 
all  been  involved  -  with  others  who  have 
particular  expertise  being  invited  to  join  in 
at  key  stages. 

If  we  are  successful  the  plans  for  our 
Centre,  which  will  be  for  long  term  care,  will 
be  a  great  benefit  for  our  young  children 
and  we  should  also  like  to  hear,  at  this 
stage,  from  other  parents  who  have 
thoughts  on  the  long  term  care  of  their  own 
children.  We  hope  it  will  be  a  national 
resource  and  it  is  our  wish  that  it  meets  the 
needs  of  our  young  people.  Please  write  to 
us  with  your  views. 

If  this  all  sounds  so  serious  life  does 
have  its  high  points  and  opportunities  to  let 
off  steam.  OurChairman  was  recently  seen 
associating  with  a  group  of  'females'  at  the 
Ladies  Rally  of  the  Devon  and  Cornwall 
Centre  of  the  Caravan  Club.  Sense  South 


West  is  their  designated  charity  for  1 987 
and  Peter  opened  their  Rally  near 
Okehampton  this  summer. 

Money  miles,  raffles  and  draws  have 
been  a  part  of  our  activities  with  a  few 
major  events  planned  for  the  future.  1 987 
has  been  a  good  year  for  us  and  1988 
looks  even  more  promising.  We  are  always 
pleased  to  hear  from  members,  by  phone 
or  if  visiting  our  area  -  so  make  a  point  of 
looking  us  up. 

Peter  and  Mary  Holman 
Chairman  and  Secretary 


Sense-Midlands 

The  Midlands  Branch  is  alive  and  well. 
Over  our  first  year  we  have  had  quite  a  few 
meetings.  Some  have  been  talks  and 
others  social  but  all  have  been  successful, 
despite  having  our  Christmas  Party  at 
Easter  due  to  inclement  weather. 

Because  of  the  size  of  our  area  we  are 
not  able  to  see  all  of  our  members  at 
meetings  but  try  to  keep  in  contact  with  a 
Newsletter  and  the  telephone. 

Our  most  recent  event  was  a  Cheese  & 
Wine  Evening,  a  small,  intimate  gathering. 
As  many  of  you  who  were  at  the  September 
Weekend  Away  will  know  we  are  running  a 
Christmas  Raffle  in  order  to  raise  money 
fortheF.E.  Unit  at  Edgbaston.  Thank  you  to 
all  who  bought  tickets. 

Our  next  meeting  will  be  a  talk  by  Helen 
Bradley,  Sense  Educational  Psychologist, 
on  'Behavioural  Problems'.  This  is  on 
Sunday  22  Novemberat  2.30pm  at  Sense- 
in-the-Midlands  and  we  hope  it  will  be 
well  supported  since  this  is  a  topic  which 
interests  most  of  us. 

Margaret  Beattie  -  Secretary 


>'. 
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We  take  to  the  water 

The  narrowboat  went  from  one  side  of  the 
canal  to  the  other  to  the  consternation  of 
the  students.  All  looked  worried.  David 
disappeared  below.  He  had  seen  enough! 
We  came  face  to  face  with  a  small  cruiser- 
we  were  on  the  wrong  side  of  the  canal! 
We'd  forgotten  we  had  to  drive  on  the  right. 
An  attempt  to  move  over  and  we  ended  up 
broadside  across  the  canal  with  an  irate 
cruiser  owner  shouting  'Reverse!' 

We  started  to  get  the  hang  of  the  boat. 
David  took  the  rudder  for  five  minutes  and 
then  decided  he'd  had  enough,  and  made 
way  for  Susan  to  have  a  go.  This  was  her 
forte  and  she  retained  the  role  of  skipper 
for  the  rest  of  the  week.  Lorraine  decided 
her  skills  best  lay  in  navigating  and  operat- 
ing the  locks  while  Maurice  was  cautiously 
interested  in  everything  that  was  going  on. 
Later,  we  negotiated  our  first  lock  unaided 
and  successfully.  Tiredness  was  overtaken 
by  jubilation.  The  students  clapped  hands 
and  cheered  and  joined  in  our  celebrations. 
We  moored  that  night  feeling  sure  that 
tomorrow  would  be  a  good  day. 

The  next  day  we  were  filmed  going 
through  a  lock,  under  bridges  and  along 
the  straight  and  narrow.  We  were  getting 
good  at  the  locks  now  and  Maurice  delight- 
ed us  all  by  signing  "Up,  Up"  as  the  boat 
lifted  in  the  lock. 

One  day  we  trekked  to  a  village  to  see 
the  'bygones  museum'.  Maurice  liked  the 


Manor  House 
News 


The  Narrow  Boat  —  by  Susan  White 

old  tin  helmets  and  forces  caps,  while 
Lorraine  played  with  an  ancient  cash  reg- 
ister. We  all  had  a  little  jig  when  the  owner 
wound  up  an  old  gramophone  and  put  on 
an  equally  old  record.  It  was  great  fun. 

We  had  lots  more  adventures  on  the 
way  back  to  base,  this  time  going  down  the 
locks.  Maurice's  amazing  strength  and  his 
cries  of  "Push,  push"  helped  us  operate 
the  heavy  lock  gates.  Kim  fell  into  the  water 


and  later  so  did  Debbie.  Fortunately,  Kim 
hauled  her  to  the  bank.  Maurice,  David  and 
Lorraine  had  eyes  like  saucers  and  mouths 
wide  open.  Susan  cried  and  signed  "Oh 
dear,  Oh  dear"  overand  overagain.  Debbie 
cried  "My  jeans  are  shrinking"  and  we  all 
collapsed  in  fits  of  laughter. 

On  Saturday,  we  hadn't  got  far  to  go  at 
all  to  get  back  to  Lower  Heyford,  our  starting 
base.  We  set  off  at  a  leisurely  pace,  then 
Maurice  frightened  us  all  by  suddenly  jump- 
ing off  and  running  up  the  bank.  He  clearly 
decided  he  could  manage  the  next  lock 
himself.  I  caught  him  quickly  and  advised 
him  it  might  be  safer  to  walk,  so  he  decided 
to  gambol  in  the  sunshine.  He  was  so 
relaxed  and  uninhibited  it  was  a  delight  to 
see.  Debbie  took  Sue  to  sit  on  the  roof  of 
the  boat  to  do  some  sketching.  Not  to  be 
outdone,  Lorraine  joined  them  with  her 
book.  I  lay  down  in  the  sunshine  and  dozed. 
The  peace  was  soon  interrupted.  We  had 
moored  quite  close  to  the  Upper  Heyford 
Air  Base  and  were  right  under  the  flight 
path  of  the  jets.  They  came  really  low  and 
were  very  loud,  much  to  everyone's  delight. 

It  was  a  tiring  holiday  that  was  also  fun 
and  definitely  a  challenge  for  all  of  us.  After 
initial  apprehension,  all  of  the  youngsters 
took  part  with  great  spirit,  except  David. 
Even  so,  he  worked  hard  in  the  galley.  His 
need  to  keep  civilised  and  clean  helped  us 
all. 

Lin  Noon 


SENSE  in  the  Midlands 


Remember  our  summer  fete? 


You  can  recognise  someone  working  at 
Sense  in  the  Midlands  at  present  by  the 
glazed  kind  of  look  that  they  have  in  their 
eyes.  It's  the  kind  of  look  that  says  "Don't 
ask  me  what's  happening,  by  the  time  I've 
told  you  something  else  will  be". 

After  the  initial  excitement  about  the 
completion  of  Freeman  House  and  the 
Family  Centre  there  was  a  lull  -  a  brief 
period  of  quiet  as  people  said  "Now  what?" 
Then  the  storm  hit.  "We  need  twenty  beds, 
sets  of  drawers,  easy  chairs,  waste  paper 
bins  etc  etc"and  when  did  we  need  them? 
Why,  yesterday  of  course!  One  flat  was 
prepared  and  the  students  in  Braidwood 
House  transferred  to  Freeman  House. 
When  they  moved  out  the  holiday  makers 
moved  in.  Then  just  as  the  second  holiday 
started  so  did  ten,  or  was  it  eleven  new 
staff.  Two  weeks  later  four  new  students 
arrived  and  we  had  two  residential  units 


functioning.  But  there's  another  group  of 
five  students  coming  in  November  so  at 
the  end  of  September  we  had  to  advertise 
for  and  appoint  our  next  group  of  staff. 
They  start  next  Monday  November  2nd 
and  the  new  students  come  in  two  weeks 
later.  Then  it's  interviews  for  the  January 
staff  because  another  five  students  start 
then,  and  then?  Yes,  we  repeat  it  again,  we 
hope,  for  another  group  to  start  in  March. 
After  that  we  intend  to  pause  for  a  short 
time  to  take  stock  of  the  situation.  To 
rectify  the  faults  that  have  been  becoming 
apparent,  to  provide  all  the  support  that  we 
say  we  are  giving  the  staff,  to  iron  out  the 
problems  etc.  But  Sense  in  the  Midlands  is 
more  than  just  the  Further  Education 
Department.What  about  the  Family  Centre? 
Well,  Doreen  and  Bronwen  looked  at  the 
Family  Centre,  thought  of  the  amount  of 
work  involved,  and  went  on  holiday  (I  ought 


Regional  Roundup 

continued  from  page  26 

Sense-  London  North-East 

We  held  a  Family  Barbecue  during  August, 
the  weather  was  kind  to  us  and  everyone 
had  a  great  time  as  we  had  chosen  to  hold 
the  event  in  the  Adventure  Playground  at 
Whitefield  School.  This  meant  that  all  the 
children  could  entertain  themselveson  the 
equipment,  leaving  us  parents  to  chat  and 
cook  the  food.  Woodford  and  Wanstead 
Rotaract  Club  members  came  along  and 
presented  us  with  a  cheque  for  £388.25 
following  a  talk  which  Gary  gave  to  them  in 
the  spring. 

Our  next  event  will  be  our  now  famous 
Christmas  Party  on  Saturday  1  2  December 
in  London  to  which  you  are  all  invited. 

If  there  are  any  parents  or  professionals 
out  there  reading  this  who  live  or  work  in 
the  London  area  who  want  contacts  or 
perhaps  just  want  to  be  aware  of  local 
parents  who  are  willing  to  help,  to 
understand,  or  just  to  join  together  for  fun 


and  a  break  from  isolation  please  contact 
me. 

Christine  Taylor 
26  Albion  Road 
London  E17  3HZ 
Tel  01 -520  1736 


Mr  H.A.  Markus 

It  is  with  great  regret  that  we  have  to  record 
the  death  of  Harry  Markus,  one  of  our  long- 
standing parent  members  from  the  Isle  of 
Man. 

Harry  and  Ruth  have  known  the  full 
meaning  of  isolation  as  they  have  cared  for 
their  daughter  Heather  with  little  or  no 
contact  from  otherfamilies  except  by  letter 
or  through  the  Newsletter. 

Nonetheless  they  have  seen  Heather 
through  until,  now  40  years  old,  she  is 
living,  with  support,  in  her  own  home  -  a 
considerable  success  story. 

Our  love  goes  out  to  Ruth  and  Heather 
at  this  time. 


Soak  the  teacher.  Yiannis  prepares! 

to  point  out  that  it  was  a  Sense  holiday,  the 
one  in  the  Lake  District).  Since  they  returned, 
Joan  Spriggs  has  joined  them.  Joan  is  a 
Nursery.  Nurse,  and  they  have  been  busy 
ordering  equipment  and  furniture,  getting 
the  Family  Centre  ready  and  doing  a  bit  of 
advising  on  the  side.  Doreen's  dream  is 
now  nearly  a  reality,  in  the  next  Talking 
Sense  she  can  tell  you  all  about  it. 

Building  wise,  things  have  halted  for  the 
time  being.  It's  disappointing  but  we  can 
only  continue  if  we  have  the  money  and  at 
present  we  don't.  Phase  1  cost  the  best 
part  of  £1/2  million  and  for  the  completion  of 
the  Further  Education  Department,  which 
is  Phase  2,  we  need  to  find  another  £1/2 
million.  It  isatremendouschallengetofind 
that  kind  of  money,  but  find  it  we  must  and 
we  will.  Any  help  you  can  give  us  will  be 
welcome.  Just  have  a  word  with  your  friend- 
ly millionaire  and  get  him  or  her  to  drop  us  a 
cheque.  The  more  noughts  after  the  first 
figure  the  better. 

Before  finishing,  I  must  mention  the 
Weekend  Away  orshould  I  say  the  Weekend 
Away  Creche  and  Tony  Kirk  and  his  team. 
They  were  tremendous  and  it  was  wonder- 
ful to  see  Edgbaston  booming  (literally) 
with  children.  Everywhere  you  looked  at 
Sense  in  the  Midlands  that  weekend  you 
saw  or  as  it  seemed  hordes  of  children 
enjoying  themselves  and  as  far  as  I  know 
Tony  didn't  lose  one.  It  was  great.  Tony  was 
in  such  a  state  the  week  after  that  I  managed 
to  get  him  to  agree  to  do  it  all  again  next 
year. 

John  Hatton 
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Henshaw's 


New  Tarn  House 

In  September  1 987  Henshaw's  Deaf  Blind 
dual  sensory  handicap  unit  for  young 
adults  welcomed  three  more  students  and 
three  new  staff. 

We  all  looked  forward  to  the  planned 
move  to  our  new  Tarn  House;  a  twelve- 
bedded  unit  with  two  working  kitchens, 
lounges,  laundry  room  and  a  self- 
contained  independence  flat.  This  purpose 
designed  building  will  enable  us  to  accept 
more  students  of  mixed  abilities  whilst 
maintaining  a  'family'  sized  group. 

The  new  members  of  Tarn  include 
Roger,  rubella  deaf,  from  the  North  East; 
Stephen,  a  mature  student  who  is  blind 
with  a  hearing  loss,  from  Liverpool;  and 
Maureen  from  Slough,  partially  sighted 
with  deteriorating  hearing. 

The  new  Tarn  House  was  not  scheduled 
for  completion  until  three  weeks  into  the 
term  so  we  took  this  opportunity  (!)  to 
encourage  the  students  to  visit  the 
building  works  so  they  would  understand 
the  change  better. 

On  the  'big  day'  a  stream  of  people 
moved  backwards  and  forwards  between 
the  houses  carrying  everything  from 
suitcases  to  speech  trainers.  The  students 
knew  it  was  really  happening  when  they 
had  to  make  their  beds  in  their  new  rooms! 
It's  more  settled  now  but  I'm  still  trying  to 
remember  where  everything  is. 

Student  Programmes 

There  have  been  a  few  developments  with 
the  students  programmes.  Julie  Tolley, 
who  led  so  successfully  our  work  in  Dance, 
is  to  be  congratulated  on  becoming  the 
Arts  Director  for  the  City  of  York. 
Continuing  the  Dance,  we  are  pleased  to 
welcome  Shelley  Sorkin,  a  Senior  Lecturer 
in    Dance    from    All    Saints    College    of 


Roger  helping  to  move  in 

Education  in  Leeds.  Shelley  will  be 
supported  by  Cathy  Middleton  to  ensure 
continuity  of  work.  Also  joining  Henshaw's 
as  part-time  members  of  staff  are  Maia 
Wells,  our  weaving  specialist;  and  Cleo 
McKernan  who  will  be  in  charge  of  the 
knitting  machine  project. 

Of  the  students,  Janet  has  joined  a 
short  course  in  woodwork  at  Harrogate 
College  of  Arts  and  Technology.  The 
significance  is  that  she  is  working  with  an 
able  group  of  mainstream  girl  students. 
Other  students  from  Tarn  continue  to  visit 
the  college  for  two  sessions  of  practical 
activities  whilst  a  third  lower  ability  group 
is  involved  in  appropriate  development 
programmes. 

Sporting  Challenges 

Continuing  ourthemeof  integration,  Janet 
spent  a  week  during  September  at  the 
Outward  Bound  Centre,  Ullswater  with  a 
mixed  group  of  young  people  from  the 
Bradford  Textile  Training  group,  Youth 
Training  Scheme.  Tina  and  Sharon  from 
the  group  were  Janet's  special  guides. 
They  had  spent  time  with  her  in  Tarn  House 


Pathways  News   -   Parents9  Weekend 


We  have  just  had  our  Parents'  Weekend. 
There  was  a  healthy  mixture  of  relaxation, 
talks,  demonstrations,  swimming,  eating 
and  discussions.  Ten  sets  of  parents  attend- 
ed. They  help  to  determine  the  content  of 
the  course  by  answering  a  questionnaire. 
Two  problems  concern  all  parents  all  of  the 
time.  One  is,  what  happens  to  their  children 
after  they  leave  Pathways,  the  second  is, 
the  provision  in  thecountryfortheirchildren 
should  they  be  unable  to  care  for  them.  A 
whole  morning  is  set  aside  to  cover  these 
issues.  After  dinner  on  Friday  parents  had 
the  opportunity  to  see  the  computer  pro- 
grammes available  for  our  children  and  to 
watch  videos  of  work  done  at  the  school. 

On  Saturday  morning  Miss  J.  Shields 
talked  about  "Opportunities  -  Now  and  in 
the  Future".  Clearly  there  is  much  going  on 
now  to  meet  the  needs  of  the  deaf/blind 
but  much  more  needs  to  be  done. 

Miss  D.  Entwhistle  and  Mrs  M.  Jones 
talked  about  the  reasons  we  used  Paget- 
Gorman  Signed  Speech  to  teach  language 
and  the  parents  were  then  given  the  oppor- 
tunity to  practise  it. 

Mr  Norman  Healey  from  the  Eye,  Ear 
and  Throat  Hospital  in  Shrewsbury  describ- 
ed in  layman's  terms  the  problems  faced  by 
:.<■.'.:.  <-.  // "  '<:■;' if  'j  problem',  different 
types  of  hearing  losses,  and  the  difficulties 
of  wearing  hearing  aids. 


The  two  topics  on  Sunday  morning 
brought  the  Conference  to  an  end.  Chris 
Walsh,  the  RNIB  Leavers'  Adviser,  gave  a 
talk  on  the  present  alternatives  facing  our 
leavers  and  outlined  the  pitfalls  parents 
should  avoid  when  claiming  benefits.  Par- 
ents then  had  the  opportunity  to  talk  about 
the  specific  needs  of  their  own  children. 
The  morning  ended  with  Mrs  Pratt,  Vice 
Chairman  of  Vision  Homes,  talking  about 
their  progress  in  providing  homes  for  handi- 
capped people. 

Two  groups  have  been  learning  to  finger- 
spell  this  term.  The  first  is  a  mixture  of 
ages.  All  decided  to  join  in  order  to  spell  to 
our  children  when  they  meet  them  in  the 
village.  The  Girl  Guides  are  also  busy  learn- 
ing to  communicate  in  this  way. 

Last  week  Harvest  Festival  was  cele- 
brated in  the  village.  We  encourage  the 
children  to  buy  goods,  usually  in  tins,  with 
their  own  pocket  money  and  to  deposit 
them  in  the  church,  prior  to  the  service. 
There  has  been  a  movement  away  from 
perishable  items  in  the  area.  Practically, 
this  is  sensible,  but  the  unique  smell  of 
fruit,  vegetables  and  flowers  at  Harvest 
Festival  is  one  that  our  children  should 
have  the  opportunity  of  experiencing.  It  is 
important,  too,  for  our  children  to  learn  to 
give  and  not  only  to  receive. 

Peter  Jones 


and  had  learnt  fingerspelling  to  help  their 
communication. 

Janet's  strong  competitive  spirit  shone 
through  as  she  exhibited  no  fear  at  all  in 
the  'Death  Slide'  ropeway,  rock  climbing 
and  abseiling.  Other  adventures  meant 
spending  a  night  in  a  bleak  mountain  hut, 
building  a  raft,  problem  solving  and  trust 
games.  Christine,  the  group  leader,  was 
full  of  praise  for  Janet's  involvement  and 
her  comment  for  Janet's  whole  week  was 
'magic'. 

Last  August  Debbie  attended  the 
'Living  Together'  holiday  organised  by 
Mobility  International  at  the  Stackpole 
Home  Farm  near  Pembroke  in  South 
Wales.  International  groups  of  young 
disabled  people  were  accommodated  in 
the  excellent  facilities  of  the  six  houses 
making  up  Stackpole.  Together  with  other 
students  from  Henshaw's,  Debbie  shared 
her  home  with  four  visitors  from  Greece. 

There  was  an  exciting  choice  of 
activities  offered,  including  horse  riding, 
archery  and  visits  to  places  of  natural 
beauty  and  interest  in  the  Pembroke 
National  Park.  Debbie  enjoyed  walkstothe 
nearby  beach  and  visits  to  Pembroke 
Castle.  Her  evenings  were  spent  at  parties, 
discos,  Bar-B-Q's  and  the  Chinese 
restaurant.  She  mixed  and  interacted  well, 
enjoying  the  international  company  and 
responding  to  the  situation  and  staffing. 


Young  Sense 

Young  Sense  isa  newsletterfor  families 
who  use  Sense's  Advisory  Service.  Here 
are  a  couple  of  items  from  the  latest 
edition: 


Useful  Ideas 

From  Sue  Powney,  a  feeding  tip.  To  en- 
courage Paul  to  feed  himself  Sue  would 
play  Tomy's"Bring  Along  A  Sound"  musical 
box.  When  Paul  fed  himself  the  music 
played  and  when  Paul  stopped  so  did  the 
music-  if  Paul  wanted  the  music  to  continue 
he  had  to  feed  himself. 

A  piece  by  John  Todd  regarding  sleep- 
ing problems:  "As  a  young  baby  our  son, 
Paul,  was  a  very  bad  sleeper.  At  night  he 
would  go  to  sleep  for  about  one  hour  then 
wake  in  a  panic.  This  went  on  all  through 
the  night  and  we  were  getting  very  tired. 
One  evening  Paul  fell  asleep  in  his  Baby 
Relax  Chair  and  slept  on  and  on.  He  looked 
so  peaceful  that  we  thought  we  would 
leave  him  in  his  chair  and  carried  him  up 
the  stairs  and  put  him  beside  our  bed  with 
pillows  under  his  legs  and  by  his  head  and 
a  quilt  to  cover  him.  He  slept  on  all  through 
the  night,  much  to  our  surprise  in  the 
morning.  The  same  thing  happened  the 
next  night  and  when  we  mentioned  this  to 
ourdoctor  he  replied  that  babieswith  heart 
conditions  often  sleep  better  in  an  upright 
position.  Paul  carried  on  like  this  until  he 
was  about  eighteen  months  old  and  much 
bigger  so  that  his  heart  was  able  to  cope 
with  his  lying  flat." 

Please  help  us  to  produce  the  next 
Young  Sense.  Items  on  any  topic  should 
be  sent  to: 
Lesley  Harrison 
The  Family  Centre 
86  Cleveland  Road 
Ealing 

London  W13  OHE 

We  need  to  receive  contributions  from 
you  by  19  February  1988  for  the  next 
issue. 


■/'< 
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Two  new  appointments  in 
the  Community  Care  Field 


The  provision  of  appropriate  housing  and 
residential  care  on  a  long-term  or  perman- 
ent basis  is  one  of  Sense's  perpetual  high 
priorities.  Many  new  projects  and  develop- 
ments are  being  promoted  throughout  the 
country,  many  of  them  on  a  co-operative 
basis  between  local  authorities,  health 
authorities,  housing  associations  and 
voluntary  organisations.  Sense  is  involved 
with  a  number  of  such  projects  in  different 
corners  of  England  mostly  and  we  hope  to 
report  on  these  more  fully  in  due  course. 

Staff  appointments  have  recently  been 
made  to  two  projects. 

We  have  long  recognised  that  students 
of  our  centres  at  the  Manor  House  and 


BOOK  REVIEW 


Speak  With  My  Hands 
by  Barbro  Goras 

Barbro  Goras  is  the  Deaf-Blind  Consultant 
working  at  the  EkeSkolan  Training  Centre 
for  the  Visually  Impaired  in  Orebro,  Sweden, 
and  she  successfully  condenses  fifteen 
years  accumulated  insight  and  wisdom  into 
this  very  small  booklet  (32  pages  with  lots 
of  photographs). 

By  looking  at  three  different  children 
and  the  programmes  devised  for  them  she 
points  up  common  aims  and  principles 
while  also  stressing  the  uniqueness  of 
each  programme  for  each  unique  child. 
These  common  aims  and  principles  are 
demonstrated  in  programmes  for  a  blind 
Rubella  handicapped  child  (with  normal 
hearing),  a  severely  physically  handicapped 
child  with  impaired  vision  and  hearing,  and 
a  deaf-blind  child. 

In  its  few  pages  the  booklet  touches  on 
a  number  of  important  points:  the  use  of 
objects  to  represent  forthcoming  activities, 
the  importance  of  anticipation  skills,  the 
need  to  build  up  the  child's  confidence,  the 
relevance  of  observational  assessment, 
using  a  variety  of  modes  of  communication 
until  the  child  shows  a  preference  for  one 
over  the  others,  accepting  the  child's  current 
repertoire  of  behaviours  as  a  basis  on 
which  to  establish  more  formal  communica- 
tion, and  the  importance  of  consistent 
routines  extending,  if  necessary,  through- 
out the  entire  day. 

Most  refreshing  of  all  she  confirms  the 
view  that  the  establishing  of  a  warm  emo- 
tional bond  with  the  child  has  to  be  the 
starting  point  for  teaching  anything  positive. 
The  booklet  begins  with  a  motto:  "The 
desire  to  communicate  is  a  function  of 
motivation,  an  appetite  for  life,  and  a  love  of 
companionship",  but  in  so  few  pages  the 
author  can  only  touch  on  the  implications 
of  this.  The  interest  roused  by  this  booklet 
since  it  arrived  in  Britain  a  few  months  ago 
is  a  good  indication  of  the  need  for  more  of 
the  same,  preferably  in  book  form.  Let  us 
hope  that  is  what  Barbro  Goras  has  in  mind 
for  the  future. 

David  Brown 

'Speak  With  My  Hands'  is  published  by: 
Handikappinstitutet,    Box    303,    161    26 
Bromma,  Sweden. 

Sense  has  acquired  a  limited  number  of 
copies  of  'Speak  with  my  Hands'.  Any  parents 
wanting  a  free  copy  should  phone  or  write  to 
Frank  Roper  at  Sense  Head  Office. 


Sense-in-the-Midlands  will  need  to  move 
onto  housing  projects  once  their  period  of 
Further  Education  is  at  an  end.  The  Royal 
National  Institute  for  the  Blind  also  wishes 
to  develop  resources  for  this  purpose  as 
does  Vision  Homes,  a  new  charity  made  up 
of  parents  of  multi-handicapped  blind 
children  and  of  their  professional  workers 
at  two  RNIB  schools,  Condover  Hall  and 
Rushton  Hall.  In  order  to  develop  projects 
forthe  3  organisations,  Sense  hasappoint- 
ed  a  Project  Officer  in  Housing  and  Resid- 
ential Services  who  will  be  based  at  Sense- 
in-the-Midlands.  We  are  very  fortunate  to 
have  join  us  Eva  Stefanowska  who  is  very 
appropriately  experienced  as  Special  Pro- 
jects Officer  for  a  Housing  Association  in 
Birmingham.  Eva  will  join  us  in  January 
1988. 

Sense  is  a  member  of  the  Committee  on 
the  Multiply  Handicapped  Blind  (CMHB),  a 
body  with  representation  from  many  organ- 
isations which  is  run  by  the  South  Regional 
Association  for  the  Blind.  It  was  set  up  in 
the  late  1 970s  by  Oscar  Myers,  first  head 
of  Condover  Hall  School,  because  of  his 
concern  at  the  neglect  of  multi  handicapped 
blind  people,  especially  those  who,  like 
many  of  our  members,  live  in  mental  handi- 
cap hospitals.  The  CM  H  B  was  very  fortunate 
in  receiving  a  3-way  grant  from  the  DHSS, 
the  SE  Thames  Regional  Health  Authority 
and  a  private  trust  to  appoint  a  Develo- 
ment  Officer  who  will  endeavour  to  propose 
a  model  of  provision  to  enable  the  many 
blind  patients  in  mental  handicap  hospitals 
in  the  SE  Thames  Region  (ie  Kent,  East 
Sussex,  and  SE  London)  to  move  into  suit- 
able housing  within  the  community  or  to 
have  a  more  sensitive  level  of  support 
within  the  hospitals,  should  a  move  out  not 
be  possible.  It  is  hoped  that  any  model  will 
be  replicable  within  other  regional  health 


authorities  throughout  the  country.  The 
CMHB  is  pleased  to  announce  the  appoint- 
ment of  Diane  Harries  to  this  post.  Diane 
takes  up  her  post  this  month  and  will  be 
based  with  the  Rev.  Bernard  Coote  who  is 
Chairman  of  the  CMHB  and  Director  of  the 
Royal  School  for  the  Blind  in  Leatherhead, 
Surrey. 


IAEDE 


At  this  summer's  conference  of  the  Inter- 
national Association  for  the  Education  of 
the  Deaf-Blind,  a  new  ExecutiveCommittee 
was  appointed.  John  Mclnnes  of  Canada  is 
now  Chairman,  Keith  Watkins  of  Australia 
is  immediate  PastChairman  and  Sonia  Jarl 
of  Sweden  is  Vice-Chairman.  It  is  hoped 
that  the  next  Conference  in  1991  will  be 
held  in  Sweden. 

Rodney  Clark  is  now  the  Association's 
Secretary/Treasurer  and  Paul  Ennals  is 
the  editor  of  The  International  Newsletter. 

It  is  hoped  to  produce  the  Newsletter 
twice  a  year  to  start  with.  The  first  edition  of 
the  newlook  Newsletter  will  be  published 
in  February  1988  and  will  go  to  paid  up 
members.  Readers  of  Talking  Sense  who 
are  interested  in  receiving  a  copy  should 
write  to  Rodney  at  Head  Office.  Member- 
ship forms  for  IAEDB  will  be  enclosed  with 
the  Spring  1988  Newsletter. 

As  a  result  of  our  greater  involvement  in 
international  activities  relating  to  deaf-blind- 
ness, we  will  hope  to  report  regularly  on 
these  and  all  IAEDB  matters  in  Talking 
Sense. 

The  names  of  the  UK  representatives 
on  the  Executive  Committee  of  the  IAEDB 
are  Gini  Cloke,  Jane  Evans,  Doreen  Norris. 
They  may  be  contacted  initially  via  Head 
Office. 


Communicating 

with  Deaf-Blind 

People 


Many  deaf-blind  adults  rely  on  finger-spell- 
ing in  order  to  communicate  with  people. 
Others  use  a  host  of  different  systems- 
sign,  lip-reading,  block  letters  etc.  Many  of 
their  friends,  acquaintances  and  colleagues 
wish  that  there  were  training  forthe  public 
to  help  them  communicate  with  deaf-blind 
people. 

On  February  24th  Sense  will  start  an 
evening  course,  in  conjunction  with  the 
Royal  Association  for  Deaf  People  (R.A.D.). 
Held  over  six  weeks  there  will  be  sessions 
every  Wednesday  evening  at  the  R.A.D. 
centre  in  Clapham,  South  London,  where 
people  can  learn  tof  ingerspell,  learn  a  little 
about  deaf-blindness  and  its  implications 
and  meet  a  number  of  deaf-blind  people. 
The  evenings  will  be  relaxed,  yet  we  hope 
that  a  lot  will  be  learned.  No  previous 
experience  is  necessary  -  just  a  willing- 
ness to  meet  and  talk  with  deaf-blind  people. 

At  the  end  of  the  course,  those  that  wish 
to  will  have  the  opportunity  to  qualify  as 
Communicators  with  Deaf-Blind  People, 
through  the  Council  for  the  Advancement 
of  Communication  with  Deaf  People 
(CACDP).  For  further  details  contact  Louise 
Gray  at  Sense  Head  Office. 


Sense  in  the 
Midlands  Appeal 

Our  capital  appeal  for  Sense-in-the-Midlands 
has  a  target  of  £3  million  to  be  acquired 
over  the  next  5  years.  We  have  so  far  raised 
approximately  £300,000.  As  we  are  without 
an  Appeals  Manager  at  the  moment,  Paul 
Ennals  has  gallantly  stepped  into  the 
breach  and  is  currently  spending  3  days  a 
week  in  Birmingham.  A  Foundation  has 
been  formed  to  manage  the  appeal  and  we 
are  very  fortunate  to  have  the  enthusiastic 
services  of  Professor  Ted  Marsland  as 
Foundation  Chairman.  Ted  is  former  Vice- 
Chancel  lor  of  the  University  of  Birmingham. 
We  will  feature  him  in  the  next  edition  of 
the  Newsletter.  Recent  donations  include 
£15,000  from  the  Jules  Thorn  Trust  and 
£30,000  from  a  Swiss-based  foundation. 
We  eagerly  await  an  announcement  from 
the  DHSS  on  the  result  of  an  application  for 
major  grant-aid  towards  the  project  in  the 
year  beginning  1  April  1988.  We  were 
recently  fortunate  in  receiving  a  visit  on- 
site  from  Mr  Michael  Portillo,  the  junior 
Social  Security  Minister  who  pledged  all 
possible  support  by  Government  and  DHSS. 
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The  visually 
handicapped 


can  bank  on 
NatWest 


NatWest's  full  range  of  banking  ser- 
vices in  Braille  and  Large  Print  give  the 
visually  handicapped  the  independence 
they  deserve  and  enjoy. 

Translation  of  all  information  into 
Braille  is  carried  out  by  bank  staff  to 
ensure  absolute  confidentiality.  This  also 
enables  us  to  provide  a  quick,  efficient 
and  personal  service. 

Statements  in  Braille  and  correspon- 
dence when  necessary  are  just  part  of 
the  service.  Our  Brailled  Cheque  Writing 
Template  assists  visually  handicapped 
people  to  write  their  cheques  with  confi- 
dence. NatWest  also  provides  specially 
written  Braille  instructions  to  help  non- 
sighted  customers  use  Servicetills  for 
easy  cash  withdrawals.  All  these  services 
are  also  available  in  Large  Print  to  assist 
partially  sighted  customers. 

The  visually  handicapped  may  also 
use  the  convenient  Access  Credit  Card 
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service  through  NatWest.  Statemer 
literature,  card  number  and  credit  limit  all 
being  provided  in  Braille  or  Large  Print. 

NatWest  Braille  and  Large  Print  ser- 
vices are  available  through  our  network 
of  over  3,000  branches  and  are  free  to 
visually  handicapped  customers. 

Your  local  NatWest  branch  will  be 
pleased  to  provide  full  details  and  a 
friendly  welcome;  alternatively  write  to: 
General  Administration  Services 
National  Westminster  Bank  PLC 
1  Prescot  Street,  London  El  8RN 
or  telephone  01-480  2285  and  ask  for  a 
copy  of  our  booklet  "Make   NatWest 
Work  For  You  — in  Braille"  (copies  are 
available  in  Braille  and  inkprint). 

NatWest  appreciates  the  importance 
of  independence  to  the  visually  handi- 
capped. 
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NatWest  The  Action  Bank 


FOR 


A     C     T     I 


& 


04 


Members'  News 


Carl  Schembri 

Carl  is  22  months  now.  He  was  bom  four 
weeks  premature  and  his  weight  at  birth 
was  only  31/2lbs.  As  a  very  weak  baby,  he 
was  immediately  transferred  to  the  hosp- 
ital's special  baby  unit  where  he  spent  four 
weeks  in  an  incubator.  We  were  only  allow- 
ed to  visit  him  for  half  an  hour  each  day.  He 
developed  pneumonia  when  he  was  only 
ten  days  but  responded  well  to  the  treat- 
ment. To  our  great  joy  we  could  take  Carl 
home  when  he  was  five  weeks  and  weighing 
5lbs.  We  were  told  that  everything  was  fine 
with  the  baby.  The  weeks  that  followed 
were  full  of  anxiety,  always  fearing  that  Carl 
could  be  taken  away  from  us  if  anything 
went  wrong.  This  anxiety  turned  to  happi- 
ness, thanking  God  that  although  I  had 
contracted  rubella  during  my  first  month  of 
pregnancy  we  had  a  healthy  baby. 


Our  happiness  was  short-lived  as  when 
Car  was  eleven  weeks  we  could  tell  some- 
thing was  wrong  with  his  eyes.  We  were 
told  by  an  ophthalmologist  that  Carl  had 
cataracts  in  both  eyes.  He  had  very  poor 
head  control  and  never  enjoyed  being  carried 
by  anyone,  not  even  by  myself.  I  accom- 
panied Carl  to  London  where  he  was 
operated  on  by  Mr  David  Taylor  at  the 
Hospital  for  Sick  Children  when  he  was 
seven  months.  Severe  hearing  loss  was 
also  diagnosed.  Carl  has  been  wearing 
contact  lenses  and  a  hearing  aid  since 
then.  He  is  also  expertly  guided  for  develop- 
ment by  Dr  P  Sonksen  at  the  Wolfson 
Centre. 

I  was  asked  to  contact  the  Sense  Family 
Centre  at  Ealing.  Coming  from  Malta,  this 
association  was  unknown  to  me.  I  had  an 
appointment  with  Lindy  Wyman  in  August 
1  986.  Lindy  so  warmly  welcomed  us.  At  a 
time  when  I  felt  that  the  whole  world  was 
tumbling  around  us,  Lindy  managed  to  fill 
me  with  great  courage.  I  had  already  given 
upall  hope  but  Lindy  reassuringly  explained 
to  me  that  if  I  worked  with  Carl  he  would  be 
able  to  improve.  Lindy  also  helped  me  by 
correspondence,  congratulating  me  on 
Carl's  progress  and  constantly  encouraging 
me,  especially  when  she  sensed  that  I  was 
about  to  give  up  my  challenge.  Since  then  I 
met  Lindy  last  February  when  she  arranged 
for  me  to  meet  Judith  Peters  and  David 
Brown.  I  could  not  help  admiring  their 
sterling  work  and  the  great  dedication  they 
offer  to  babies  and  children  like  Carl.  The 
third  time  I  met  Lindy  she  was  so  pleased 
to  assess  Carl's  steady  and  even  progress. 

From  being  such  a  floppy  baby,  Carl  can 
be  fed  with  a  spoon,  sit  up  unsupported  and 
enjoys  being  with  people.  He  runs  around 
the  house  with  the  help  of  a  baby  walker 
and  is  having  so  much  fun  in  exploring  and 
discovering  things.  Our  next  goal  is  that 
Carl  should  gain  complete  balance  so  that 
he  can  finally  walk  without  any  support. 
Most  important  of  all,  I  am  also  concentrat- 
ing on  his  expressive  language  develop- 
ment. Lindy  is  also  in  close  contact  with 


Carmen  Grech  who  is  Carl's  peripatetic 
teacher  in  Malta. 

Lindy  invited  me  to  attend  the  Weekend 
Away  organised  by  Sense  in  Birmingham 
where  I  had  the  great  opportunity  to  talk 
with  parents  and  teachers  and  so  share  our 
experiences.  I  learned  so  much  through  Dr 
Jan  van  Dijk's  talks  which  he  gave  on 
Saturday  19th  September  and  also  from 
the  three  workshops  I  chose  to  attend. 

I  also  met  Paul  Ennals  who  is  being 
instrumental  in  trying  to  extend  Sense 
services  to  Malta,  the  island  where  we 
come  from  and  where  at  present  there  are 
four  babies  of  the  same  age  with  the  same 
problem. 

Thanks  to  Sense  and  doctors  at  Great 
Ormond  Street  and  the  Wolfson  Centre, 
Carl  has  progressed  tremendously.  He  is 
very  much  accepted  and  so  affectionately 
loved  by  us,  his  parents,  but  also  by  his  two 
elder  sisters  and  brother,  both  our  families 
and  friends. 

Irene  Schembri 
8,  Mannarino  Road 
B'Kara 
Malta 


Jill  McManus 

Our  little  girl  Jill  is  four  years  old  and  is 
visually  handicapped  with  a  hearing 
impairment  and  facial  disabilities,  she  also 
has  severe  learning  difficulties.  Following 
a  trip  to  the  Family  Centre  in  Ealing  we 
have  become  members  of  Sense. 

Being  introduced  to  Sense  and  their 
Family  Centre  is  the  best  thing  that  has 
happened  to  Jill.  Her  progress  has  been 
wonderful  in  just  a  short  space  of  time. 

We  would  like  to  thank  all  at  the  Family 
Centre  for  a  very  enjoyable  and  'eye- 
opening'  experience  and  hope  that  we  may 
have  many  more  visits. 

Congratulations  should  also  be  made  to 
Lindy  Wyman  on  the  publication  of  her 
wonderful  book  'Multiply  Handicapped 
Children'.  We  recommend  that  all  parents 
read  and  enjoy  this  very  helpful  book. 

Jim  and  Anne  McManus 
8  Galwally  Ave 
Belfast 
BT8  4AJ 


Wesley  Jepson 

This  is  Wesley  Jepson  celebrating  his  fifth 
birthday  with  some  of  his  friends  and 
teachers  at  the  Family  Centre  (Ealing). 

Wesley  has  Charge  Syndrome  which 
has  affected  both  his  hearing  and  sight.  He 
also  had  major  heart  surgery  when  he  was 
just  12  months  old.  Nevertheless,  Wesley 
has  always  remained  a  brave  and  happy 
little  boy  with  plenty  of  personality. 

He  is  going  into  hospital  very  shortly  to 
have  a  cataract  removed  from  his  eye  which 
will,  we  all  hope,  make  an  improvement  to 
his  near  total  blindness. 

Let's  hope  next  year  he  will  be  able  to 
see  six  candles  on  his  cake. 

Mrs  Vivienne  Jepson 
38  Westbrook  Road 
Heston 
Middx 


David  Burdis 

David  is  still  at  Camphill  near  Stirling  and 
still,  at  the  grand  old  age  of  almost  25, 
making  progress.  He  manages  to  concen- 
trate for  1 5  minutes  at  a  time  doing  basket 
weaving  -  I  now  have  a  lovely  knitting 
basket  made  from  willow  which  David  has 
made  for  me,  of  course  some  other  more 
able  person  did  the  very  difficult  finishing 
off,  but  the  whole  effort  is  quite  amazing. 

David  also  has  painting  lessons  using 
large  paint  brushes  and  very  bright  paints. 
He  enjoys  the  lessons  very  much 
especially  as  his  teacher  is  a  young 
attractive  girl! 

His  household  has  been  very  busy 
preparing  for  a  St  Michaelmas  play  in 
which  David,  along  with  every  one  else  in 
the  house,  took  part. 

David  had  a  lovely  holiday  with  Sense 
in  Scotland  this  year  at  the  Bridge  of  Weir, 
all  the  staff  involved  made  his  holiday  a 
very  happy  one,  thank  you  everyone  for  all 
your  hard  work.  I  am  sure  the  staff  all 
needed  a  holiday  afterwards  to  recover. 

We  are  pleasantly  surprised  to  find  that 
David  has  matured  as  he  has  grown  older 
but  we  still  have  the  problems  of  his  not 


wanting  his  coat  on  other  than  when  going 
out  on  long  walks! 

Rhoda  and  Joe  Burdis 

'Redsike' 

1  New  Terrace 

Hallbankgate 

Brampton 

Cumbria  CA8  2NN 
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Members'  News 


Sarah  Mathers 

Our  daughter  Sarah  is  almost  nine  years 
old.  She  is  profoundly  deaf,  has  a  heart 
condition  and  learning  difficulties.  She 
also  has  some  behavioural  problems  like 
banging  her  head  and  repeating  various 
actions. 


We  became  interested  in  Sense  about 
two  years  ago  after  having  exhausted  all 
avenues  in  Northern  Ireland  in  trying  to 
piece'  Sarah  together.  We  were  very 
impressed  with  the  Family  Centre  and  with 
the  dedication  and  kindness  of  everyone 
there. 

After  our  visit  we  got  in  touch  with  some 
parents  and  that's  basically  how  Sense- 
Northern  Ireland  came  about.  OurBranch 
has  about  eight  parents  and  the  mums 
meet  once  each  month  for  a  meal  and  a 
chat. 

We  are  finding  it  difficult  and  very  slow 
getting  things  going,  but  I  am  sure  with  the 
help  of  Sense  it  won't  be  long  before  we 
have  our  own  unit  for  our  children. 

Muriel  Mathers 

5  Old  Quay  Court 

Holywood 

Co  Down  BT18  0HT 


Dizzy  Scott 

My  name  is  Dizzy  Scott.  'Sense'  people  are 
my  friends.  I  live  at  Stoneyfield  House,  75 
Stoneyfield  Lane,  Edgware  Way,  Edgware, 
Middx.  HA8  8YT. 

My  mum's  name  is  Beate  Scott.  She 
lives  at  32  Metropole  Court,  Royal  Parade, 
Eastbourne,  BN22  7AX. 

I  have  lived  at  Edgware  for  seven  years, 
but  because  I  am  deaf  and  cannot  get  out 
in  my  wheelchair  I  get  lonely  in  the 
evenings  and  some  weekends.  I  am  26 
years  old  and  can  see  quite  well,  write, 
lipread  and  speak  better  now.  I  will  move  to 
Eastbourne  in  two  years  time  to  a  new 
home.  I  have  waited  a  long  time  for  this  to 
happen.  I  would  like  to  make  more  'Sense' 
friends.  I  can  be  visited  or  taken  out. 
Children  are  welcome.  I  like  getting  letters 
and  I  write  a  lot  of  letters.  Thank  you. 

Love  Dizzy 


Mark  Evans 

We  are  pleased  to  have  recieved  the  follow- 
ing letter  from  Mark  who  is  a  25  year  old 
deaf-blind  man  living  at  Poolemead.  Mark 
is  a  regular  reader  of  Talking  Sense. 

'I  went  ride  on  the  horse  every  Tuesday 
with  disabled  people.  I  have  ride  on  my 
tricycle  and  have  three  wheels.  I  have 
started  in  the  garden  and  greenhouse.  I 
have  worked  sheep  wools,  draw,  painted  a 
picture  and  pottery. 

I  have  made  pumpkin  pies  with  Celia 
and  I  read  the  cookery  book.  It  is  too  hard 
to  read  about  self  foods.  I  went  shop,  in 
Bath,  big  swimming  pool,  Bristol  Deaf  Club. 
Holidays,  last  July  I  went  to  Beaumont 
College  in  Lancaster  in  the  coach  and 
November  I  went  by  train  from  Worcester 
from  Bath  to  change  to  Swindon.  I  have  TV 
pay  in  the  shop.  I  played  games  with 
snooker  and  computer,  typewrite  letters, 
read  books  from  library  and  write  diary.  I 
like  to  watch  and  read  Teletext  TV.  One 
Man  and  his  Dog,  and  read  Amateur 
Gardening.  We  went  to  pubs.  On  March 
1 4th  we  went  to  Chinese  restaurant.  I  have 
made  a  bench  at  woodwork.' 

Mark  Llewelyn  Evans 


Stephen  Musker 

This  letter  was  written  in  Braille. 
DearTalking  Sense  we  went  to  Butterfields. 
I  went  last  month  in  August  I  went  with 
Norman  and  Karl  and  Charlie.  We  stayed  in 
Janet  and  Ken's  house.  We  saw  two  dogs 
and  Ken's  children.  We  went  canoeing, 
John  showed  us  how  to  row.  We  went 
horse  riding  Charlie  was  a  bit  scared.  We 
went  rock  climbing  Norman  and  John 
climed  a  hundred  feet  up  the  rocks.  I  was 
very  good  at  it  and  Charlie  was  very  good  at 
it  as  well.  At  night  we  went  to  the  pub. 

Deaf-Blind  Unit 
Poolemead 


Daren  Thomas 

Since  birth  Daren  has  been  in  the  care  of 
the  local  authority,  and  is  profoundly  deaf, 
has  no  sight,  is  without  speech  and  with  a 
hole  in  his  heart. 

He  has  been  placed  in  several  schools 
and  hostels,  without  any  contact  from  his 
natural  parents,  and  any  meaningful 
attachments  has  been  impossible,  because 
he  was  unable  to  communicate  his 
simplest  needs  with  anyone. 


During  this  time,  Daren  developed 
severe  behavioural  problems  such  as  head 
banging,  poking,  butting  anyone  who  was 
near  enough,  and  worst  of  all,  smearing  his 
faeces  over  himself  and  everything  else. 

Since  about  the  age  of  10,  he  has 
attended  Maytree  Autistic  Unit,  and  is  the 
only  Rubella  child  at  the  school. 

Our  only  natural  child,  Kevin  is  now  12 
years  old  and  becoming  very  independent, 
which  prompted  us  to  seek  to  foster 
someone  who  could  benefit  from  contact 
with  a  family  unit. 

We  saw  Daren  forthe  first  time  whilst  he 
was  in  the  middle  of  a  P.T.  lesson  at  his 
school  in  September  1 985,  and  immediat- 
ely a  bond  was  formed  between  all  four  of 
us. 

Because  of  his  condition,  it  was 
necessary  to  introduce   Daren   into  our 


home  in  very  gradual  steps,  culminating  in 
his  formal  fostering  in  May  1986. 

Since  this  time  Daren  has  lost  most  of 
his  bad  habits,  and  is  growing  in 
confidence  all  the  time. 

Makaton  has  been  very  helpful  in 
communicating  with  Daren,  and  he  is  now 
using  some  30  signs  regularly,  (although  it 
must  be  said  that  signing  is  a  one  way 
process  most  of  the  time).  At  least  now,  for 
every  action  Daren  does,  it  is  accompanied 
by  a  sign,  and  the  response  from  him  is 
immediate,  this  alone  gives  him  some 
control  over  his  life. 

Daren  enjoys  the  simple  things  we  all 
take  for  granted,  like  walking  in  the 
countryside  in  all  weathers,  lazing  around 
the  garden  and  the  house,  generally  acting 
like  any  16  year  old. 

He  still  needs  constant  attention,  but  is 
very  happy  in  the  knowledge  that  someone 
is  always  nearby. 

The  Sense  caravan  at  Fishguard  brings 
out  the  best  in  Daren  and  he  thoroughly 
enjoys  the  times  that  we  are  able  to  spend 
down  there.  He  knows  his  way  between  the 
clubhouse  and  the  caravan  betterthan  any 
sighted  person,  and  I  am  sure  if  he  has  any 
first  words,  they  will  be  'a  glass  of  lager 
please?'. 

His  social  workers  are  constantly 
surprised  by  the  difference  in  Daren  since 
he  has  been  with  us.  He  has  had  to  adapt  to 
us  to  a  far  greater  degree  than  we  have  had 
to  adapt  to  him,  and  the  stability  with  the 
routine  of  a  family  has  had  a  very  calming 
effect  on  him. 

We  all  love  Daren  very  much,  and  would 
not  hesitate  recommending  the  fostering 
of  a  handicapped  person  to  anyone. 

We  find  the  contacts  we  make  with 
other  parents,  either  through  our  own 
group,  or  at  the  wonderful  Weekend  Away, 
are  very  useful,  as  indeed  is  your 
magazine,  please  keep  it  up.  Yours 
sincerely, 

H.  Gray 

1 5  Sycamore  Road 
West  Cross 
Swansea  SA3  5LB 
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Gerry  Gaffney 

Thank  you  for  all  the  newsletters  and  the 
Weekend  Away.  I  have  learned  so  much 
from  other  parents. 

Remember  Gerry  who  was  1 5  when  she 
came  to  us,  wet,  dirty  and  eating  with  her 
hands.  Gerry  was  assessed  ineducable.  In 
spite  of  having  usable  sight  we  were  told 
she  would  never  understand  more  than 
five  words.  The  worst  thing  was  her 
violence  to  herself  and  others,  especially 
over  food. 

Well,  I  think  we  have  made  every 
mistake  it's  possible  to  make.  At  home, 
Gerry  is  a  love  most  of  the  time.  Using  350 
signs  and  beginning  to  write,  she  is  really 
starting  to  communicate,  but  still  can't 
grasp  that  she  can  ask  for  more  than  food. 

It  has  taken  all  this  time  for  her  to 
actually  point  to  choose  between  two 
things.  Gerry  can  keep  an  eye  on  a  bucket 
filling  with  water  while  spinning  clothes 
and  filling  upthe  washing  machine  with  hot 
water.  You  try  scraping  spuds  on  your  own 
and  she  elbows  her  way  in  to  help.  If  one  of 
the  less  fussy  members  of  the  family  helps, 
Gerry  picks  their  finished  potato  up  and 
checks  for  missed  bits.  Transferring  home 
skills  to  society  is  risky  to  say  the  least.  On 
her  week's  holiday,  I  left  some  money, 
knowing  that  for  strangers  she  might  rip 
her  coat,  or,  as  I  warned  her  key  worker,  her 
knickers.  Well,  Gerry  tore  about  a  case  full 
of  clothes.  It's  difficult  to  know  as  everyone 
rushed  round  and  set  her  up  with  lots  more. 
They  also  had  to  buy  £7  worth  of  knickers 
once  she'd  got  through  the  seven  pairs 
that  went  with  her.  There's  another 
problem,  a  whole  case  of  new  clothes  is  a 
great  reward.  There's  a  balance  in  there 
somewhere. 

When  Gerry  got  home,  she  tried  it  on 
me,  first  with  trousers  -  I  told  her  to  put 
them  on  a  plate.  Clearly  she'd  got  the  idea 
because  she  stopped  laughing.  Next  the 
shirt.  'What's  this'  I  demanded  'Red'  she 
answered.  Yes  well,  I'd  been  trying  to  teach 
hercoloursand  I  didn't  think  she'd  grasped 
it.  What  is  more,  I  would  usually  say  'What 
colour  is  this'  so  her  grasp  of  language  is 
improving. 

Gerry  is  fascinating  to  watch.  At  one 
level  she  is  a  fourteen  year  old, 
emotionally,  but  probably  three  mentally, 
her  experiences  are  very  mixed  but  you 
can  bring  her  on  very  fast  by  using  what 
she  knows  and  making  a  pattern  of  it.  E.g. 
farmer  plants  the  corn,  corn  grows  green 
leaves,  leaves  grow  flowers,  flowers  make 
seeds,  sun  makes  seeds  grow  into  corn, 
hens  eat  corn  etc.  leaves  make  straw, 
animals  sleep  in  straw,  tractors  make  straw 
into  bales,  tractor  takes  corn  to  windmill, 
windmill  makes  corn  into  flour,  we  make 
flour  into  cakes.  All  it  takes  is  time.  There 
lies  another  problem.  There  are  too  many 
words  there  for  her  to  learn  to  read,  but  if  I 
use  one  or  two  words  and  baby  concepts, 
Gerry  resists  and  refuses  to  look. 

We  have  also  learnt  that  her  stimulant  is 
excitement  and  anger  is  the  emotion  most 
easily  felt.  Now  if  we  ignore  that  anger  as 
we  would  like  to,  she  calms  down  into  a 
tired  shell.  If  we  take  that  anger  and  make 
her  do  something  physical  with  it  we  can 
win.  E.g.  if  she  screams  in  the  street,  we 
might  make  her  run  -  yes,  I  look  a  fool,  but  I 
look  a  fool  anyway  -  if  she  screams  in  the 
kitchen  I  might  hold  her  hands  from  behind 
and  make  her  dry  up  however  fast  she  was 
burning  up  energy.  If  she  was  hanging 
washing  out  we  would  grab  washing  that 


Some  people  should  notice  a  person  waiting 
for  a  story! 

fast  and  stick  it  on  the  line.  It  is  noticeable 
that  the  jobs  learnt  like  that  are  the  ones 
she  gets  most  pleasure  from  now.  If  we 
have  a  punishment  for  really  bad  behaviour 
that  can't  be  ignored,  it  must  vary.  Gerry 
enjoys  the  challenge  of  coming  to  terms 
with  anything,  just  like  she  enjoys  seeing 
how  far  she  can  stretch  us. 

We  can't  win  because  there  isn't  a  right 
way  to  do  it,  so  we  might  as  well  enjoy  the 
situation  as  it  is.  After  all,  we  don't  have  to 
worry  about  her  keeping  up  with  her  social 
peers  and  if  our  other  kids  can  learn  to  be 
proud  of  their  near  skills,  life  can  be 
thoroughly  enjoyable.  Powertoyourelbow 
folks  and  may  you  always  be  able  to  stand 
back  and  laugh.  Lots  of  love, 

Les  Good,  Gerry  Gaffney  and  fellow 

sufferers 

Eastfield  House 

Manby  Road 

Stewton,  nr  Louth,  Lines 


Malachy  Connolly 

It  has  been  some  time  since  I  last  wrote  to 
you  about  Malachy.  He  will  be  1 9  years  old 
next  January,  and  is  still  making  great 
progress,  thanks  to  his  teacher  Keith,  and 
the  rest  of  the  staff  at  the  Rebecca 
Goodman  Centre  at  Whitefields  School. 

In  September  Malachy  is  going  to  the 
Manor  House  for  a  three  month  assess- 
ment, we  hope  that  it  all  works  out  for  him 
as  this  would  be  a  great  chance  for  him  to 
improve  his  abilities.  We  will  always  be 
grateful  to  Mr  Turner  and  his  staff  for  th6 
great  help  they  have  given  Malachy  and 
wish  them  good  luck  with  all  their  hard 
work  in  the  coming  years. 

Malachy  had  a  great  time  on  holiday  in 
Minehead  this  year.  He  went  with  a  group 
of  young  people  his  own  age  with  Graham 
Evans  as  team  leader.  Many  thanks  to 
Graham  and  his  helpers  for  giving  the 
young  people  such  a  great  time. 

My  husband  and  myself  had  two  weeks 
in  Devon  in  one  of  the  Sense  caravans, 
with  Malachy  joining  us  for  the  second 
week.  We  thoroughly  enjoyed  ourselves, 
the  weather  was  glorious  and  the  caravan 
was  very  comfortable  with  all  amenities  on 
site. 


Mobility 
Allowance 


Will  the  campaign  to  secure  Mobility 
Allowance  for  deaf-blind  people  ever  end? 
Sometimes  it  seems  not,  yet  still  we  have 
our  successes.  At  this  time  perhaps  more 
of  our  members  are  receiving  Mobility 
Allowance  than  ever  before  and  it  is  a  good 
time  to  apply. 

Yet  still  many  people  are  refused,  and 
many  have  to  appeal  and  appeal  before 
they  are  successful. 

Mobility  Allowance  is  payable  to  people 
who  are  "unable  or  virtually  unable  to  walk" 
out  of  doors.  At  present,  when  a  claimant  is 
examined  as  to  whether  they  are  eligible 
for  Mobility  Allowance,  no  account  is  taken 
of  their  ability  to  find  their  way  from  A  to  B 
or  their  ability  to  make  independent  use  of 
their  walking  ability.  So,  many  deaf-blind 
people  who  are  totally  dependent  on  others 
to  help  them  move  around  outdoors  are 
unsuccessful  in  their  claims. 

Previous  articles  in  Talking  Sense  have 
described  how  some  parents  may  still 
succeed,  by  emphasising  the  behavioural 
difficulties  of  their  children,  by  showing  the 
balance  problems  that  may  accompany 
deaf-blindness,  or  by  showing  how  the 
manner  of  walking  that  their  child  adopts  is 
so  different  from  other  children. 

New  developments 

•  The  DHSS  are  surveying  how  present 
applicants  are  being  treated.  Following 
discussions  with  Sense  and  other  groups, 
they  are  looking  to  see  if  the  present  Guide- 
lines are  being  correctly  followed,  and 
whether  any  amendments  to  the  Guide- 
lines would  enable  deaf-blind  claimants  to 
succeed  more  easily. 

•  Meanwhile,  Sense  and  our  colleagues 
from  other  organisations  who  form  the 
Mobility  Allowance  Campaign  have  con- 
ducted our  own  survey  of  Welfare  Rights 
Workers  to  examine  how  claimants  have 
fared.  We  have  amassed  complex  details 
on  1 00  claims,  and  are  drawing  recommen- 
dations from  these,  to  put  to  the  DHSS. 

•  The  Disability  Alliance  have  produced  a 
new  book,  Applying  for  Mobility  Allowance, 
which  gives  clear  and  concise  guidance  on 
the  processes.  Sense  has  bought  100 
copies,  and  we  are  offering  them  free  to 
anyone  who  is  applying  for  themselves  or 
for  a  member  of  their  family.  Please  contact 
Frank  Roper  at  Sense  HQ  for  your  copy. 
Other  people  can  buy  copies  from  the 
Disability  Alliance  for  £2  for  advisers,  £1 
for  MA  claimants  (post  free)  by  writing  to 
Disability  Alliance,  25  Denmark  Street, 
London  WC2H  8NJ. 

Apply  now.  There  is  a  greater  chance 
of  a  favourable  response  to  any  applications 
that  go  in  now,  while  the  DHSS  is  looking 
so  carefully  at  its  procedures. 

Paul  Ennals 


I  hope  more  parents  will  take  the 
opportunity  of  booking  the  Sense  caravans 
and  enjoy  a  lovely  holiday  as  we  did. 

Josie  Connolly 
299  West  End  Road 
South  Ruislip 
Middx 
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The  last  few  months  have  been  a  very  busy 
period  in  the  Appeals  Department.  But  it's 
been  one  of  those  rather  peculiar  times 
when  nothing  much  is  happening  but  an 
awful  lot  is  being  organised  and  prepared! 

Bonfire  Night 

Take  Fireworks  Night  for  example.  Wands- 
worth Council  have  very  kindly  agreed  to 
let  us  take  a  collection  during  their  annual 
fireworks  display  in  Battersea  Park  on 
November  5th.  At  the  moment  it  is  looming 
formidably  and  forecasts  of  rain  and 
messages  about  Battersea  Park  being 
closed  due  to  storm  damage  are  doing  very 
little  to  calm  our  nerves! 

Christmas  Tree 

Other  matters  we  have  been  busying  our- 
selves with  include  the  cold  and  warm 
Christmas  mailings.  Along  with  an  appeal 
letter,  this  year  we  have  included  a  special 
coin  collecting  Christmas  Tree.  Aimed  at 
children  of  all  ages,  the  tree  has  20  Christ- 
mas lights  of  different  values  (totalling  £10) 
and  the  idea  is  to  obtain  the  appropriate 
coins,  colour  in  the  respective  lights  and 
send  the  money  to  Sense! 

Tin  Rattling 

Talking  of  collecting  money,  there  will  be 
more  tin-rattling  happening  at  King'sCross 
Station  from  1 4th-1 8th  December.  A  few 
over-worked  and  underpaid  staff  will  be 
sent  out  with  a  crust  of  bread  and  a  collect- 
ing box  to  shiver  in  the  inclement  weather. 
If  you  would  like  to  swell  their  numbers  we 
would  be  most  grateful. 

Flag  Days 

Moving  down  a  British  Rail  station,  we  will 
be  collecting  for  Sense  at  Euston  on  Tues- 
day 26th  April  1987,  the  London  date  for 
the  Mental  Health  Flag  Day.  The  National 
Flag  Day  will  be  on  Saturday  23rd  April 
(councils  permitting).  Anyone  who  would 
like  to  organise  a  street  or  a  house  to 
house  collection  for  Sense  should  contact 
Henrietta  Bond  in  the  Appeals  Department 
for  further  details. 

Payroll  Giving 

Talking  about  'raking  in  the  readies'  we  are 
awaiting  the  imminent  arrival  of  the  Sense 
payroll  giving  leaflet.  Please  keep  spreading 
the  news  about  this  excellent  method  of 
donating  up  to  £120  a  year  directly  from 
your  pay-packet,  tax-free.  Encourage  every- 
one you  know  to  speak  to  their  employers 
about  adopting  the  scheme  and  bang  the 
drum  for  donations  to  Sense! 


Seasonal  Suggestions 

Finally  on  a  festive  note,  we  have  lots  of 
Christmas  carol  sheets  available  so  if  you 
fancy  organising  a  sponsored  carol  mara- 
thon, a  carol  concert  or  a  general  carol- 
sing  for  Sense  then  the  Appeals  Depart- 
ment will  be  only  too  happy  to  oblige.  And 
dor  '  forget  the  sponsored  mistletoe  mara- 
thons or  the  build  a  snowman  for  Sense. 


Stop  Press! 

We  collected  £1,439.57  on  Bonfire  Night. 
Many  thanks  to  all  our  volunteers,  friends 
anrj  ',',-o-,o  -Jail. 


Appealing  for  Sense 


Running  750  miles  for  Sense 

Gordon  Jones  is  pictured  here  with  Rodney 
Clark  (left)  and  David  Bridge  at  King's  Cross 
on  the  London  lap  of  his  heroic  run  from 
Wales  to  West  Germany  in  August.  Gordon 
was  on  his  way  to  Felixstowe  where  his 
cross  channel  passage  was  donated  by 
Townsend  Thoreson  Ferries. 

Gordon  was  received  in  Langenau.  twin 
town  of  Bridgend,  Glamorgan,  with  a  riotous 
welcome  and  the  town  band.  Money  for 
Sense  from  his  sponsors  is  still  coming  in. 


Sense  opens  two  Charity  Shops 


Stamford 

More  than  150  people  crammed  short 
Ironmonger  Street  in  the  pedestrianised 
heart  of  Stamford,  Lincolnshire,  on  the 
eighth  of  August,  when  TV  personality 
Patrick  Anthony  cut  the  tape  and  opened 
the  shop. 

Patrick  who  has  his  own  cookery  show 
on  Anglia  Television  came  with  his  mother- 
in-law,  unfortunately  she  missed  the  actual 
ceremony  as  he  told  us  he  had  mislaid  his 
car  boot  key. 

Adrian  Barker,  our  shop's  development 
officer,  was  jubilant  about  the  opening  day. 
'It  was  an  absolute  crush  in  the  shop.  You 
couldn't  move  for  about  an  hour.  We  were 
very  busy  and  took  an  awful  lot  of  money.' 
The  shop  continued  to  be  busy  and  there 
were  many  promises  of  donations  in  the 
first  week. 

Sense  has  close  links  with  the  area 
because  the  Manor  House  is  in  nearby 
Market  Deeping.  Goods  from  our  crafts 
workshop  at  Werrington  will  be  on  sale 
with  other  stock  at  the  shop. 

Margaret  Sadler  is  our  new  manageress, 
ably  supported  by  a  group  of  enthusiastic 
volunteers. 


Above:  the  opening  at  Peterborough; 
below:  manageress  Kate  Clark. 


Top:  Patrick  Anthony;  middle:  the  Stamford 

shopfront;  bottom:  manageress  Margaret 

Sadler. 


Peterborough  Opening 

Another  large  crowd  flooded  the  wide 
pavement  outside  the  second  Sense 
Charity  Shop  to  be  opened  this  autumn. 

The  Mayor  of  Peterborough,  Rex 
Perkins,  supported  by  his  wife,  cut  the  tape 
on  Friday  18  September  at  323  Lincoln 
Road,  Millfield,  an  excellent  main  road 
shop  just  north  of  the  City  Centre. 

Fortunately  for  Kate  Clark  our  manager- 
ess and  her  able  volunteers,  this  double- 
fronted  store  is  more  spacious  than 
Stamford  and  gave  the  shoppers  a  little 
more  elbow  room. 

We  trust  that  the  'Peterborough  Effect' 
of  growth  and  prosperity  will  help  the  shop 
to  thrive. 
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SENSE  COURSES 


Sense-in-the-M  id  lands 

For  details  of  these  courses,  contact 
Margaret  Davison,  Education  Officer, 
Sense-in-the-Midlands,  4  Church  Road, 
Edgbaston,  Birmingham,  B15  3TD.  Tel: 
021-454-2405. 

■  Using  a  Computer  with  Deaf- 
Blind  Children 

Sat  23rd  January  1 988 

A  one-day  course  for  parents  and  professionals 
with  ideas  on  how  to  use  the  computer,  and 
the  software  to  run  it. 
Contact:  Tony  Kirk 

■  Usher  Syndrome  in  your  Family 

For:  Parents  and  relatives  of  school  age 
children  and  young  adults  with  Usher 
Syndrome.  Sat.  30  Jan  1988. 
Fee:  £20.00 
Contact:  Mary  Guest 

■  The  Deaf-Blind  Person  in  a 
Mental  Handicap  Setting 

Wed  3  Feb  1988  10  -  4.30pm 

This  is  a  day  of  workshops  for  people  working 
with  deaf-blind  people  in  a  mental  handicap 
setting.  Using  video's,  and  discussion  groups 
we  will  look  at  the  problems  and  possibilities 
for  3  main  areas  of  concern  -  namely 
developing  communication,  mobility  skills, 
basic  stimulation  and  occupation. 

This  day  is  ideal  for  ATC/SEC  instructors, 
care  staff,  mental  handicap  nurses,  residential 
care  officers. 

It  will  be  a  very  practical  problem  solving 
day  geared  towards  sharing  ideas  on  working 


The  Gift  of  Sight  and  Hearing  - 
A  Video  for  Sense 

Four  strange  characters  have  been  wander- 
ing around  various  Sense  establishments 
over  the  past  six  weeks,  armed  with  cine 
cameras,  monitoring  equipment,  sound 
equipment  and  bright  lights.  They  are 
myself,  Roger  Hickenbotham,  the  assistant 
director  of  the  Health  Education  Video  Unit 
at  Leicester,  and  his  two  assistants,  Chand- 
resh  and  Scott,  who  are  making  a  promo- 
tional video  about  all  aspects  of  the  work  of 
Sense. 

We  hope  when  this  is  finished,  it  will  be 
a  useful  tool  for  fundraising  and  general 
promotion.  Jane  Asher  is  doing  the  voice- 
over  on  November  5  and  she  will  appear  in 
it,  together  with  Graham  Hicks. 

I  wish  I  could  describe  myself  as  the 
director,  but  since  I  have  not  got  one  of 
those  smart  canvas  chairs  with  my  name 
stencilled  on  the  back  I  think  I  am  more  the 
link  man  in  this  operation.  Staff,  parents, 
small  children,  pupils  and  older  students 
have  all  been  very  helpful  and  most  co- 
operative. 

Like  all  good  films,  there  have  been 
numerous  takes  of  the  same  thing  happen- 
ing over  and  over  again  until  Roger,  who  is 
a  perfectionist,  has  been  satisfied  with  the 
result. 

It  is  a  daunting  and  challenging  task 
trying  to  capture  the  atmosphere  and  aims 
of  Sense,  and  the  progress  of  the  younger 
and  older  pupils  as  a  result  of  the  dedicated 
one-to-one  teaching  by  staff  at  the  various 
centres. 

I  hope  that  when  it  isfinished,  the  people 
who  see  it  will  think  that  the  time  and  effort 
which  has  gone  into  it  has  been  worthwhile. 

George  Farnham 


with  a  deaf-blind  person  in  a  mental  handicap 
setting.  Participants  are  invited  to  bring  video 
and  information  on  their  individual  clients. 

Tutors:  Helen  Bradley,  Educational 
Psychologist,  Bob  Snow,  Head  of  F.E. 
Department. 

Fee:  £1  5.00  +  VAT  (£1  7.25)  to  include 
lunch  and  coffee.  Overnight  accommodation 
available  on  request. 

■  Independence  Training  for 
Deaf-Blind  Children  and  Young 
Adults 

Sat  12  March  1988 

For:  Teachers  and  care  staff 

Fee:  £20.00 

■  Deaf  People  with  Retinitis 
Pigmentosa  (Usher  Syndrome) 

Sat  23  April  1  988 

For:  Social  work  personnel  involved  with 

people  who  have  developed  R.P.  (Usher 

Syndrome). 

Fee:  £20.00  +  VAT 

■  The  Education  of  Deaf-Blind 
Children 

2-week  residential  course 

Week  One:  Mon  25  -  Fri  29  April  1988 

Week  Two:  Mon  27  June  -  Fri  1  July  1  988 

For:  Teachers,  especially  those  in  schools  for 
children  with  severe  learning  difficulties,  who 
are  responsible  for  deaf-blind  children  but  who 
have  no  special  training  in  sensory  impairment. 
Fee:  £250.00  (for  2  weeks  inc.  residence)  VAT. 
£100  (non-residential)  +  VAT. 

■  Post  School  Provision  for  Deaf- 
Blind  Young  People 

Sat  11  June  1988 

For:  Teachers,  care  staff,  parents. 

Fee:  £20.00  -I-  VAT. 

/ 

■  Usher  Syndrome 

Sat  2  July  1988 

(details  to  be  confirmed) 

■  Causes  of  Deaf-Blindness, 
Characteristics  and  Implications 

Sat  12  Nov  1988 

For:  Teachers,  care  staff,  parents 

Fee:  £20.00  +  VAT 


COURSES 


■  The  Politics  of  being  Deaf 

Tutor:  Paul  Redfern 

Do  Deaf  People  Have  Their  Own  Language? 
Do  Deaf  PeopJe  Have  Their  Own  Culture? 
Are  Deaf  People  Disabled? 

This  course  commences  the  week  beginning  4 
January,  1 988  and  runs  for  twelve  weeks.  The 
cost  will  be  £16  plus  £3  College  membership. 
There  is  a  substantial  reduction  in  the  course 
fee  if  you  are  unemployed  or  in  receipt  of  a 
state  pension. 

Enrolments  will  be  taken  during  the  Autumn 
Term  (Mondays  to  Fridays)  between  5.30pm 
and  8.00pm  at  the  Working  Men's  College, 
Crowndale  Road,  London,  NW1  1TR. 
Please  telephone  the  College  it  you  would  like 
more  information.  The  telephone  number  is  01- 
387  2037. 

■  Communicating  with  Deaf-Blind 
People 

From  27  February,  every  Wednesday  evening 
for  six  weeks  6.30—9.00  at  R.A.D.  Centre,  St 
Bede's  Church,  412  Clapham  Road,  London 
SW9  9DA.  Anyone  interested  may  attend. 
Contact:  Louise  Gray  at  Sense  Head  Office 
(See  notice  on  page  29.) 


■  RNIB  Courses 

Tuesday  19  January  -  Exhall  Grange 
School,  Coventry 
Developing  the  Child  with  Visual 
Limitations  and  Additional  Handicaps 

Aims:  To  identify  the  needs  of  school  age 
children  with  severe  learning  difficulties  and 
examine  some  practical  methods  of  working 
with  them.  £20 

Wednesday  10  February-  Roger 

Ascham  Centre,  Cambridge 

The  Enhancement  of  Residual  Vision 

in  the  Educational  Setting 

Aims:  To  examine  the  implications  of  limited 

vision  and  some  practicalities  of  classroom 

management,  including  low  vision  aids  and 

lighting.  £20 

Wednesday  1  6  March  -  Goldney 
House,  University  of  Bristol 
Assessing  and  Enhancing  Vision 
of  the  Pre-School  Child  £20 

Further  details  and  application  forms  for  all 
these  courses  available  from:  Centre 
Administrator,  RNIB  Education  Courses 
Service,  Marlborough  House,  Holly  Walk, 
Leamington  Spa,  CV32  4XP.  Telephone  0926 
452868. 

■  British  Deaf  Association  Courses 
—  1988 

Outdoor  Adventure  course,  Garelochhead 
Centre,  Helensburgh,  Dumbartonshire. 
(Age:  14-16).  Cost  £60  per  person. 
Dates  27  June  -  2  July. 

Adventure  Holiday  for  Young  Children. 
Butterfields  Centre,  Wrexham,  Clwyd. 
(Age:  5-8).  Cost  £80  per  person. 
Dates  13-20  August. 

Rally-  BDA  Youth  Rally,  United  World  College 
of  the  Atlantic,  Llantwit  Major,  South  Wales. 
(Age:  14-16).  Cost  £10  per  person. 
Dates  6-11  June. 

Early  application  to  all  these  events  is 

recommended  to: 

The  Education  Officer,  The  British  Deaf 

Association,  38  Victoria  Place,  Carlisle  CA1 

1HU. 

■  Castle  Priory  College  Courses 
The  Young  Child  with  a  Visual 
Disability 

-  a  repeat  of  the  course  held  in  1987,  for  those 
staff  with  little  or  no  experience  in  this  field. 
Tutors:  Elizabeth  Chapman  and  Tony  Best. 
Tuition:  £65  Residence:  £70.50 
Non-residence:  £25.50 

4  -  7  January  1988 

Housing  and  Residential 
Accommodation  for  People  with 
Disabilities 

-  a  practical  course  for  architects,  occupational 
therapists  and  administrators. 

8-10  February  1988 

Coping  with  Stress  in  the  Residential 
Situation 

-  a  basic  course  in  understanding  and  coping 
with  stress,  for  carers  and  others  involved.  Led 
by  Jack  Dunham.  Contact:  CPC,  Thames  St., 
Wallingford,  Oxon  OX10  OHE.  Tel:  0941  37551 
10-12  February  1988 

Contact:  CPC  Thames  St.  Wallingford,  Oxon 
OX10  OHE.  Tel:  (0941)  37551 


The  views  expressed  in  the  magazine  are 

not  necessarily  those  of  Sense,  fne 

National  Deaf-Blind  and  Rubella 

Association. 

Printed  by  Adept  Press  Limited.  273  Abbeydale  Road. 
Wembley.  Middlesex. 
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Royal  Encounter.  Susan  White 

puts  over  the  message  to  the 

Duchess  of  Gloucester. 

Full  story  page  3. 


.  Awjav   Over 
Tne  sense  ^^^ 

wnat  reany  13 

See  pages  6 


e*P'ore, Ifeitc-r  K°a,bum  to 
on  nJ  Carnboo*h  School 
on  pages  is- 20. 
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They  also  serve  . . . 

It  is  not  only  parents  that  carry  a  burden.  The 
sisters  and  brothers  of  deaf-blind  children 
may  often  be  forgotten.  Cathy  Brown 
reminds  us  of  THEIR  needs  on  page  1 5. 


Signs  of  the 
times 

How  can  signs  be 
adapted  to  make  them 
easier  to  use  with  deaf- 
blind  children?  Phillipa 
Clark  explores  some 
ideas  on  pages  16-17. 


Objects  as 
signs 

Using  models  and  pictures 
as  a  kind  of  'sign'  is  a 
technique  increasingly  used 
with  deaf-blind  children. 
Laura  Pease  and  her 
colleagues  describe  how  it 
can  be  done  on  pages  6-7. 


The  age-old  problem  —  allowing  our 
young  people  a  sex  life.  Elin  Ostli  puts 
some  challenging  thoughts  forward  on 
pages  14-15. 
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Sense  The  eyes  and  ears  of  deaf-blind  people. 


SENSE 

The  National  Deaf-Blind 
and  Rubella  Association 


31 1  Grays  Inn  Road.  London  WC1  X  8PT 
Tel:  01-278  1  005 


President      DrGBSimonMBChBDPMFRCPsych 
Chairman  Jessica  Hills  MBE 

Vice-Chairwan  Margaret  White 

Treasurer  Emrys  Lloyd 

National  Director  Rodney  Clark 

Administrative  Director  David  Bridge 

SENSE-IN-SCOTLAND 

168  Dumbarton  Road 

Glasgow  G11  6XE 

Tel:  041-334  9666/9675 

Scottish  Officer  Gill  Morbey 

Overbridge  Centre 

63  St  Andrews  Drive 

Pollokshields.  Glasgow  G41  5EY 

Tel:  041-423  2064 

Principal:  Geoff  Aplin 

REGIONAL    CONTACTS 

SENSE -Avon: 

Mavis  Rudman,  24  Hillyfield  Road.  Headley  Park, 
Bristol  BS13  7QF.  Tel:  0272  640370 

SENSE -Colchester: 

Brendan  Giblin,  104  Bergholt  Road, 

Colchester,  Essex 

SENSE -Eastern: 

Elizabeth  Royle,  The  Lanterns,  Church  Lane, 

Playford,  Ipswich,  Suffolk  IP6  9DS. 

Tel:  0473  622443 

SENSE -East  Midlands: 

Elizabeth  Holbrook,  Post  Office,  12-16  High 

Street.  Moulton.  Spalding,  Lines.  PE12  6QB. 

Tel:  0406  370201 

SENSE  -  London  North  East: 

Christine  Taylor,  26  Albion  Road,  Walthamstow. 

London  E17  3HZ.  Tel:  01-520  1736 

SENSE  -  London  West: 

Jacki  Dunleavy,  24  Queens  Road,  Richmond, 

Surrey  TW10  6JW.  Tel.  01-948  4309 

SENSE -Midlands: 

Margaret  Beattie.  'The  Cottage',  82  Hinckley  Road 

Walsgrave,  Coventry  CV2  2EU.  Tel:  0203  61 6962 

SENSE  -  Northern  Ireland: 

Muriel  Mathers.  5  Old  Quay  Court,  Holywood. 

Co.  Down  BT18  OHT.  Tel:  023-174-242 

SENSE -North  West: 

Margery  Harrison,  6  Tidal  Lane,  Padgate, 

Warrington.  Cheshire  WA1  3DT.  Tel:  0925  81 3520 

Scottish  Branch: 

Jerry  Morbey.  3  Kersland  Street,  Hillhead, 

Glasgow  G12.  Tel:  041-339  9381 

SENSE -South  Wales: 

Hazel  Benjamin,  8  Forest  View,  Cimla,  Neath, 

West  Glamorgan  SA1 1  3RS.  Tel:  0639  571 15 

SENSE  -  South  West: 

Mary  Holman,  15a  Powderham  Road,  Newton 

Abbott.  Devon  TQ12  1  EV.  Tel:  0626  69278 

SENSE     CENTRES 


Chairman's  Letter 


The  Family  Centre 
86  Cleveland  Road 
Ealing 

London  W13 
Tel:  01-991  0513 


The  Manor  House 

72  Church  Street 

Market  Deeping 

Peterborough  PE6  8AL 

Tel:  0778  344921 


Principal  Lmdy  Wyman    Principal:  John  Blanchard 

Sense-in-the-  Midlands 

4  Church  Road,  Edgbaston,  Birmingham 

B15  3TD  Tel:  021-454  2405 

Principal  John  Hatton 

Sheila  Houston  -  Peripatetic  Advisory  Teacher 

c/o  Northern  Counties  School  for  the  Deaf, 

Gt  North  Rd.  Newcastle-upon-Tyne  NE2  3BB 

Tel  091-281  5060 

Castleton  House 

70  Castleton  Road.  London  E17  4AR 

Tel  01-531  8092 

Rubella  Awareness  Campaign 

27  H/<ie  Terrace.  Leeds  LS2  9LN. 

/■//  '+'/'/K7K     Supervisor:  Monica  Cooper 
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Congratulations  from  all  of  us  to  Margaret 
Brock  who  was  awarded  the  MBE  in  the 
New  Year  Honours  List.  We  are  delighted 
that  her  many  years  work  for  the 
Association  have  been  rewarded. 

As  co-founder  with  Peggy  Freeman  she 
has  seen  the  development  of  Sense  from 
its  early  days  as  the  Rubella  Association. 
Then  a  few  parents  met  and  wrote  to  each 
other  for  mutual  help  and  support.  Now 
Sense's  work  extends  to  Family  Centres, 
providing  support  for  families  and  young 
children,  to  Adult  Centres  educating  and 
training  young  adults  for  living.  These  are 
but  two  of  the  many  facets  of  Sense's  work 
for  deaf-blind  people. 


Throughout  these  33  years  Margaret 
has  been  there  with  a  special  role,  to  help 
other  parents  through  the  struggles  and 
joys  of  bringing  up  their  child. 

Those  first  parents  had  little  expectation 
of  achieving  all  of  what  they  wanted  for 
their  own  children.  However  they  would 
achieve  the  right  kind  of  help  for  other 
people's  deaf-blind  children. 

We  owe  to  Margaret  and  her  family  a  lot 
of  the  warmth,  the  caring  and  the  humour 
that  are  the  hallmarks  of  Sense:  these  are 
so  evident  when  we  hold  our  Weekend 
Away. 

Margaret,  we  send  you  our  love  and 
thanks  for  all  you  have  done  for  Sense. 


14£JS«> 


Jessica  Hills 


Mrs  Margaret  Brock  MBE 


Members  and  friends  of  Sense  will  be 
delighted  at  the  award  conferred  upon 
Margaret  Brock  in  the  New  Years  Honours 
List. 

Margaret  was  a  founder  member  of  the 
Association  and  learnt  by  bitterexperience 
ot  the  total  lack  of  recognition  of  the 
problems  of  the  deaf-blind  and  rubella 
handicapped  child  by  the  medical. 
educational  and  social  welfare  establish- 
ments. This  experience  provided  the 
momentum  for  her  efforts  for,  after  coping 
with  the  demands  of  her  family,  much  of  her 
free  time  was  given  to  promoting  the 
claims  of  both  parents  and  children. 
Margaretwas  always  blessed  with  having  a 
warm  and  friendly  disposition  able  to  make 
easy  contact  with  others  and  in  particular 
to  empathise  with  parents. 

She  was  also  a  brave  and  courageous 
fighter  against  reluctant  officialdom,  by 
correspondence,  by  countless  meetings 
and  deputations  and  by  speaking  on  public 
platforms.  She  was  and  still  is  a  gifted 
speaker  capable  of  holding  audiences  at 
international  conference  levels  and  also  at 
small  group  meetings.  She  has  the  gift  of 
being  able  to  put  into  words  the  deep 
frustrations,  disappointments,  the  emotional 
traumas  and  the  social  apartheid  felt  by 
many  parents,  and  this  without  offending 
anyone.  She  has  the  ability  to  laugh  at 
herself  and  her  mistakes  and  to  reveal 
herself  to  her  audiences  as  witnessed  in 
her  book  'Christopher:  A  Silent  Life'. 


We  are  proud  to  share  in  this 
recognition  of  the  positive  contribution 
Margaret  has  made  to  the  welfare  of  the 


deaf-blind  and  rubella  handicapped  child 

and  his  parents. 

George  M.  Williams 
Former  Chairman 


Jack  Ashley  Honoured 

The  new  President  of  the  RNID  is  Jack 
Ashley  CH,  MP.  Previously  a  member  of  the 
RNID  Council  of  Management  he  took  up 
his  new  position  in  November  1987.  As 
many  readers  will  know  Jack  has  been  a 
friend  and  helper  of  deaf-blind  people  in 
and  out  of  Parliament. 


WEEKEND  AWAY 


Make  a  date  in  your  diary 

Our  Weekend-Away  will  be  in  the  same 
place,  Mason  Hall,  University  of  Birmingham 
from  Friday  23  to  Sunday  25  September. 


The  views  expressed  in  the  magazine  are 

not  necessarily  those  of  Sense,  the 

National  Deaf-Blind  and  Rubella 

Association. 


Printed  by  Adept  Press  Limited,  273  Abbeydale  Road. 
Wembley.  Middlesex 


Talking  Sense  is  pubished  quarterly.  Con- 
tributions for  our  next  edition  should  be 
sent  to  Peter  Bennett  at  311  Gray's  Inn 
Road,  London  WC1X  8PT  by  29  April. 
Photographs  are  copied  and  returned. 
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News  from  Edgbaston 


The  Family  Centre 


Friday  1 3  November,  1 987  saw  the  official 
opening  of  the  new  Family  Centre  at 
Sense-in-the-Midlands. 

We  were  delighted  to  have  Peggy 
Freeman  perform  the  official  opening  (see 
last  issue  of  Talking  Sense)  feeling  that  it 
was  particularly  appropriate  as  her 
concepts  of  help  to  families  with  young 
deaf-blind  children  have  formed  the  basis 
on  which  the  Family  Advisory  Service  has 
developed. 

Although  all  the  facilities  are  still  not 
fully  operational,  over  the  last  two  months 
families  and  involved  professionals  have 
been  able  to  make  increasing  use  of  the 
centre,  which  greatly  enhances  the  service 
offered  to  young  deaf-blind  children  in  this 
region. 

In  spite  of  a  heavy  fall  of  snow,  the  first 
family  came  to  stay  for  the  weekend  22  -  24 
January  and  gave  it  their  seal  of  approval  - 
promising  to  make  a  return  visit  when  the 
pool  room  is  ready  to  use. 

The  centre  is  now  fully  booked  for 
weekend  visits  by  families  until  Easter  and 
the  diary  for  week  days  is  beginning  to  look 
much  the  same.  This  demand  for  centre- 
based  services  reflects  a  need  that  the 
Family  Advisory  Service  has  been  aware  of 
for  some  time;  knowing  that  there  were 
simply  not  enough  days  in  the  year  for  the 
centre  in  Ealing  to  meet  these  needs  on  a 
national  scale. 

At  the  risk  of  sounding  like  an  estate 
agent  (a  style  I  seem  to  have  developed  in 
taking  round  a  steady  stream  of  visitors)  I 
will  briefly  describe  the  centre.  It  consists 
of  what  was  formerly  the  headmaster's 
house  on  site,  linked  to  the  ground  floor  of 
the  adjoining  block.  The  house  is  really  the 
focus  of  the  service  and  the  four  bedrooms 
and  a  small  room  (big  enough  for  a  cot)  will 
enable  two  or  three  families  to  stay  at  the 
same  time,  allow  for  holiday  play  schemes 
for  young  deaf-blind  children  (the  first 
being  planned  for  this  summer),  as  well  as 
residential  visits  by  individual  families. 

There  is  a  comfortable  sitting  room  with 
a  small  adjoining  playroom  although 
visitors  seem  to  spend  most  of  their  time  in 


the  kitchen/dining  room. 

The  teaching/play  areas  are  (or  will  be) 
splendid.  There  is  a  large  playroom 
providing  ample  space  for  activities  for 
children  and  workshops  for  adults.  The  link 
area  has  provided  space  for  a  pool-room 
and  a  super  messy  play  area  -  and  there's 
still  more  -  a  small  training  room,  laundry 
room  and  children's  cloakroom. 


The  new  Family  Centre 


Planning,  equipping  and  organising  the 
centre  has  taken  up  a  lot  of  my  time  and 
energy  over  the  last  1 5  months  and  there's 
still  more  to  do.  The  large  garden 
surrounding  the  house  will  be  redesigned 
this  year  -  providing  a  scented  garden 
(front)  and,  we  hope,  an  adventure 
playground  (rear). 

The  Family  Service  team  consists,  at 
the  moment,  of  myself,  Bronwen  Lilley 
(Advisory  Teacher),  Joan  Spriggs  (Nursery 
Nurse-centre  based)  and  KrystynaCieslik 
(Secretary).  We  are  all  delighted  to  be 
settled,  at  last,  in  the  new  centre  which  we 
find  very  'user-friendly'  and  hope  that  all 
the  people  for  whom  the  centre  has  been 
designed  will  find  it  equally  so  and  share 
our  pleasure. 

Doreen  Norris 
Head  of  Centre 


Sense-in-the-Midlands  Library 


As  part  of  the  development  of  Sense-in- 
the-Midlands  we  are  building  up  a  Library 
and  Resource  Centre  for  Families  and 
professionals,  covering  all  aspects  of 
Sense  work.  This  will  include  books, 
journals  and  articles  on  the  care,  training 
and  management  of  deaf-blind  children 
and  adults;  information  on  a  wide  range  of 
facilities  available  to  the  handicapped  and 
their  families  and  people  working  with 
them;  and  details  of  such  things  as 
benefits,  holidays,  toys  and  equipment, 
courses,  communication  systems,  schools, 
bibliographies  etc.  etc.  We  also  hope  to 
have  a  video  library  and  collection  of 
photographs. 

Donate  a  Book 

The  Library  desperately  needs  more 
books!  There  are  many  books  which 
should  be  on  the  shelves,  and  more  being 
published  all  the  time.  But  money  is  very 
limited,  and  while  we  would  like  to  buy  all 
the  books  we  need,  there  are  just  not  the 
resources  to  do  so. 


Can  you  help?  Will  you  donate  a  book? 
We  can  spend  anything  from  50p  to  £50 
and  will  put  your  name  in  the  book  and 
write  to  let  you  know  which  book  has  been 
bought  with  your  donation.  Or  if  you  have  a 
recently  published  book  you  would  like  to 
donate  to  the  Library  please  sent  it, 
suitably  inscribed  if  you  wish. 

Please  send  your  donation  -  money  or 
book  -  to  The  Library,  Sense-in-the- 
Midlands,  4  Church  Road,  Edgbaston, 
Birmingham  B1 5  3TD  and  have  your  name 
for  posterity  on  the  Library  shelves! 
Cheques  should  be  made  to  Sense-in-the- 
Midlands. 

All  donations  will  be  most  gratefully 
received,  and  will  help  the  Library  grow  a 
little  faster  for  the  benefit  of  all  Sense 
beneficiaries,  their  families  and  all  those 
involved  in  theirwelfare.  Thankyou  foryou 
helpl 

Gini  Cloke 
Hon.  Librarian 


Flat  3  visit  the 

Black  Country 

Museum 


On  17  December,  Fiona,  Suzie,  David, 
Susan  and  Bobby  the  five  new  students 
who  arrived  at  Freeman  House  in 
November,  went  on  a  day  trip  by  mini-bus 
to  the  Black  Country  Museum  in  Dudley 
with  five  House  Tutors. 

There  was  much  to  explore  using  sight 
and  touch  as  the  museum  is  a  faithful 
reconstruction  of  a  typical  Black  Country 
Street  of  ninety  years  ago;  encapsulating 
the  time  and  atmosphere  perfectly.  This 
gave  the  students  the  opportunity  to  walk 
around  the  living  museum  exploring  the 
cobbled  streets  and  houses  at  their  own 
pace  including  David  who,  although  he 
used  his  wheelchair  for  most  of  the  day,  did 
sometimes  leave  it  to  walk  around  with  the 
others. 

The  first  house  we  entered  would  have 
housed  a  chain-maker  and  his  family,  and 
had  a  small  forge  in  the  back  yard.  Bobby, 
who  has  no  hearing  or  sight  and  is  always 
very  inquisitive  was  eager  to  discover 
exactly  what  kind  of  room  he  was  in  and 
explored  the  kitchen  minutely,  identifying 
the  simple  cooking  implements  on  the 
kitchen  table  using  his  dextrous  hands. 

A  chemist  shop  stood  next  door  and  the 
glinting  of  the  hundreds  of  bright  glass 
bottles  tinted  with  greens  and  blues, 
caught  the  eyes  of  both  Fiona  and  Suzie. 
Inside  many  mirrors  also  caught  their 
attention  and  whilst  Suzie  looked  at  and 
identified  her  own  reflection,  Fiona  peered 
inquisitively  into  the  many  glass-fronted 
wooden  cupboards  crammed  full  with 
packets  and  pills. 

Meanwhile,  the  others  had  entered  the 
modest  church  near  the  end  of  the  street 
and  had  sat  on  the  cold  wooden  pews. 
Susan,  who  has  no  sight  or  hearing  felt  the 
smoothness  of  the  wood  before  she  sat  on 
it.  Bobby  had  already  explored  the  interior 
of  the  building,  feeling  the  simple  wooden 
carvings  adorning  the  seats.  David  had  left 
his  wheelchair  and  was  sitting  with  the 
others. 

The  next  stop  was  across  the  cobbled 
street  and  into  the  public  house. 
The  barman  provided  us  with  real  Black 
Country  Ale,  ginger  beer  and  dandelion 
and  burdock  which  we  all  enjoyed  with  our 
sandwiches. 

Susan  and  Bobby  then  explored  the 
forge  building;  their  lack  of  sight  making 
their  fingers  very  sensitive  to  the  touch  of 
different  textures;  the  hard  metal  anvils, 
rough  empty  grates  and  smooth  leather 
bellows  once  used  to  kindle  the  glowing 
embers  into  raging  flames  hot  enough  to 
forge  horseshoes. 

Once  outside  again  we  ended  our  visit 
to  the  museum  with  a  short  trip  on  a 
restored  Birmingham  single-decked  tram. 
None  of  the  students  showed  any 
reticence  at  all  in  climbing  up  into  the  high 
tram  and  once  all  were  safely  installed  we 
sat  on  pale  varnished  wooden  benches, 
whilst  the  driver  twisted  the  many  levers 
and  wheels  of  the  tram  and  gave  us  a  safe 
and  smooth  ride  down  the  line,  enjoyed  by 
all. 

We  arrived  home  after  a  successful  and 
enjoyable  outing  during  which  all  students 
acted  as  a  group  despite  only  being 
together  forfour  weeks.  We  lookforward  to 
enjoying  many  more  trips  in  the  future. 

Lynne  Silverstone,  Flat  3  House  Tutor 
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Summer  Holiday  Programme   1988 


For  Younger  Children 

Lake  District  Saturday  30  July  to  Saturday 
6  August* 

For  nine  children  aged  between  6-11 
years,  living  in  the  North  and  Midlands. 

An  'outings  holiday1  based  at  St  Marks 
Childrens  Holiday  Home  in  Natland,  near 
Kendal  -  a  good  centre  for  trips  to  the 
Lakes,  Blackpool,  Morecambe  Bay,  the 
Yorkshire  Dales  and  other  local  places  of 
interest. 
Leader:  Sheila  Houston 

Bognor  Regis  Saturday  6  to  Saturday  13 
August 

For  children  aged  between  5-11  years 
living  in  the  South.  Located  in  Holiday 
Camp  accommodation,  this  party  will  make 
full  use  of  the  on-site  facilities  combined 
with  day  excursions  to  beaches  and  local 
tourist  attractions. 
Leader:  Adam  Ockelford 


For  Older  Children 

North  of  England  Saturday  13  to 
Saturday  27  August.  Location  to  be 
confirmed. 

For  ten  children  aged  between  10-16 
years,  living  in  the  North  and  Midlands.  A 
repeat  of  the  tried  and  tested  formula  of 
our  familiar  Southport  holiday  but  maybe 
with  a  new  location  for  1988  because  of 
the  non-availability  of  RNIB's  Sunshine 
Home. 
Leaders:  Chris  and  Karen  Gelder 


Weston-Super-Mare  Saturday  30  July  to 
Saturday  6  August* 

For  ten  children  aged  between  10-16 
years,  living  in  the  South. 

A  beach  and  outings  holiday  based  in 
guest  house  accommodation  in  a  farm- 
house setting  and  visiting  local  beaches, 
recreational  centres  and  tourist  attractions 
in  Somerset  and  surrounding  area. 
Leader:  Laura  Pease 

Devon  Saturday  30  July  to  Tuesday  9 

August* 

Location  to  be  confirmed. 

For  ten  children  aged  between  10-16 
years  living  in  the  South.  A  beach  and/or 
outings  holiday  based  in  guest  house 
accommodation  and  visiting  local  rec- 
reational centres  and  tourist  attractions. 
Leader:  Jane  Evans 


*Fully  booked,  applications  accepted  for 
the  reserve  list. 


Ashburton,  Devon  Saturday  20  August  to 
Saturday  27  August 

A  new  holiday  for  1988.  A  holiday  in  a 
Country  Park  Centre  with  a  full  range  of 
activities  and  a  base  for  outings  to  the 
River  Dart,  the  Moors  and  other  attractions. 
Leader:  Peter  Holman 

For  Young  Adults 

Barry  Island  Saturday  6  August  to 
Saturday  1 3  August 

For  up  to  ten  higher  ability  youngsters 
aged  1 7  plus. 

Located  in  holiday  camp  accom- 
modation, this  party  will  make  full  use  of 
the  on-site  facilities  combined  with  day 
excursions  to  beaches  and  local  tourist 
attractions. 
Leader:  Graham  Evans 

Edgbaston  Saturday  23  July  to  Saturday 
30  July  -  Saturday  6  August  to  Saturday 
13  August 

Two  holidays,  each  for  seven  lower  ability 
youngsters. 

Based  at  our  Sense-in-the-Midlands 
centre  at  Edgbaston  and  making  full  use  of 
the  facilities  there,  including  a  well 
equipped  gymnasium,  swimming  pool  and 
extensive  grounds. 
Leader:  Paul  Ennals 


All  our  holidays  are  led  by  experienced 
professionals  and  we  offer  a  higher  than  1 
to  1  ratio  of  helpers  to  holidaymakers. 

For  further  information,  booking  enquiries 
or  just  a  chat  over  individual  holiday  needs, 
please  contact  Roger  O'Connor  or  Peter 
Hubbard  at  Sense  Head  Office. 


Deaf-Blind  Fellowship 


The  Deaf-Blind  Fellowship  was  set  up  by 
Derek  Burton,  as  a  private  venture,  seven 
years  ago  to  give  able  young  deaf-blind 
aduKt  the  chance  of  mixing  socially, 
finding  companionship,  and  enjoying 
active  holidays  at  reduced  cost  to  them. 

Derek  and  his  volunteer  helpers  have 
raised  £40  -  50,000  to  support  these 
aims.  They  have  organised  several 
holidays  in  England  and  abroad  in  Spain 
and  Greece.  This  year  they  are  taking  a 


party     of     37,     with     volunteer     guide- 
interpreters,  to  Porec  in  Yugoslavia  in  July. 

If  anyone  would  like  to  help,  financially 
or  in  other  ways,  please  contact: 

Derek  Burton 

Deaf-Blind  Fellowship 

c/o  RNID,  Crown  House 

550  Mauldeth  Road  West 

Chorlton,  Manchester,  M21  2RX 
Although  Derek  works  for  the  RNID,  this  is 
not  an  RNID  venture. 


Other  Holiday 
Ideas 

Breakthrough  Trust.  Charles  W  Gillett 
Centre,  Selly  Oak  Colleges,  Birmingham 
B29  6LE.  (Tel:  021-472  6447).  Have  three 
holidays  for  children  and  young  people 
whose  main  disability  is  deafness.  One 
holiday  is  for  mixed  age  children -deaf  with 
additional  handicap  accompanied  by 
helper.  This,  from  13  to  20  August  is  at 
Windermere,  Lake  District  and  may  be 
worth  enquiring  about.  Cost  not  yet 
decided. 

Young  Disabled  on  Holiday  run  a  number 
of  holidays  in  the  UK  and  abroad  for 
physically  well,  disabled  people  (without 
mental  handicap)  between  ages  1 8  and  30 
years.  Helpers  are  provided  on  a  one-to- 
one  basis. 

Contact:  Miss  R  Girdlestone,  6  Yewland 
Drive,  Boothsmere,  Knutsford,  Cheshire 
WA16  8AP.  (Tel:  0565  4973). 

The  National  Deaf-Blind  Helpers  League, 

8  Rainbow  Court,  Paston  Ridings,  Peter- 
borough PE4  6UP.  (Tel:  0733  73511). 
Have  two  adult  deaf-blind  holidays  in  June 
(USA  Convention)  and  October  (Malta) 
1988. 

Break,  20  Hooks  Hill  Road,  Sheringham, 
Norfolk  NR26  8NL.  (Tel:  0263  823170/- 
823025)).  Provide  holidays  and  a  variety  of 
respite  and  recuperative  periods  for  multi- 


4 Talking  Sense  Spring  1 988 


handicapped  children  and  families  at  three 
centres  on  the  Norfolk  Coast.  Facilities  for 
families  and  individuals  to  enjoy:  beach, 
countryside  and/or  indoor  recreation 
(swimming  pool).  Special  diets  available. 
Volunteer  helpers;  Travel  Escorts. 

Mencap  Holiday  Services  119  Drake 
Street,  Rochdale  OL16  1  PZ.  (Tel:  0706 
541 1 1).  Organise  many  kinds  of  holidays 
in  three  categories.  'Special  Care'  holidays 
for  the  most  severely  disabled  from  age  6 
upwards,  usually  held  in  residential  special 
schools.  'Adventure  holidays'  for  those 
more  able  from  age  1 2  upwards  -  outdoor 
activities.  'Guest  House'  holiday  for  adults 
over  1 8  years  who  are  reasonably  able  and 
would  enjoy  a  'Traditional'  type  of  seaside 
holiday.  Helpers  are  always  available. 

Further  details  of  Mencap  Holidays 
from  Peter  Hubbard  at  Sense  HQ  or  direct 
from  Mencap. 

The  Winged  Fellowship  Trust,  Angel 
House,  Pentonville  Road,  London  N1  9XD, 
(Tel:  01-833  2594).  Organise  a  varied 
range  of  holidays  both  in  their  own 
purpose-built  centres  in  this  country  and 
also  holidays  abroad.  For  people  with 
disabilities  over  the  age  of  16  years. 

The  Lyneal  Trust  offers  canal  boat  and 
canal  side  cottage  holidays  for  disabled 
people  and  their  helpers  based  on  the 
Llangollen  Canal,  near  Ellesmere,  Shrop- 
shire. They  can  provide  (for  groups)  a  70ft 
canal  cruiser  (specially  adapted)  with 
berths  for  eight  people  and  cottage 
accommodation  for  up  to  16  people.  The 
season  is  from  mid-March  to  end  of 
October.  Contact:  Janet  Webster  (Tel: 
0527  57515)  or  write  to  Black  Prince 
Holidays  Ltd.,  Stoke  Prior,  Bromsgrove, 
Worcestershire  B60  4LA. 

Buckets  and  Spades.  A  holiday  home 
catering  for  multiply  handicapped  children 
(up  to  18  years  old).  A  wide  range  of 
recreational  activities  together  with  plan- 
ned outings  and  trips  are  offerred.  Costs 
are  from  about  £130  a  week.  For  further 
details  contact:  Buckets  and  Spades 
Charitable  Trust,  Lancaster  Road,  Hol- 
lington,  St  Leonards-on-Sea  TN38  9LX. 
(Tel:  0424  51215). 

Elizabeth  Fitzroy  homes  provides  holidays 
in  several  locations  for  children  aged  8 
upwards  with  all  types  of  mental  and 
physical  handicap.  Contact:  Welfare  Dept. 
Caxton  House,  Station  Approach,  Hasle- 
mere,  Surrey  GU27  2PE.  (Tel:  0428 
56766). 

EXTRA!! 

This  is  just  a  small  sample  of  the  wide 
range  of  holidays  that  are  on  offer  this  year 
for  people  of  all  ages,  both  at  home  and 
abroad.  However,  if  you  require  any 
additional  help  or  information,  please  do 
not  hesitate  to  contact: 

Holiday  Care  Service,  2  Old  Bank 
Chambers,  Station  Road,  Horley,  Surrey 
RH6  9HW.  (Tel:  Horley  0293  774535). 
Although  they  don't  make  bookings,  they 
provide  a  mass  of  information  for  people 
with  special  needs  on  holiday. 

Please  note  that  Sense  offers  these 
suggestions  in  good  faith  from  inform- 
ation obtained  from  the  holiday  pro- 
viders. We  are  not  able  to  check  its 
accuracy,  and  cannot  be  responsible 
for  any  holidays  arranged  by  our 
readers. 


A  Welcome  from  the  National  Trust 
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Eskdale  in  the  Lake  District 


Hitherto,  I  have  been  able  to  write  with 
ease  about  the  experiences  which  the 
National  Trust  can  offer  a  visually 
handicapped  person  or  someone  with 
hearing  impairment.  For  those  deprived  of 
both  senses  it  is  more  difficult  to  discover 
how  to  tempt  their  carers  or  teachers  to 
bring  them  to  visit  some  of  the  very  wide 
variety  of  National  Trust  properties 
throughout  Britain. 

For  experiences  there  are  in  plenty  for 
every  visitor  and  I  am  going  to  describe  just 
a  sample  here  -  with  a  special  request  to 
please  telephone  the  property  in  advance 
of  a  visit.  Our  staff  can  then  tell  you  the  best 
days  to  come  -  unless  you  don't  mind 
crowds  -  and  will  be  able  to  prepare  the 
way  for  an  enjoyable  and  interesting  visit 
for  deaf-blind  people  and  their  companions. 
Necessary  helpers  will  be  given  free 
admission  to  our  houses  and  gardens. 

In  Cambridgeshire,  we  have  a  working 
rare  breeds  farm  at  Wimpole  Hall.  Here 
children  and  adults  can  meet  the  animals, 
stroke  the  goats,  hold  a  rabbit  or  a  bantam 
hen  and  also  visit  the  farm  museum  to  gain 
some  idea  of  the  vehicles,  tools  and 
machinery  once  in  use  on  this  estate. 
Wimpole  is  within  Vk  hours'  drive  from 
London  and  is  well  worth  the  effort. 


Touching  an  old  door 

Make  a  visit  to  one  of  the  Trust's 
seaside  properties  -  to  smell  the  salt  air 
and  other  scents  associated  with  the  coast 
-  to  take  a  boat  trip  and  experience  the 
sensations  of  being  on  water.  There  are 
simple  ways  to  do  this  round  our  shores. 
For  instance,  on  Blakeney  Point  in  Norfolk 
there  is  a  wheelchair  path  through  the 
sand  dunes  and  all  around  are  the 
sensations,  scents  and  breezes  of  the  sea. 

In  Dorset,  on  Brownsea  Island,  after  a 
short  boat  trip  from  Poole  Harbour  or 
Sandbanks,  you  can  picnic  on  the 
heathland  in  summer  -  or,  back  on  the 
mainland,  spend  a  day  on  the  beach  at 
Studland  Bay  finding  shells,  seaweed  and 
generally  enjoying  the  sea  and  sand,  and, 
hopefully,  some  sun! 

At  Cragside  in  Northumberland,  the 
more  adventurous  might  like  to  try  their 


hands  at  fishing  from  a  special  pier  built  out 
onto  a  well-stocked  lake.  The  house  has 
several  tactile  experiences  to  offer  and 
there  are  many  walks  through  the  beautiful 
parkland  which  is  largely  planted  with 
conifers  and  rhododendrons. 

Why  not  try  a  little  mountain  climbing  in 
the  Lake  District?  -  Neil  Allinson,  our 
Uplands  Access  Officer  will  advise  you 
what  is  possible  and  will  help  you  to  enjoy 
this  beautiful  part  of  the  North.  He  can  be 
contacted  at  the  National  Trust,  Rothay 
Holme,  Rothay  Road,  Ambleside,  Cumbria, 
LA22  0EJ.  Tel:  Ambleside  (05394)  33883. 


Visually  handicapped  visitor  at  Montacute 
House 

The  National  Trust  warden  at  Erddig 
Country  Park,  Wrexham,  in  North  Wales  is 
completing  a  project  which  has  been 
achieved  with  the  help  of  many  able- 
bodied  and  disabled  school  children  and 
students.  The  Park  has  a  conservation 
area  with  wild  flowers  which  attract 
butterflies,  and  ponds  and  a  river  in  which 
visitors  can  fish  and  paddle  and  generally 
enjoy  themselves.  The  warden  will  gladly 
take  parties  round  the  park  and  show  them 
its  delights. 

The  Trust  has  many  gardens  with 
scented  plants,  herbs,  roses,  and  there  are 
trees  with  interesting  bark,  differently 
textured  plants  and  indeed  many  different 
surfaces  on  which  to  walk  -  each  garden 
offers  a  scented  and  tactile  experience. 

All  these  places  and  many  more  with 
addresses  and  telephone  numbers  can  be 
found  in  the  Trust's  annual  free  facilities 
booklet,  available  on  receipt  of  an 
addressed  adhesive  label  stamped  with 
minimum  postage.  Write  to: 

The  National  Trust 

Department  TS 

36  Queen  Anne's  Gate 

London,  SW1  H  9AS. 
Please  do  contact  me  personally  if  you 
have  any  queries  -  at  the  above  address  or 
by  telephone  (01  (222-9251  -I'll  be  glad  to 
help. 

Valerie  Wenham 

Adviser  Facilities  for  Disabled  Visitors 

National  Trust. 
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Objects  of  Reference 


We  are  the  staff  of  Primary  1,  a  class  of 
seven  deaf-blind  children  up  to  eight 
years  old  who  are  the  youngest  group  in 
the  Rebecca  Goodman  Centre.  Within 
this  group  there  is  a  wide  range  of 
communicative  ability,  from  reliance  on 
basic  signals  to  the  use  of  formal  BSL 
signs,  but  they  all  need,  and  will 
continue  to  need,  a  major  input  aimed  at 
developing  their  language  and  com- 
munication. 

What  are  the  aims  of  this 
Language  Programme? 

We  list  below  the  main  skills  which  we 
hope  to  develop  in  each  child.  Each  skill 
can  be  tackled  at  a  number  of  different 
levels: 

Anticipation 

This  is  the  ability  to  know  what  is  going 
to  happen  next.  It  can  relate  to  the  short 
term  -  'I  am  sitting  at  this  table  waiting 
for  dinner",  medium  term  -  'I  am  walking 
down  this  corridor  in  order  to  go  to  the 
hall  for  my  dinner",  or  long  term  -  'I  have 
to  complete  five  more  activities  before 
dinner  time'.  The  inability  to  anticipate 
what  is  going  to  happen  next  is  a  major 
source  of  frustration  for  the  deaf-blind 
child.  Some  deaf-blind  children  resist  any 
change  of  activity  because  it  is  threaten- 
ing to  them.  Others  have  moved  a  step 
further  but  cannot  deal  with  changes  in  a 
set  routine.  If.the  green  bus  has  always 
meant'  horse  riding,  and  suddenly  takes 
them  shopping  instead,  they  are  likely  to 
become  very  confused  and  unhappy. 

Anticipation  may  be  very  gross  - 
relating  to  the  'key'  event  only  -  or  more 
detailed,  relating  to  a  series  of  events  - 
green  bus  means  getting  your  coat, 
walking  to  the  door,  etc. . .' 

As  well  as  the  emotional  security 
offered  by  knowing  what  is  going  to 
happen  next,  accurate  anticipation  is 
important  in  developing  meaningful  re- 
lationships   with    other    people.    If    the 


Fana  drawing  her  timetable.  Sue  helps  with 
the  writing. 


adults  around  a  child  are  continually 
taking  him  to  places  he  does  not  expect 
or  pushing  him  through  a  series  of 
events  he  does  not  understand,  they  are 
not  likely  to  count  among  his  favourite 
peof)  6 


The  Language  Programme  at  the 
Rebecca  Goodman  Centre  for  deaf- 
blind  children  at  Whitefields  School 
contains  many  aspects.  One  of  the 
most  important  is  the  use  of  'Objects 
of  Reference'  -when  an  object  is  used 
to  represent  an  idea  to  a  child.  Here, 
the  staff  of  Primary  Class  One  outline 
their  Language  Programme,  and 
describe  their  use  of  'Objects  of 
Reference'.  Thanks  to  Laura  Pease, 
Sue  Ridler,  Jon  Bolt,  Sue  Flint  and 
Chris  Hannah. 


Structure 

This  skill  is  linked  to  anticipation.  It 
involves  seeing  one  activity  in  the 
context  of  those  around  it,  within  an 
overall  pattern  that  makes  up  each  day. 
For  example,  our  routine  of  morning 
greetings,  talking  about  the  day,  drink 
time  and  dinner  time  give  a  reliable 
pattern  to  the  morning  into  which  other 
activities  can  be  slotted. 

Decision  making 

The  need  -  we  think  the  right  to  make 
choices  about  activities  emerges  long 
before  the  child  knows  the  signs  for  the 
things  he  wants  to  do.  Once  a  child 
develops  any  preferences  or  opinions 
about  his  day  he  should  be  given  some 
measure  of  autonomy.  If  he  sees  himself 
as  having  some  share  in  influencing  what 
happens  to  and  around  him,  he  will  begin 
to  develop  a  positive  self-image.  Linked 
to  this  is  the  right  to  express  an  opinion 
about  an  activity.  Our  children  may  do 
this  in  unacceptable  ways  -  language 
allows  them  to  express  their  opinion 
acceptably  and  the  adults  around  them 
need  to  show  that  they  have  understood. 

Recall 

A  major  function  of  language  for 
everyone,  whether  deaf-blind  or  not,  is 
the  ability  to  recall  past  events.  This 
allows  us,  among  other  things,  to  relive 
pleasant  experiences,  to  alter  our  be- 
haviour in  certain  situations  and  to  make 
choices.  It  influences  the  aspects  of 
language  already  mentioned,  for  example 
by  making  anticipation  more  detailed. 

Description 

This  is  selecting  for  comment  particular 
aspects  of  the  experience  in  which  a 
child  is  involved.  At  first  it  may  be  no 
more  than  identifying  the  activity,  later  it 
is  more  truly  selecting,  perhaps  comment- 
ing on  the  materials  involved. 

Initiation 

This  is  the  ability  to  request  an  activity  or 
object.  It  is  distinct  from  decision  making 
in  that  the  latter  will  be  structured  by  the 
adult.  For  example,  the  adult  may  ask 
'Do  you  want  milk  or  orange?',  thus 
enabling  the  child  to  make  a  decision. 
Eventually  the  child,  realising  that  milk 
and  orange  are  kept  in  the  cupboard, 
initiates  drink  time  by  asking  for  it  -  or,  of 
course,  helping  himself! 


Through  all  these  language  functions 
and  the  others  we  have  probably  omitted 
runs  the  need  to  build  and  develop 
relationships  with  the  adults  and  children 
around  him. 


For  sighted,  hearing  children,  formal 
language  develops  alongside  other  com- 
munication skills  so  as  to  give  access  to 
the  skills  above  as  they  are  needed.  By 
the  time  these  children  'need'  to  make  a 
choice  or  to  recall  past  events,  they  have 
the  language  to  attempt  it  and  hopefully 
familiar  adults  who  are  able  to  interpret 
and  correct  their  efforts.  The  deaf-blind 
child,  however,  is  less  fortunate.  For 
most  deaf-blind  children,  the  process  of 
learning  formal  signing  is  lengthy.  If  we 
concentrate  only  on  signing  as  a  means 
of  communication  then,  until  they  are 
able  to  sign,  the  children  will  have  no 
access  to  the  language  skills  we  have 
outlined.  The  risk  in  this  situation  is  that 
by  the  time  they  have  mastered  their  first 
signs,  they  will  be  accustomed  to  a 
passive  or  frustrated  state  and  will  no 
longer  wish  to  use  the  signs  for  'true' 
communication.  Signing  will  become  a 
'trick'  with  no  real  communications 
behind  it.  It's  clever  to  hit  your  elbow 
whenever  you  are  shown  a  biscuit  -  but 
meaningless  unless  you  have  a  concept 
of  'naming'  things  or  of  choice.  Objects 
of  reference  allow  access  to  the 
language  skill  the  process  of  learning  to 
sign  continues.  They  also  provide  a 
'safety  net'  for  the  child  who  fails  to  learn 
to  sign. 

Using  Objects  of  Reference 

The  process  of  using  objects  of  reference 
can  be  broken  into  three  stages:  objects, 
pictures  and  words.  We  shall  describe 
each  stage  in  turn  as  we  use  them  in 
school.  It  will  be  obvious  to  anyone  who 
knows  the  work  at  St.  Michelsgestel  in 
Holland  that  we  have  attempted  to  follow 
their  lead. 

Objects 

A  'key'  object  is  chosen  which  signals 
each  activity.  At  first  this  will  be  an 
object  actually  used  within  the  activity 
and  playing  an  important  part  -  such  as  a 
cup  for  drink  time,  a  spoon  for  dinner. 
This  object  is  given  to  the  child  just 
before  the  acivity  begins,  remains  with 
him  throughout  the  activity  and  is  put 
away  as  a  sign  that  the  activity  is  over.  It 
thus  becomes  a  way  of  telling  the  child 
what  is  happening  and  in  time  the  child 
will  move  to  the  appropriate  place  when 
given  his  object  of  reference.  Some 
children  begin  to  do  this  in  a  matter  of 
weeks,  others  take  far  longer.  It  also 
depends,  of  course,  on  the  activity  in 
hand  -  it  is  not  unknown  for  the  complex 
route  to  the  swimming  pool  to  be 
anticipated  more  readily  than  the  simple 
one  to  the  'work'  table. 

It  may  be  helpful  to  list  the  objects 
used  with  one  child.  Shari  has:  a  basket 
for  shopping  (in  which  she  carries  home 
the  week's  supply  of  yogurt),  a  tray  for 
tactile  play,  her  spoon  and  cup  for  dinner 
and  drink  time,  paper  for  the  toilet,  an 
activity  centre  for  work,  jingle  bells  for 
auditory  training.  Each  object  is  the  one 
actually  used  within  the  task. 

The  next  step  is  to  use  an  object 
which  symbolises  the  event  but  will  not 
actually  be  used  within  it:  e.g.  Annie  has 
a  jug  from  the  doll's  tea  set  to  stand  for 
drink  time  and  a  doll's  spoon  for  dinner. 

These  objects  have  been  very  success- 
ful with  a  number  of  our  children.  One  of 
us    was    'converted'    to    ORs    overnight 


6 Talking  Sense  Spring  1 988 


when  Andrew  began  consistently  to  take 
himself  to  the  toilet  when  shown  a  toilet 
roll. 

Once  a  child  responds  to  three  or  four 
ORs  a  'timetable  shelf  is  set  up.  The 
ORs  for  a  sequence  of  activities  are 
displayed  and  shown  to  a  child  in 
sequence  before  the  activities  begin. 
The  British  Sign  Language  signs  are  also 
made,  by  the  adult  or  manually  on  the 
child.  After  each  activity  the  child  returns 
to  the  shelf,  puts  away  the  OR  for  the 
finishing  activity  and  selects  the  next, 
the  adult  reinforcing  this  with  signs.  Thus 
the  day  begins  to  have  a  clear  pattern. 
So  Lucy's  day  begins  with  a  shelf 
showing  greetings,  massage,  drink  time. 
The  number  of  ORs  used  and  the 
number  displayed  can  be  gradually 
extended.  Annie  will  have  six  or  seven 
objects  covering  the  morning's  activities 
-  finishing  with  the  spoon  for  dinner. 


Pictures 

Initially  the  pictures  used  are  drawings  of 
the  ORs  with  which  a  child  is  already 
familiar.  The  link  between  the  two  is 
made  clear  by  using  both  together  and 
asking  the  child  to  match  objects  to 
pictures.  Alternatively  child  and  adult 
may  work  together  to  draw  and  colour 
the  objects.  The  timetable  is  built  up  as 
before  and  the  pictures  go  with  the  child 
to  each  activity.  By  this  time  we  have 


pictures  in  her  timetable  (the  headphones 
and  padded  section  of  our  auditory 
trainer  are  shown  in  the  correct  shape 
and  colour).  She  can  also  rearrange  the 
pictures  in  the  correct  order  if  they 
should  be  mixed  up.  Our  children  have 
tended  so  far  to  begin  using  the  signs  for 
themselves  at  this  stage,  copy-signing  or 
signing  independently  the  names  of  the 
activities.  We  would  be  interested  to 
hear  whether  this  is  the  same  for  other 
children. 

If  a  child  has  insufficient  sight  for 
pictures,  we  would  use  parts  of  objects 
and  then  tactile  representations  at  this 
point.  Kelley,  in  the  older  primary  group, 
has  a  timetable  made  up  of  tactile 
'pictures',  including  a  silver  foil  fork  for 
dinner  and  a  coin  for  shopping. 

Words 

The  word  can  be  written  under  the 
pictures  from  the  beginning  or  gradually 
introduced.  Children  may  copy  -  write 
the  words,  as  Faria  is  beginning  to  do,  or 
match  them.  Of  course,  Braille  or  Moon 
words  would  be  used  if  necessary. 
Razwan  matches  the  written  word  to  the 
picture  and  will  move  on  to  drawing  his 
own  pictures  when  given  the  written 
word  alone  before  progressing  to  a 
written  timetable. 

By  this  stage  we  would  expect  a  child 
to  sign  the  names  of  all  the  activities 
involved  and  sentences  could  then   be 


Razwan  telling  Jan  about  his  day 


found  that  the  children  are  usually 
coping  with  half  a  day's  activity  at  once 
and  so  discussing  and  drawing  or 
building  up  the  timetable  becomes  a 
major  activity  which  in  itself  forms  part  of 
the  day's  structure.  From  9.45  to  10.30 
each  morning  we  are  all  involved  in  some 
way  with  the  timetables  -  each  of  us 
works  with  one  child  or  with  two  children 
in  turn,  always  the  same  adult  with  each 
child.  The  task  brings  in  a  range  of  skills 
such  as  colour  matching,  fine  motor 
development,  visual  training  and  attention 
building. 

Individual  children's  timetables  may 
develop  in  different  ways.  Rob's  pictures 
have  developed  beyond  the  ORs  they 
originally  represented.  His  timetable  is 
becoming  quite  complex,  now  incorpor- 
ating picturegrams  of  the  adults  who  will 
share  the  activities  with  him.  He  is  also 
using  a  picture  timetable  in  our  residential 
unit,  Castleton  House,  and  at  home, 
where  we  hear  he  now  sets  off  in  the  car 
on  Sunday  mornings  clutching  pictures 
of  Grandma  and  Grandma's  dinner.  Faria 
can    copy,    with    great    precision,    the 


incorporated  into  the  timetable  to  back 
up  more  complex  language. 

We  hope  it  is  clear  how  this  process 
enables  the  children  to  anticipate  events 
and  to  see  the  structure  of  their  day.  It  is 
important  to  use  the  ORs,  pictures  or 
words  to  give  access  to  the  full  range  of 
language  skills  already  mentioned.  Some 
examples  from  our  children  show  how 
this  can  be  done. 

Some  examples 

Elizabeth  recognised  the  dinner  picture 
before  any  others  and  when  she  dislikes 
the  picture  she  is  given  will  select  the 
dinner  picture  instead  and  stomp  purpose- 
fully to  the  door!  Thus  she  is  able  to 
express  an  opinion  though  unfortunately 
we  cannot  grant  her  request,  especially 
when  made  at  10.30!  Rob  has  more  luck 
since  when  given  his  'toilet'  picture  he 
will  often  put  it  away  and  choose  the 
next  in  line.  The  adult  then  replaces  it 
further  along  the  timetable,  and  so  a 
simple  conversation  has  occurred,  with 
Rob  'saying'  -  no,  I  don't  need  the  toilet 


now,  and  the  adult  'replying',  OK,  but 
you'd  better  go  in  a  little  while.  We  are 
extending  this  for  Rob  into  a  more 
developed  communication  system  based 
on  pictures.  Lucy  shows  her  under- 
standing of  the  day's  structure  by  getting 
her  cup  at  the  appropriate  time,  sitting  at 
the  table  and  waiting  for  us  to  catch  up. 
While  she  often  drops  other  objects  of 
reference,  like  the  ball  for  playtime,  she 
has  rarely  dropped  her  cup  or  spoon.  So 
she  too  can  express  an  opinion  on  the 
activities  we  offer.  The  challenge  for  us 
is  to  find  a  way  to  respond  to  that 
opinion  so  that  Lucy  knows  we  have 
understood.  Razwan  will  use  his  pictures 
to  recall  the  events  of  the  previous  day 
by  arranging  them  in  order.  While  his  use 
of  sign  is  relatively  advanced,  he  doesn't 
yet  have  the  ability  to  recall  and  reflect 
on  a  string  of  events  in  sign  alone.  His 
pictures  allow  him  to  do  so  and  the 
adults  working  with  him  develop  formal 
language. 

If  a  child  has  already  seen  the  events 
of  a  day  in  terms  of  objects  or  pictures, 
his  first  formal  signs,  elicited  by  those 
ORs,  will  be  linked  to  concepts  already 
meaningful  to  him.  When  Rob  signs 
'Adventure  Playground'  in  response  to 
the  picture,  we  know  from  his  previous 
delight  at  seeing  the  picture  that  his 
hand  movements  have  a  range  of 
associations  for  him  -  they  are  language 
in  its  true  sense,  not  an  automatic 
response  to  something  held  up  as  a 
stimulus. 

Objects  of  Reference,  of  course,  are 
not  the  whole  story.  There  are  many 
other  activities  which  contribute  to  the 
building  of  relationships  and  the  develop- 
ment of  language  -  such  as  massage, 
tactile  play  and  coactive  movement.  One 
final  story  confirms  in  our  minds  the 
central  place  we  have  given  to  ORs  in 
this  wider  programme.  Rob's  favourite 
picture  is  the  red  trunks  which  mean 
swimming.  Though  this  picture  only 
comes  out  officially  on  Thursday,  Rob 
often  sorts  through  the  stored  pictures 


Rob  carrying  his  picture  to  the  Art  Room 

on  other  days  to  make  sure  the  trunks 
are  still  there.  On  other  occasions  he  has 
expressed  his  opinion  of  less  favoured 
activities  (as  toothbrushing)  by  tearing 
the  picture.  Then  came  the  dreadful 
moment  when,  in  a  very  bad  mood,  he 
held  onto  the  toothbrush  picture  and 
absent-mindedly  tore  the  swimming  pic- 
ture in  half.  He  stopped,  retrieved  the 
pieces,  gazed  at  them  in  horror  and 
handed  them  to  his  teacher  to  be 
mended.  That  surely  indicates  the 
development  of  true  internal  language. 
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Counselling:  The  Process  of  Helping 


Many  of  us  in  the  field  of  deaf-blindness 
have  found  ourselves  at  one  time  or 
another  either  at  the  receiving  end  of 
counselling -perhaps  as  parents -or  at  the 
giving  end  -  as  the  helper.  By  itself  this 
sounds  like  an  imbalance  in  a  relationship, 
and  for  many  of  us  who  might  at  some  time 
be  the  person  asked  to  act  as  the 
counsellor  this  can  be  an  uncomfortable 
feeling.  We  may  feel  we  are  being  cast  in 
the  role  of  a  problem  solver  when  in  fact  we 
can  feel  helpless  -mostly  due  to  the  fact 
that  it  is  the  other  person  who  has  that 
problem.  It  is  not  our  problem.  The  skills 
with  which  we  carry  out  our  job  are 
suddenly  not  of  much  use  and  yet,  having 
already  been  cast  in  the  role  of  the  'expert', 
through  having  these  other  skills,  we  feel 
we  cannot  do  anything  but  struggle 
through.  Sometimes  we  feel  a  sense  of 
satisfaction;  at  other  times  we  feel  we 
cannot  have  done  anything  but  make 
matters  worse.  It  is  the  very  fact  of  caring 
for  that  other  person  which  makes  so 
uncomfortable  those  times  when  we  feel 
we  might  have  done  the  job  a  whole  lot 
better.  At  times  like  these  we  often  feel  we 
should  take  the  easy  way  out- offer  advice. 

What  is  counselling? 

There  are  many  ways  in  which  people 
might  be  helped.  They  may  be  helped  by 
being  given  information,  or  by  having  some 
sort  of  direct  action  performed,  or  indeed 
by  coaching.  Some  are  even  helped  by  the 
system  in  which  they  are  involved  being 
changed.  Notice  that  these  forms  of 
helping  are  not  described  in  terms  of  who  it 
is  that  provides  the  help,  but  instead  in 
terms  of  the  nature  of  the  help  given. 
Counselling  might  be  seen  in  this  light  too. 
For  example  a  family  who  are  having 
difficulties  may  be  helped  to  identify  their 
situation  in  greater  detail  and  then 
encouraged  to  explore  ways  of  changing  it. 
It  is  not  who  is  giving  the  help,  but  that  the 
resources  being  explored  come  from 
within  the  individual. 

One  definition  of  counselling  sees  it  as 
a  way  of  relating  to  another  person,  where 
that  person  is  enabled  to  explore  thoughts, 
feelings  and  behaviour;  to  reach  a  clearer 
understanding  of  self;  he  is  then  helped  to 
find  and  make  use  of  strengths  to  cope 
more  effectively  with  life  by  making 
appropriate  decisions  and  actions.  In  this 
view,  counselling  is  a  purposeful  relation- 
ship in  which  one  person  helps  another  to 
help  herself/himself. 

But  does  this  mean  that  counselling  is 
what  counsellors  do?  This  view  has 
certainly  been  a  factor  in  leading  to  the 
mystique  surrounding  counselling.  How- 
ever this  view  has  a  necessary  concomitant 
-that  there  becomes  a  counsellor  for  every 
specific  type  of  problem:  one  for  deafness, 
one  for  blindness,  one  for  Down  syndrome 
and  so  on.  The  view  is  one  of  the  expert. 
From  what  has  been  said  earlier,  however, 
this  is  but  one  form  of  helping,  and  there 
are  specific  skills  of  counselling  which  can 
be  brought  to  bear  while  still  leaving  intact 
these  other  areas  of  expertise.  Through 
identifying  what  these  might  be,  we 
become  in  a  position  to  improve  our  range 
of  helping  skills. 

Time  to  listen 

Time  is  the  first  thing  that  the  helper  or 
■/.  . '  ->ellor  has  to  be  able  to  give.  It  is  often 
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difficult  within  our  busy  day  to  recognise 
when  that  time  is  needed.  This  is 
particularly  true  as  most  of  us  are  not 
employed  as  actual  counsellors,  so  we 
often  are  not  looking  to  spend  time  in 
counselling.  Where  it  is  recognised  that 
time  is  needed  for  this  activity  though,  it 
should  be  seen  as  a  separate  and 
necessary  component  of  our  work.  How 
often  have  we  as  busy  professionals  been 
just  that:  so  obviously  busy  that  parents 
feel  they  should  not  bother  us  with  a 
problem.  We  might  think  we  are  giving  time 
to  that  person's  problem  but  in  reality  we 
are  avoiding  it.  Do  other  parents  have  the 
same  impression  wherever  we  go?  Time  is 
needed,  but  the  helper  has  to  have  another 
self-evident  skill.  The  helper  has  to  be  able 
to  listen.  This  might  seem  the  easiest  thing 
in  the  world.  Surely  it  should  not  need 
stating? 

The  importance  of  listening 

Listening  is  an  active  process.  Active 
listening  has  to  communicate  to  the  other 
person  that  the  counsellor  is  with  him  or 
her.  Unfortunately  those  of  us  'who  do 
protest  too  much'  are  the  ones  who  are 
least  likely  to  possess  good  active 
listening  skills.  Where  helpers  are  offered 
the  chance  to  enhance  these  skills,  they 
are  often  taken  aback  by  just  how  difficult 
the  exercise  can  be.  For  to  be  good  at  it 
requires  certain  skills  to  be  practised.  It 
can  be  difficult  to  reflect  accurately  on 
what  a  person  says;  it  is  even  more  difficult 
to  reflect  accurately  on  what  a  person's 
feelings  might  be.  Putting  the  two  together 
-  where  a  person  tells  the  counsellor  one 
thing  but  is  feeling  something  entirely 
different  -  and  the  counsellor  has  to  try  to 
paraphrase  accurately  this  feeling,  one 
with  which  she  too  may  be  uncomfortable, 
then  clearly  the  potential  for  misinterpret- 
ation is  great. 

Practice  is  helpful 

There  are  many  techniques  that  can  be 
brought  to  bear  to  improve  our  active 
listening  skills.  Unfortunately  we  are  often 
too  embarrassed  or  too  unwilling  to  give 
over  time  to  learn  these  techniques  -  we 
are  usually  only  willing  to  try  them  once 
and  if  on  this  occasion  they  feel 
uncomfortable,  then  surely  they  cannot  be 
of  any  use?  Even  where  we  think  we  may 
be  using  these  techniques  we  have  often 
let  them  slip.  Too  often  we  are  unwilling  to 
say  we  need  help,  because  surely  that 
would  somehow  reflect  badly  on  us.  There 
is  no  doubt  that  practice  in  using  these 
techniques  of  listening  will  improve  how 
we  are  able  to  help  others,  but  where  can 
we  practice  them?  What  is  needed  is  an 
atmosphere  of  trust  in  which  we  are  willing 
to  display  our  own  difficulties  with  these 
areas.  Where  we  can  share  experiences  of 
these  difficulties  and  not  need  to  be  the 
'expert'.  It  is  not  unusual  in  working 
through  exercises  on  using  these  basic 
skills  to  hear  people  say  about  such  as 


'reflective  responding'  or 'paraphrasing'  or 
'giving  feedback',  that  these  techniques 
are  unnatural.  But  this  is  normal,  it  is  just 
like  learning  or  refreshing  ourselves  on 
any  skill,  it  can  seem  unnatural  because 
concentration  is  being  given  over  to  a 
different  way  of  responding.  We  are  not 
only  at  that  time  learning  a  new  resource, 
but  probably  having  to  unlearn  an  old  one. 
After  a  period  of  practice,  these  can  be 
incorporated  flexibly  into  our  own  set  of 
responses. 

A  range  of  skills  needed 

Were  we  to  work  only  on  our  ability  to 
listen,  we  would  probably  feel  that  the 
activity  was  worthwhile,  and  we  would  feel 
that  we  were  becoming  better  helpers. 
This  though  is  not  enough.  The  story  goes 
of  one  well-known  counsellor  whose 
technique  was  to  do  nothing  but  sit  and 
listen  to  clients.  He  listened  and  listened 
and  listened  to  a  client  saying  he  would 
jump  out  of  the  window  (they  were  several 
floors  up),  until  . . .  the  client  did  just  that. 
Counselling  requires  skills  of  empathy. 
Empathic  responding  shows  that  we  are 
not  misinterpreting;  for  where  misinterpret- 
ation does  occur,  it  can  be  a  sign  that  we 
are  trying  to  take  over  the  situation. 
Empathic  responding  demonstrates  a 
genuineness,  that  there  is  a  relationship 
between  the  counsellor  and  the  other 
person.  Empathy  skills  can  be  worked  on 
and  developed,  helping  people  to  see 
problems  in  a  different  way,  but  still 
ensuring  that  the  person  continues  to  see 
that  problem  as  their  own.  When  a  person 
is  at  their  lowest  it  is  often  very  difficult  for 
them  to  imagine  themselves  as  having 
resources  to  meet  that  problem.  Helping  is 
not  about  solving  that  problem  but  about 
helping  identify  those  resources  within 
that  person,  in  turn  allowing  the  problem  to 
be  seen  in  manageable  terms.  This 
process  can  be  a  very  difficult  one, 
because  as  with  all  areas  of  counselling  it 
can  say  as  much  about  our  own  set  of 
values,  it  can  be  a  process  of  self- 
identification  and  indeed  of  self-disclosure 
-  something  that  many  of  us  find 
uncomfortable.  Again,  situations  are 
needed  in  which  we  can  comfortably 
explore  and  share  these  feelings  and 
doubts. 

Challenging 

It  is  often  hard  as  helpers  when  we  have 
tried  to  listen  and  have  tried  to  comfort,  to 
realise  one  day  that  there  is  something  the 
person  is  saying  with  which  we  disagree. 
Perhaps  something  they  have  said  does 
not  fit  in  with  their  non-verbal  commun- 
ication -  they  say  they  are  happy  but  they 
recoil  from  discussion.  As  a  good  listener 
and  one  who  is  full  of  empathy  and 
genuineness,  we  often  say  nothing.  It  will 
only  make  things  more  difficult  because  in 
this  view  it  might  be  seen  as  a  betrayal  of 
trust.  This  stage  of  counselling,  where 
people  are  challenged  to  take  up  a  new 
perspective  on  their  problems  can  be  very 
difficult  for  us  as  helpers.  If  it  is  the  other 
person's  problem  we  might  see  ourselves 
as  having  no  right  to  do  this.  This  stage  of 
counselling  is  however  one  where  genuine 
progress  is  often  made.  It  will  only  be 
possible  if  all  that  has  gone  before  has  the 
right  mixture,  but  without  being  able  to 
help  formulate  manageable  goals  within  a 


realistic  time  frame,  the  counselling 
process  can  remain  static. 

What  next? 

This  article  is  not  intended  to  be  read  as  a 
definitive  text  on  counselling.  The  inspiration 
for  writing  it  came  from  attending  a 
counselling  course  recently,  during  which 
the  sort  of  areas  discussed  above  were 
aired  in  a  sharing  atmosphere.  Although  I 
had  not  expected  it,  having  been  on 
several  counselling  courses,  I  found  it 
extremely  rewarding,  seeming  to  be 
targetted  at  the  sort  of  areas  which  are  of 
direct  concern  to  those  of  us  who  are 
involved  within  the  field  of  special 
education  -  in  its  widest  sense. 

If  any  of  these  areas  have  struck  a  chord 
from  within  your  own  work,  perhaps  a 
course  which  allowed  us  to  explore  how  we 
might  become  better  helpers  would  be  of 
interest.  There  are  indeed  many  courses 
around,  just  as  there  are  many  books  on 
counselling  available,  but  it  may  be 
valuable  to  share  some  of  these  activities 
over  a  slightly  longer  and  more  intensive 
period.  For  the  old  warhorses  of 
counselling,  there  would  always  be  the 
chance  to  contribute  to  the  activity. 
I  have  organised  a  course  so  that  we  can 
explore  some  of  the  ideas  I  have 
discussed.  If  you  are  interested  look  at  the 
Course's  list,  inside  the  back  cover,  for 
details.  The  course  would  be  one  which  will 
cover  Basic  Skills,  based  on  the  Egan 
model  of  counselling.  It  is  not  to  be  seen  as 
one  way  where  the  experts  will  be  giving 
away  the  'Holy  Grail',  but  instead  a  chance 
to  share  and  develop  skills  through 
exercises,  role-play  and  real-life  situations. 
As  parents  who  have  been  on  the  receiving 
end  of  counselling,  there  may  be 
experiences  which  left  you  with  a  sense  of 
unease.  Why  not  share  these  experiences 
too  so  that  we  might  all  become  better 
helpers? 


Education  of  Children 
with  Multi-Sensory 
Impairments  (Deaf-Blind) 
One  Year  B.Phil  (Ed) 
Course 

The  University  of  Birmingham,  in  col- 
laboration with  Westhill  College,  is  of- 
fering a  one-year  full-time  degree  course 
in  the  education  of  children  with  multi- 
sensory  impairments.  The  course  will 
commence  in  October  1 988  (subject  to 
approval  by  Faculty  Boards  and  Senate). 
Inquiries  are  invited  now  about  the 
course  starting  in  October  1988. 

The  course  is  designed  for  teachers 
working  with  classes  of  children  and  in 
an  advisory  capacity.  In  four  specialist 
modules,  it  covers  aspects  of  diagnosis, 
assessment,  intervention  and  curriculum 
in  relation  to  children  with  multi-sensory 
impairments,  many  of  whom  will  have 
other  handicaps.  The  course  includes  a 
programme  of  visits  and  assessed  teach- 
ing placements. 

Applicants  must  be  qualified  teachers 
with  at  least  two  year's  teaching  exper- 
ience. It  is  expected  that  many  appli- 
cants will  come  from  a  background  in 
moderate  or  severe  learning  difficulties 
and  may  be  working  with  PMLD  children. 
The  course  should  cover  their  needs  as 
well  as  those  of  teachers  working  with 
'deaf-blind'  children. 

The  course  fee  for  UK  and  EEC  nation- 
als is  expected  to  be  around  £960, 
excluding  costs  incurred  in  the  teaching 
placements.  These  should  not  exceed 
£300.  It  is  anticipated  that  the  course 
will  be  recognised  by  the  DES  as  eligible 
for  funding  under  national  priority  area 
8:  training  to  meet  the  special  education- 
al needs  of  pupils  who  have  severe 
learning  difficulties. 

Contact:  Tony  Best,  Faculty  of  Educ- 
ation, Dept.  of  Educational  Psychology 
and  Special  Education,  University  of 
Birmingham,  PO  Box  363,  Birmingham 
B15  2TT.  Tel:  021-414  4798. 


New  Videos  from  Sense 


For  many  years,  Sense  produced  films  on 
its  work  and  on  the  educational  and 
training  needs  of  deaf-blind  children. 

These  films  were  sold  or  lent  to 
professional  workers  and  families  and 
proved  to  be  a  major  source  of  information. 

Within  the  next  few  months,  Sense  will 
be  launching  four  new  video  programmes 
for  sale.  Readers  of  Talking  Sense  are  able 
now  to  obtain  pre-launch  copies  and  an 
order  form  is  enclosed  with  this  edition. 
Orders  will  be  completed  within  4-6 
weeks. 


'Development  in  Young 
Deaf-Blind  Children' 

This  video  has  been  made  by  Sense's 
Family  Advisory  Service  and  covers  three 
areas  of  development:  Fine  Motor  Skills, 
Communication  and  Using  Touch.  Cost 
£25. 

Prospective  purchasers  who  would  like 
more  information  before  ordering  should 
contact  Sense  Head  Office  or  Sense-in- 
the-Midlands. 


'Teaching  Deaf-Blind  Children' 

The  first  two  of  four  programmes  on  the 
education  of  school-aged  deaf-blind 
children  mady  by  Dr  A.B.  Best  of  the 
University  of  Birmingham. 

1.  Principles  This  describes  the  approp- 
riate learning  environment  and  teaching 
techniques  for  use  with  deaf-blind 
children,  and  identifies  curriculum  areas 
which  may  need  attention.  Cost  £15 

2.  Using  Residual  Vision  This  considers 
the  assessment  and  use  of  vision.  Cost 
£15 

Details  of  further  programmes  will  be 
issued  in  due  course. 


'The  Gift  of  Sight  and 
Hearing' 

This  video  describes  the  work  of  Sense 
and  demonstrates  many  of  the  concerns 
and  needs  of  deaf-blind  and  rubella 
handicapped  children  and  adults.  Cost 
£15 


European 
Conference 


A  European  Conference  on  'Staff  Develop- 
ment in  Services  to  Deaf-Blind  People'  will 
take  place  in  Osimo  (Ancona)  Italy  from  20  - 
22  November,  1988.  This  working  confer- 
ence will  examine  important  aspects  of 
training  staff  to  work  with  deaf-blind 
children  and  young  adults.  It  will  be  of 
interest  to  all  those  involved  in  providing  or 
organising  training,  whether  in  schools, 
adult  centres,  associations,  colleges, 
universities  etc. 

Background 

In  1986,  the  Nordic  Staff  Training  Centre 
for  Deaf-Blind  Services  held  an  exploratory 
conference  to  examine  the  possibility  of 
co-operation  throughout  Europe  on  staff 
training  in  services  for  deaf-blind  people. 
As  a  result  of  this  meeting,  it  was  agreed  to 
hold  a  second  European  conference,  and  a 
planning  committee  was  appointed  by  the 
delegates.  This  committee  investigated 
options  for  the  conference  organisation, 
and  has  invited  the  Lega  Del  Filo  D'Oro  to 
host  this  conference.  We  are  grateful  to 
this  organisation  for  their  support. 

Programme 

The  programme  will  include  discussions 
on  the  philosophies  and  ideologies  of 
different  training  programmes,  the  structure 
and  content  of  courses,  and  teaching 
materials  used  and  methods  of  evaluation. 
Participants  will  also  visit  the  Instituto  del 
Filad'Oro-the  Italian  National  Institute  for 
Deaf-Blind  in  Ancona. 

Preliminary  registration  is  required  by  1 
May  1988.  For  full  details,  write  to: 

The  Secretariat 

European  Conference  on  Staff 

Development 
Lega  del  Fila  d'Oro 
Via  Montecerno  160027 
Osimo 
Italy 
Tel:  (071)  7131202 


The  International 
Association  for 
the  Education  of 
the  Deaf-Blind 
(IAEDB) 


This  Association  exists  to  link  on  an 
international  basis  professionals  and 
families  involved  with  the  education  of 
deaf-blind  children  and  young  adults.  Main 
activities  are  a  three-yearly  World  Con- 
ference, regional  conferences  and  a 
biannual  Newsletter  'Deaf-Blind  Education' 
which  is  now  being  published  by  Sense  on 
behalf  of  the  IAEDB.  Many  members  have 
spoken  warmly  of  the  stimulation  that 
IAEDB  membership  has  provided  them 
with  and  also  of  the  international 
cameraderie  it  has  engendered.  Talking 
Sense  readers  are  encouraged  to  join  and 
an  application  form  is  included  with  this 
edition. 
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Expectations  of  Deaf-Blind  People 

The  expectations  we  have  of  others  and  they  of  us  determine  key  aspects  of  our 

lives.  For  deaf-blind  people  expectations  tend  to  be  one  of  two  extremes.  There 

are  those  who  assume  that  every  deaf-blind  person  will  be  another  Helen  Keller, 

plus  having  speech,  extrasensory  perception  and  musical  ability.  At  the  opposite 

end  there  are  those  who  see  anyone  who  is  deaf-blind  as  being  incapable  of  any 

meaningful  human  activity  —  devoid  of  intelligence  and  feelings.  Why  are  there 

such  extreme  unrealistic  expectations  of  those  who  are  deaf-blind?  There  are 

several  factors  which  contribute  to  this  problem. 


Lack  of  information  about 
what  deaf-blind  people  are 
capable  of  doing 

We  have  accounts  of  the  achievements  of 
individuals  but  not  enough  real  statistics. 
For  example,  some,  such  as  Dr  Rod 
Macdonald,  succeed  in  professional 
careers  -  he  is  a  computer  analyst.  These 
people  may  make  major  contributions  to 
society- Dr  Macdonald,  through  his  role  as 
President  of  the  American  Association  of 
the  Deaf-Blind,  has  helped  an  entire 
generation  of  deaf-blind  people. 

On  the  other  hand,  some  deaf-blind 
people  never  leave  institutional  care,  have 
no  form  of  linguistic  communication,  and 
have  multiple  disabilities  in  addition  to  loss 
of  vision  and  hearing. 

In  order  to  have  expectations  for  deaf- 
blind  people  based  on  facts  we  need  hard 
data  on  the  kinds  of  occupations  deaf- 
blind  people  work  in  successfully.  We  need 
to  know  their  IQ  range.  For  deaf  and  blind 
people  there  exist  reasonably  adequate 
data  of  this  kind.  Hence,  services  and 
expectations  for  these  two  groups  are 
fairly  realistic  and  well  developed.  Without 
such  information,  it  becomes  difficult  to 
develop  proper  expectations  and  approp- 
riate programs  for  those  who  are  both  deaf 
and  blind. 

No  Understanding  of 
Which  Occupations 
Deaf-Blind  People  Can  Do 

A  reason  for  the  vague  nature  of  expect- 
ations of  deaf-blind  persons  is  that  no  one 
has  ever  examined  the  some  35,000 
different  occupations  which  exist  in  the 
United  States  to  see  which  of  these  deaf- 
blind  people  can  do.  Of  those  which  can  be 
done,  exactly  what  kind  of  accommodations 
would  be  required? 

Doing  this  kind  of  analysis  poses  the 
danger  of  job  stereotyping.  However,  this 
danger  is  not  as  serious  as  the  problem  we 
now  face  when  we  ask  so-called  experts 
what  jobs  deaf-blind  people  can  do.  You 
either  get  a  blank  stare  followed  perhaps 
by  the  naming  of  three  or  four  jobs  or  else 
you  get  a  euphemistic  answer  such  as 
deaf-blind  people  can  do  any  occupation 
anyone  else  can  do. 

The  point  is  that  until  we  know  in  fairly 
specific  terms  which  occupations  a  deaf- 
blind  person  can  do  and  what  accommod- 
ations may  or  may  not  be  required,  how 
realistic  can  our  career  vocational  expect- 
ations and  planning  be? 

Ignorance  of  Deaf-Blindness 

Without  doubt,  the  biggest  single  reason 
for  unrealistic  expectations  is  just  plain 
ignorance  about  deaf-blindness.  Only  a 
few  of  the  general  public  ever  have  any 
contact  with  a  deaf-blind  person.  Few 
employers,  rehabilitation  specialists,  psy- 
chologists, doctors,  etc.,  have  ever  even 
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seen  a  deaf-blind  person  much  less 
worked  with  them.  How  can  their  expect- 
ations be  other  than  wild  guesses? 

It  is  not  easy  to  educate  the  general 
public  about  large  minority  groups. 
Obviously  for  a  small  tremendously  varied 
population  such  as  deaf-blind  people  the 
task  is  even  more  difficult.  We  will  never 
achieve  a  full  public  education  about  deaf- 
blindness,  but  we  can  surely  do  better  than 
we  now  are.  In  particular,  we  can  educate 
significant  others,  e.g.,  family  members, 
certain  medical  specialists,  educators  and 
a  core  of  people  in  rehabilitation.  If  these 
key  groups  had  realistic  expectations,  life 
for  deaf-blind  people  would  be  greatly 
improved. 

Deaf-Blind  People - 
the  Object  of 
Psychological  Projection 

There  is  a  dimension  to  the  public's 
perceptions  and  resulting  expectations  of 
deaf-blind  people  that  has  never  previously 
been  identified. 

People  who  are  deaf-blind,  because  of 
their  communication  and  mobility  limit- 
ations, tend  to  give  very  few  clues  as  to 
what  they  are  like.  Hence,  people 
psychologically  project  on  to  deaf-blind 
people  their  fantasies,  repressed  fears, 
etc.  Thus  deaf-blindness  activates  much 
more  irrational  psychological  projection 
than  it  does  objectively  derived  percept- 
ions. It  is  hard  for  deaf-blind  people  to  live 
with  this. 

Existing  Psychological 
Tests 

With  most  people  whose  ability  we  want  to 
measure,  there  are  suitable  psychological 
tests.  Given  a  valid  measure  of  a  person's 
IQ,  personality,  interests  and  aptitudes  as 
measured  by  these  tests  there  exists  a 
basis  for  specific  realistic  job-related 
expectations. 

Unfortunately,  there  are  no  such 
psychological  tests  for  deaf-blnd  people. 
This  is  a  tragic  deficit.  Whereas  with  a 
hearing-sighted  person  a  lot  of  realistic 
expectations  can  be  reached  by  comm- 
unicating with  the  individual,  with  many 
deaf-blind  people  this  option  does  not 
exist.  With  others  communication  is 
extremely  difficult  at  best. 

The  result  of  this  is  often  horrendous 
misdiagnoses.  Diagnoses  are,  in  essence,  a 
statement  of  expectations. 


Heterogeneity  of  the  Deaf- 
Blind  Population 

Another  problem  for  deaf-blind  people  is 
the  wide  range  of  the  ability  and  person- 
ality which  exists  among  them.  There  are 
deaf-blind  people  who  are  maths  and 
physics  professors  in  college,  deaf-blind 
people  who  are  average,  and  others  who 
are  severely  mentally  and  physically  dis- 
abled. Too  often  they  are  seen  as  either 
super-human  or  sub-human.  In  eithercase, 
the  result  is  inappropriate  expectations. 


Expectations  of  Vocational 
Rehabilitation  and  Other 
Government  Services 

In  the  USA  many  deaf-blind  people  are 
highly  dependent  on  government  services, 
especially  those  of  the  education  and 
Vocational  Rehabilitation  system.  Most 
states  assign  a  person  who  is  deaf  and 
blind  either  to  a  general  counsellor  or  else 
to  a  counsellor  specializing  in  either 
deafness  or  blindness,  not  both.  Some- 
times a  deaf-blind  school  child  may  be 
placed  in  a  normal  school  with  no 
interpreter. 

We  lack  one  person  at  the  federal  level 
who  is  solely  responsible  for  vocational 
services  to  deaf-blind  people.  Instead,  this 
responsibility  is  simply  added  to  those  of 
another  government  worker  who  already 
has  a  full-time  job  and  who  knows  nothing 
about  deaf-blindness. 

It  is  this  lack  of  realistic  governmental 
expectations,  and  the  resulting  absence  of 
adequate  services  that  is  the  most 
devastating  to  the  deaf-blind  person 
seeking  to  make  something  of  their  life. 
Education  and  rehabilitation  are  essential 
for  success  if  a  person  is  deaf-blind. 


Family  Expectations 

Parents  who  have  a  deaf-blind  child  or  a 
spouse  whose  husband  or  wife  becomes 
deaf-blind  are  usually  at  a  total  loss  as  to 
what  to  expect  or  what  to  do.  They  may  drift 
for  years  or  decades  without  getting  the 
facts  needed  for  appropriate  expect- 
ations. Thus,  education,  rehabilitation  and 
overall  planning  for  the  future  are  poorly 
done.  Deaf-blindness  is  enough  to  cope 
with  in  life  without  adding  inadequate 
planning. 

Fear  and  Expectations 

The  general  public  tends  to  be  afraid  of 
deaf-blindness,  they  are  uncomfortable 
with  tactile  communication,  and  the 
awareness  that  loss  of  sight  and  hearing 
could  happen  to  them  creates  anxiety.  The 
fear  which  grows  out  of  these  feelings 
leads  to  unrealistic,  usually  negative 
expectations.  It  also  leads  to  repressing 
thoughts  about  deaf-blindness  and  the 
needs  of  those  with  this  disorder. 
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Summary 

Expectations  determine  how  people  treat 
us,  the  opportunities  open  to  us,  and  the 
services  available  to  us.  In  other  words, 
expectations  are  crucial  to  our  lives.  For 
psychological  reasons,  due  to  ignorance 
and  as  a  result  of  other  factors  discussed 
here  the  expectations  of  deaf-blind  people 
are  grossly  inaccurate.  Lives  are  ruined 
and  irreversible  damage  is  done  as  a 
consequence.  The  solution  is  not  easy  but 
it  starts  with  public  education  conducted 
by  groups  like  the  AADB  -  the  American 
Association  of  the  Deaf-Blind. 
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James  Cook 
7.11.66-20.11.87 

Guy  Wilson 
9.11.83-13.1.88 

Two  sad  farewells  we  have  to  make, 
sharing  the  grief  and  sending  love  to 
strengthen. 

James  Cook  was  hit  by  rubella  before 
he  was  born  and  had  to  carry  severe 
disablement  all  his  life.  June  and  Peter, 
often  isolated  and  largely  unsupported, 
cared  for  him  until  he  was  17  and  the 
caring  had  to  be  shared  with  Aycliffe 
Hospital. 

His  parents  had  to  cope  with  the 
repeated  disappointment  of  having 
found  places  for  James  only  to  find 
funding  problems  blocking  or  compli- 
cating each  move,  so  that  James  never 
had  the  opportunity  of  suitable  educ- 
ation until  recently. 

James  was  one  of  the  first  to  be 
offered  a  place  at  Sense-in-the- 
Midlands,  but  again  funding  problems 
arose  and  were  not  resolved  until  late 
last  year.  James  was  due  to  start  in 
January  1988. 

Guy  was  born  with  no  disabilities  at  all. 
When  a  runaway  car  knocked  eight- 
month-old  Guy  and  his  father  through  a 
plate-glass  window,  Valerie  and  Malcolm 
had  to  re-learn  life  with  a  very  severely 
handicapped  little  boy. 

With  the  Family  Advisory  Service 
and  their  own  great  devotion  they  were 
looking  for  the  positives  and  finding  out 
what  Guy  could  do  and  expect,  while 
also  facing  the  rigours  of  litigation  and 
probing  enquiries. 

So  why  do  I  write  of  both  together?  Two 
fighting  families?  No;  two  loving 
families,  clear  in  their  loyalties  and 
determination,  seeking  the  best,  the 
highest  for  their  children,  despite  the 
harshest  circumstances. 

If  we  look  with  clear  sight,  who  can 
tell  the  difference?  We  grieve  for  both 
families  and  say  to  Valerie  and  Malcolm 
Wilson,  to  June,  Peter  and  younger 
brother  Alastair  Cook  that  our  thoughts 
and  love  go  out  to  them,  for  James  and 
Guy  will  always  be  a  part  of  us  also. 


Keeping  your  Benefits 

In  April  this  year  the  whole  system  of  Social  Security 

Benefit  is  changing.  Supplementary  Benefit  is  being 

replaced  by  a  system  called  Income  Support,  and  many 

severely  disabled  people  will  miss  out  from  no  longer 

being  able  able  to  claim  Additional  Payments.  The 

Government  has  introduced  a  system  to  try  to  prevent 

anyone  who  is  claiming  benefits  at  present  from  losing 

out.  This  is  called  Transitional  Protection.  But  if  you  do 

not  understand  it,  you  might  lose  out.  If  you  or  your  child 

are  receiving  Supplementary  Benefit,  read  on  carefully. 


Simon  Ennals  is  in  charge  of  Leicester 
City  Council's  Welfare  Rights  Unit, 

and  also  works  for  the  Child  Poverty 
Action  Group.  He  provides  training 

courses  on  special  welfare  benefits. 

Gary  is  21  years  old,  with  no  hearing  and 
virtually  no  sight.  He  lives  at  home  with  his 
parents,  and  goes  to  a  Day  Centre  most 
days.  He  has  been  receiving  Severe 
Disablement  Allowance  (SDA)  for  several 
years,  which  is  topped  up  by  some 
Supplementary  Benefit.  Since  Gary 
needs  a  lot  of  looking  after  to  make  sure  he 
is  alright,  as  well  as  helping  with  things  like 
dressing,  washing  and  communication 
with  other  people,  he  gets  Attendance 
Allowance.  He  only  gets  it  at  the  lower  rate 
since  he  usually  sleeps  through  the  night 
without  needing  any  help  or  supervision. 

Gary  has  quite  severe  behavioural 
problems,  which  means  that  he  will  often 
refuse  to  walk  anywhere,  or  he  may  just 
stop  and  not  move  when  he  is  half-way 
somewhere.  Because  of  this,  Gary  gets 
Mobility  Allowance. 

When  his  parents  applied  for  Supple- 
mentary Benefit  for  him,  they  discovered 
that  the  DHSS  took  account  of  extra 
expenses  like  laundry,  extra  wear  and  tear 
on  clothes,  extra  baths  and  heating  costs, 
when  working  out  his  benefits.  Adding 
together  his  SDA  and  his  Supplementary 
Benefit,  he  gets  £53. 1 0  per  week,  as  wel I  as 
his  Attendance  and  Mobility  Allowance. 

Gary  and  his  parents  recently  received 
a  letter  from  the  DHSS  explaining  that 
Supplementary  Benefit  was  being  replaced 
by  a  new  benefit  in  April,  called  Income 
Support.  The  letter  explained  that  Income 
Support  is  worked  out  a  different  way  from 
Supplementary  Benefit,  and  it  no  longer 
took  account  of  invidual  additional  needs. 

At  first  Gary's  parents  had  a  big  shock 
when  they  saw  that  Gary's  Income  Support 
Entitlement  was  made  up  of  only: 


Personal  Allowance  £26.05 
(single,  under  25) 

Disability  Premium    £13.05 
£39.10 

It  looked  as  though  Gary  was  going  to 
lose  £14  per  week!  However,  they  soon 
found  that  the  letter  from  the  DHSS  went 
on  to  explain  that  although  any  new 
applicants  would  only  receive  this  amount, 
because  Gary  had  been  getting  benefit 
previously  his  old  rate  of  £53.1 0  would  be 
'protected'.  His  Income  Support  would  be 
'topped-up'  by  a  payment  called  Transi- 
tional Addition  of  £14.  This  Transitional 
Addition  would  carry  on  being  paid,  until 
Gary's  Income  Support  caught  up  over  the 
years  to  what  his  old  payment  had  been. 

Gary's  parents  were  reassured  to  some 
extent,  although  it  meant  that  Gary's 
benefit  would  probably  stay  the  same  for 
several  years. 

Gary  normally  has  a  week  or  two  in  a 
residential  home  every  so  often,  to  give  his 
parents  a  break.  They  had  been  planning 
to  do  this  for  the  beginning  of  April,  so  they 
could  get  away  for  a  few  days  over  Easter. 
Luckily,  they  asked  first  if  this  would  affect 
Gary's  benefit.  They  were  amazed  to 
discover  that  if  Gary  was  not  getting  his 
normal  benefit  in  the  first  week  in  April,  he 
would  not  get  Transitional  Addition]  In 
other  words,  if  they  used  Respite  Care 
during  that  week,  Gary  could  lose  benefit 
for  years.  They  rearranged  their  dates,  and 
told  all  other  families  with  disabled 
relatives  not  to  do  anything  to  change  their 
benefit  entitlement  during  the  first  two 
weeks  of  April. 

Families  are  in  danger  of  losing  out  after 
April.  If  you  or  your  child  are  receiving 
Supplementary  Benefit  today,  check  with 
your  DHSS  office  what  you  need  to  do  to 
make  sure  you  do  not  lose  your 
Transitional  Additions. 


Conference 


■  Warnock  Plus  Ten 

Tuesday  3  March 

Progress  Since  1978- A  Retrospective  View 

Monday  14  March 

Children  under  Five  -  Progress  and  Problems 

Wednesday  20  April 

Meeting  Special  Educational  Needs  in  the 
School  Years 

Friday  29  April 

The  Future  lor  Young  People  over  Sixteen 

Friday  13  May 

Training  to  Meet  Special  Educational  Needs 

Friday  24  June 

Future  Prospects  for  Special  Education 


A  series  of  six  conferences  which  will  review 

developments  since  the  Warnock  report 

Special  Educational  Needs.  Each  conference 

will  address  both  issues  from  education,  health 

and  social  services,  and  the  interests  of 

parents  and  young  people  who  are  disabled. 

The  conferences  are  being  convened  by  John 

Fish  and  contributors  will  include  George 

Cooke  CBE,  Peter  Mittler,  Ronald  Davie, 

Philippa  Russell,  Richard  Stowell,  Klaus 

Wedell. 

Time  of  each  Conference:  1.30  -  6.00pm 

Venue:  London  University  Institute  of 

Education 

Fee:  One  conference  C15;  three  conferences 

£35;  all  six  conferences  E60. 

For  further  details  and  an  application  form, 

please  send  a  SAE  to: 

Shirley  Cotton,  Warnock  Plus  Ten,  London 

University  Institute  of  Education,  24-27 

Woburn  Square,  London  WC1H  OAA. 

More  Courses  and  Conferences  on  page  31 
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Liverpool  is  famous  for  its  'firsts'  in  the 
fields  of  welfare  and  education.  It  was 
the  first  city  to  provide  the  opportunity  for 
visually  handicapped  and  hearing  impaired 
students  to  attend  an  ordinary  further 
education  college,  with  full  support  from 
specialist  staff,  and  following  either 
mainstream  courses,  special  courses, 
special  classes,  of  having  one-to-one 
tuition,  or  of  having  a  timetable  which 
combines  elements  from  all  four  types  of 
provision. 

This  provision  is  available  at  Millbrook 
College  (previously  called  Millbank),  and 
now  about  60  students  with  a  visual 
handicap  and  30  hearing  impaired 
students  attend  the  college,  many  of  them 
following  GCSE,  'A'  Level,  BTEC,  and  other 
mainstream  courses.  There  are  two  full- 
time  teachers  qualified  in  teaching  the 
visually  handicapped,  and  two  qualified  in 
teaching  the  hearing  impaired. 

Three  deaf-blind  students  attend  the 
College.  One  deaf-blind  student,  who  can 
speak  and  who  has  some  sight,  is  learning 
Spanish,  with  support  from  one  of  the 
visually  handicapped  specialists  and  a 
volunteer  who  knows  Spanish  and  has 
learnt  deaf-blind  manual  specially  to  be 
able  to  give  these  lessons.  Another  deaf- 
blind  student,  who  has  some  hearing  but 
no  sight,  has  just  started  at  the  College, 
with  the  intention  of  improving  her  braille 
and  typing  skills;  she  is  taught  braille  on  a 
one-to-one  basis  by  one  of  the  specialist 
teachers,  and  typing  by  the  typing 
specialist,  with  support  from  the  visually 
handicapped  specialist  staff.  It  is  hoped 
that  she  will  eventually  be  integrated  into 
mainstream  classes;  this  will  involve  very 
careful  planning,  as  she  will  require 
suitable  equipment,  specialist  support  in 
the  classes  and  perhaps  tutorials,  and 
close  liaison  between  the  visually  handi- 
capped specialist  staff  and  the  mainstream 
course  tutors. 

Keith's  background 

The  third  deaf-blind  student,  Keith 
Mitchell,  is  believed  to  have  Usher 
Syndrome;  he  is  36  years  old,  and  is 
profoundly  deaf,  has  virtually  no  speech, 
his  eyesight  is  deteriorating,  his  field  of 
vision  is  very  limited  and  he  has  difficulty  in 
focussing. 

Keith  was  born  in  Pakistan;  within  a  few 
months,  it  was  realised  that  he  was 
profoundly  deaf,  but  this  was  thought  to 
have  been  caused  by  whooping  cough. 
There  was  no  local  school  for  the  deaf  and 
as  his  parents  did  not  want  him  to  live  away 
from  home,  he  attended  normal  schools, 
where  he  was  encouraged  to  speak.  By  the 
time  he  was  seven  his  eyesight  was 
causing  concern,  and  he  started  to  wear 
■-.-.  He  moved  to  London  when  he  was 
nine,  and  attended  a  school  for  the  deaf 
where  oral  methods  were  employed. 
Within  a  few  months  he  moved  to 
Liverpool,  and  he  attended  a  school  forthe 
deaf,  where  he  learnt  signing,  which 
became  his  main  means  of  communication, 

■:■.    ■  ':   \<;<;"<;'J   ' ',   rr.;;^f;    httk;   X >X  ' )' \X  f'/ / ,    With 

speaking,  and  had  difficulty  with  lip 
reading  because  of  his  poor  eyesight.  He 
led  an   active   life,   particularly  enjoying 


A  Student  with 

Usher  Syndrome 

in  Further  Education 


People  with  Usher  Syndrome  must 
face  the  challenge  of  adapting  to 
increasing  disability  in  adulthood. 
Dorothy  Chance,  Course  Tutor  for 
visually  handicapped  students  at 
Millbrook  College,  tells  how  Keith 
Mitchell  is  managing. 


football  and  cycling.  On  leaving  school,  he 
attended  a  three-year  bakery  training 
scheme  in  Manchester,  and  then  worked 
for  a  bakery  for  nine  years,  but  his  eyesight 
continued  to  deteriorate  and  he  had  to 
leave  because  he  was  considered  to  be  a 
danger  to  himself  and  to  others.  He  was 
registered  blind  when  he  was  30.  It  was  not 
until  last  year  that  it  was  suggested  to  him 
that  he  had  Usher  Syndrome. 


The  staff  use  deaf-blind  manual,  and  the 
students  are  encouraged  to  learn  and  use 
it.  At  present,  he  works  with  one  of  the 
specialist  teachers  of  the  visually  handi- 
capped, within  a  class  conducted  by  the 
other  specialist  teacher.  He  usually  has 
work  prepared  specially  for  him,  but  gets 
the  social  benefit  of  a  class  situation. 
During  a  period  of  free  choice,  he  alsc 
plays  chess  with  the  other  students. 

In  both  the  Deaf  Unit  and  the  Visually 
Handicapped  Unit,  the  emphasis  in  Keith's 
work  is  on  English.  His  spelling  isgood,  bul 
because  he  has  been  used  to  signing,  his 
English  is  ungrammatical,  and  offer 
difficult  to  understand.  This  makes  il 
difficult  for  him  to  communicate  with 
friends  and  relatives,  and,  although  he  is 
intelligent,  it  prevents  him  from  taking  an> 
examinations.  Unlike  signing,  at  which  he 


Dorothy  and  Keith 


Before  coming  to  College,  he  attended 
a  Rehabilitation  Centre  for  the  Visually 
Handicapped  for  about  a  year,  and  learnt 
life  skills,  mobility,  typing  and  braille.  He 
lives  on  his  own  in  a  flat  and  travels  the 
seven  miles  to  College  independently  on 
public  transport.  He  started  at  College 
about  three  years  ago,  spending  one 
afternoon  a  week  in  the  Deaf  Unit,  and  two 
afternoons  in  the  Visually  Handicapped 
Unit. 

Keith  in  College 

In  the  Deaf  Unit,  he  was  at  first  a  member  of 
a  small  class  group,  with  whom  he 
communicated  by  signing.  But  because  his 
eyesight  is  deteriorating  he  now  finds  it 
difficult  to  follow  othe  people's  signing  as 
the  amount  of  light  and  the  distance 
between  himself  and  the  signing  person 
are  crucial.  Also  he  cannot  easily  change 
his  attention  from  one  signing  person  to 
another.  Now  he  is  taught  on  a  one-to-one 
basis  by  the  staff  in  the  Deaf  Unit,  using 
signing  and  deaf-blind  manual. 

In  the  Visually  Handicapped  Unit  he  has 
always  been  taught  on  a  one-to-one  basis, 
as  the  staff  and  other  students  cannot  sign. 


is  fluent  and  which  he  is  giving  up 
reluctantly,  all  the  methods  of  communi- 
cation now  readily  available  to  him  -  deaf 
blind  manual,  writing,  typing,  braille  anc 
the  Hasicom  telephone  system  -  depenc 
on  clear  English;  Keith  is  aware  of  this  anc 
is  very  keen  to  improve  his  English.  In  the 
Deaf  Unit  he  does  reading  and  compre 
hension  work.  In  the  Visually  Handicappec 
Unit,  we  are  concentrating  on  his  grammar 
at  the  moment  he  is  working  on  twc 
specific  areas  -  verbs  and  questions.  The 
correct  use  of  verbs  is  obviously  important 
as  it  is  very  difficult  to  get  the  meaning  of  £ 
sentence  if  the  verbs  cannot  be  understood 
so  we  are  at  present  distinguishing 
between  regular  and  irregular  verbs  anc 
working  on  tenses  and  endings.  The 
answering  of  questions  is  obviously  o' 
great  social  importance,  and  in  conver 
sation  his  answers  are  not  always  relevani 
to  the  question  being  asked;  for  instance 
he  is  likely  to  interpret  the  question  'Hov\ 
often  do  you  come  to  College?'  as  if  it  were 
'How  do  you  come  to  College?'.  Questions 
phrased  in  a  slightly  complicated  mannei 
are  often  misinterpreted;  for  instance,  e 
question  such  as  'When  you  were  in  town 
where  did  you   have   lunch?',   might   be 
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answered  as  if  it  were  'When  were  you  in 
town?  What  did  you  have  for  lunch?' During 
this  type  of  work,  of  course,  many  other 
areas  of  difficulty  come  to  light,  and  we  are 
often  side-tracked,  for  instance,  into 
explaining  the  meaning  of  words  such  as 
'usually'  or  'probably',  or  the  difference 
between  'complicated'  and  'difficult'. 

Technical  Help 

Keith  is  a  proficient  braillist,  but  prefers  to 
work  in  print,  though  he  has  recently 
changed  from  the  use  of  biro  to  medium 
black  felt  tip  pen  for  his  work.  He  is  also  a 
competent  typist,  but  he  does  not  type  his 
work,  as  he  has  difficulty  in  reading  it.  His 
work  is  prepared  in  large-print,  either  by 
hand  or  from  a  BBC  computer's  Wordwise 
work  processing  facility.  The  RCEVH  disc 
'Printer'  gives  five  sizes  of  print-out;  at 
present  his  work  is  prepared  in  the  second 
size,  but  for  long  passages,  it  will  soon  be 
necessary  to  move  on  to  the  third  size.  He 
also  likes  to  use  Wordwise  for  communi- 
cation and  for  work;  he  can  read  it  on  the 
monitor  if  it  is  all  in  capitals,  but  prefers  a 
black  and  white  monitor,  rather  than  green 
on  green.  We  are  hoping  to  use  a  Mimic 
speech  synthesizer  with  this  system,  so 
that  he  can  'talk'  to  the  other  students,  and 
they  can  type  their  answers  back  to  him  if 
they  are  not  confident  at  deaf-blind 
manual.  We  have  also  tried  using  the 
'Window'  display,  which  gives  a  well-lit 
enlargement  of  the  characters  around  the 
cursor,  but  although  Keith  likes  it  and  many 
of  the  visually-handicapped  students  use 
it,  he  prefers  to  use  the  monitor  so  that  he 
can  see  more  of  the  text  than  the  'Window' 
can  display.  We  are  also  trying  out  a  new 
word  processing  disc,  called  Prompt/Writer, 
which  gives  a  larger  character  size  both  on 
screen  and  in  print,  and  which  seems  likely 
to  be  very  useful.  AVisualtekclosed-circuit 
television  is  available  which  enables  him  to 
read  print  from  other  written  sources. 

I  do  not  know  whether  Keith's  problems 
are  typical  of  Usher  Syndrome  students; 
he  is  obviously  intelligent,  and  any  activity 
not  limited  by  his  eyesight  or  his  English  is 
performed  well.  I  feel  that  a  more 
consistent  school  education,  with  more 
emphasis  on  correct  expression  in  written 
English,  would  have  enabled  him,  with 
individual  support  from  the  specialist  staff 
of  the  visually  handicapped  or  hearing 
impaired  units,  to  pursue  a  wider  range  of 
studies  to  a  higher  level.  But  many  of  his 
needs  in  further  education  would  be 
common  to  all  Usher  Syndrome  students. 
These  include  the  practical  aspects  such 
as  the  need  for  the  correct  level  of  lighting 
both  for  written  work  and  for  any  visual 
means  of  communication  such  as  signing 
or  lip  reading,  and  the  provision  of  the  most 
suitable  writing  materials  and  equipment; 
it  is  also  important  that  the  lighting  and 
equipment  requirements  are  reviewed  as 
the  eyesight  deteriorates.  The  availability 


Narrow  Boat  Holiday  for  people 
with  Usher  Syndrome 

This  holiday  is  now  booked  from  Saturday 
4  June  -  1 1  June  1988  with  the  Wyvern 
Shipping  Company.  The  narrow  boat  'Tern' 
is  based  at  Rugby  and  has  12  single 
berths.  We  can  take  up  to  nine  adults  on 
this  holiday  and  the  cost  is  £75  for  the 
week.  This  will  cover  all  costs  for  the  week 
except  visits  to  places  of  interest  and 
meals  people  may  want  to  buy  for 
themselves.  For  details  write  to  Mary 
Guest  at  Sense,  311  Gray's  Inn  Road, 
London  WC1X8PT. 


of  specialist  staff  is  also  essential,  as  much 
of  the  teaching  has  to  be  on  a  one-to-one 
basis. 

Many  deaf-blind  people,  like  Keith, 
have  some  sight,  and  work  can  be 
presented  in  large  print;  students  with 
some  hearing  can  have  work  prepared  on 
tape,  but  this  can  be  awkward  if  they  are 
also  trying  to  listen  to  a  computer  with  a 
voice  synthesizer;  students  with  no  sight 
or  hearing  are  limited  to  working  from 
braille,  and  this  can  be  difficult  if  the 
student  is  trying  to  do  brailling  or  typing,  as 
it  is  necessary  constantly  to  re-find  the 
place  in  the  braille,  and  then  to  re-locate 
the  hands  on  the  keys. 

Some  suggestions 

If  deaf-blind  students  are  to  follow 
mainstream  courses  these  problems  will 
have  to  be  overcome;  and  a  great  deal  of 
support  will  be  needed  from  specialist 
staff,  liaising  with  mainstream  tutors, 
transcribing  hand-outs  into  braille  or 
enlarging  them,  helping  with  the  acquisition 
of  library  books  and  other  materials,  giving 
extra  tutorial  support,  making  arrangements 
with  examination  boards  for  extra-time  and 
other  special  conditions,  and  acting  as 
amanuensis  in  examinations.  In  the  lecture 
or  seminar  situation,  it  would  be  too  tiring 
for  the  lecture  content  to  be  relayed  in 
deaf-blind  manual  and  no  record  of  the 
lecture  would  have  been  made;  it  might  be 
possible  for  the  support  teacher  to  type  the 
lesson  content  on  to  a  computer  attached 
to  a  Versabraille,  so  that  the  student  can 
read  it  in  braille,  and  a  permanent  record  is 
kept  of  the  content  of  the  lecture,  but  his 
method  has  not  yet  been  explored. 

It  is  also  important,  if  a  deaf-blind 
student  is  to  get  the  full  benefit  of 
attending  college,  that  he  has  contact  with 
the  other  students.  A  deaf-blind  person 
does  not  easily  fit  into  a  group  of  hearing- 
impaired  people  communicating  by  signing 
or  lip  reading,  or  of  visually-handicapped 
people  communicating  by  speech,  and 
communication  with  the  deaf-bjind  has  to 
be  on  a  one-to-one  basis.  Group  contact 
can  only  be  maintained  if  others  are  aware 
of  his  needs  and  are  willing  to  make  the 
extra  effort  involved  in  learning  deaf-blind 
manual  and  in  making  a  conscious  effort  to 
include  him  in  their  conversations  and 
activities.  Keith  has  commented  in  the  past 
that  he  was  aware  that  people  were  talking 
about  him  rather  than  to  him,  and  he  is 
always  keen  to  be  included  in  the  group. 
Because  he  has  no  speech,  it  means  that 
he  uses  deaf-blind  manual  to  talk  to  others, 
and  many  of  the  students  find  it  difficult  to 
follow  even  if  they  can  use  it  to  talk  to  him, 
and  he  is  constantly  being  asked  to  go 
more  slowly;  he  usually  responds  very 
patiently  to  such  requests,  but  must  find  it 
frustrating,  and  he  has  been  known  to 
respond  humourously  with  an  exaggerated 
yawn  or  a  sudden  and  alarming  increase  in 
speed. 

Also  the  problem  of  deteriorating 
vision.which  people  with  Usher  Syndrome 
experience,  means  that  in  both  social  and 
academic  spheres,  adjustments  must 
constantly  be  made,  by  the  individual,  and 
by  his  fellow-students  and  teachers.  For 
instance,  Keith  used  to  be  able  to  walk  into 
the  classroom  or  into  the  canteen  and  see 
who  was  there  and  where  he  could  sit,  but 
now  he  finds  this  much  more  difficult,  and  it 
would  be  easy  for  him  to  lose  confidence. 
He  is  obviously  very  concerned  about  his 
deteriorating  sight  and  yet  is  always 
cheerful  and  determined  to  maintain  both 
his  social  contacts  and  his  independence. 


USHER 
SYNDROME 


Family 
Day 


A  one  day  course  for  parents  and  close 
relatives  of  people  with  Usher  Syndrome 
held  on  30  January  attracted  relatives  from 
five  families  and  teachers  from  support 
services  in  mainstream  and  further 
education  as  well  as  a  social  worker. 

Dr  Ann  Bond,  a  counsellor,  who  herself 
has  experienced  sight  loss,  talked  about 
attitudes  to  blindness  and  how  families 
handle  bad  news:  one  parent  felt  that  it 
would  be  hard  to  cope  with  a  double  dose 
when  the  hearing  loss  was  first  diagnosed 
early  in  the  child's  life.  Others  were  very 
concerned  about  the  length  of  time  it  took 
to  obtain  a  clear  diagnosis  of  retinitis 
pigmentosa.  Both  parents  and  teachers 
shared  a  sense  of  frustration  that  this  can 
take  months  or  even  years.  A  case  was 
quoted  of  a  teacher  reporting  suspected 
tunnel  vision  in  a  pupil  who  was  seven 
years  old  and  the  final  confirmation  of  R.P. 
being  received  when  the  pupil  was  in  the 
late  teens. 

The  meeting  strongly  recommended 
more  urgent  attention  to  the  process  of 
diagnosis  and  family  support  from  general 
practitioners  and  the  organisers  of  school 
screening  programmes. 

Dr  Shomi  Battacharya,  a  geneticist 
working  on  R.P.,  spoke  about  his  recent 
research  into  Usher  Syndrome.  He  is  now 
using  a  DNA  probe  to  look  for  the  defective 
gene  in  the  chromosome  responsible  for 
the  disease.  Some  of  the  families 
attending  may  be  donating  blood  for  this 
important  research. 

Several  young  members  of  families  who 
were  present;  both  affected  and  unaffected 
people,  produced  a  report  from  their 
discussions  revealing  how  helpful  it  was 
for  them  to  meet  and  share  insights  about 
the  problems  they  face  and  to  give  one 
another  support. 

Mary  Guest 


Sun  Glasses 

People  with  Usher  Syndrome  who  find 
bright  sunlight  uncomfortable  might  be 
interested  to  know  that  the  British 
Standards  Institute  has  just  published  a 
new  standard  for  sunglasses.  It  guarantees 
that  lenses  marked  BS2724  conform  to  a 
standard  of  protection  against  potentially 
harmful  solar  radiation.  Peter  Crabbe  of 
BSI  explained  that  some  of  the  dark 
glasses  on  sale  might  make  the  wearerfeel 
more  comfortable  but  did  not  necessarily 
keep  out  the  ultra  violet  rays  which  could 
lead  to  problems.  He  said  that  sunglasses 
fell  into  three  categories:  the  lighter  ones, 
worn  as  much  for  fashion  or  cosmetic 
reasons,  which  would  not  keep  out  much 
sunlight;  general  purpose  darker  ones 
worn  more  seriously  as  sunglasses;  and 
the  very  dark  range  intended  for  use  in 
conditions  of  much  higher  solar  radiation 
such  as  mountainous  areas  or  expanses  of 
water.  (From  In  Touch). 
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Growing  Up  and  Maturing  Sexually 


Sexuality  has  to  do  with  something  we  are, 
not  something  we  do.  Deaf-blind  people 
are  sexual  beings  just  as  the  rest  of  us  are, 
and  the  scope  of  their  sexual  expression  is 
likely  to  be  as  wide  as  in  the  rest  of  the 
population. 

Our  attitude  towards  sexuality  is 
based  on  our  personal  views;  we  may  see  it 
in  a  number  of  ways,  for  example: 

•  as  something  linked  with  marriage 

•  as  something  occurring  in  puberty  or 
when  a  person  falls  in  love  for  the  first  time 

•  or  as  an  aspect  of  social  and  emotional 
development  which  is  present  from  birth. 
There  is  an  increasing  understanding  of 
sexuality  as  something  basic  in  all  persons. 
We  are  sexual  beings  from  the  day  we  are 
born  -  it  is  not  something  we  become  the 
day  we  get  married  for  the  sake  of  repro- 
duction. 

Society  seems  to  be  more  ready  now 
to  accept  other  forms  of  sexual  expression 
than  matrimonial.  We  feel  that  this  is  bene- 
ficial for  deaf-blind  and  other  handicapped 
people. 

There  are  still  many  obstacles  when 
talking  about  sex- personal  attitudes,  relig- 
ion and  legislation.  Sexuality  is  closely 
linked  with  personal  emotions  and  it  is 
important  not  to  hurt,  not  to  offend  and  not 
to  force  each  other.  People  must  be  per- 
mitted to  say  'Stop'  and  even  to  say  'No'. 

The  workshop  stated  that:  'Puberty 
and  sex  problems  are  the  concern  of  all 
kinds  of  staff  in  deaf-blind  services.  Co- 
ordination and  cooperation  with  parents  is 
decisive'  and  'Deaf-blind  persons  need 
special  programs  in  sexual  education  as  in 
all  other  education.' 

Sexuality  is  much  more  comprehensive 
than  'intercourse'  -  when  we  talk  about 
sexuality  in  congenitally  deaf-blind  persons 
we  are  perhaps  not  talking  about  inter- 
course at  all. 

Learning  about  sex 

Normal'  children  get  their  early  sex 
education  through  self  discovery  of  their 
own  bodies  and  sexual  identity,  as  male  or 
female  from  playing  roles.  Later  their 
sources  of  knowledge  are  likely  to  be  tele- 
vision, friends  or  reading.  Surprisingly  little 
sex  education  seems  to  come  from  parents 
and  from  school1  where  it  tends  to  be 
about  biological  reproduction. 

So,  when  children  normally  take  sex 
education  from  the  many  sources  they 
have  access  to,  what  sources  do  deaf-blind 
children  have?  What  chances  do  we  give 
them  to  reach  a  successful  puberty  and  an 
adult  identity? 

The  new  born  deaf-blind  baby  is  poss- 
ibly cut  off  from  the  close  contact  with  its 
parents,  which  is  so  important,  because  of 
long  hospitalisation.  Further,  the  dual  sen- 
sory handicap  is  an  obstacle  to  the  develop- 
ment of  body  awareness,  self  awareness 
and  sexual  awareness. 

Sexuality  interferes  with  all  this  and 
must  be  considered  as  an  integral  part  of 
the  totality  of  information  that  has  to  be 
communicated  to  the  deaf-blind  child. 
Sexual  education  beginning  when  the  child 
-.  -.'  I'-.ry  young  is  one  thing,  and  some 
suggestions  for  a  suitable  approach  are 
given  below. 

Much  more  difficult  is  the  sexuality, 

and  the  problems  related  to  this,  in  young 

and  adult  congenitally  deaf-blind  persons - 

0  deaf-blind  persons  themselves,  for 

"  '-.  '  '>taff  and  for  their  families. 


In  1986  the  Nordic  Staff 

Training  Centre  for  Deaf-Blind 

Services  arranged  a  workshop 

where  an  interdisciplinary  group 

of  staff  and  parents  gathered  to 

discuss  puberty  and  sexuality  in 

congenitally  deaf-blind  people. 

Elin  Ostli,  their  Education 

Secretary,  guides  us  through  their 

report  —  some  part  of  which  you 

may  find  challenging  and 

controversial.  Talking  Sense 

invites  your  views  on  this 

important  subject. 


Puberty 

Puberty  is  a  transit  situation  between 
childhood  and  adulthood.  It  is  normal  that 
problems  increase  when  children  reach 
puberty.  A  still  young  mind  is  housed  in  a 
body  suddenly  growing  adult  with  new 
requirements  and  new  possibilities  being 
presented-frightening  things  and  exciting 
things! 

Normal  puberty  reactions  in  deaf-blind 
persons  such  as  aggression  and  autistic- 
like  behaviour  is  misinterpreted  and  even 
kept  down  through  medication.  These 
reactions  might  just  be  signals  of  quite 
normal  development  and  quite  normal 
needs,  and  a  cry  for  help.  (In  rubella  children 
dormant  rubella  virus  might  be  revitalised 
due  to  hormonal  changes  in  puberty  and 
directly  or  indirectly  cause  behaviour  prob- 
lems). 

A  problem  lies  in  the  disproportion 
between  the  adult  body  and  the  early  stage 
of  mental  development.  The  young  person 
is  not  able  to  interpret  the  signals  coming 
from  his  or  her  own  body. 

Some  Suggestions 

What  can  we  do?  The  Nordic  workshop 
suggested  the  following: 

•  Consider  all  normal  expressions  of 
puberty  problems  as  something  positive. 

•  Be  sure  to  maintain  a  holistic  view  of  the 
client  and  do  not  isolate  single  symptoms. 

•  The  deaf-blind  person  has  a  right  to 
sexual  identity  and  should  be  stimulated 
e.g.  through  gentle  touch,  caressing  or 
body  massage. 

•  In  case  of  residual  vision  video  tapes 
can  be  used  in  sex  education  and  to  stimu- 
late fantasy. 

•  The  young  person  can  be  guided/helped 
to  more  efficient  masturbation  with  orwith- 
out  sexual  aids. 

•  It  is  very  important  that  girls  are  prepared 
for  their  menses.  Problems  with  frustration 
and  fear  in  connection  with  menses  can  be 
solved  through  modelling  and  imitation. 
Then  the  Nordic  workshop  said: 

•  The  really  big  challenge  is  to  engage 
the  young  deaf-blind  persons  in  an  inter- 
action with  each  other,  so  that  they,  if  it  is 
possible,  could  find  sexual  solidarity. 
This  was  the  difficult  part.  Sex  education 
with  deaf-blind  children  is  probably  less 
controversial.  However,  there  are  more 
reasons  than  this  for  strongly  recommend- 
ing early  sex  education.  The  strengthened 
identity  that  results  from  a  successful  sex 
education  will  be  of  great  benefit  to  the 
deaf-blind  child  in  many  situations. 

The  following  suggestions  were  ad- 
vanced by  the  Nordic  workshop: 


•  It  is  necessary  to  increase  body  control 
and  body  awareness  through  e.g.  body 
massage,  motor  training  in  close  contact 
with  an  adult,  water  therapy  and  water 
games. 

•  It  is  necessary  to  communicate  with  the 
child. 

•  It  is  necessary  to  structure  the  day/ 
person's  activities. 

•  Allow  the  child  to  touch  parents,  siblings 
and  staff  consciously  and  in  natural  situ- 
ations. Name  parts  of  the  body  that  lead  to 
sex  identification.  Explain  'You  are  a  boy, 
you'll  become  a  man  like  daddy/Peter/me . . .' 

•  Do  the  same  when  the  child  spontan- 
eously touches  other  persons'  genitals, 
breasts,  beard  etc. 

•  Be  discreet  with  the  child's  own  genitals. 
Be  aware  of  and  take  care  of  the  child's 
natural  bashfulness.  Postpone  surgery  at 
or  near  the  genitals  if  possible. 

•  Encourage  interaction  with  other  child- 
ren. 

•  Help  the  child  to  more  efficient  mastur- 
bation and  give  directions  where  it  is  allowed. 

•  Carefully  encourage  all  possibilities  for 
the  expression  of  the  child's  choices, 
wishes  and  initiatives. 

Staff  and  Parental  Attitudes 

Before  clients'  problems  can  be  solved 
comes  thorough-going  work  among  staff 
and  with  parents.  Every  staff  group  has  to 
discuss  and  to  find  their  own  way  according 
to  their  own  resources,  parents'  attitudes 
and  clients'  needs. 

A  world  congress  on  handicaps  in 
Canada  in  1980  stated:  'All  persons  have 
sexual  rights  and  should  therefore  have 
access  to  sexual  education  and  information 
so  that  they  can  live  the  sex  life  they  wish 
to.' 

In  the  same  way  as  we  elaborate  train- 
ing programs  for  language  development, 
daily  living  skills  etc.,  we  should  equally 
care  for  children's  sexual  development  and 
not  postpone  it  and  let  it  become  a  serious 
problem  in  puberty. 

Staff  must  get  together  and  discuss  for 
example: 

•  Sexuality  in  general 

•  Their  own  attitudes  and  prejudices 

•  Personal  limitations 

They  must  be  clear  about  moral/ethical 
problems.  Side-effects  of  these  discussions 
will  be  acknowledgement,  mutual  respect 
and  frankness. 

The  staff  group  and/or  the  parents 
might  need  more  information  on: 

•  Children's  sexual  development 

•  Children's  sexuality/masturbation 

•  Puberty  and  masturbation 

•  Adult  sexuality  and  masturbation 

•  Sexual  aids 

And  we  have  to  discuss  and  define  what 
kind  of  sexuality  are  we  talking  about? 

It  is  often  useful  to  invite  experts  such 
as  psychologists,  sex  therapists,  priests, 
nurses,  doctors,  midwives  ...  as  they  may 
make  interesting  contributions  to  the  work 
in  the  staff  group:  as  outsiders  they  might 
also  serve  as  door-openers  if  doors  happen 
to  be  locked. 

The  information  process  has  two  major 
aspects:  To  increase  knowledge  and  to 
work  on  attitudes. 

A  Plan  of  Action 

In  elaborating  sex  education  programs 
some  Nordic  colleagues  practise  this  five- 
step  procedure: 
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Step  1  Compile  all  possible  information  to 
get  a  clear  picture  of  the  client's  needs  and 
problems    (sexual    history/sexual    back- 
ground, records  of  sexual  development 
should  be  kept  on  file). 
Step  2:  A  detailed  program  is  worked  out. 
Step  3:  The  educational  program  has  to  be 
agreed  upon  by  all  staff  members. 
Step  4:  Parents  have  to  agree  to  the  sex 
education  program. 
Step  5:  All  involved  sign  the  plan. 

Massage 

Colleagues  in  the  Nordic  groups  give  body 
massage  rooted  in  an  Indian  tradition  both 
to  deaf-blind  children2  and  to  young 
persons.  The  body  massage  is  offered  to 
help  clients  relax  and  to  reduce  tensions 
of  various  kinds.  In  addition  to  the 
immediate  effect  of  relaxation  the  massage 
has  the  long-term  effect  of  increasing  body 
awareness. 

The  massage  situation  is  a  close  comm- 
unication situation.  The  person  giving 
massage  should  know  the  client  well  as 
both  parties  involved  communicate  with 
each  other  -  without  words  but  with  the 
touch  of  the  hands  when  giving  the  massage 
and  with  body  language  when  receiving  it. 
The  person  wanting  to  give  body  massage 
needs  both  courses  and  practice  to  be 
successful.  The  clients  will  need  some 
training  and  some  time  to  get  used  to  the 
massage  situation  and  to  dare  to  relax. 
When  body  massage  is  used  in  sex 


education  programs  it  is  for  several 
reasons: 

•  The  increased  body  awareness  that 
results  from  it  is  necessary  for  self 
awareness,  sex  awareness  and- 

•  Body  awareness  is  necessary  when  a 
person  wants  to  masturbate. 

•  The  tender  massage  sometimes  gives 
the  client  sexual  gratification  as  some  girls 
show  when  they  have  an  orgasm  and  some 
of  the  boys  have  an  erection.  The  genitals 
are  not  touched. 

•  Relaxation  is  necessary  when  one 
wishes  to  have  an  orgasm. 

Body  massage  has  most  often  been 
defined  as  a  leisure  time  activity.  It  is 
practised  by  the  interveners  who  have 
been  on  courses  to  learn  how  to  perform 
the  massage.  Both  men  and  women  can 
give  massage  to  either  male  or  female 
clients.  The  massage  situation  is  not  at  all  a 
sexual  situation.  It  should  be  considered 
as  a  situation  where  the  deaf-blind  person 
gets  an  opportunity  for  total  relaxation  and 
comfort. 

Necessary  Questions 

Sexual  background  should  give  answers  to 
the  following  questions: 

1)  What  attitude  towards  sexuality  have 
parents  had,  and  what  is  their  attitude 
today? 

2)  About  sexuality,  what  has  been 
discussed  at  home? 


3)  Has  the  client  had  any  sexual 
education? 

4)  How  does  the  client  explore  his/her 
own  body? 

5)  Which  sexual  games  has  the  client 
played? 

6)  What  role  games  has  the  client  played? 

7)  What  observations  have  been  made 
regarding  client's  masturbation? 

8)  How  does  the  client  try  to  get  in  contact 
with  others? 

9)  What  is  the  client's  concept  of 
himself/herself  -  own  identity? 

10)  How  is  the  client's  body  awareness? 
Has  he  or  she  had  any  training  to 
develop  body  awareness  -  massage, 
water  games? 

1 1 )  What  is  to  be  done: 

a:  The  problem  is  described  e.g.  at  a 

parents'  conference. 

b:  Name    who    is    involved;    parents, 

intervenors,  teachers  . . . 

c:  What  can  be  done?  Who  does  what? 

How?  Whose  responsibility? 

d:  When  does  one  consider  that  the 

task  is  fulfilled? 


1.  Delia  and  Max  Fitz-gerald:  'Sexual  Imp- 
lications of  Deaf-Blindness'  (Sexuality  and 
Disability  1979). 

2.  Frederic  Leboyer:  Shantala  un  art  trad- 
itionnel,  le  massage  des  enfants  Paris  1 976. 


Over  the  past  few  years  there  has  been  a 
growing  awareness  of  the  importance  of 
involving  parents  in  decisions  affecting 
their  child's  education  and  care.  More 
recently  brothers  and  sisters  have  begun 
to  come  into  focus,  both  as  members  of 
the  family  and  as  requiring  some  special 
attention  in  their  own  right.  Whilst  I 
entirely  agree  with  the  idea  of  the  family 
as  a  whole  being  considered,  as  put 
forward  in  my  resolutions  to  the  IAEDB  in 
Poitiers  last  July,  I  think  it  is  important  to 
discuss  the  feelings  and  needs  of 
brothers  and  sisters  alone.  Just  as 
parents  need  to  talk  about  their  special 
situation  and  rediscover  and  affirm  their 
rights  as  individuals  -  so  do  siblings.  It  is 
easy  to  become  so  involved  in  fighting 
for  the  handicapped  person's  'equal 
rights',  for  the  rights  of  parents  and  now 
families  that  our  own  get  left  behind. 
Ours  seem  to  be  of  lesser  importance; 
after  all,  we  are  not  handicapped,  we 
don't  have  the  burden  of  caring,  we  must 
be  the  least  affected.  Or  are  we? 

When  my  brother  Stephen  was  born  a 
great  deal  of  the  attention  I  had 
previously  commanded  was  necessarily 
turned  on  him.  At  first  I  was  jealous  but 
gradually  I  became  aware  of  the  reasons 
and  tried  to  help  my  parents,  if  only  by 
keeping  out  of  the  way.  When  he  began 
attending  a  residential  school  nearly  200 
miles  from  our  home  I  began  to  be  what  I 
call  a  'part-time  only  child'.  He  was  only 
home  during  the  school  holidays  and  I 
would  then  go  back  to  being  a  little 
helper,  keeping  my  worries  hidden  so 
that  I  would  not  put  more  stress  on  my 
parents. 

When  I  had  a  problem  or  wanted 
some  attention  I  would  have  to  wait  until 
Stephen  was  settled  in  bed  before  I 
could  approach  Mum  and  Dad:  they  were 
by  then  usually  exhausted  from  the  trials 
of  the  day. 

The  feeling  of  being  in  second  place, 
waiting  until  it  was  my  turn,  has  stayed 
with  me.  Coupled  with  this  is  a  distaste 
for  the  competitive  drive  which  dominates 


A  Sister's 
Thoughts 


In  this  sensitive  article,  Cathy  Brown 

expresses  her  feelings  about  the 

burden  she  and  her  parents  carried 

because  of  her  brother's  handicap. 

She  explains  how  this  experience  (as 

a  sister)  has  left  a  permanent  mark  on 

her. 


our  world  and  insists  that  we  strive  to 
prove  ourselves  'better'  than  the  next 
person.  My  brother  could  never  compete 
on  that  level  and  in  some  circles  might 
have  been  seen  as  a  loser,  'lesser'  than 
the  rest:  yet  there  were  occasions  when  I 
could  not  compete  with  him. 

These  feelings  have  formed  my 
'handicap'.  Whilst  Stephen  made  me  a 
more  patient  and  compassionate  person 
than  I  may  have  been  -  surely  a  bonus 
on  an  emotional  level  -  I  have  lacked 
confidence  and  'drive',  reluctant  to  put 
myself  first.  This  has  been  a  drawback  in 
my  personal  life  but  more  especially  in 
professional  terms  as  it  clashes  with  the 
concept  of  'selling  oneself  into  a  job. 

The  feeling  of  'second  place'  has 
ironically  become  'second  best'  despite 
the  emphasis  on  equality  in  our  family. 
With  a  diminished  sense  of  personal 
value  came  a  craving  for  approval  and 
attention.  This  was  frustrated  by  the  lack 
of  time  I  had  with  my  parents;  they 
needed  a  break  after  Stephen  returned 
to  school  and  could  not  be  distracted 
while  he  was  home.  This  brought  feelings 
of  unfairness,  resentment  and  helpless- 
ness which  became  guilt  at  feeling  anger 
towards  a  brother  'less  fortunate'  than 
me  and  who  had  no  control  over  the 
situation. 

All  of  these  emotions  were  supressed 


in  an  attempt  to  avoid  any  further  strain 
on  my  parents  who  were  already  giving 
me  all  the  time  and  love  possible.  None 
of  this  was  clear  to  me  at  the  time  and  I 
would  probably  have  been  upset  at 
suggestions  that  anything  was  wrong.  I 
childishly  assumed  that  as  I  had  grown 
up  with  Stephen  as  my  only  experience 
of  a  family  there  could  be  no  problem; 
surely  I  had  adjusted  along  the  way!  My 
defiance  was  a  demand  for  recognition 
of  the  normality  I  sought  in  my  life  and 
my  family;  even  when  it  became  a  single 
parent  one. 

Our  unusual  families  are  all  'normal' 
only  more-so:  the  extra  is  created  from 
ordinary  situations  magnified  by  stress 
and  slow  development.  We  often  have  to 
pace  ourselves  carefully  so  that  un- 
expected situations  don't  become  'the 
last  straw'. 

Stephen  had  a  passion  for  books  and 
magazines,  his  visits  to  our  local  library 
could  last  for  hours.  When  he  wanted  to 
go  he  would  bring  his  library  books  and  a 
bag  to  Dad  and  off  we  would  go.  The 
problem  would  be  when  the  request  was 
made  on  a  Sunday  or  Bank  Holiday.  The 
number  of  times  we  had  to  give  up  trying 
to  explain  and  walk  in  frustration  to  town 
and  physically  show  him  that  the  doors 
were  locked.  So  much  time,  energy  and 
emotion  spent  on  such  a  simple  task.  It 
was  my  time  as  well. 

Having  a  handicapped  person  in  our 
families  can  give  us  a  great  advantage. 
We  have  a  reason  to  treat  ourselves  and 
each  other  with  extra  care,  to  talk  about 
our  problems,  large  or  small,  and  try  to 
work  towards  solutions.  Our  general 
perception  of  the  world  and  the  society 
we  live  in  becomes  different  from  those 
around  us,  it  often  gives  us  a  keener  and 
more  compassionate  eye.  My  parents 
were  able  to  see  the  importance  of 
allowing  me  to  express  my  feelings 
about  my  brother.  In  other  circumstances 
I  may  have  continued  to  smother  my  hurt 
and  confusion,  never  seeing  the  richness 
of  experience  life  offers  us. 
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At  the  Royal  School  for  the  Deaf,  Exeter, 
we  have  been  teaching  deaf-blind  children 
for  eight  years.  We  currently  have  ten 
deaf-blind  youngsters  ranging  in  age 
from  8-19  years.  They  have  arrived  at 
our  school  from  a  variety  of  home  and 
educational  backgrounds  and  with  diverse, 
and  sometimes  bizarre  means  of  effective 
communication  -  hiding  under  furniture, 
pulling  their  hair  out,  vomiting  over 
adults  who  tried  to  direct  them. 


Adapting  Signs  for 


1 .  Body  contact.  Signed  English  sign  for 
Apple'  is  adapted  by  allowing  the  hand  to 
make  contact  with  the  face. 

Teaching  the  child  to  communicate 
more  effectively  is  our  primary  aim.  For 
the  deaf-blind  child  language  and  com- 
munication are  essential.  Without  the 
ability  to  communicate  he  will  never 
learn  to  complete  the  self-care  skills  of 
dressing  and  toiletting  at  anything  above 
the  sensori-motor  level.  Without  language 
the  deaf-blind  child  will  never  learn  to 
make  sense  of  his  environment  or  other 
people's  behaviours. 

Whatever  else  a  deaf-blind  child  may 
need  to  learn  or  be  taught  he  will  need 
to  learn  language  and  communication 
skills. 

Deaf-Blind  Children 
Developing  Signing 
Skills 

At  the  Royal  School  for  the  Deaf,  Exeter, 
the  hearing-impaired  and  the  deaf-blind 
children  are  assessed  individually  as  to 
whether  or  not  they  will  be  taught 
through  a  sign-support  method.  For 
some  children  communication  through 
signing  is  not  appropriate.  However, 
many  deaf-blind  children  need  to  com- 
municate through  signing  and  develop 
quite  proficient  skills.  It  is  our  intention 
to  make  the  learning  of  new  signs  as 
easy  as  possible  thereby  giving  the  deaf- 
blind  child  access  to  relevant,  consistent 
language. 

As  an  aid  to  learning  new  signs  it  may 
be  necessary  to  modify  the  signs  in 
some  way.  By  watching  our  older  deaf- 
blind  children,  who  are  now  developing 
proficiency  in  Signed  English,  we  identi- 
fied which  signs  they  learnt  the  quickest. 
We  also  noticed  that  they  spontaneously, 
yet  consistently,  adapted  some  signs. 
These  adaptations,  when  analysed,  ap- 
peared to  follow  some  general  principles. 


Why  do  deaf-blind  children 
need  to  learn  adapted  signs? 

From  observing  deaf-blind  children  it 
appears  that  they  have  difficulty  in 
learning  signs  that: 

•  are  produced  in  open  space; 

•  need  sophisticated  hand  positions  to 
initiate  or  complete  the  sign; 

•  may  contain  ambiguous  tactile  infor- 
mation which  makes  them  very  similar 
to  other  signs  e.g.  'shoes  on'  and 
'shoes  off 

•  may  be  too  small  a  movement  for  the 
child  to  learn  the  action 


Principles  in  Adapting  Signs 
for  the  Deaf-Blind 

(Where  specific  signs  are  referred  to 
below  the  Signed  English  version  is 
being  used.  However  the  principles  in 
adapting  signs  can  be  applied  to  all  sign 
support  systems). 

Changing  the  Orientation  of  Signs 

Children  with  sufficient  vision  read  signs 
visually,  but  they  may  have  a  very  small 
field  of  vision.  In  these  circumstances  it 
is  important  to: 


Phillipa  Clark,  Educational  Psv 
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together  from  the  distilled  expe 
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from  doughnut: 


•  keep  your  signing  confined  to  a  sm; 
area  inside  their  visual  field  and/or 
an  optimum  distance. 

•  change  the  orientation  of  some  sigi 
so  that  the  deaf-blind  child  receivt 
the  maximum  amount  of  informatk 
possible.  E.g.  in  the  sign  'fish'  tl 
hand  movement  towards  the  chi 
may  not  be  easily  seen,  but  by  movir 
our  hand  across  the  visual  field,  tl 
sign  is  more  apparent. 

Forming  Signs  Clearly  and  Precisely  i 

Deaf-blind  children  begin  first  by  imitatii 
the  gross-movement  in  a  sign.  To  he 
them  distinguish  between  random  mov 
ments  and  signed  interactions  it  will  he 
the  child  if  signing  motions  are  deliberal 
The  signs  should  be  confident  yet  gentl 


3.  Two-handed  sign.  Note 
the  new  starting  position  for 
'Shop'. 
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Deaf-Blind  Children 


ogist  at  the  Royal  School  for  the 
l.  She  points  out  that  it  was  put 
;e  of  teaching  and  care  staff  who 
n  Debenhams;  what  a  spectacle 
jig  with  each  other  -  hands  sticky 
much  laughter'. 


It  is  also  essential  that  the  adult's 
signing  should  be  precise.  The  totally 
blind  child  will  only  make  poor  imitations 
of  signs  to  start  with  due  to  his  poor 
reception  and  poor  monitoring  of  his 
I  actions.  He  does  not  need  or  deserve 
the  additional  problem  of  receiving 
vaguely  formed,  sloppy  signs  from  the 
adult. 

Be  sure  that  the  child  is  taught  all  of 
the  sign;  be  aware  of  hand  position, 
location,  speed  and  magnitude  of  move- 
ment. 


Body  Contact 

Signs  which  touch  the  body  are  learnt 
more  easily  than  those  which  are  formed 
in  space.  This  is  true  even  for  our  sighted 


pupils.  Kinaesthetic  and  tactile  feedback 
is  an  important  aid  to  memory. 

By  bringing  the  active  hand  into 
contact  with  the  body  the  sign  is  easier 
to  learn,  e.g.  'apple',  'home'  (Photograph 
1). 

The  sign  must  still  be  recognisable  to 
users  of  the  original  sign. 

Two-Handed  Signs  Making  Contact 

Signs  can  be  adapted  by  making  two 
hands  touch  each  other  e.g.  'under', 
'shop'  {Photographs  2,  3). 

Immature  signers  throughout  our 
school,  as  well  as  the  deaf-blind  children 
automatically  use  these  cues  in  learning 
new  signs. 

Passive  Hand  Support 

Signs  which  use  only  one  hand  moving 
in  space  are  difficult  for  the  deaf-blind 
child  to  recall.  They  can  be  adapted  by 
allowing  the  second/passive  hand  to  act 
as  a  support  for  the  action  hand  e.g. 
'Bag'  (Photographs  4,  5). 

Passive  Hand  as  a  Reference  Point 

Similarly  to  the  adaption  principle  above, 
the  second  hand  can  be  used  as  a 
stationary  reference  point  for  the  action 
hand,  e.g.  'drink'  (photograph  6). 


5.  Passive  Hand  Support. 
By  using  the  second  hand 
to  act  as  a  guide  the  sign 
'Bag'  becomes  easier  to 
learn. 


6.  Passive  Hand  as  a  reference  point. 
Nicholas  is  starting  to  sign  'Drink'  but 
needs  a  reference  point. 

Adaptations  may  combine  several  of 
these  principles,  e.g.  'home'  the  orien- 
tation may  be  altered  and  body  contact 
introduced. 

It  must  be  emphasised  that  all 
adaptations  are  minimal,  the  signs  are 
still  recognisable  to  all  users  of  Signed 
English.  Our  deaf-blind  children  are 
within  a  school  for  the  deaf.  They 
integrate  with  hearing-impaired  children 
for  social  activities,  mealtimes  and  some 
practical  work.  They  need  to  be  able  to 
communicate  with  the  other  children  - 
their  signs  must  be  recognised  by  all  the 
children  and  staff  in  school. 

We  are  not  advocating  a  separate 
sign  system  for  the  deaf-blind,  but  are 
suggesting  simple  techniques  to  help  the 
deaf-blind  child  learn  the  signs.  Once 
proficient  in  using  signs,  the  children 
can,  and  do,  drop  the  adaptations. 

Conclusion 

In  our  experience,  by  presenting  signs 
adapted  according  to  those  principles 
the  deaf-blind  child  is  able  to  learn  new 
signs  faster.  This  developing  skill  has 
direct  consequences  on  his  language 
and  communication  skills. 

With  improved  communication  skills, 
the  deaf-blind  child  is  able  to  take  an 
increasing  part  in  school  activities  and  to 
contribute  to  family  life.  By  providing 
access  to  communication,  we  are  enabling 
our  deaf-blind  children  to  build  relation- 
ships with  peers  and  parents,  and  to 
develop  emotionally  and  intellectually. 
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From  Games  to  Daily  Living  Skills 


PART 


Introduction 

I  suggest  that  there  is  a  rule 
connecting  the  ways  in  which  a 
normal  child  performs  games  and  the 
ways  in  which  he  performs  daily  living 
skills. 

It  is  when  the  child  begins  to  bite  his 
toys  that  he  will  begin  to  bite  off  a  piece 
of  bread  -  it  is  by  using  his  mouth  to 
manipulate  toys  that  he  achieves  the 
ability  to  chew  food. 

When  the  child  has  begun  to  empty 
his  box  of  toys,  he  will  then  begin  to  take 
food  from  the  plate,  placing  it  next  to  the 
plate  on  the  table,  or  drop  it  to  the  floor; 
he  will  be  observed  to  take  off  his  shoes 
as  well  as  kick  off  his  trousers.  Similarly, 
when  the  child  has  begun  to  place  toys 
on  specific  places  -  no  longer  simply 
dropping  them  quite  accidentally  -  he 
will  begin  to  place  his  cup  on  a  specific 
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specific  age.  For  if  we  have  a  pupil  aged 
7,  10  or  18  years  who  is  unable  to 
manage  one  or  more  of  the  daily  living 
skills,  we  should  not  expect  her  to  learn 
these  skills  without  providing  the  oppor- 
tunity to  achieve  the  basis  for  the  skill  or 
skills.  Instead  of  training  for  the  daily 
living  skills  which  are  lacking,  we  should 
think  about  giving  the  pupil  the  opportunity 
to  obtain  the  basis  for  them  and  should 
want  her  to  learn  the  games  and 
gamelike  activities  which  are  the  basis  of 
these  daily  living  skills. 


place  on  the  table,  very  often  near  the 
table  edge;  and  if  the  adult  happens  to 
move  the  cup  to  another  place,  the  child 
will  take  the  cup  and  replace  it  in  the 
location  chosen  by  himself. 

When  the  child  plays  with  dolls  and 
teddy  bears  and  has  begun  to  undress 
them  she  will  begin  to  partly  undress 
herself;  and  when  the  child  is  to  some 
extent  able  to  dress  the  doll  or  the  teddy 
bear,  she  will  begin  to  dress  herself 
totally  -  often  several  times  during  the 
day.  Shoes  are  placed  on  the  feet,  the 
shoes  normally  being  too  large.  She  will 
also  begin  to  'dress'  herself  with  carpets 
and,  a  little  later,  with  clothes  which  are 
also  too  large.  When  the  child  has  begun 
to  play  with  the  tablet  of  soap,  washing 
the  doll  and  sometimes  even  the  teddy 
bear,  he  will  also  begin  to  wash  parts  of 
his  own  body  and  to  practise  washing  his 
hands,  as  well  as  attempting  to  wipe  his 
hand  on  a  towel.  When  the  child  begins 
to  use  a  pincer-grasp  during  play  and  in 
eating  situations  he  will  begin  to  try  to 
undo  his  buttons.  When  the  child  begins 
to  play  with  strings,  he  will  begin  to 
unlace  his  shoes. 

Between    the    age    of    two    and    five 

years,  he  will  be  eager  to  do  the  same 

•ies  as  adults  -  laying  the  table, 

cleaning  the  floor,  washing  the  dishes, 

g  part  in  making  the  food,  digging  in 

the  garden,  picking  flowers,  washing  the 

rid  so  on.  All  this  means  that  every 

-;;;   /  h/ing  skill  has  its  basis  in  games. 

This    is    not    however    confined    to 


Eye-hand  co-ordination 

Many  of  our  handicapped  children  have 
poor  eye-hand  co-ordination.  Perhaps 
this  is  because  they  are  partially  sighted, 
or  because  they  are  mentally  retarded, 
autistic,  have  cerebral  palsy  or  suffer 
from  poor  fine-motor  development.  Or 
perhaps  this  is  due  to  a  combination  of 
these. 

When  observing  partially  sighted  child- 
ren using  their  hands  in  games  and  other 
activities,  they  are  often  found  to  be 
looking  at  the  ceiling,  instead  of  looking 
at  the  activity  with  which  they  are 
occupied. 

The  autistic  child  will  often  look  at  the 
activity  just  for  a  second  and  only 
occasionally  -  as  if  nobody  -  not  even 
herself  -  must  be  aware  that  she  is 
interested  in  the  activity.  Mentally 
retarded  children  may  look  at  an  object 
for  a  long  time,  but  often  look  away  as 
soon  as  they  reach  for  the  object. 

Implications 

A  number  of  suggestions  would  follow 
from  the  existence  of  such  rules 
connecting  games  with  daily  living  skills. 
As  eye-hand  co-ordination  makes  it 
much  easier  to  perform  daily  living  skills, 
as  well  as  being  involved  in  many  other 
activities,  it  is  the  first  area  to  be 
explored.  Activities  are  suggested  which 
are  specifically  designed  to  increase  the 
pupil's    eye-hand    co-ordination.    In    my 


second  article  I  shall  suggest  games  and 
gamelike  activities  which  can  give  the 
pupil  better  co-ordination  of  his  hands. 
Finally,  I  suggest  games  which  may  give 
the  pupil  a  basis  for  coping  with  specific 
daily  living  skills. 

Increasing  eye-hand 
co-ordination 

The  child  who  only  has  light  perception 
will  often  use  this  ability  to  look  at  the 
sun  or  electric  light.  If  the  pupil  is  given  a 
table,  the  surface  of  which  is  covered 
with  gold  paper,  it  will  be  easier  for  her 
to  find  objects  on  the  table,  as  she  will 
gradually  discover  the  difference  between 
the  light  from  the  golden  surface  and  the 
objects  which  do  not  have  a  golden 
surface. 

For  the  pupil  who  has  some  sight  but 
does  not  have  eye-hand  co-ordination, 
this  can  sometimes  be  established  by 
drawing  on  specific  surfaces. 

Drawings  in  plastic  folders 

The  material  shown  in  Photo  1  is  a 
smooth  transparent  plastic  folder  within 
which  are  placed  drawings  done  on  card. 


The  pupil  is  perhaps  able  to  draw  as 
shown  in  Photo  2.  Thereafter,  he  is 
encouraged  to  wipe  the  colour  away. 
Soft  paper  or  fabric  should  be  used. 
Experience  has  shown  that  initially  the 
pupil  may  not  be  looking  during  the  time 
he  is  drawing,  but  will  look  when  he  was 
wiped  away  the  colour.  Gradually,  he  will 
begin  to  look  while  he  is  wiping  away  the 
colour  because  he  thinks  it  funny  to  see 
the  colour  disappear.  Later  on  he  will 
look  while  he  is  drawing. 

If  the  child  is  able  to  see  pictures,  or 
can  recognise  drawings  of  familiar 
objects,  such  pictures  can  also  be 
placed  into  the  plastic  folder.  The  adult 
can  then  cover  the  picture  by  drawing  on 
the  outside  of  the  plastic  folder,  so  that 
the  child  does  not  know  what  is 
underneath  the  colour.  Thereby  he  can 
be  motivated  to  wipe  away  the  colour  to 
see  what  is  underneath. 
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Once  the  pupil  has  begun  to  look 
while  he  is  drawing,  he  can  be  asked  if 
the  crayon  can  'walk'  on  the  grey  circle 
(Photo  3)  and  later  on  from  the  boy  to 
the  house  (Photo  4).  At  first  the  pupil 
should  never  be  asked  whether  he  can 
draw  the  line:  in  this  procedure,  if  he  is 
unable  to  do  it,  then  it  is  the  crayon 
which  makes  a  mess  not  the  child. 

When  the  pupil  draws  from  the  boy  to 
the  house  he  will  often  draw  outside  the 
boarders  of  'the  road'.  If  this  should 
occur  failure  can  be  prevented  by  simply 
drawing  a  flower  and  saying:  Oh,  yes, 
you  must  have  a  flower  with  you.  (shown 
in  Photo  5). 


Drawing  on  reliefs 

Fasten  a  piece  of  material  (paper,  card, 
cardboard  etc.)  with  reliefs  on  a  table, 
place  a  piece  of  paper  on  top  of  it  and  let 
the  pupil  draw  on  the  paper.  Depending 
on  the  pattern  of  relief,  the  drawings  will 
give  a  specific  sound  and  perhaps  get 
the  pupil  to  look  for  the  sound. 

Make  a  small  resonance  platform  -  50 
x  50cm  -  place  a  piece  of  paper  on  top 
of  the  platform  and  the  pupil  will  produce 
another  sound  by  his  drawings.  Different 
types  of  crayons  or  pencils  can  be  used 
to  produce  different  sounds.  (A  resonance- 
platform  is  made  from  4mm  plywood.  A  2 
x  2cm  strip  of  wood  is  fastened  under 
the  edge  of  one  side  of  the  plywood. 
When  the  resonance-platform  is  placed 
on  the  table  there  will  be  2cm  between 
the  table  and  the  plywood). 

While  carrying  out  all  of  these  eye- 
hand  co-ordination  games  it  is  important 
not  to  be  asking  the  pupil  to  look; 
instead  talk  about  the  sounds,  perhaps 
naming  the  colour  being  produced,  or 
name  the  pictures  which  are  uncovered 
by  the  wipings,  but  do  not  use  the  word 
'look'.  I  never  praise  the  pupil  for  having 
looked,  instead  simply  observing  whether 
the  pupil  is  indeed  improving  his  eye- 
hand  co-ordination.  By  doing  this,  it 
becomes  possible  to  know  the  level  of 
difficulty  at  which  to  set  the  next  task. 


Part  two  of  this  article  will  appear  in 
our  next  edition. 


A  Letter  from  Peggy  Freeman 


Dear  Parents  &  Colleagues, 

It  gave  me  great  pleasure  to  declare  open 
the  new  Family  Centre  and  to  name  the 
Further  Education  Unit  'Freeman  House' 
(indeed  a  great  honour)  at  Sense-in-the- 
Midlands  last  November.  It  was  a  very 
happy  occasion  and  I  thank  everyone 
involved  in  making  it  so. 

When  in  1955  the  Association  began 
with  just  a  few  parents  of  deaf-blind 
children  aiming  to  help  each  other,  we 
could  not  have  imagined  what  changes  our 
efforts  were  to  bring  about  over  the  next  32 
years.  The  struggles,  heartbreaks  and 
disappointments  of  the  parents  in  the  early 
years  as  so  many  of  our  loved  ones  fell  by 
the  wayside  for  lack  of  suitable  provision, 
cannot  be  erased.  But  it  was  due  to  their 
willingness  to  share  their  experiences  that 
the  problems  of  deaf-blindness  were 
exposed  and  ways  of  helping  to  overcome 
them  could  be  sought. 

Without  the  parents'  contribution,  the 
growth  of  professional  support,  of  know- 
ledge, of  facilities,  of  help  from  sources 
outside  the  field  of  deaf-blindness,  would 
not  have  taken  place.  As  long  ago  as  1 964 
the  projects  which  have  led  to  present 
provision  were  set  in  motion.  In  the 
accounts  presented  to  the  AGM  in  that 
year,  you  will  see  that  we  had  a  Pre-school 
Fund  of  £1 1 8  2s  1  d  and  a  Teacher  Training 
Fund  of  £1 030  3s  6d,  and  we  had  an  After 
Care  Committee  chaired  by  Margaret 
Brock. 

Today  our  financial  status  is  rather 
different!  Now  we  have  three  Family 
Centres  providing  training  and  guidance 
for  parents  of  the  pre-school  deaf-blind  -  a 
service  with  which  I  have  been  closely 
involved  since  1 962  when  I  set  up  the  first 


day  unit  for  the  under-fives  in  London. 

Today  the  special  educational  needs  of 
our  children  are  finally  officially  recognised 
with  the  setting  up  of  a  University  Course 
for  Teachers  of  the  Deaf-Blind,  which 
should  provide  the  expert  help  needed  by 
our  children  during  their  schooldays.  Our 
first  meeting  with  the  Ministry  of  Education 
regarding  provision  was  in  February  1959 
with  continued  pressure  through  the 
years,  so  this  is  a  major  breakthrough. 

Today  we  have  five  centres  concerned 
with  the  care  and  training  of  our  school- 
leavers.  All  are  splendid,  but  I  hope  I  will  be 
forgiven  if  I  say  I  considerthe  Midlands  F.E. 
Unit  our  greatest  achievement.  For  there  I 
see  some  of  our  'wayside'  children,  back 
within  the  'family'  again,  in  an  appropriate 
setting  at  long  last.  Now  we  must  see  that 
there  are  Group  Homes  ready  for  them,  so 
that  when  their  training  is  completed  they 
may  take  their  rightful  place  in  the 
community  but  still  within  the  fold. 

What  has  been  achieved  has  not  been 
easily  won.  To  those  who  have  shared  with 
the  parents  in  making  the  changes,  we  owe 
an  enormous  debt  of  gratitude.  I  have  been 
privileged  to  be  part  of  the  Association  and 
I  am  proud  to  have  been  amongst  those 
parents  who  have  coped  with  such  odds 
yet  been  able  to  look  beyond  their  own 
child  to  help  others  like  them. 

1 988  is  a  New  Year  full  of  promise  -  we 
still  have  much  more  to  do  so  let  us 
continue  to  go  forward  together,  enjoying 
the  benefits  that  have  come  to  us  through 
our  fellowship  and  working  to  achieve  an 
even  better  future  for  our  children. 

With  my  love, 
Peggy  Freeman 


Adrian  Barker 
Shops  Development  Manager 


It  took  Adrian  a  little  time  to  discover  what 
work  he  really  wanted  to  do.  After  spells  in 
the  Foreign  Office  and  in  the  City  as  a 
Lloyds  broker  he  joined  the  Spastics 
Society  as  a  trainee  area  shops  manager  in 
1978. 

Soon  he  found  himself  managing  up  to 
25  shops  in  various  areas  of  London  and 
the  South  East.  He  was  also  involved  in 
opening  more  than  50  new  shops  for  the 
charity.  Another  task  which  fell  to  him  was 
travelling  throughout  the  country  to  shops 
which  were  performing  poorly,  identifying 
and  sorting  out  their  problems  and  setting 
things  right. 


Adrian  believes  that  Charity  Shops  are 
an  excellent  way  both  of  raising  money  and 
raising  public  awareness  of  the  aims  and 
needs  of  the  charity.  With  the  successful 
establishment  of  our  Stamford  and 
Peterborough  shops  behind  him  Adrian  is 
planning  to  open  more  shops  for  Sense  in 
the  future.  But  that's  another  story! 


Left:  the  Petts  Wood  shop,  with  manageress 
Anne  Kaye.  Right:  Adrian  Barker. 
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RUBELLA 


The  Professorial  Medical  Unit  at  the 
General  Infirmary,  Leeds  has  research  in 
diabetes  as  one  of  its  major  interests. 
The  body  uses  glucose  as  a  fuel  and  the 
amount  of  glucose  circulating  in  the 
blood  is  kept  fairly  constant.  The  control 
of  the  blood  glucose  level  is  provided  by 
insulin,  a  hormone  made  in  the  pancreas. 
Diabetes  is  a  condition  in  which  this 
control  system  breaks  down  and  the 
blood  glucose  level  rises.  There  are 
several  different  types  of  diabetes.  That 
which  affects  children  and  young  adults 
is  called  Type  I  or  'insulin-dependent' 
diabetes.  In  this  form  of  the  condition, 
the  insulin-producing  cells  in  the  pan- 
creas are  destroyed  and  so  insulin 
injections  are  required  to  control  the 
blood  glucose  level. 

The  reason  why  these  cells  are 
destroyed  is,  at  present,  unknown. 
Diabetes,  to  some  extent,  runs  in 
families  and  so  inherited  or  genetic 
factors  are  involved.  However,  it  is 
thought  that  environmental  factors  may 
take  part,  by  damaging  the  pancreas  in 
subjects  with  an  inherited  susceptibility 
to  diabetes. 

Among  many  possible  environmental 
agents,  suspicion  has  fallen  upon  viruses. 
Occasionally,  diabetes  appears  after 
mumps  infections,  but  it  is  likely  that 
mumps  is  not  the  cause  of  diabetes  in 
the  majority  of  cases.  Furthermore,  it  is 
now  appreciated  that  diabetes  has  a  very 
slow  onset,  so  that  if  a  virus  is  involved, 
the  initial  damaging  infection  may  occur 
months  or  years  before  the  condition  is 
diagnosed. 

Recently,  there  has  been  interest  in 
whether  rubella  is  involved.  This  has 
arisen  because  it  was  noticed  that  up  to 
one  third  of  children  surviving  with  the 
congenital  rubella  syndrome  may  develop 
diabetes.  Their  diabetes  is  often  insulin- 
requiring  but  may  not  develop  until 
teenage.  This  fits  in  with  the  idea  of  a 
virus  damaging  the  pancreas  some  time 
before  the  condition  becomes  apparent. 

Combined  Vaccine 
to  be  introduced 

Tony  Newton,  Minister  for  Health,  has 
announced  that  a  one-dose,  combined 
vaccination  against  measles,  mumps  and 
rubella  (the  MMR  vaccine)  will  be 
introduced  from  1  October  1988. 

Mr  Newton  said:  'This  is  the  biggest 
change  in  the  immunisation  policy  of  this 
country  for  20  years  and  should  lead  to  the 
virtual  disappearance  of  measles,  mumps 
and  rubella.  The  introduction  of  this 
vaccine  is  an  important  initiative  in  our 
efforts  in  disease  prevention. 

The  new  combined  vaccine  will  be  given 
to  children  in  the  second  year  of  life,  at  the 
same  time  as,  and  taking  the  place  of,  the 
current  measles-only  vaccination.  All  three' 
vaccines  are  contained  in  a  single  once- 
onry  dose.  In  addition,  however,  we  have 
dec  ^ed  that  there  will  also  be  a  'catch-up' 
programme  whereby,  for  as  long  as 
-  <:'.'■.■. ■.>.' i  pre-'achoo  children  iwf  II  receive 
the  MMR  vaccine  at  the  same  time  as  their 
booster  dose  against  diptheria,  tetanus 
and  polio.  This  will  allow  protection  against 
measles,  mumps  and  rubella  amongst 
children  to  be  increased  more  rapidly'. 


Sense  workers  help 
in  Research  Project 


Up  to  one  third  of  children  with 
congenital  Rubella  may  develop 
diabetes.  Because  the  cause  of 
diabetes  is  still  obscure  this  link 

provides  a  valuable  line  of 

investigation.  Sense  workers  in 

Leeds  helped  the  Medical 

Researchers,  as  Dr  Jonathan 

Bodansky  reports. 

One  sign  of  damage  to  the  pancreas 
in  diabetes  is  the  appearance  in  the 
blood  of  islet-cell  antibodies  (ICA).  These 
antibodies  react  with  the  islet  cells 
where  insulin  is  produced.  Their  presence 
can  be  detected  in  a  blood  sample. 

Work  has  been  carried  out  at  the 
General  Infirmary,  Leeds,  on  the  appear- 
ance of  ICA  after  common  viral  infections 
in  children.  This  suggested  that  rubella 
deserves  further  study.  Therefore,  it  was 
proposed  to  see  whether  children  ex- 
posed to  rubella  develop  ICA  as  a  sign  of 
damage  to  the  insulin-making  cells  in  the 
pancreas. 

As  the  virus  used  in  the  rubella 
vaccine  is  live  and  is  very  similar  to  the 
ordinary  infective  rubella  virus,  it  was 
decided  to  study  children  being  vac- 
cinated against  rubella.  The  idea  was  to 
take  a  blood  sample  before  and  one  after 
vaccination  to  see  if  ICA  appear  after 
exposure  to  the  virus.  Children  in  Leeds 
are  not  tested  to  see  if  they  are  immune 
to  rubella  before  vaccination  and  all  girls 
are  offered  the  vaccine.  As  up  to  two- 
thirds  of  children  would  be  expected  to 
be  already  immune  due  to  previous 
infection,  large  numbers  of  children 
would  be  needed  to  provide  a  sufficient 
sample  who  had  not  met  the  virus  prior 
to  the  vaccination. 

The  collaboration  of  the  local  medical 
officers  was  sought  and  consent  was 
obtained  from  the  relevant  authorities. 
The  head  teachers  of  fifteen  local 
schools  gave  permission  for  the  study  to 
be  performed  in  their  pupils.  Approx- 
imately 650   children   who   had   already 


given  consent  to  vaccination  were 
invited  to  help  in  this  study.  Sense 
workers  gave  invaluable  clerical  assist- 
ance in  this  initial  communication.  Lists 
of  names  and  addresses  of  the  pupils 
were  drawn  up.  Each  pupil  was  sent  a 
package  containing  a  letter  to  the  child, 
a  letter  to  her  parents,  and  explanatory 
leaflet  about  the  importance  of  rubella 
vaccination  and  a  consent  form  with  a 
stamped  addressed  return  envelope. 
These  were  mailed  at  the  end  of  the 
Summer  term  1987.  By  the  start  of  the 
Autumn  term,  approximately  300  girls 
had  agreed  to  take  part  in  the  study. 

The  schools  were  visited  twice;  once 
just  prior  to  the  vaccination  team  and  for 
a  second  time  eight  weeks  after 
vaccination.  A  blood  sample  to  check  for 
rubella  antibodies  and  ICA  was  taken  at 
both  visits.  Sense  workers  again  gave 
invaluable  aid  at  this  stage  of  the  study. 
They  helped  with  the  labelling  of  bottles 
in  which  to  put  the  blood  samples,  of 
tubes  in  which  to  freeze  serum  samples 
and  of  plastic  bags  for  storing  these 
samples.  They  performed  a  vital  role  in 
assisting  at  the  visits  to  the  schools. 
They  helped  by  organising  the  girls  in  an 
orderly  fashion,  by  placing  of  samples  in 
bottles  and  by  supervising  the  girls  after 
the  blood  was  taken. 

This  work  not  only  examines  the 
possible  role  of  rubella  in  the  cause  of 
childhood  diabetes,  but  also  provides 
important  and  useful  information  on  the 
current  level  of  rubella  immunity  in  this 
area  and  on  the  level  of  immunity 
provided  by  the  vaccination  programme. 
In  addition,  information  about  the  pres- 
ence of  rubella  immunity  is  to  be 
provided  for  the  individuals  who  took 
part  in  this  study.  When  these  results  are 
available  in  early  1988,  it  is  hoped  that 
Sense  workers  will  provide  clerical  help. 

The  organisation  and  execution  of  this 
study  on  rubella  vaccination  has  been 
enormously  aided  by  the  kind  and 
efficient  help  received  from  Sense 
workers. 


The  Rubella  Workplace  Pack 


The  Rubella  Workplace  Pack  has  been 
produced  by  the  Health  Education  Auth- 
ority and  the  National  Rubella  Council. 
The  Rubella  Workplace  Pack  consists 
of  a  book,  a  video  and  the  Health  Educ- 
ation Authority's  rubella  leaflet  and 
poster. 

The  book  contains 

•  A  step-by-step  guide  to  setting  up  a 
rubella  education,  screening  and 
vaccination  programme  in  the  work- 
place. 

•  A 'pathway  of  action' shows  how  the 
scheme  actually  functions  and  pro- 
vides alternative  options. 

•  Masters  for  overhead  transparencies. 

•  A  script  for  health  talks. 

•  Models  for  permission  letters  and 
other  related  documentation. 

•  An  up-to-date  and  comprehensive 
list  of  rubella  sources. 

•  Useful  addresses. 


The  video  is  'Why  Worry',  a  20-minute 
film  about  immunisation  starring  Jan 
Francis. 

The  leaflet-'Read  this  leaflet  before 
you  get  pregnant.  Rubella  -  The  facts.' 
informs  women  about  rubella  and  urges 
them  to  be  vaccinated.  The  poster  mat- 
ches this  leaflet.  Both  can  be  used 
during  a  rubella  programme. 

The  Rubella  Workplace  Pack  will 
enable  personnel  to  design  and  estab- 
lish their  own  programmes,  as  these 
materials  are  easily  adapted  to  suit  most 
workplace  situations. 

The  pack  is  available  from  the  National 
Rubella  Council,  105  Gower  Street, 
London  WC1E  6AH  and  costs  £32.50 
(inc.  p  +  p).  It  is  also  available  without 
the  video  and  costs  £15  (inc.  p  +  p). 
Cheque  made  out  to  'National  Rubella 
Council'. 
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Assessing  Communication 

Helen  Bradley  is  our  Educational  Psychologist  working  at  Sense-in-the-Midlands. 

Here  she  gives  practical  advice  and  assessment  suggestions  based  on  direct 

experience  with  deaf-blind  students. 

The  Assessment 


Helen  Bradley 

Care  staff  working  with  deaf-blind  people 
in  a  variety  of  settings  are  unanimously 
agreed  on  the  importance  of  developing 
communication.  However,  in  practice 
they  may  face  many  problems  e.g.  lack 
of  experience  with  deaf-blind  people, 
lack  of  access  to  training  in  communi- 
cation development  and  assessment, 
lack  of  time  and  expertise  to  carry  out 
existing  assessments  -  even  if  they  can 
find  something  appropriate  for  a  deaf- 
blind  person.  What  seems  to  be  required 
is  a  straightforward,  practical,  quick  form 
of  assessment  built  around  a  deaf-blind 
individual  and  leading  logically  to  a 
programme  of  communication.  The  prog- 
ramme needs  to  be  a  practical,  natural 
approach,  not  a  'special  communication 
lesson'  for  which  there  is  seldom  time 
and  which  may  not  generalise  to 
everyday  life  anyway. 

I  would  like  to  suggest  a  very  practical 
informal  assessment  built  around  obser- 
vation and  the  knowledge  of  people  who 
know  and  understand  the  deaf-blind 
person.  It  is  always  very  important  for  all 
key  people  -  families,  carers,  nurses, 
instructors  etc.  to  get  together  to  plan 
communication  and  to  learn  from  each 
other  because  communication  can  be 
very  different  with  different  people  and 
places.  I  have  found  this  informal 
asessment  works  well  in  this  type  of 
group  where  every  one  has  something 
valuable  to  contribute.  Good  ideas  and 
inconsistencies  in  management  can  also 
be  highlighted. 

Reference  and  Further 
Reading 

General  Background 

Best,     T.     Steps     to     Independence. 

Practical  Guidance  on  teaching  people 
with  mental  and  sensory  handicaps. 
BIMH  Publications.  1987 

Bradley,  H.  and  Snow,  B.  Making  Sense 
of  the  World.  A  Guide  for  carers  working 
with  mentally  handicapped  adults  with 
visual  and  hearing  impairments.  1 986. 
Available  from  Sense. 

Developing  Touch 

Evans,  J.  and  Theiss-Tait,  K.  Massage  - 
An  Alternative  Starting  Point.  Talking 
Sense  Vol.  32.  No.  1.  Spring  1986. 
Available  from  Sense. 

Ideas  for  Communication  Programmes 

Best,  T.  1987.  Op  cit. 

Bradley,  H.  and  Snow,  B.  1 986.  Op  cit. 

Evans,  J.  Total  Communication  with 
Handicapped  Children.  Talking  Sense 
Summer  1985. 


A:  BACKGROUND  INFORMATION 


Collect  and  note  information  on  each  of 
the  following: 

1  Vision 

2  Hearing 

3  Physical  Handicaps 

4  Relationships:  Does  the  client  have  a 
special  relationship  with  any  person/- 
people? 

5  Touch:  Does  the  client  accept  touch? 
Does  the  client  enjoy  touch? 

6  What  effect  will  the  information 
gathered  so  far  have  upon  the  type  of 
communication  programme  introduced? 
Note   all   ideas,   (e.g.    if  the   person's 


B:  SOCIAL  COMMUNICATION 


At  each  stage  note  existing  communi- 
cation strategies.  Are  they  sufficient? 
What  new  strategies  need  to  be  intro- 
duced? 

How  does  the  client  recognise  their  own 

possessions? 

Does  the  client  know  they  have  a  name? 

How  is  this  done? 

Which  people  are  most  important  to  the 

client? 

How   does    the    client   recognise    them? 

Does  the  client  know  their  names? 


C:  ACTIVITIES  AND  ROUTINES 


At  each  stage  note  existing  communi- 
cation strategies.  Are  they  sufficient  and 
consistent?  What  new  strategies  need  to 
be  introduced? 

Personal  Needs 

Is  there  a  way  of  communicating: 
food  time 
drinks  time 
the  toilet 
feeling  ill? 

List  the  following 

favourite  foods 
favourite  drinks 
favourite  activities 


D:  MANAGEMENT  SIGNS 


Is  there  a  clear  system  of  communication 
for  the  following: 

Yes 

No 

Good 

Bad 

more 

finish 


E:  CONSISTENT  COMMUNICATION 


It  is  important  that  everyone  communi- 
cating with  the  client  communicates 
consistently.  Use  this  section  to  identify 
problems  and  suggest  solutions. 

List  problems  e.g. 

client  is  in  three  different  places,  home, 

relief  care,  Adult  Training  Centre. 

Shift  changes  in   relief  care  placement 

lead  to  inconsistency 

List  ideas  to  solve  problems  e.g. 

one  person  from  each  area  meets  once  a 

month  to  discuss  progress 


vision  is  very  poor  hand-over-hand 
signing  might  be  possible).  Speech 
should  always  be  used  as  part  of  a 
programme.  Physical  handicaps  may 
well  affect  the  sort  of  signs  possible 
or  dictate  any  alternative  approach.  If 
the  client  has  a  special  relationship 
with  someone  perhaps  this  person 
should  co-ordinate  the  programme;  if 
two  or  more  'special'  people  exist  they 
will  need  to  work  in  partnership.  If  the 
client  resists  touch  this  area  may  be  a 
priority  to  tackle  first.  (Evans,  J.  and 
Theiss-Tait,  K.  1986) 


Can  the  client  be  told  in  advance  if 
different  people  are  coming  on  duty/not 
coming? 

Are  there  methods  of  identifying  family 
members?  Can  the  client  be  told  when 
they  are  visiting  (if  in  residential  place- 
ment)? 
Can  the  client  say  acceptably: 

hello 

goodbye 

ask  for  affection/attention 

terminate  contact? 


For  each  of  these  is  there: 

a  system  of  encouraging  choice? 
a  method  of  communication? 

Asking  for  more  or  less 

How  does  the  client  ask  for  'more'? 

How  does  the  client  say  'no,  I  don't  want 

this'?  How  can  these  be  taught  acceptably? 

List  main  events  in  student's  week 

How  are  these  communicated? 

EVENT 

METHOD  OF  COMMUNICATION 


stand  up 
sit  down 
toilet 

time  to  eat 
time  to  wash 
time  to  go  to  bed 

Do  any  others  need  to  be  added  to  this 
list? 


client's  special  worker  writes  out  prog- 
ramme and  puts  it  in  client's  bedside 
cabinet.  Copy  also  sent  to  Adult  Training 
Centre  and  home  for  information. 

This  approach  towards  assessment  does 
not  require  any  specialist  skills  -  just  a 
knowledge  of,  and  interest  in,  the  client. 
The  suggestions  made  at  each  point 
should  be  practical  and  possible  as  they 
are  coming  from  the  people  who  know 
the  client  best. 
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Sense-  in-Scotland 


Scottish  Report 

It  hasn't  taken  long  for  everyone  in  the 
office  to  get  back  into  the  swing  of  things, 
although  the  shop  has  been  quiet  after  the 
Christmas  rush.  We  are  preoccupied  with 
organising  at  the  moment,  what  with  our 
March  regional  meetings,  the  counselling 
course  (see  page  31),  a  'special  event'  in 
April  and  the  holidays  on  the  horizon. 
Unfortunately  we  had  to  say  goodbye  to 
Caroline  Connor  just  before  Christmas  and 
we  wish  her  all  the  best  for  the  future. 

Ben  Spencer 

Regional  News 

Sense  in  Scotland  has  been  sprouting! 
With  two  regional  meetings,  one  in 
Edinburgh  and  one  in  Dundee,  last 
November,  the  monopoly  of  Glasgow  has 
finally  been  broken.  Both  were  informal 
evenings,  well  attended  by  a  ■  mix  of 
parents,  friends  and  professionals  and 
they  must  have  been  enjoyed,  as  everyone 
agreed  that  it  would  be  worth  meeting  on  a 
regular  basis.  So  our  next  meetings  are  in 
Dundee  on  Monday  29  February  and  in 
Edinburgh  on  Wednesday  2  March  and 
Norman  Brown  has  been  invited  to  give  a 
talk  (Norman  will  be  in  Scotland  for  a  week 
and  will  probably  be  hoarse  by  the  end  of  it, 
as  we  have  arranged  meetings  every  day 
for  him!) 

Talking  Shop 

The  shop  was  particularly  busy  in  the  run- 
up to  the  festive  season,  so  we  were  all 
ready  for  a  break  and  took  the  long  holiday 
to  recuperate. 

The  good  news  is  that  our  raffle  was  a 
success  and  we  managed  to  raise  almost 
£400.  Thanks  to  those  who  donated  the 
prizes,  to  everyone  who  sold  the  tickets 
and  to  Sheena  Tulloch  for  picking  the 
winners.  The  bad  news  -  although  maybe 
not  so  bad  for  the  staff  -  is  that  I  am 
departing.  I  am  going  off  to  work  at 
Overbridge,  so  I'm  not  really  leaving  - 
simply  moving  sideways.  Please  continue 
to  bring  in  your  donations  as  the  shop  will 
carry  on  under  the  watchful  eye  of  Betty 
McKenzie. 

I  have  instructed  the  staff  to  keep  a  look 
out  for  any  interesting  old  clothing,  as  my 
buying  has  taken  on  addictive  proportions. 
Cheerio. 

Pauline  Nelson      Manageress 


Geoff  Aplin 


From  public  schoolboy  to  Army  corporal, 
sociology  student  to  globetrotter,  youth 
and  community  worker  to  university 
lecturer. 

This  was  the  road  that  Geoff  Aplin 
travelled  en  route  to  Sense-in-Scotland 
and  Overbridge.  Born  in  Exmouth,  his 
parents  sent  him  to  Kelly  College, 
Tavistock,  a  public  school  and  training 
school  for  cadets  entering  Dartmouth. 
He  resented  the  status  and  differentiation 
inherent  in  such  an  institution  and 
reacted  against  it  by  arranging  Free 
Church  meetings  in  what  was  a  high 
Church  of  England  School,  and  starting  a 
jazz  club  with  his  fellow  pupils,  in  the 
days  when  jazz  music  was  frowned  upon. 
After  National  Service  in  the  Army 
Geoff  studied  sociology  at  Nottingham 
University  and  spent  the  vacations 
travelling  extensively  throughout  Europe 
and  the  Middle  East.  He  graduated  in 
Social  Psychology  in  1961,  then  moved 
to  Swansea  to  take  a  post-graduate 
diploma  in  youth  and  community  studies. 
On  completing  this  course  he  became  a 
youth  worker  on  a  project  funded  by  the 
Rowntree  Trust,  working  as  a  'bridge' 
between  gangs  on  Bristol's  South  Mead 
estate  and  the  authorities.  After  coping 
with  vandalism,  gang  warfare  and  violence 
for  five  years  he  went  to  Harvard  to 
spend  a  year  studying  community  mental 


We  asked  Sue  Snow,  Bob's  wife, 

and  a  trained  journalist,  to 

interview  Geoff  Aplin,  Principal  of 

Overbridge.  She  tells  us  about  the 

man  and  in  her  second  article  we 

learn  about  the  growth  and 

development  of  our  Scottish 

residential  centre. 


health,  funded  by  a  charitable  trust. 
Once  the  course  was  finished  Geoff 
bought  a  car  for  1 14  dollars  and  went  on 
a  14,000  mile  tour  of  the  United  States 
and  Canada  before  returning  to  Britain  to 
set  up  a  community-based  pre-adol- 
escence  group  service  in  Bristol  for 
schools  and  parents. 

He  worked  on  this  project  for  five 
years,  and  also  began  working  for  a 
PhD.,  submitting  a  thesis  on  'A  compara- 
tive study  of  group  treatment  programmes 
for  maladjusted  children'.  Geoff  gained 
his  Doctorate  in  1977  from  Bristol 
University,  but  rarely  uses  his  'Doctor" 
title  'unless  I  can  use  it  to  do  something 
for  Overbridge'.  He  moved  from  Bristol  to 
Glasgow  University  to  become  a  lecturer 
in  the  Department  of  Social  Administration 
and  Social  Work.  A  further  five  years  saw 
his  next  move,  to  the  National  Children's 
Bureau  as  resource  and  development 
office  in  Strathclyde,  a  post  which  he 
held  for  two  years.  He  returned  to 
Glasgow  University  in  1981  to  set  up  an 
advanced  course  in  dealing  with  child 
abuse.  Unfortunately  his  return  coincided 
with  a  contraction  of  university  teaching 
resources  and  funding  and  after  a  year 
the  course  was  abandoned,  so  he  went 
back  into  training  social  workers  at  the 
university  until  his  move  to  Sense  in 
1986. 

Geoff  has  been  married  for  22  years  - 
his  wife,  Judith,  is  a  teacher  of  mentally 
handicapped  children  and  they  share  a 
love  of  music.  Both  play  in  the  Glasgow 
Chamber  Orchestra  and  Geoff  also  plays 
piano,  plays  the  organ  in  Quarriers 
Village  Church  and  sings  in  a  small 
music  consort.  The  couple  have  three 
children  -  Max  (18),  who  is  studying 
chemical  physics  at  Edinburgh  University, 
16-year-old  Kay,  who  is  studying  for  her 
Scottish  Higher  exams,  and  Paul  (15), 
who  is  currently  studying  for  'O'  levels. 

When  he  is  not  working,  Geoff  can  be 
found  amid  the  dizzy  heights  of  Scotland's 
mountains.  He  and  Max  share  a  passion 
for  'Munro-bagging',  a  pastime  which 
involves  climbing  every  one  of  the  277 
peaks  in  Scotland  which  are  more  than 
3,000  feet  high. 


Jessica  Thompson  receiving  the  cheque 
from  Johnstons  &  Paton  with  Gillian 
Morbey,  Sense's  Scottish  Officer. 
Cheryl  Cox  is  held  by  Mr  John  Tracctii, 
Managing  Director. 
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Sense- in-Scotland 


Overbridge 
How  we  are  doing  it 


When  Geoff  Aplin  was  appointed  Principal 
of  Sense's  Overbridge  centre  in  Scotland, 
no-one  was  more  surprised  than  the  new 
principal  himself! 

Despite  his  academic  qualifications 
and  vast  working  experience,  Geoff 
believed  he  had  little  chance  of  being 
offered  the  post. 

'I  knew  about  the  job  because  I'd 
become  a  consultant  to  Quarriers  Homes, 
which  is  the  other  organization  involved 
with  Sense  in  managing  Overbridge'  he 
explained.  'I'd  had  nothing  to  do  with 
handicapped  people  and  nothing  to  do 
with  residential  work  apart  from,  group 
work  in  residential  settings,  but  I  was 
aware  of  the  Overbridge  project  and  it 
seemed  extremely  interesting.  I  didn't 
even  apply  for  the  job  when  it  first  came  up 
because  I  didn't  think  I  would  have  a 
chance  -  I  thought  there  would  be  a 
multitude  of  applicants.  But  they  didn't 
appoint  anyone  first  time  round  so  I 
decided  to  have  a  go  -  and  no-one  was 
more  astonished  than  I  when  I  got  it.' 

Once  he  had  decided  to  apply  for  the 
post,  Geoff  prepared  himself  by  visiting 
Poolemead,  meeting  Sense  Director 
Rodney  Clark,  talking  to  people  working 
with  the  deaf-blind  and  reading  as  much  as 
possible  to  get  an  idea  of  what  was 
involved. 

Even  before  he  took  up  his  appointment 
in  October  1 986  he  was  to  be  found  at  the 
Sense  Weekend  Away,  'buttonholing 
everyone  I  could  find  and  asking  what  it 
was  all  about'. 

'No-one  ever  let  on  to  me  their  doubts 
that  I  could  do  the  job',  he  said.  'They  all 
seemed  very  confident  that  it  would  be  all 
right  and  I  found  that  very  helpful.  I  had  no 
idea  what  to  expect  in  reality,  but  I  was 
determined  to  set  up  a  service  that  nobody 
could  criticise.  It  had  to  be  as  good  as  any, 
so  I  am  a  perfectionist  in  that  sense.' 

When  Geoff  started  work  Overbridge 
was  still  several  months  away  from 
completion.  Sense  had  planned  the 
accommodation  and  his  first  job  was  to  do 
the  necessary  preparations  for  finding, 
assessing  and  admitting  students. 

He  had  expert  help  in  the  form  of  an 
admissions  panel  of  social  workers, 
psychologists  and  others  working  in  the 
deaf-blind  field,  but  confesses  to  having 
felt  'absolutely  overwhelmed'  at  the 
beginning. 

Overbridge  has  the  capacity  for  12 
students  in  two  units  with  independent 
facilities.  The  first  five  students  arrived  in 
June  last  year  and  the  centre  has  adopted 
the  'key  tutor'  system. 

'This  means  that  a  member  of  staff  is 
given  a  big  responsibility  for  master- 
minding the  programme  of  their 'special' or 
key  student  and  is  responsible  for  that 
student',  explained  Geoff,  'that  is  going 
well  and  everybody  is  responding  with  a 
high  standard  of  practice'. 

Staff  training  is  one  of  his  major 
concerns  and  to  meet  this  end  at 
Overbridge  the  iocaf  authority  provided 
extra    finance.    Geoff    was    enabled    to 


appoint  Karen Tait-aformerteacherof  the 
deaf-blind  at  Newcastle's  Royal  Victoria 
School  who  went  to  Overbridge  as  a  unit 
leader-to  the  post  of  training  co-ordinator, 
devoting  half  her  time  to  teaching  and  half 
to  staff  training. 

Another  aspect  of  Geoff's  work  is  liaison 
with  outside  agencies  to  give  the  students 
a  full  range  of  experience  and  activities. 
'The  Overbridge  site  is  very  small  and  we 
don't  have  the  capacity  to  offer  everything 
here,  so  we  have  to  go  outside  for  certain 
services',  he  said.  'One  of  the  first  things  I 
did  was  to  establish  good  links  with  the 
local  further  education  college.  Now  the 
students  go  there  for  multi-gym,  music 
therapy  and  outdoor  pursuits,  and  we  have 
developed  a  good  working  relationship 
with  the  college.' 

His  initial  worries  have  given  way  to 
greater  confidence  now  that  Overbridge  is 
established.  'We  have  managed  to  attract  a 
high  calibre  of  staff,  most  of  whom  are 
university  graduates  with  a  high  level  of 
skills  and  a  lot  of  previous  experience  with 
handicapped  people',  he  said,  'we  are  also 
fortunate  in  the  partnership  between 
Quarriers  and  Sense-in-Scotland,  because 
we  have  two  fund-raising  bodies  and  two 
organisations  to  share  the  load,  so  we  feel 
very  secure  and  well-supported.' 

Geoff  is  now  starting  to  look  to  the 
future  and  feels  that  Sense-in-Scotland 
has  the  potential  to  develop  its  services 
sufficiently  to  embrace  all  of  Scotland's 
deaf-blind.  'For  example,  Overbridge  is  not 
big  enough  to  take  all  the  deaf-blind  in  our 
age  group,  which  is  1 6  to  25,  but  again  it  is 
not  obvious  that  the  numbers  justify  two 
Overbridges,  so  we  have  to  look  at  ways  to 
meet  the  need.  Perhaps  we  should  open  a 
third  unit  near  Overbridge,  or  a  halfway 
house,  or  extend  the  age  range  of 
Overbridge  and  offer  an  after-care  service. 
We  are  concerned  with  training  people  for 
independent  living  of  some  kind.  Fife  has 
agreed  to  fund  a  student  to  come  to  us  on 
condition  that  we  work  with  them  to  plan  a 
resource  back  in  Fife  for  that  person  to 
return  to  at  the  end  of  his  time  with  us.  This 
is  the  sort  of  thing  I  would  be  looking  for 
from  all  the  funding  authorities -we  want  to 
work  with  the  local  authorities  to  train  and 
support  young  peoplelor  life.' 

Any  doubts  Geoff  may  have  had  about 
taking  on  Overbridge  have  certainly  been 
dispelled.  'I  am  absolutely  over  the  moon 
about  this  job',  he  said,  'I  feel  it  is  probably 
one  of  the  best  decisions  of  my  life  -  and  I 
hope  other  people  think  that  too.' 


STOP  PRESS 

Six  more  students  have  been  offered 
places  and  five  will  definitely  join  in  the 
week  beginning  14  March. 

The  Half-way  House  has  now  been 
accepted  as  a  firm  target  to  be  achieved 
within  the  next  three  years,  it  will  enable 
six  students  to  move  on  from  the 
independence  skills  already  learned  to 
learning  howtolive  in  the  community  at 
large. 


Fundraising 

The  run  up  to  Christmas  saw  a  flutter  of 
fundraising  activity  and  a  modest  adver- 
tising campaign  and  we  are  grateful  to  all 
our  friends  and  supporters  who  responded. 
Personally  I  feel  as  though  I  never  want  to 
see  a  raffle  ticket  again  -  more  of  that  in  the 
shop  report. 

Some  of  us  celebrated  Christmas  in  the 
company  of  Her  Majesty's  Police  -  all 
perfectly  legal;  'onest  officer.  A  division  of 
Strathclyde  Police,  who  have  raised 
money  for  us  before,  organised  a  disco  as  a 
festive  knees  up-the  proceeds  being  split 
between  Sense  in  Scotland  and  Lynn 
Gilmour,  one  of  our  members  who  is  off  to 
the  Peto  Institute  in  Budapest  in  March. 
Thanks  to  everyone  involved. 

And  finally  way  back  last  summer,  the 
builder's  merchants  Johnstons  and  Paton 
held  a  sponsored  walk  along  25  miles  of 
the  West  Highland  Way  and  raised  £6,000 
-  thanks  to  the  staff,  suppliers  and 
customers  who  took  part  and  raised  this 
magnificent  sum.  The  presentation  was 
made  at  the  firms  head  office  in  Glasgow 
and  we  hope  to  put  the  money  towards  the 
purchase  of  a  new  caravan  to  place  in 


Central  Scotland. 


Joyce  Wilson 


Holidays 

We  are  already  thinking  of  Summer  and 
making  plans  for  our  holiday  programme  - 
times  and  places  have  been  booked  as 
follows: 

2  July -9  July       Quarriers  Village, 
Bridge  of  Weir 
preschool/early  school 
age 

30  July  -  6  Aug  Atholl  Centre,  Pitlochry 
school  age:  primarily 
Carnbooth;  4  Overbridge 
students 

20  Aug  -  27  Aug  Barcaple  Centre,  Castle 
Douglas,  Dumfriesshire 
teenagers/young  adults, 
primarily  for  Overbridge 
students  and  young 
Scottish  people  at  Eng- 
lish schools. 

The  pre-school  holiday  at  Quarriers  is  a 
repeat  of  last  years  very  successful  break, 
only  longer,  and  we  know  that  everyone 
will  be  made  very  welcome.  For  the  other 
two  we  are  venturing  new  locations  -  the 
Atholl  Centre,  in  the  middle  of  Pitlochry 
itself,  is  a  modern  purpose-built  centre 
specialising  in  outdoor  holidays  for  young 
and  handicapped  people.  The  Barcaple 
Centre  is  a  large  mansion  set  in  extensive 
grounds  and  specialises  in  adventure 
holidays  and  there  will  be  plenty  of 
activities  organised,  as  well  as  trips  around 
the  area. 

Bookings  are  already  coming  in  and 
although  we  give  priority  to  our  Scottish 
youngsters,  anyone  interested  in  taking 
advantage  of  a  holiday  in  Scotland,  please 
get  in  touch.  And,  of  course,  volunteers 
wishing  to  help  are  welcome. 

We're  coming  on  TV 

Watch    Scottish  Eye 
Channel  4  on 
Saturday  5th  March 
6.30  pm 

The  camera  has  been  at  Overbridge  and 
Carnbooth.  People  we  hope  to  see  are 
Cheryl  Cox  and  Family,  Danny  Nimmo, 
Geoff  Aplin  and  Gill  Morbey.  We'll  be  super- 
glued  to  our  set. 
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Rushton  and.  Margate  Links 


One  Friday  in  September,  Paul  Thomas 
and  I  set  off  for  Rushton  with  Anthony  and 
Donald.  The  purpose  of  the  weekend  was 
to  tap  the  expertise  of  Martin  Thomas, 
Rushton's  Mobility  Officer,  to  try  out  the 
various  equipment  at  Rushton,  and 
generally  to  have  fun.  It  says  much  for  the 
warm  welcome  we  received  that  we 
succeeded  in  all  three! 

Donald,  who's  profoundly  deaf  with  no 
sight,  rapidly  learnt  to  find  his  way  to  the 
swamp'  (the  soft  play  area).  His  other  great 
love  was  the  resonance  board  used  in 
conjunction  with  a  vibrating  fan,  but  he 
also  appreciated  the  walking  machine  and 
the  musical  equipment.  Anthony  (pro- 
foundly deaf  with  very  greatly  limited 
vision)  appreciated  Martin!  -  and,  once 
he'd  got  the  hang  of  it,  was  very  taken  with 
the  walking  machine. 


Pathways  News 

International  Party  at  the 
House  of  Commons 

On  1 0  December,  a  group  of  children  and 
staff  from  Pathways  and  Condover  Hall 
were  invited  to  Professor  Paul  Cook's  party 
'  at  the  House  of  Commons.  Ajay,  Richard, 

Lester,  Martin,  Simon  and  Margaret  were 
accompanied  by  Mr  Evans,  Mrs  Boswell 

I  and  Miss  Wilkes. 

They  joined  1 50  handicapped  children 
from  seven  countries  including  the  USA, 
Canada  and  Australia.  Ten  blind  children 
from  Beirut,  in  the  Lebanon,  were  also 
there. 

As  well  as  being  entertained  by  Rod 
Hull  and  Emu  and  Disney  characters  like 
Mickey  Mouse  and  Pluto,  the  children 
were  thrilled  to  meet  the  guest  of  honour, 
Princess  Michael  of  Kent.  She  spoke  to 
each  child  individually,  and  was  impressed 
by  the  communicative  ability  of  the  deaf- 
blind  young  people,  even  trying  some 
Paget-Gorman  signs  for  herself.  She  said 
she  was  interested  in  all  kinds  of  sign 
language. 


Princess  Michael  meets  Ajay  Prajapati, 
Richard  Conlon  and  teacher  Mrs  Sue 
Boswell. 

All  the  children  were  given  gold-plated 
keys,  which  had  been  donated  by  famous 
people  like  Paul  McCartney,  Daley 
Thompson  and  Rajiv  Gandhi.  The  keys 
were  a  symbol  of  peace  and  freedom. 

The  organisors  of  the  party,  The  British 
Science  and  Technology  Trust,  presented 
the  children  with  gifts  of  personal  cassette 
players  which  the  children  were  delighted 
with. 

The  day  was  a  wonderful  experience 
NrMctl  the  children  will  remember  for  a  long 
time  to  come. 

G.H.  Evans 
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Both  children  like  visiting  new  places  if 
there  are  familiar  adults  around  and  their 
needs  are  met  -  Anthony  was  so  taken  with 
the  whole  occasion  that  he  stayed  awake 


until  5.30am  on  Saturday  morning, 
uttering  shrieks  of  glee  at  regular  two- 
minute  intervals.  (He  and  I  were  both  in  bed 
by  8.30pm  that  evening).  Thank  you 
Rushton  for  your  hospitality,  and  particularly 
Sally  for  giving  up  her  Sunday,  and  Martin 
for  giving  up  his  weekend  to  us. 

We  were  very  pleased  to  meet  again  in 
November,  when  Martin  and  Sally  brought 
Shuet  to  Margate  for  two  days.  Shuet 
appeared  to  enjoy  the  various  activities  on 
offer,  particularly  swimming,  and  Anthony 
was  pleased  to  meet  up  with  his  hero 
again. 

One  aspect  of  the  visits  which  we  found 
particularly  encouraging  was  the  link 
created  between  Rushton,  a  school  for 
visually  impaired  multi-handicapped  child- 
ren, and  Margate,  catering  for  hearing 
impaired  children  with  and  without 
additional  handicaps  and  deaf-blind  child- 
ren. There  are  both  similarities  and 
differences  between  the  needs  of  hearing 
impaired  and  visually  impaired  multi- 
handicapped  pupils,  but  the  educators  of 
each  group  can  gain  much  help  and 
support  from  the  educators  of  the  others. 
We  hope  these  links  continue. 

Heather  Murdoch 

Advisory    Teacher    for    Deaf    Visually 

Impaired  Children 

The   Royal   School  for  Deaf  Children 

Margate 


Above:  Paul  and 
Anthony  on  the 
walking 

machine.  Below: 
Martin  and 
Donald  with  the 
resonance  board. 


News  from  Henshaws 


Anniversary  Celebrations 

The  fourth  of  November  1 987  was  the  day 
everyone  on  the  Henshaw's  site  in 
Harrogate,  North  Yorkshire  celebrated  the 
150th  anniversary  of  Thomas  Henshaw's 
original  gift  of  £20,000  to  establish  the 
Asylum  for  the  Blind  in  Manchester. 
Members  of  the  School  and  students  in  the 
Independence  Centre,  Intermediate  Hous- 
ing Scheme  and  Deaf-Blind  Unit,  together 
with  teachers,  care  staff,  kitchen  staff  and 
domestics  all  dressed  in  period  (1837) 
costume. 

The  day  began  with  a  breakfast  of  gruel, 
with  cod  liver  oil  for  the  lucky  few!  A  formal 
assembly  followed,  including  a  moral 
lecture  on  a  caning  'for  smiling'.  For  the 
pupils  the  day  continued  with  physical 
training  and  Victorian  games  like  blowing 
bubbles  from  clay  pipes.  In  the  afternoon 
staff  put  on  a  play  which  featured  'the 
ghost  of  Thomas  Henshaw'.  Concluding 
this  day  to  remember  were  modern 
celebrations  which  included  a  fireworks 
display,  party  and  disco. 


Dance  Workshop 

I  am  pleased  to  say  that  we  will  hold 
another  Labyrinths  Dance  Workshop  this 
year;  working  with  Shelly  Sorkin  of  Trinity 
and  All  Saints  College  of  Education,  Leeds 
and  Cathy  Middleton  of  Harrogate.  The 
provisional  dates  for  the  Two-Day  Partici- 
patory Workshop  will  be  Friday  10  June 
and  Saturday  1 1  June.  It  is  hoped  to  invite 
specialist  guest  tutors  and  have  more  time 
available  for  discussion  of  the  needs  of  the 
participants.  As  before,  the  programme  will 
include  a  display  of  handicapped  student 
dance  and  will  act  as  a  focus  of  interest  and 
involvement  for  those  interested  in  Dance 
and  the  Handicapped  in  the  North. 

Anyone  interested  is  welcome  to 
contact  me,  Mike  Jennings,  on  Harrogate 
(0423)  886541. 


See  Henshaws  pictures  on  back 
cover. 


Branch.  Officers'  Weekend 


•Hi 


Branch  Officers  from  around  the  country 
met  in  early  February  at  Sense-in-the- 
Midlands. 

This,  the  third  gathering  of  Branch 
Officers  was  arranged  as  a  result  of  our 
Weekend  last  June  and  at  the  direct 
request  of  those  who  attended  then.  It 
was  an  opportunity  to  look  back  at  a 
number  of  goals  we  had  set  ourselves 
and  to  discuss  other  more  practical 
topics,  and  finally  to  look  forward  to 
Branch  development  in  the  future. 

On  Friday  evening  each  Branch 
outlined  its  progress  since  last  summer. 
All  Branches  had  been  asked  to  compile 
a  directory  of  local  facilities,  groups  and 
useful  contacts,  but  it  had  become 
apparent  that  this  was  no  easy  task  - 
since  in  some  areas  this  would  consist  of 
volumes  rather  than  pages.  Most  branches 
had  been  in  touch  with  the  majority  of 
their  members,  either  personally  or  by 
regular  newsletters.  Disappointment  was 
expressed  by  some  that  it  was  always 
the  same  people  who  seem  to  do  all  the 
work  and  attend  branch  functions  and 
meetings.  This  was  inevitable  however; 
the  important  point  was  that  the  branch 
was  there  as  a  contact  if  needed  at  any 
time,  whether  by  a  parent  to  parent  link 
or  as  a  professional  contact  for  its  area. 
Letting  everyone  know  you  are  there  is 
important,  getting  everyone  involved  is 
impossible. 

Saturday  morning  was  given  over  to 
the  subject  of  fundraising.  The  first 
session  looked  at  fundraising  for  branches 
themselves  and  the  amount  a  branch 
needs  for  its  own  support.  This  depends 
very  much  on  its  activities.  It  was 
suggested  that  the  first  rule  of  success- 
ful fundraising  by  branches  is  to  find 
someone  outside  who  is  willing  to  take  it 
on,  and  also  to  raise  local  awareness  of 
the  branch;  this  often  brings  in  un- 
expected funds. 

After  coffee  Ian  Wratislaw,  Sense's 
Head  of  Appeals,  talked  about  our 
national  fundraising  strategy  and  ex- 
plained how  we  hope  that  once  someone 
has  made  a  donation  to  Sense  we  hope 
to  maintain  their  interest  and  support  for 
many  years  by  sending  friendly  updates 
on  our  work  and  not  just  continually 
asking  them  for  money.  He  explained 
how  Sense  needs  people  to  talk  to 
groups,  to  promote  the  new  payroll 
giving  scheme,  to  help  with  house  to 
house  collections,  and  to  establish 
'Sense  Supporter  Groups'  around  the 
country.  Ian  also  talked  about  our 
Christmas  card  operation  and  why  it  is 
now  operated  differently  from  previous 
years. 

'Public  Image  -  dealing  with  the  media 
and  public  speaking'  was  the  title  for  our 
third  session,  this  is  an  area  that  branch 
members  are  often  involved  in.  Norman 
gave  lots  of  useful  do's  and  dont's  and 
then  split  us  into  three  groups,  each 
having  to  prepare  either  a  press  release 
or  a  radio  appeal  on  a  given  subject.  The 
results  were  interesting,  words  need  to 
be  chosen  carefully  to  avoid  ambiguities 
etc.  and  it  is  not  such  an  easy  task  as  it 
may  seem! 

Finally,  we  looked  at  'Home  Truths  - 
dealing  with  one  another',  and  how  to 
make  the  best  use  of  people  we  become 
involved  with  through  our  branch,  whether 
they  are  another  parent,  a  professional 
or  a  volunteer,  all  of  whom  may  have  a 
different  motivation  for  becoming  involved. 


We  also  discussed  some  of  the  practical 
problems  of  running  a  committee,  and 
how  we  could  use  outside  agencies,  e.g. 
local  colleges,  and  other  specialists,  (e.g. 
a  friendly  solicitor),  to  help  with  particular 
problems. 


Saturday  evenings  of  Branch  Officer 
Weekends  are  described  on  the  prog- 
ramme as  'Social  Evening'.  This  means 
everybody  chatting  and  swapping  stories, 
usually  over  a  glass  of  wine.  It  is  always 
wonderfully  friendly  and  lasts  well  into 
the  small  hours  of  Sunday  morning, 
pausing  reluctantly  for  a  few  hours  sleep 
and  some  breakfast  before  beginning 
again  on  Sunday.  This  year  we  were 
pleased  to  be  joined  by  some  of  the 
students  and  staff  of  the  Further 
Education  Department  at  Edgebaston 
though  they  were  all  in  bed  long  before 
many  of  us. 

The  Sunday  morning  sessions  were 
reserved  for  constructive  ideas  and 
forward  planning.  First  we  viewed  the 
new  Sense  promotional  video,  'The  Gift 
of  Sound  and  Hearing',  which  greatly 
impressed  us  all  with  its  scope  and 
feeling.  It  was  easy  to  think  of  many  uses 
for  such  a  valuable  overview  of  Sense 
and  its  work. 

We  looked  at  some  specific  problems 
faced  by  individuals,  particularly  older 
parents,  in  isolated  situations,  and  tried 
to  think  of  new  and  realistic  ways  of 
helping  one  another.  Some  of  these 
ideas  you  will  hear  of  later.  For  the 
moment,  the  most  important  step  forward 
was  the  choice  of  four  parents  to  act  as 
a  'think  tank'  and  as  a  representative 
group,  paving  the  way  to  effective  co- 
operation among  branches  and  others  at 
present  outside  branches.  The  group 
consists  of: 

Margaret  White  -  speaking  for  the 
Midlands  and  from  her  long  experience 
with  the  Association 

Les  Good  -  speaking  for  the  North  and 
as  a  newcomer  to  the  Association  and  to 
a  new  branch 

Peter  Holman  -  speaking  for  Wales  and 
the  West  and  from  his  experience  of  a 
branch  starting  a  major  project 
Bernard  Dunleavy  -  speaking  for  the 
South  East  and  for  branches  going 
through  major  reorganisation 
Norman  Brown  and  Joyce  Wilson  are  ex- 
officio  members  of  this  new  group 

The  abiding  memory  of  this  Weekend 
is  of  Branch  Officers  feeling  positive  and 
in  partnership  again  with  a  definite 
contribution  to  make  to  the  Association. 

Very  many  thanks  to  Carmel  and  her 
band  of  helpers  who  looked  after  the 
children,  and  to  Lillian  Jones  and  Wendy 
Silverstone  at  Sense-in-the-Midlands  who 
found  us  all  somewhere  to  stay! 

Norman  Brown 
Linda  Ricardo 


Regional 
Round-up 

Sense-Midlands 

Sense-Midlands  held  a  successful  Christ- 
mas raffle  drawn  on  1 9  December,  here  is  a 
list  of  the  prizewinners. 

1 .  Sony  Walkman  (005957)  Jon,  London.  2.  His  &  Hers 
Watches  (000677)  Mark  Arnold,  Oswestry,  Salop. 
3.  35mm  SLR  Camera  (003408)  S.  Conway.4.  £20 
Vouchers  (004912)  M.  Wallace,  London.  5.  Suitcase 
(003971)  A  Williams,  Bayston  Hill,  Shrewsbury.  6.  Bottle 
Whiskey  (002135)  T.  Kirk,  c/o  Sense.  7.  Bottle  Sherry 
(00751 5)  B.  Snow,  c/o  Sense.  8.  Panda  (005257)  01  -574 
3930,  London.  9.  Teddy  (004491)  P.  Williams,  6 
Hazelbank,  Kings  Norton.  1 0.  Perm  Voucher  (008503)  T. 
Valentino,  5  Arthur  Road,  Stratford.  11.  Calendar 
(003963)  M.  Smith,  Shrewsbury. 

Ian  Beattie 

Sense  -  East  Midlands 

We  are  beginning  to  get  ourselves 
organised  although  it  is  not  easy  in  such  a 
large  area.  We  are  holding  our 'Springboard' 
event  on  Saturday  1 9  March.  The  Vicar  of 
Louth  has  offered  us  his  church  hall  so 
we're  having  a  Spring  Fair  with  various 
stalls  from  local  groups  -  such  as  the 
scouts,  W.I.  etc.  All  being  well  we  shall  have 
people  from  the  Manor  House  bringing 
their  arts  &  crafts  goods.  To  publicise 
Sense's  activities  we  shall  show  the  Sense 
video  featuring  Jane  Asher.  We  are 
beginning  to  make  ourselves  known  to  the 
local  press  and  radio. 

Elizabeth  Holbrook 
Secretary 

Young  Sense 

Calling  all  parents  of  young 
children! 

Perhaps,  like  us  many  parents  of  young 
children  feel  that  they  have  such  a  busy  life 
that  they  don't  have  time  to  write  to  Talking 
Sense.  We  have  so  much  to  do  during  the 
first  years  of  our  child's  life.  However,  there 
is  a  newsheet  just  for  us  and  we  are  looking 
for  contributions  towards  it.  The  newsheet 
is  Young  Sense  and  it  comes  out  three 
times  a  year  -  once  every  school  term.  It  is 
especially  for  parents  of  young  children  - 
you  don't  have  to  be  a  member  of  Sense  to 
write  to  Young  Sense  and  any  parent  of  a 
young  child  is  entitled  to  receive  it.  The 
next  Young  Sense  will  be  distributed  soon 
and  will  contain  your  letters,  articles  and 
tips. 

The  joy  of  this  newsheet  is  that,  if  you 
don't  have  time  to  write  anything  for  Young 
Sense  you  can  dictate  your  letter  to  the 
people  at  the  Family  Advisory  Service  in 
Ealing  and  they  will  make  sure  that  your 
letter  is  included. 

Do  write  -  or  phone  -  your  letter/article 
to: 

Family  Centre 
86  Cleveland  Road 
London  W13  0HE 
01-991  0513 

Yours, 

Jane  Mulholland 
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It  was  with  some  trepidation  that  we 
awaited  the  arrival  of  Ailill  (Finlayson)  at 
North  Berwick  Nursery  School  on  12 
January  1987.  He  was  coming  to  us 
heralded  by  a  number  of  rather  gloomy 
predictions  as  to  the  success  of  the 
placement.  We  wondered  how  we  would 
cope.  Erica,  a  Nursery  Nurse  specially 
appointed  to  work  with  him,  had  already 
started  a  few  days  previously  and 
together  with  our  small  staff  of  two 
Nursery  Nurses  and  a  Head  Teacher  had 
discussed  the  placing  of  Ailill,  aged  five, 
partially  sighted  and  partially  hearing,  in 
our  group  of  30  children  who  attended 
four  afternoons  per  week.  We  felt  he 
would  need  a  fair  amount  of  settling-in 
time,  when  we  could  get  to  know  him  too 
and  observe  him,  especially  in  his 
interaction  with  the  other  children.  Only 
once  he  was  happy  and  relaxed  would 
Erica  attempt  any  special  work  with  him. 
We  also  wanted  to  treat  him  exactly  like 
the  other  children  as  far  as  possible. 

In  the  event,  problems  were  far  fewer 
than  anticipated.  For  the  first  few  days 
Ailill's  reaction  to  the  other  children  was 
ostensibly  aggressive.  He  would  throw 
things  at  them  and  then  laugh  at  their 
tearful  reaction.  But  no  quarter  was 
given:  he  was  firmly  told  that  this  was  not 
allowed  at  Nursery  School,  and  if  he 
didn't  stop,  he  was  removed  from  the 
activity.  We  were  anxious  that  the  other 
children  did  not  develop  a  negative 
attitude  to  Ailill,  so  Erica  followed  him 
very  closely  for  the  first  week  or  two, 
trying  to  anticipate  any  such  behaviour 
and  nip  it  in  the  bud.  It  so  happened  that 
the  excitement  of  having  so  many 
playfellows  and  so  many  interesting 
things  to  do  predominated  and  this 
behaviour  stopped  completely.  Small 
children  are  very  resilient  and  former 
victims  soon  became  friends.  Most  of  the 
children  showed  remarkably  little  curiosity 
about  Ailill,  although  some  asked  about 
his  phonic  ear,  why  he  wore  it,  what  it 
was  for  and  if  they  could  speak  into  the 
microphone.  One  or  two  rather  timid  little 
girls  certainly  disliked  his  habit  of  coming 
and  peering  into  their  faces,  or  putting 
his  arm  round  them,  and  this  took  a  little 
patience  to  sort  out.  Most  accepted  his 
lack  of  verbal  communication  as  nothing 
unusual.  In  Nursery  School  there  are 
always  children  who  cannot  or  do  not  yet 
communicate  verbally  with  their  peers. 

The  settling-in  period  took  almost 
three  months  -  till  Easter.  It  was 
lengthened  by  a  number  of  strategies  to 
get  Erica  and  Ailill  out  of  the  classroom 
and  into  a  quiet  room  to  work  together 
for  a  short  period  each  day,  but  most 
were  not  very  successful.  He  reacted 
very  strongly  to  any  attempt  to  interrupt 
his  chosen  play  activity  during  the 
afternoon.  We  already  had  a  quiet 
'Corner  Time'  at  the  end  of  the  afternoon 
when  the  children  went  into  little  groups 
with  an  adult  for  poetry  or  stories  or 
conversation,  but  by  this  time  Ailill  was 
too  tired  and  his  concentration  too  poor 
for  Erica  to  manage  anything  constructive 
with  him.  By  the  Easter  holidays  we  had 
settled  on  the  first  15  minutes  of  the 
h''';'rtoon.  His  mother  or  father  would 
bring  him  straight  into  my  office  where 
he  would  do  some  'work'  with  Erica,  then 
"  ':  'est  of  the  afternoon  was  his  own  to 
•  ■,.':  It  ir.-/.  interesting  to 
note  his  very  definite  'switching  off 
behaviour  during  the  afternoon  if  he  felt 
an  adult  was  intruding  on  his  private  play 
time  He  immediately  became  totally 
absorbed     in     some     simple     repetitive 


All  1,11  Settles  into  the 


The  taming  of  Ailill!  Sheena 
Anthoney,  Principal  of  North  Berwick 

Nursery  School,  recounts  the 

experience  of  receiving  a  rubella  child 

in  her  nursery.  Ailill's  mother,  Carolyn, 

updates  us  further. 

activity  making  loud  humming  or  moaning 
noises  which  precluded  any  conversation 
and  could  continue  indefinitely  until  the 
threat  was  removed.  We  learned  to  be 
very  subtle,  but  also  to  respect  a  fair 
amount  of  private  play  time. 

During  this  period  Ailill  was  being 
visited  twice  a  week  at  home  by  the 
visiting  teacher  of  the  deaf.  She  usually 
called  into  Nursery  School  once  a  week 
to  discuss   his  work  with   Erica  and  to 


mood  and  how  busy  a  morning  he  had 
had.  But  over  the  period  he  and  Erica 
practised  rhymes,  songs  and  finger 
plays,  read  books,  worked  on  basic 
number  activities,  shape,  colour,  pre- 
positions, all  the  time  trying  to  extend 
vocabulary  and  encourage  speech.  We 
noticed  too  a  difference  in  a  widening 
range  of  chosen  play  activities.  After 
doing  jigsaws  with  Erica,  he  started 
choosing  to  do  them  of  his  own  free  will. 
He  attempted  simple  sewing,  peg  boards, 
baking,  dancing  and  as  the  term 
progressed  began  making  efforts  to  get 
into  a  group.  He  would  join  a  group  in 
the  home  corner  and  try  to  get  in  on  the 
game  with  inevitable  frustration  when 
they  didn't  understand  what  he  wanted 
them  to  do. 


make  some  suggestions  about  what 
Erica  might  do  with  him.  The  daily  work 
sessions,  although  now  established, 
were  still  not  always  readily  accepted 
and  Erica  would  often  lure  him  into  the 
office  with  a  large,  shaggy  chimpanzee 
puppet.  Once  there,  the  chimp  had  to  be 
included  in  the  games.  Getting  Ailill  to 
attempt  drawing  was  encouraged  by  a 
kangaroo  which  held  the  felt-tip  pens. 
Communication  was  the  main  difficulty 
and  emphasis  obviously  had  to  be  put  on 
this.  At  Ailill's  previous  school  his  teacher 
and  his  mother  had  developed  a  system 
of  using  scrap  books  with  action 
drawings  depicting  the  day's  activities  at 
school  and  at  home.  This  had  proved 
invaluable  in  keeping  home  and  school 
informed  and  in  encouraging  Ailill  to 
discuss  what  he  had  been  doing.  His 
mother  now  continued  to  do  this  at 
home,  sending  the  book  to  school  when 
Ailill  had  something  important  to  talk 
about.  Erica  in  turn  used  drawings 
extensively  to  encourage  Ailill  to  do  what 
she  wanted.  She  would  draw  a  picture  of 
herself  and  one  of  Ailill  but  would  miss 
out  his  arms  and  he  had  to  draw  them  in 
-  or  colour  his  jumper  -  or  draw  his  new 
sandals  and  so  on,  all  the  time 
encouraging  him  to  talk  and  discuss. 

From  Easter  until  the  summer  holidays 
considerable  progress  was  made.  Ailill's 
attendance  was  excellent  and  the  time 
he  spent  with  Erica  alone  could  often  be 
extended  to  almost  half  an  hour.  The 
amount  achieved  in  this  'work'  time  still 
varied    considerably    depending    on    his 


After  his  summer  holiday  Ailill  returned 
to  us  adding  three  mornings  to  his  four 
afternoons.  A  specialist  teacher  was 
being  appointed  to  work  with  him  and  we 
knew  changes  were  in  the  air.  We  were 
delighted  at  his  progress  in  speech  over 
the  summer  from  two  word  utterances  to 
recognisable  little  sentences  and  at  his 
continuing  progress  in  group  play  settings. 
Shortly  after  his  teacher  was  appointed  it 
was  decided  that  he  would  start  at  a 
small  rural  primary  school  nearby,  morn- 
ings only  to  begin  with,  remaining  with 
us  for  the  afternoons.  He  is  finding  life  a 
little  confusing  at  the  moment,  having  to 
adjust  to  new  people,  new  buildings,  new 
rules.  In  the  afternoons  he  has  been 
tired,  sometimes  short-tempered  and  a 
bit  aggressive  again.  Erica's  contract  has 
now  been  terminated  and  his  afternoons 
are  mainly  for  play  and  socialisation.  We 
hope  he  will  be  with  us  for  some  time  yet 
as  the  free  and  easy  atmosphere  of  the 
Nursery  School  is  a  good  place  to  take 
those  early  steps  into  group  play,  co- 
operation, friendships  -  to  try  things  out 
and  experiment  -  to  learn  to  wait  and 
share  and  compromise  -  to  learn  to  cope 
with  frustration,  disappointment,  and 
even  rejection  -  all  things  which  are  that 
much  more  difficult  for  Ailill  and  which  he 
still  needs  time  to  consolidate. 

Sheena  Anthoney 

Principal 

North  Berwick  Nursery  School 

East  Lothian  EH39  4AG 
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Carolyn  Finlayson  has  added  . . . 

Sheena  Anthoney's  article  was  written 
during  last  Autumn  term  and  I  would  like  to 
add  a  brief  update. 

Hebe  Hatcliffe  of  RSD  Margate,  was 
appointed,  ostensibly  to  a  non-existent 
service  for  the  deaf-blind  in  Lothian, 
ultimately  as  Ailill's  personal  teacher,  and 
she  created  a  framework  within  which  he 
was  able  to  move  to  Dirleton  Primary 
School,  five  minutes  drive  from  North 
Berwick.  This  was  a  traumatic  period  for 
me  as  Ailill's  time  at  North  Berwick  Nursery 
had  been  one  of  his  happiest  and  most 
constructive,  and  bearing  in  mind  the 
thoughts  in  Sheena's  last  paragraph,  I  was 
worried  about  the  timing  of  the  final 
transition.  Shortly  after  Erica's  contract 
was  terminated  Ailill  declared  he  had,  like 
his  colleagues  of  the  previous  year, 
'finished'  at  nursery  school  and  wanted  to 
spend  his  time  at  Dirleton.  I  was  pleased 
that  for  once  he  was  in  the  position  to  make 
an  important  (informed  even)  choice  to 
which  we  were  able  to  respond  immediately. 
We  have  received  tremendous  support 
from  Mrs  Thorburn  and  Mrs  Oliver,  the  staff 
at  Dirleton  School.  They  and  Hebe  visited 
Sister  Ailish  and  Carnbooth  House  which 
provided  an  important  introduction  to  deaf- 
blindness.  The  school  roll  at  Dirleton  is  at 
present  29  children  who  are  taught  in  two 
composite  classes.  The  small  numbers 
mean  that  the  children  all  know  each  other, 
and  this  is  of  great  importance  to  Ailill 
because  his  integration  is  primarily  social 
though  he  joins  the  class  for  PE,  music  and 
craftwork.  At  the  end  of  last  term  Hebe 
returned  to  Margate,  and  in  January  Ailill 
was  respectfully  devastated  at  the 
prospect  of  school  without  'Hee  Hee'.  He 
seemed  however  to  accept  it  as  yet 
another  change,  and  settled  down  happily 
in  the  mornings  with  Mrs  Gould,  a  teacher 
of  the  deaf,  while  Erica  has  returned  to 
work  with  him  in  the  afternoons.  When  she 
worked  with  Ailill  at  the  nursery,  Erica  had 
to  rely  very  much  on  her  initiative,  and 
really  provided  a  basis  on  which  his 
education  could  continue. 

To  inject  just  one  sour  note,  this 
'personalised'  educational  setting  has  not 
been  easy  to  establish  and  has  been  done 
so  at  some  cost,  mainly  to  Ailill.  In  the  two- 
and-a-half  years  since  we  moved  to 
Scotland  Ailill  has  attended  four  establish- 
ments and  had  five  different  teachers  to 
accommodate  -  not  something  for  his 
parents  or  the  professionals  involved  to  be 
proud  of.  On  the  other  hand,  once  we,  as 
parents,  got  our  act  together,  we  were 
listened  to  and  supported  and  Lothian 
Region  Special  Education  could  be 
commended  for  their  flexibility  in  Ailill's 
case.  The  impetus  to  retrieve  Ailill  from  a 
special  school  impasse  came  from  many 
people,  including  John  Mclnnes  whom  I 
pursued,  Ailill  in  tow,  at  the  1 986  Weekend 
Away.  His  words,  'I  would  keep  a  little  guy 
like  him  as  close  to  home  as  possible',  were 
simple,  and  helped  because  I  felt  that  John 
knew  what  'a  little  guy  like  him'  was  about.  I 
would  like  to  thank  all  the  people  who  feel 
they  have  helped  us  towards  the  present 
solution,  and  particularly  those  at  North 
Berwick  Nursery  and  at  Dirleton  who  made 
and  are  making  it  possible. 


Books  Reviewed 

A  book  on  the  specialised  programming  for 
students  isolated  by  sensory  impairments, 
published  by  Paul  H.  Brookes,  price 
£23.95  (plus  £1.50  post  and  package)  is 
now  available  in  the  UK.  It  is  based  on 
research  carried  out  in  America  and  is 
called  Innovative  Program  Design  for 
Individuals  with  Dual  Sensory  Impairments. 
It  is  edited  by  Lori  Goetz,  Doug  Guess  and 
Kathleen  Stremel-Campbell. 

Aimed  at  teachers  who  want  to  apply 
the  right  approach  or  strategy  in  aiding  the 
student  with  minimal  sight  and  hearing,  the 
book  gives  practical  guidance  in  areas  of 
non-verbal  and  non-symbolic  communi- 
cating systems,  assessment  of  residual 
sight  and  hearing,  orientation  and  mobility 
skills,  functional  living  skills  and  the  use  of 
natural  cues  and  prompting  sequences. 
This  guide  offers  clear  and  specific 
information  on  validated  teaching  pro- 
cedures. 

Over  the  past  1 0  years  there  have  been 
major  strides  in  philosophy  and  educational 
techniques     for    teaching     both     those 
students  with  severe  disabilities  and  those 
with     multi-sensory    impairments.     The 
merging  of  these  disciplines  to  benefit 
children  and  students  is  explained  in  this 
book  while  allowing  that  there  is  still  much 
to  be  done  -  available  from: 
Quest  Meridian  Ltd. 
145A  Croydon  Road 
Beckenham 
Kent  BR3  3BR 
Tel:  01-650  4929/5093 

Caring  at  Home 
by  Nancy  Kohner 

This  is  a  practical  book  written  for 
anyone  caring  for  someone  at  home.  It 
offers  help  in  two  ways  -  information  on 
how  to  obtain  the  help  and  services 
available  to  both  carers  and  those  they 
care  for;  and  suggestions  of  ways  of 
coping  with  the  variety  of  problems  faced 
by  carers. 

The  author  has  written  with  great 
sympathy  and  understanding.  Frequently 
quoting  both  carers  and  the  cared  for. 
She  deals  with  practical  and  personal 
aspects  of  caring.  Everything  from 
claiming  all  the  appropriate  benefits  or 
where  to  obtain  incontinence  aids,  to 
arranging  day  care  and  coping  with 
feelings  of  anger  and  exhaustion. 

She  states  that  'Caring  usually  means 
putting  your  own  needs  second  -  or 
ignoring  them  altogether',  but  stresses 
that  carers  should  look  on  their  work  as 
a  job  and  not  expect  too  much  of 
themselves,  and  should  accept  that  bad 
or  negative  feelings  are  perfectly  reason- 
able. 

The  book  is  well  laid  out  with  cross- 
referencing  to  help  the  reader  find  the 
information  they  are  looking  for  very 
easily.  There  are  lists  of  Helpful  Organi- 
sations and  Useful  Publications  and 
charts  of  'How  to  contact  essential 
services'  and  'Who  can  help  with  specific 
needs'. 

As  a  carer  I  would  find  this  book 
extremely  useful,  both  for  its  practical 
help  and  its  words  of  comfort  and 
understanding. 

Gini  Cioke 

Available  from  King's  Fund  Centre,  Book 
Sales  Department,  126  Albert  Street, 
London  NW1  7NF.  Price:  £2.50  each 
(including  p+p). 


Members'  News 


Alan  Tooke 

Alan  is  still  working  at  Whitehouse 
Enterprises,  Ipswich,  although  they  cover 
a  variety  of  work,  he  is  mostly  employed  in 
making  boxes.  The  taxi  arrives  at  7.25am 
and  returns  about  5pm. 


In  1 986  he  joined  the  Gateway  Club  in 
Woodbridge,  and  has  had  two  summer 
holidays  with  them,  and  is  already  looking 
forward  to  going  to  Weston  Super  Mare  in 
July.  They  meet  each  Tuesday  evening,  the 
local  Rotary  Club  do  the  transporting  to 
and  from  the  meetings.  There  are  also 
other  meetings  and  outings  arranged  from 
time  to  time  which  he  always  enjoys.  At  a 
recent  dog  show  held  to  raise  funds,  Alan 
was  asked  to  present  the  cup  to  the  winner. 
He  has  a  great  passion  for  dogs. 

He  still  enjoys  using  his  camera  and  has 
just  bought  himself  a  tripod. 

In  1 987  Alan  became  an  uncle  and  the 
photo  I  have  enclosed  is  of  Alan  with 
Daniel.  Daniel  has  give  Alan  another 
interest,  and  when  we  go  shopping  Alan 
always  has  Daniel  in  mind  -  toy  shops  first 
stop. 

Alan's  general  health  is  very  good  and 
he  is  becoming  very  useful  around  the 
house. 

Ruby  Tooke 
9  Andersons  Way 
Woodbridge 
Suffolk  IP12  4EB 


Sarah  Barfoot 

Sarah  was  born  in  1 975  with  heart  murmur, 
cataract  on  left  eye  and  hearing  loss  in  her 
left  ear. 


Sarah  is  now  12V2  year's  old,  she  has 
been  in  a  comprehensive  school  for  16 
months.  She  attends  a  hard  of  hearing  unit 
in  the  school,  it  has  been  a  great  help  to 
her.  Sarah  takes  normal  lessons  except 
languages  and  that's  when  she  is  in  the 
unit.  Sarah  also  is  having  computer 
typewriting  which  will  help  hersight.  Sarah 
has  settled  down  very  well  and  is  making 
good  progress  and  we  are  very  pleased. 

Doreen  Barfoot 

Baglan 

Port  Talbot 
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Lesley  Walton 

Lesley  is  now  thirty,  she  is  well  and  keeps 
herself  occupied  three  days  a  week  at  the 
A.T.C.  at  Braintree  and  since  last  July  1 987 
another  two  days  is  spent  at  the  Multi- 
purpose Centre  in  Colchester. 

Her  sight  and  hearing  tests  show  no 
change.  Lesley  lives  at  home  and  I  hope 
will  remain  so  for  many  more  years. 

Jean  Walton 
■Hatherley' 
West  End  Road 
Tiptree 
Essex 


Stephanie  Hope 


Stephanie  began  her  life  on  21  February 
1 985  as  a  4lb  9oz  full  term  baby.  She  was 
covered  in  large  spots  (Purpura),  and  was 
discovered  to  have  a  heart  murmur.  We 
were  sent  home,  Stephanie  weighing  only 
4lb  6oz-  a  long  struggle  began  to  feed  her. 
She  only  wanted  to  sleep  and  could  hardly 
suck  at  all,  so  I  spent  11/2  -  2  hours  every 
feed  time  attempting  tc  get  either  my  own 
or  powdered  milk  into  her. 

When  she  eventually  opened  her  eyes 
fully  enough  for  me  to  see  them  I  noticed 
one  eye  was  smaller  than  the  other.  I 
consulted  my  GP  who  referred  me  on  to  the 
local  eye  consultant.  I  had  two  appointments 
that  day- one  for  her  heart  and  one  for  her 
eyes.  It  was  when  the  consultants  heard 
this  (coupled  with  her  low  weight)  that 
alarm  bells  started  ringing.  They  asked  me 
what  other  problems  she  had. 

Realisation  dawned!  I  knew  the 
different  problems  arising  from  Rubella.  I 
knew  that  my  second  daughter  had 
Rubella  when  I  was  newly  pregnant,  BUT  I 
had  been  vaccinated  against  Rubella 
before  starting  a  family  to  avoid  just  this, 
and  every  test  I  had  had  I  was  shown  to  be 
immune. 

From  then  on  our  world  began  to  fall 
apart.  We  were  quickly  referred  to  the 
Birmingham  Children's  Hospital.  One  eye 
was  badly  damaged  and  had  a  cataract;  the 
other,  though  slightly  damaged,  did  not 
seem  to  be  too  badly  affected.  At  1 0  weeks 
old  Stephanie  went  into  hospital  to  have 
the  lens  removed  from  her  eye,  tests  were 
done,  and  she  was  found  to  have 
Congenital  Rubella  Syndrome  and  sus- 
pected of  being  deaf.  We  brought 
Stephanie  home  and  continued  the 
feeding  struggle,  but  her  weight  did  not 
improve,  and  neither  did  her  awareness  of 
anything  or  anyone  around  her. 

By  1 2  weeks  old  she  was  back  in 
hospital  being  fed  by  tube,  as  I  now  realise, 
the  only  way  to  keep  her  alive.  From  then 
on  every  time  I  saw  a  doctor  another  piece 
of  bad  news  was  thrown  at  me.  She's 
probably  deaf.  She  may  be  brain  damaged. 
She's  cerebral  palsied.  She  has  an 
enlarged  liver  etc.  etc.  I  began  to  think  - 
how  is  she  going  to  learn? 

She  came  out  of  hospital  three  weeks 
later  and  then  started  endless  appointments 
at  hospitals,  doctors,  people  coming  to  the 
house-  the  health  visitor,  physiotherapist, 
play  therapist.  All  this  in  between  feeding 
Stephanie,  mainly  down  the  tube.  She 
seemed  oblivious  to  it  all  and  took  no 
"':■'-.■/  '■  her  surroundings,  despite  two 
energetic  sisters  trying  to  help  her.  There 
/.>.-.  -  -,  <■;/';  ooi  '■■'.'  hr  d  she  did  nol  know 

She  was  then  diagnosed  as  profoundly 
dead  -  still  a  great  shock  even  though  we 


James  Murrills 

James  was  born  by  emergency  Caesarian 
in  July  1 974.  The  story  of  the  next  six  years 
is  all  too  common;  late  diagnosis, 
conflicting  advice  on  his  potential  and 
appropriate  therapy,  reluctance  by  the 
local  authority  to  make  a  decision  about 
his  education  and  finally  his  placement  in  a 
local  school  which  could  not  cater  for  his 
special  needs. 

At  six  he  started  at  The  Royal  School  for 
Deaf  Children  at  Margate  as  a  fortnightly 
boarder  in  the  multiply  handicapped  wing. 
The  pre-entry  assessment  was  that  his 
mental  handicap  was  so  severe  that  it  was 
a  borderline  decision  to  admit  him,  since  it 
was  doubtful  if  he  could  benefit  from  their 
total  communication  environment.  James 
has  severe  hearing  loss  and  co-ordination 
problems  too.  However  he  was  admitted:  it 
was  recognised  that  there  was  nowhere 
else  for  him  to  go. 

School,  that  is  classrooms  and  teachers, 
he  regards  as  something  unwanted 
imposed  upon  him  -  his  consistent  view  for 
the  last  nine  years.  However,  school-when 
it  means  outside  visits  or  socialising  with 
his  peers  -  is  the  spice  of  life  for  him,  and 
he  has  undoubtedly  benefitted  from  his 
placement,  expanding  his  horizons. 

We  have  reasonable  communication 
with  him  and  very  limited  communication 
from  him  to  us  but  this  is  improving  -  albeit 
slowly. 

James's  self-help  skills  are  probably  in 


advance  of  anybody's  expectations  but  he 
still  needs  a  lot  of  supervision.  He  is 
sociable,  (perhaps  too  sociable  on 
occasions!)  and  this  has  helped  him  to 
integrate  with  society  both  at  school  and  at 
home. 

The  fact  that  James  is  away  at  school  for 
most  of  forty  weeks  in  the  year  means  that 
when  he  is  at  home  we  can  adopt  a  life- 
style which  would  not  be  possible  for  us, 
mentally  and  physically,  if  he  were  at  home 
all  the  time.  We  follow  the  lead  of  his 
houseparents  and  keep  up  with  the 
activities  they  have  introduced  him  to,  for 
instance,  ice-skating  and  rollerskating, 
which  are  either  new  to  Frances  or 
resumed  after  a  25  year  interval! 

We  are  members  of  a  community 
association  and  James  is  accepted  (warts 
and  all)  by  the  other  members.  Asignificant 
number  of  whom,  although  appreciating 
his  lackof  communication,  and  without  any 
prompting  from  us,  have  made  friends  with 
him.  They  talk  to  him  and  treat  him  in  a 
'natural'  manner. 

What  about  the  future?  Well  after 
school  there  is  just  nothing.  We  are  trying 
to  change  this  and  a  report  of  the  post- 
school  provision  committee  of  Sense  - 
Eastern  Region  will,  we  hope,  be  carried 
in  a  future  edition  of  Talking  Sense. 

Geoff  and  Frances  Murrills 
20  Winchelsea  Drive 
Chelmsford 
Essex 


had  suspected  it.  At  nine  months  old  she 
was  fitted  with  hearing  aids  which  made  a 
slight  difference,  but  still  she  did  not  seem 
part  of  the  world.  Around  this  time  Sense 
became  involved.  Doreen  Norris  began  to 
visit  and  at  last  someone  gave  us  some 
vague  hope  instead  of  doom  and  gloom. 

Stephanie  began  to  roll  over  a  little  at 
around  12  months  old  and  madeherwayto 
a  frame  with  toys  suspended,  which  she 
must  have  remembered,  because  it  was 
out  of  sight  and  in  another  room.  Doreen 
saw  this  and  said  that  she  must  have  some 
intelligence  to  be  able  to  do  this.  By  13 
months  she  began  to  roll  everywhere  (a  lot 
of  work  had  gone  into  getting  her  to  do 
that). 

At  this  time  we  saw  a  consultant 
paediatrician  who  told  us  that  Stephanie 
had  no  muscle  tone  and  so  she  would 
possibly  not  sit  up  or  walk  or  run.  Since  her 
short    life    had    begun,    Stephanie    had 


seemed  to  be  ill  for  very  long  periods  at  a 
time  with  only  short  respites  in  between. 
Then,  to  our  amazement,  she  began  to  sit 
up,  a  little  at  first,  but  then  more  and  more. 
And  she  seemed  to  be  feeling  better.  I  am 
sure  that  the  Rubella  virus  was  still  making 
hervery  ill  untilthistime,  but  now  the  effect 
was  beginning  to  wear  off. 

At  1 3  months  old  she  was  assessed  as  a 
three  months  old,  but  by  16  months,  she 
was  assessed  as  a  six  month  old.  She  was 
beginning  to  develop  at  last!  At  17  months 
she  started  to  crawl.  Around  this  time  she 
really  knew  me  and  became  more  and 
more  aware  of  her  environment,  but  she 
was  still  very  behind  developmentally,  and 
made  very  few  sounds. 

Just  before  Stephanie  was  two  years 
old,  she  had  some  Pedro  boots,  and  from 
then  on  the  desire  developed  to  stand  and 
walk,  aided  at  first,  but  by  28  months  old 
she  walked  herself. 

Stephanie  is  nowalmostthreeyearsold 
and  a  bundle  of  fun.  She  is  very  inquisitive 
and  quite  independent.  From  being  a  child 
who  hated  to  be  touched,  much  less 
cuddled,  she's  now  a  very  affectionate, 
happy  child.  She  recently  said  her  first 
word  'home'  (she  is  still  profoundly  deaf).  I 
am  sure  that  her  saving  grace  is  her  one 
good  eye. 

I  must  say  that  she  may  have  been  very 
different  had  we  not  worked  very  hard  with 
Stephanie  in  those  early  years,  but  Doreen 
had  given  us  hope.  I  also  went  to  a  talk  from 
two  ladies  who  had  overcome  serious 
cancer  by  positive  thinking.  I  applied  that 
to  Stephanie.  I  began  to  think  positive.  It 
paid  off!  As  a  result  we  have  three  sisters 
who  love  one  another  very  much,  and  a 
mummy  and  daddy  who  love  them  all! 

Jane  Hope 

8  Holywell  Rise 

Lichfield 

Staffs  WS1 4  9SW 
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Members'  News 


Roger  Mulholland 

Our  second  son,  Roger,  was  born  on  24 
June  1986,  and  being  a  Congenital 
Rubella  Syndrome  baby  effectively  cata- 
pulted not  only  himself  into  the  world,  but 
also  his  brother  and  ourselves  into  a  whole 
new  and  different  world  about  which  we 
knew  very  little.  Our  new  world  was  that  of  a 
multiply  handicapped  baby. 

Suddenly  we  were  no  longer  going 
home,  six  hours  after  birth,  confident  and 
happy,  but  were  being  told  what  to  do,  and 
how  to  do  the  simplest  things.  Changing  a 
nappy  in  an  incubator,  with  tubes,  wires 
etc.  to  negotiate  becomes  a  whole  new 
game. 


After  what  seemed  an  eternity  Roger 
was  allowed  home,  to  become  a  real 
member  of  our  family,  and  to  start  the  long 
and  difficult  task  of  learning  what  life  is  all 
about. 

We  decided,  almost  as  soon  as  we  knew 
that  Rogerwas  blind,  deaf,  brain  damaged, 
and  with  major  heart  defects,  that  we  were 
going  to  offer  him  as  many  experiences  as 
we  possibly  could,  and  encourage  him  to 
want  to  investigate. 

At  five  months  he  underwent  his  first 
heart  operation,  and  also  began  wearing 
contact  lenses  (after  successful  cataract 
removal  operations)  which  together  gave 
him  partial  sight  to  see  his  world,  and  the 
energy  to  want  to  find  out  more. 

We  hope  that  Roger  will  continue  to 
respond  to  our  efforts  to  teach  him  to  be 
inquisitive,  even  verging  on  the  'nosey',  in 
the  same  way  that  we  have  encouraged  his 
brother  to  enquire  and  investigate.  Roger 
would  probably  have  been  content  with  the 
very  restricted  world  that  was  easily 
available  to  him:  over  the  past  year  we  have 
tried,  with  noticeable  success,  to  teach 
him  to  be  dissatisfied  with  this.  He  no 
longer  resorts  to  self-stimulation,  light- 
gazing  etc.  but  will  reach  out  to  examine 
and  explore  anything  within  his  grasp, 
thereby  extending  his  range  of  experience 
and  skills,  both  mental  and  physical,  with 
self-motivation  as  the  key. 

We  have  received  a  great  deal  of 
support,  encouragement  and  guidance 
from  various  specialist  visiting  teachers. 
All  of  them  however  have  had  to  adapt  their 
usual  methods  of  working  to  allow  for 
Roger's  dual  sensory  handicaps. 

We  are  not  thinking  ahead  to  when  his 
education  will  have  to  be  shared  with,  and 
even  taken  over  for  the  main  part,  by 
someone  else.  A  major  concern  is  that 
Roger  as  an  individual  is  not  lost  in  a 
system.  He  is  a  real  person,  not  merely  a 
case  number  -  categorising  or  pigeon- 
holing is  a  horrifying  thought.  Specialist 
teachers  with  experience  of  teaching 
children  with  similar  problems  to  Roger's 


are  going  to  have  an  immense  amount  to 
offer,  but  he  is,  and  always  will  be,  ourchild. 
We  do  not  intend  to  'lose'  him  simply 
because  his  needs  are  different  to  the 
majority. 

His  outlook  on  life,  his  attitudes  to 
people,  his  emotional  development  and 
view  of  himself  are  all  areas  in  which  we 
wish  to  be  his  main  influence  -  they  are 
equally  as  important  as  the  more 
conventional  fields  of  education. 

We  would  hope  to  find  a  school  for  him 
that  is  equipped  and  staffed  suitably  to 
enable  him  to  develop  his  full  potential  in 
all  areas,  with  a  long  term  goal  of  his 
achieving  as  much  independence  as 
possible.  The  multiplicity  of  handicaps, 
and  their  interaction,  will  make  correct 
placement  extremely  difficult;  and  we  may 
have  to  give  serious  consideration  to  the 
possibility  of  uprooting  the  family,  and 
disturbing  his  brother's  education,  to 
ensure  that  Roger  is  given  the  best 
possible  opportunity. 

Jane  and  Peter  Mulholland 

54  Buller  Road 

Brighton 

East  Sussex  BN2  4BJ 


Brian  Chivers 

Brian  is  now  ten  years  old  and  attends  the 
Royal  School  for  the  Deaf  in  Exeter,  where 
he  continues  to  make  progress  due  to  the 
dedication  of  everyone  at  school  involved 
with  him. 

Brian  has  no  sight  at  all  and  no  useful 
hearing,  but  he  has  made  quite  a 
breakthrough  with   his  interpretation  of 


signs,  he  is  very  co-operative  with  co- 
active  signing  and  readily  holds  out  his 
hand  for  finger  spelling,  although  finger 
spelling  is  still  in  the  early  stages. 

We  are  still  trying  to  toilet-train  Brian, 
but  we  remain  every  hopeful. 

Brian  thoroughly  enjoyed  his  holiday 
with  Sense  at  the  Isle  of  Wight  last 
summer,  (the  photo  is  one  of  Brian's 
holiday  snaps).  We  also  enjoyed  Sense's 
Weekend  Away  in  September,  it  was  the 
first  weekend  we  have  attended,  but  it 
definitely  won't  be  the  last.  Thank  you  all 
for  making  us  so  welcome. 

Brian's  hobbies  include  swimming, 
which  he  loves,  he  also  goes  horse  riding 
on  Wednesday  afternoons  at  school  and 
he  enjoys  walking  to  the  'sweet  shop'. 
Brian  loves  playing  with  his  sister  Marcelle 
who  is  nearly  nine. 

Paul,  Rosemary  and  Marcelle  Chivers 

17  Oak  Drive 

North  Bradley 

Trowbridge 

Wilts. 


Matthew  Hannah 

Matthew  will  be  1 4  years  old  in  March,  he  is 
profoundly  deaf  and  partially  sighted,  and 
attends  the  Royal  School  for  the  Deaf, 
Exeter.  It  is  the  school  we  have  to  thank  for 
helping  to  show  Matthew  what  Christmas 
is  all  about,  and  for  bringing  the  excitement 
of  Christmas  back  into  a  family  of  disbelief 
in  Santa.  Matthew's  brothers  are  Mark  24 
and  Timothy  22,  long  gone  are  the  days 
since  they  believed  in  Santa. 


For  the  few  weeks  before  the  great  day 
Matthew  was  very  busy,  at  school  he  made 
a  lovely  table  centre,  and  brought  presents 
for  all  the  family. 

At  home  he  helped  to  write  and  post  the 
Christmas  cards,  decorate  the  tree,  but  his 
favourite  job  was  to  help  ice  the  cake, 
pressing  the  ornaments  very  firmly  into  the 
icing. 

Each  night  when  he  went  to  bed,  we 
could  read  his  mind  'Will  it  be  tomorrow?' 
Night  after  night  his  excitement  grew.  I  am 
not  sure  if  he  knew  what  was  going  to 
happen,  but  he  did  know  it  was  going  to  be 
good. 

At  last  Christmas  day  had  come,  his 
face  was  a  picture  when  he  saw  the 
presents  that  Santa  had  left,  no  time  to 
read  the  tie-on  tags,  have  a  feel,  if  it  is  soft 
to  touch,  over  the  shoulder  it  goes,  (it  must 
be  clothes).  Books,  toys,  games  and  gift 
paper  covered  the  floor. 

After  eating  a  hearty  dinner  washed 
down  with  a  couple  of  glasses  of  wine, 
came  the  Christmas  pudding  with  lots  and 
lots  of  cream.  Then  back  to  the  task  of 
unwrapping  more  presents,  not  only  his 
own  but  the  rest  of  the  family's  as  well.  The 
rest  of  the  afternoon  he  spent  playing  with 
his  new  toys  and  showing  his  brothers  how 
they  worked. 

The  table  was  set  for  tea,  with  the 
Christmas  cake  taking  pride  of  place  and  a 
proud  Matthew  taking  all  the  credit  for 
making  the  cake,  and  eagerly  asking  to  try 
a  piece,  after  sampling  all  the  other  festive 
goodies. 

Matthew  spent  a  quiet  evening  with  a 
few,  or  should  I  say  more  than  a  few  sips  of 
festive  cheer,  it  is  unwise  in  Matthew's 
company  to  put  a  glass  down,  because  he 
can  soon  make  any  drink  disappear. 

Very  late  with  two  sleepy  eyes  hardly 
able  to  stay  open  Matthew  was  tucked  up 
soundly  in  bed  by  Timothy.  The  end  of  a 
lovely  Christmas  day.  How  privileged  I  am 
to  have  such  a  wonderful  family,  and  such  a 
caring  school  for  Matthew. 

Mrs  L.F.  Hannah 
27  Stonebarton  Close 
Plympton 
Plymouth  PL7  4LN 

Members  News  is  for  parents  and 
families.  Don't  be  too  shy  to  write.  We 
aren't  bothered  about  style  or  spelling 
but  we  do  want  you  to  share  your 
feelings  and  experiences  with  us. 
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Christmas  Tree 

Just  when  you  thought  Christmas  was  over 
for  another  year,  we  are  going  to  talk  about 
Christmas  Trees.  Not  the  green,  scented 
variety,  no,  we  are  talking  about  the  special 
Lucy  Christmas  Trees  that  many  of  you 
may  have  received  in  our  pre-Christmas 
mail-out  (also  mentioned  in  the  Winter 
edition  of  Talking  Sense).  Lucy's  Christmas 
Tree  was  covered  in  lights  with  different 
amounts  of  money  written  on  them. 
Recipients  were  asked  to  try  and  light  the 
whole  tree  by  collecting  the  value  of  each 
light  and  then  colouring  it  in.  The  value  of  a 
fully  lit  Christmas  tree  was  £10. 

Lucy's  Christmas  Tree  was  originally 
aimed  at  children  but  it  seems  that  many  of 
you  are  still  young  at  heart!  Thank  you  to 
everyone  who  completed  a  tree  for  us  -  if 
you  still  haven't  completed  it  -  don't  give 
up!  We'll  be  happy  to  receive  your 
donations  whenever  they  come. 

City  Appeal 

1986  saw  the  advent  of  Big  Bang.  1987 
saw  the  stockmarket  temporarily  collapse. 
What  will  be  the  big  City  event  of  1988? 

We  are  proud  to  be  the  first  to  bring  you 
the  answer.  1988  sees  the  launch  of  the 
Sense  City  Appeal.  Taking  as  its  theme 
'high  achievers'  the  appeal  will  invite  the 
City's  high-fliers  to  support  the  achieve- 
ments of  deaf-blind  children  in  their 
struggle  to  overcome  their  handicaps. 

The  City  Appeal  will  be  launched  on  25 
April  and  run  for  a  year.  Events  planned 
include  a  MENSA  Competition,  a  dinner  at 
the  Grocer's  Hall  and  an  Autumn  Ball. 

The  Week's  Good  Cause 

April  will  be  an  eventful  month.  On  Sunday 
the  1 0th,  Sense  has  been  chosen  as  Radio 
4's  'Week's  Good  Cause'.  The  broadcast 
will  take  place  at  8.50am  -  so  all  you  late 
sleepers,  remember  to  set  your  alarm 
clocks! 

Sense  on  TV 

Back  in  December  a  team  of  cameramen 
from  the  BBC  turned  up  and  created  mild 
havoc  in  the  Meeting  room  at  311.  They 
were  filming  a  news  item  on  some  of  the 
charities  supported  by  Charity  Projects, 
who  were  just  about  to  launch  their  second 
'Great  Investment  Race'.  We  were  kept  on 
tenterhooks  for  weeks  waiting  to  see  when 
it  would  be  broadcast  and  hadalmostgiven 
it  up.  However,  the  BBC  likes  to  keep 
viewers  on  their  toes  and  just  when 
everyone  was  doing  last  minute  shopping 
they  popped  it  into  the  news  on  Chrismas 
Eve. 

Forthe  many  of  you  who  missed  it,  here 
is  a  brief  resume  of  the  plot.  Graham  Hicks 
was  seen  using  his  braille  printer  which 
was  bought  by  money  donated  by  Charity 
Projects  -  and  the  Sense  logo  appeared  in 
the  background!  We  look  forward  to  a 
series  of  repeats! 

Charity  Projects  made  news  again  in 
February,  when  'Comic  Relief  dominated 
everyone's  TV  screens  and  noses.  Our 
Graham  Hicks  was  seen  that  night  also,  in 
a  short  sketch  puncturing  a  few  precon- 
ceptions about  disabled  people. 

A     rather     more     extensive     screen 

■■::.:.■■  ■■:'■;■  '.':     I'>.'.    'Uh'U:    \>i    V;nv;-iri-tri<j- 

Midlands  on  'See  Hear*  in  their  post- 
Christmas  show.  The  filming  had  taken 
place  during  the  Freeman  House  opening 
-  day  13  November  and  covered  many 
aspects  of  the  new  centre.  Star  of  the  film 
undoubtedly  was  two  year  old  Stephanie 


Appealing  for  Sense 


Hope,  whose  snatch-back  attempt  at  the 
bouquet  she  had  just  presented,  delighted 
cameramen  and  onlookers  alike. 

The  Collecting  Tin  is  a 
Wondrous  Animal  .  .  . 

Standing  around  in  the  pouring  rain 
outside  Kings  Cross  station  at  7.00am  on  a 
December  morning  is  always  good  for  a 
laugh.  Fortunately  Sense  staff  are  well- 
known  for  their  sense  of  humour  and  we 
are  not  short  of  robust  souls  to  shake  a  tin 
and  grin.  Unfortunately  during  our 
designated  collecting  time  an  army  of 
collectors  from  a  blind  charity  and  the 
Kings  Cross  Disaster  Fund  descended  on 
the  site.  This  confused  some  commuters 
so  much  that  one  woman  had  almost 
inserted  herpoundcoin  intooneof  ourtins 
before  she  realised  her  mistake,  shrieked 
and  dashed  off  to  a  different  charity 
collector.  Despite  all  these  difficulties  the 
collection  raised  over  £450  so  it  was 
worthwhile. 

For  those  of  you  who  are  not  put  off  by 
the  above,  there  is  another  opportunity  to 
shake  tins  in  April.  Mental  Health  Flag  Day 
have  invited  us  to  take  part  in  their  annual 
collection.  They  provide  the  collecting 
packs  and  gain  permission  from  local 
councils.  We  are  entitled  to  keep  85%  of  all 
monies  collected  and  they  receive  the 
remaining  15%tocovertheiradministration 
costs.  Our  London  Flag  Day  will  be  at 
Euston  on  25  April. 

Several  branches  and  individuals  are 
organising  Flag  Days  in  other  parts  of  the 
country  on  Saturday  23  April.  Volunteers 
are  more  than  welcome!  Please  contact 
the  Appeals  Department  who  will  be  able 
to  tell  you  if  there  is  a  Flag  Day  in  your  area. 

Take  the  Money  and  Run  .  .  . 

Angela  Humphrey,  58  year  old  mother  of 
two  had  never  enjoyed  running  until  she 
decided  to  undertake  a  sponsored  run  for  a 
worthy  cause  -  and  chose  Sense  as  the 
recipient.  Angela  took  part  in  the  Harrow 
half-marathon  and  completed  the  13.1 
miles  in  3  hours  and  1  minute  despite 
injuring  herself  on  an  iron  grating  during 
the  run.  Her  efforts  raised  an  amazing 
£600  and  as  an  added  bonus  she  has 
developed  a  great  enthusiasm  for  running 
and  trains  regularly  each  week. 


Chairman's  husband 
(S)training  for  Sense 

I  have  been  trying  to  get  into  the  London 
Marathon  for  the  last  five  years;  now  that  I 
am  really  getting  a  little  too  old  for  it  they 
have  accepted  my  application  this  year, 
and  on  17  April  I  shall  be  running,  walking 
and  tottering  my  way  to  Westminster 
Bridge. 

For  me  the  major  challenge  is  not  just  to 
finish  the  course  (I  have  managed  that 
three  times  in  the  past)  but  to  see  how 
much  I  can  raise  for  Sense,  through 
sponsorship,  and  that  is  where  you  come 
in! 

The  usual  form  of  sponsorship  is  to  offer 
a  certain  number  of  pence  per  mile,  but 
that  is  a  little  dull  since  the  distance  of  26 
miles  is  known.  And  so,  to  make  things  a 
little  more  interesting,  I  have  devised  a 
different  way  for  you  to  part  with  your 
money,  as  follows. 

I  have  been  keeping  a  note  of  how  many 
miles  I  run  in  training.  You  sponsor  me  for 
1/2p,  or  more,  for  every  mile  you  estimate  I 
will  have  run  in  training  up  to  the  day  of  the 
race.  The  person  whose  figure  is  nearestto 
the  correct  total  will  win  a  prize.  I  have  no 
idea  what  the  eventual  figure  is  likely  to  be, 
but  it  is  likely  to  lie  somewhere  between 
300  and  700  miles.  Here  is  an  example: 


Name 

Address 

Rate 

Miles 

Total 

Bill 

17  Grove  Park 

y2p 

100 

eo.so 

Fred 

21  Acacia  Avenue 

ip 

300 

£3.00 

Joe 

37  High  Street 

2p 

450 

£9.00 

The  person  getting  nearest  to  the 
correct  total  will  win  a  prize  of  £20.  If  more 
than  one  person  guesses  the  correct  total 
the  prize  will  be  shared. 

I  will  be  doing  the  running,  all  you  have 
to  do  is  to  persuade  your  friends  and 
acquaintances  to  complete  the  sponsor- 
ship form  and  pay  you  their  money.  Then 
send  a  cheque  for  the  total,  made  out  to 
Sense,  to  my  home  address: 

61  Senneleys  Park  Road 
Northfield 
Birmingham  B31  1AE 

You  will  find  a  sponsorship  form 
enclosed  with  this  magazine. 


Peter  M.  Hills 

Raffle 

Spring  will  see  the  launch  of  the  Sense 
National  Raffle.  Prizes  are  still  being 
donated  and  we  have  some  very  tempting 
items  on  offer.  Tickets  will  be  circulated  at 
the  beginning  of  April,  and  we  will  also  be 
happy  to  supply  books  on  request. 

Appeals  Department  Vacancies 

The  department  is  re-structuring  and  two 
new  posts  are  available: 

•  Appeals  Manager- Industry  and  Trusts 

•  Appeals  Manager- Special  Events 

For  further  information  please  contact  Ian 
Wratislaw,  Head  of  Appeals  at  Sense  Head 
Office. 


We  don't  think  you've  met  Ian  Wratislaw, 
here  he  is  with  Angela  Humphrey.  Ian  was 
born  an  appeals  man  having  extra  hands  to 
extract  money. 
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SENSE  COURSES 


Sense-in-the-Midlands 

For  details  of  these  courses  contact  Margaret 
Davison,  Education  Officer,  Sense-in-the- 
Midlands,  4  Church  Road,  Edgbaston, 
Birmingham  B15  3TD  (tel:  021-454  2405)  unless 
another  contact  is  given  below. 

■  Independence  Training  for 
Deaf-Blind  Children  and  Young 
Adults 

Sat  12  March  1988 

For:  Teachers  and  care  staff 

Fee:  £20.00 

■  Counselling  Course 

8-10  April,  Jordanhill  College,  Glasgow 

A  residential  weekend  with  an  intensive 
programme  geared  towards  the  sharing  and 
practising  of  basic,  individual  counselling  skills 
-face-to-face,  triad,  co-counselling  and 
small/large  group  activities. 
Fee:  £65. 

Contact:  Stuart  Aitken,  Sense  in  Scotland,  168 
Dumbarton  Road,  Glasgow  G11  6XE.  Tel:  041- 
334  9666/9675. 

■  The  Assessment  of  Hearing  & 
Vision  in  Deaf-Blind  Children. 

Saturday  16  April  1988 
9.30  -  4.00pm  at  Sense  in  the  Midlands 
4  Church  Road,  Edgbaston,  Birmingham 
B15  3TD.  Tel:  021-454  2405 

This  is  a  repeat  of  the  course  held  on  14 
November  1987.  Professional  speakers  will 
talk  about  audiological  assessment  and  visual 
assessment  and  the  teachers  role.  Practical 
workshops  will  follow. 

Fee:  £20.00  to  include  lunch  and  tea/coffee 
Contact:  The  Education  Officer. 

■  Working  with  people  who  have 
Usher  Syndrome 

Saturday  23  April  1988  at  Sense  in  the 
Midlands 

This  course  is  aimed  at  social  workers  and 
professionals  in  allied  fields. 
Contact:  Mary  Guest,  Sense,  311  Gray's  Inn 
Road,  London  WC1X  8PT. 

■  The  Education  of  Deaf-Blind 
Children 

Week  One:  Mon  25  -  Fri  29  April  1988 
Week  Two:  Mon  27  June  -  Fri  1  July  1988 

2-week  residential  course 

For:  Teachers,  especially  those  in  schools  for 

children  with  severe  learning  difficulties,  who 

are  responsible  for  deaf-blind  children  but  who 

have  no  special  training  in  sensory  impairment. 

Fee:  £250.00  (for  2  weeks  inc.  residence)  + 

VAT. 

£1 00  (non-residential)  +  VAT. 


■  Weekend  Course  for  Residential 
Care  Staff  working  with  Deaf-Blind 
Children  and  Youngsters 

3  -  5  June  1988 

This  weekend  course  has  been  designed 
by  care  staff  for  care  staff,  its  aims  are  to 
help  develop  skills,  to  create  links  between 
the  various  specialists  centres,  and  prob- 
ably most  important,  to  provide  care  staff 
with  the  opportunity  to  share  skills,  prob- 
lems, successes  etc.  It  was  a  great  week- 
end last  year,  come  along  and  join  us  this 
year. 

We  will  be  looking  at  Music  Therapy, 
Difficult  Behaviour  and  Coping  with  Stress. 
The  cost  will  be  £45  +  VAT  (this  includes 


course  fees  and  accommodation).  For  fur- 
ther details  write  to: 
Marguerite  Harnett 
Sense-in-the-Midlands 
4  Church  Road 
Edgbaston 
Birmingham  B15  3TD 

■  Post  School  Provision  for 
Deaf-Blind  Young  People 

Sat  11  June  1988 

For:  Teachers,  care  staff,  parents. 

Fee:  £20.00  +  VAT. 

■  Seminar- 'Meeting  the  needs  of 
deaf-blind  people  in  the  South-West' 

Thursday  30  June  1988 

The  Royal  School  for  Deaf  Children  Exeter 
Aimed  particularly  at  staff  of  local,  health  and 
voluntary  organisations. 
For  details  contact:  Peter  Holman,  15a 
Powderham  Road,  Newton  Abbott,  Devon  TQ12 
1EV.  Telephone:  0626  69278 

■  The  Needs  of  Young  People 
with  Usher  Syndrome 
Saturday  2  July  1988 

Of  interest  to  psychologists,  F.E.  teachers, 

career  advisors  and  any  professional  involved 

when  young  people  with  Usher  Syndrome  are 

being  diagnosed,  making  career  decisions  and 

going  into  higher  education. 

Fee:  £20  -  includes  lunch,  refreshments  and 

course  material. 

Contact:  Mary  Guest  at  Sense  Head  Office. 

■  Causes  of  Deaf-Blindness, 
Characteristics  and  Implications 

Sat  1 2  Nov  1 988 

For:  Teachers,  care  staff,  parents. 

Fee:  £20.00  +  VAT 


The  new 
one-year  full-time  course 

for 
teachers  of  deaf-blind 

children 

is  starting  at  Birmingham 

in  October  this  year. 

Details  on  page  9. 


COURSES 


■  Music  &  Movement 

Wednesday  9  March  1988 

This  is  a  one-day  meeting  for  physio  and  music 

therapists  with  presentations  and  practical 

work  of  interest  to  those  working  with  people 

with  multiple  handicaps  including  specifically 

deaf-blind. 

Fee:  £15.00  to  include  lunch. 

Contact:  Janet  Long,  Snr  Physiotherapist, 

Harperbury  Hospital,  Harper  Lane,  Shenley, 

Radlett,  Herts.  WD7  9HQ. 

Tel.  Radlett  4861/6  ext.  4289 

■  Medical  Information  Day 

12  March  1988 

A  one-day  conference  on  childhood  deafness. 
Subjects  are  Cochlear  Implants,  Conductive 
Losses,  Hearing  Aids,  Parent/Professional 
Interaction. 

Fee:  £4.00  -  parents,  £7.00  -  professionals. 
Contact:  Mr  Carlo  Laurenzi,  National  Deaf 
Children's  Society,  45  Hereford  Road,  London 
W2  5 AH.  Tel:  01-229  92  72. 


■  Rushton  Hall  Events  Weekend 

Friday  to  Monday  8-11  April 

An  exciting  programme  of  talks,  workshops, 
discussions,  activities  and  fun,  for  multi- 
handicapped  blind  people  and  their  escorts. 
Various  specialists  on  hand.  There  will  be 
medical  and  other  therapy  sessions  available. 
Day  places  and  caravan  accommodation 
available. 

Contact:  Martin  Thomas,  Rushton  Hall, 
Kettering,  Northants  NN14  1RR. 
Tel:  (0536)  710506 

■  British  Deaf  Association 
Courses-  1988 

27  June  -  2  July 

Outdoor  Adventure  Course,  Garelochhead 
Centre,  Helensburgh,  Dumbartonshire.  Ages 
14-16.  Fee  £60.00  per  person. 

13-20  August 

Adventure  Holiday  for  Young  Children, 
Butterfields  Centre,  Wrexham,  Clwyd.  Age  5  -8. 
Fee  £80.00  per  person. 

6-11  June 

Rally  -  BDA  Youth  Rally,  United  World  College 
of  the  Atlantic,  Llantwit  Major,  South  Wales. 
Ages  14  -  16.  Fee  £10.00  per  person. 

Early  application  to  all  these  events  is 

recommended  to: 

The  Education  Officer,  The  British  Deaf 

Association,  38  Victoria  Place,  Carlisle  CA1 

1HU. 

■  Castle  Priory  College  Courses 

22-  24  April  1988 

Revised  Makaton  Vocabulary  -  a  practical 
workshop  for  all  categories  of  staff.  Beginners, 
Intermediate  and  follow-up  programmes. 
Tuition:  £53     Residence:  £49 
Non-Residence:  £20 

12-  14  June  1988 

Halliwick  Swimming  Method  Introductory 
Course  -  practical  and  theoretical  sessions  to 
teach  people  with  disabilities  to  be  water 
happy,  and  eventually  to  swim. 
Tuition:  £53     Residence:  £49 
Non-residence:  £20 

11-13  July  1988 

An  Introduction  to  Signed  English  -  using  signs 
from  British  Sign  Language  with  finger 
spelling,  generated  signs  and  grammatical 
markers.  Emphasis  is  on  the  acquisition  of 
signs  for  function.  CACDP  Stage  1  certificate 
in  signing  is  desirable. 
Tuition:  £60     Residence:  £49 
Non-residence:  £20 

18-22  July  1988 

Blissymbolics  Communication  System  -  an 
introductory  course  relating  to  children  or 
adults  with  severe  communication  disorders. 
Tuition:  £130  (including  materials) 
Residence:  £98     Non-residence:  £40 
Contact:  CPC,  Thames  St.,  Wallingford,  Oxon 
OX  10  OHE.  Tel:  (0941)  37551. 


SYMPOSIUM 


■  International  Symposium  on 
Visually  Impaired  Infants  and 
Young  Children 

August  7-13,  1988  Edinburgh,  Scotland 
Open  to  parents  of  blind  and  visually  impaired 
children,  educators,  physicians,  nurses, 
psychologists,  rehabilitation  workers,  and 
others  interested  in  the  early  education  and 
development  of  visually  impaired  children,  birth 
to  seven.  An  important  focus  of  the  Symposium 
will  be  techniques  and  services  for  blind  and 
visually  impaired  children,  including  the  multi- 
handicapped  child,  in  rural  areas  and 
developing  countries. 

Contact:  Eileen  Aitken,  Scottish  Symposium,  c/o 
Royal  Blind  School,  Craigmillar  Park.  Edinburgh 
EH16  5/VA  Scotland. 
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Henshaws  Independence  Centre,  now 
at  Harrogate,  commemorated  its 
1 50th  birthday  with  celebrations  on 
4  November  1987.  Here  are  pictures 
of  old  and  new  Henshaws: 


From  top  to  bottom: 

—  The  new  deaf-blind  unit,  Tarn  House 

—  Students  dress  in  the  costume  of  1837 

—  Paul,  Julie  and  Alison  enjoy  the  snow 

—  Students  and  staff  visit  Darley  M 

—  Happiness  is  a  warm  guinea-pig: 

Jane  and  'Humphrey'. 


-fol^Sense 
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Learning 
from  play 

Lilli  Nielson  introduces  more 
play  ideas  on  page  8. 

Making  bricks 
without  straw? 

A  new  Government  report  looks 
at  how  to  plan  Care  in  the 
Community.  We  report  on  page 
20. 


(retting  About 

How  does  someone  with  Usher 
Syndrome  travel  alone?  Read 
Stephanie  Mackey  on  mobility 
training  on  page  18. 


Money  Money  Money 

The  Government  has  finally  come  good  in 
supporting  Sense's  work.  Last  month  we 
received  grants  totalling  £800,000  from  the 
DHSS  towards  our  £3  million  appeal  for 
Sense  in  the  Midlands.  See  page  2  for 
further  details. 


Sense  The  eyes  and  ears  of  deaf-blind  people. 


SENSE 

The  National  Deaf-Blind 
and  Rubella  Association 


311  Gray's  Inn  Road,  London  WC1X  8PT 
Tel:  01-278  1005  Fax:  01-837  3267 


President      DrGBSimonMBChBDPM  FRCPsych 
Chairman  Jessica  Hills  MBE 

Vice-Chairman  Margaret  White 

Treasurer  Emrys  Lloyd 

National  Director  Rodney-Clark 

Administrative  Director  David  Bridge 


SENSE-IN-SCOTLAND 

168  Dumbarton  Road 

Glasgow  G11  6XE 

Tel:  041-334  9666/9675 

Scottish  Officer  Gill  Morbey 

Overbridge  Centre 

63  St  Andrews  Drive 

Pollokshields.  Glasgow  G41  5EY 
Tel:  041-423  2064 
Principal:  Geoff  Aplin 

REGIONAL    CONTACTS 

SENSE -Avon: 

Mavis  Rudman,  24  Hillyfield  Road,  Headley  Park, 
Bristol  BS13  7QF.  Tel:  0272  640370 

SENSE -Colchester: 

Brendan  Giblin,  104  Bergholt  Road, 

Colchester,  Essex 

SENSE-  Eastern: 

Elizabeth  Royle,  The  Lanterns,  Church  Lane, 

Playford,  Ipswich,  Suffolk  IP6  9DS. 

Tel:  0473  622443 

SENSE -East  Midlands: 

Elizabeth  Holbrook,  Post  Office,  12-16  High 

Street,  Moulton,  Spalding,  Lines.  PE12  6QB. 

Tel:  0406  370201 

SENSE  -  London  North  East: 

Christine  Taylor,  26  Albion  Road,  Walthamstow, 

London  E17  3HZ.  Tel:  01-520  1736 

SENSE  -  London  West: 

Jacki  Dunleavy,  24  Queens  Road,  Richmond, 

Surrey  TW10  6JW.  Tel.  01-948  4309 

SENSE -Midlands: 

Margaret  Beattie,  'The  Cottage',  82  Hinckley  Road 

Walsgrave,  Coventry  CV2  2EU.  Tel:  0203  61 6962 

SENSE  -  Northern  Ireland: 

Muriel  Mathers,  5  Old  Quay  Court,  Holywood, 

Co.  Down  BT18  OHT.  Tel:  023-174-242 

SENSE  -  North  West: 

Margery  Harrison,  6  Tidal  Lane,  Padgate, 

Warrington,  Cheshire  WA1  3DT.  Tel:  0925  81 3520 

Scottish  Branch: 

Jerry  Morbey,  3  Kersland  Street,  Hillhead, 

Glasgow  G 12.  Tel:  041-339  9381 

SENSE -South  Wales: 

Hazel  Benjamin,  8  Forest  View,  Cimla,  Neath, 

West  Glamorgan  SA1 1  3RS.  Tel:  0639  571 1 5 

SENSE -South  West: 

Mary  Holman,  15a  Powderham  Road,  Newton 

Abbott,  Devon  TQ1 2  1  EV.  Tel:  0626  69278 

SENSE     CENTRES 

The  Manor  House 

72  Church  Street 

Market  Deeping 

Peterborough  PE6  8AL 

Tel:  0778  344921 


The  Family  Centre 

86  Cleveland  Road 

Ea  tng 

London  W13  0HE 

Tel:  01-991  0513 

Prlncfpak  Lindy  Wyman    Principal:  John  Blanchard 

Sense-  in-t  he-  Midlands 

4  Church  Road,  Edgbaston,  Birmingham  B1 5  3TD 

Tel:  021-456  1564  Fax:  021-452  1656 

Principal  John  Hatton 

Sheila  Houston-  Peripatetic  Advisory  Teacher 

c/o  Northern  Counties  School  for  the  Deaf, 

Gt  North  Rd,  Newcastle-upon-Tyne  NE2  3BB 

Tel:  091-281  5060 

Castleton  House 

70  Castleton  Road,  London  E17  4AR 

Tel:  01-531  8092 

Rubella  Awareness  Campaign 

27  Hyde  Terrace,  Leeds  LS2  9LN. 
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Chairman's  Letter 


We  are  delighted  to  announce  to  Talking 
Sense  readers  that  the  DHSS  has  made  a 
substantial  grant  to  the  development  costs 
of  Sense-in-the-Midlands.  We  received 
£300,000  at  the  end  of  March  and  a  further 
announcement  that  we  would  receive 
£500,000  in  the  current  financial  year  was 
made  on  3  May.  This  sum  goes  towards 
covering  Sense's  initial  capital  outlay 
over  the  last  two  years  in  opening  Stage  1 
of  the  Further  Education  and  Rehabilitation 
Centre  and  the  Family  Centre. 

A  grant  of  this  size  from  the  DHSS  is  a 
recognition  by  the  Government  of  the  im- 
portance of  the  work  being  done  at  Sense 
in  the  Midlands  for  very  severely  disabled 
young  adults,  a  standard  of  provision  not 
available  through  any  statutory  services. 
Because  of  the  grant  we  are  able  to  start  on 
Stage  II  this  year  enabling  a  further  nine 
young  people  to  have  places  from  next 
year. 

There  is  still  a  long  way  to  go  in  raising 
the  £3,000,000  needed  for  the  whole  pro- 
ject but  with  this  strong  indication  of  Govern- 
ment support  we  can  more  readily  seek 
funds  from  other  sources. 


We  know  we  have  the  DHSS  behind  the 
work  of  Sense  in  the  adult  field.  We  hope 
the  DES  in  its  report  following  the 
Consultative  Document,  will  give  the  same 
recognition  to  the  very  specific  educational 
needs  of  pre-school  age  deaf-blind  children. 


^j^o^R 


Jessica  Hills 


Congratulations  to 
Philip  Gafga 

Despite  being  profoundly  deaf  and  having 
very  poor  sight  Philip  Gafga  continues  to 
earn  academic  qualifications.  Philip  recently 
collected  his  Master  of  Arts  Degree  in 
Economics  at  Durham  University. 

PhiNp's  tutor,  Colin  Davies,  said,  'He  is 
the  most  unusual  and  remarkably  able 
student  I  have  come  across'.  Now  aged  24 
Philip  is  the  first  ever  deaf-blind  person  to 
graduate  at  Durham. 

Determined  and  independent,  Philip 
proof  read  and  printed  his  450  page  'first 
rate'  dissertation  himself  using  a  lazer  jet 
printer  attached  to  his  computer;  the  sub- 
ject -  monetary  economics. 

The  University  provides  a  unique  service 
of  interpreters,  note  takers,  one-to-one  tut- 
orials and  electronic  aids  for  handicapped 
students. 

And  the  future?  Philip  will  be  working  for 
a  PhD  degree  and  hopes  to  continue  doing 
research  in  economics. 


Thank  You 

I  would  like  to  say  an  enormous  thanks  to 
all  those  dear  Sense  friends  who  wrote  to 
congratulate  me  on  the  award  of  the  MBE. 

So  many  letters  were  from  parents  who 
have  been  with  us  almost  from  the  start  of 
Sense,  and  who  equally  deserve  an  honour. 
Messages  also  came  from  'new'  parents 
and  from  other  members  of  our  unique 
association,  in  which  caring  has  engen- 
dered a  warmth  and  enthusiasm  which 
thirty-something  years  of  existence  has 
done  little  to  diminish. 

So  thank  you  all  for  your  wonderful 
letters;  how  I  wish  you  could  all  come  to 
Buckingham  Palace  with  me  on  July  27  - 
what  good  publicity  that  would  be  for 
Sense! 

Margaret  Brock 
Willow  Cottage 
Burcombe 
Salisbury  SP2  OEJ. 


Planning  for  the  Future:  Ewa  Stefanowska 


Ewa  joined  Sense  recently  as  Project  Officer 
(Housing  and  Residential  Services)  and 
although  based  in  her  home  city,  Birming- 
ham, Ewa's  work  can  be  anywhere  in  the 
country.  Her  job  is  to  assist  in  the  provision 
of  long-term  accommodation  for  deaf-blind 
adults. 

Current  projects  include  the  Manor  House 
Group  Home;  assisting  Sense  South-West 
with  their  long-term  residential  scheme 
and  working  with  Vision  Homes  who  are  a 
new  charity  made  up  of  parents  and  profes- 


sional staff  connected  with  RNIB  schools 
Condover  and  Rushton  Hall.  In  the  longer 
term  Sense  In  the  Midlands  will  be  looking 
for  accommodation  for  our  own  students, 
aftertheir  period  in  further  education  ends. 

Ewa  took  a  BSc  degree  at  Salford  Uni- 
versity in  Environmental  Sciences  and  later 
gained  valuable  experience  working  for  a 
housing  association  providing  and  manag- 
ing homes  for  people  with  special  needs. 

Both  of  Ewa's  parents  are  Polish  and 
she  is  bilingual  in  Polish  and  English. 


Dr  Derek  Ricks 

Sense  is  sorry  to  report  the  death  of  Dr  Derek  Ricks,  who  was  a  good  friend.  We 
shall  carry  an  appreciation  of  his  life  and  work  in  our  next  issue. 
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Sense  Briefing 


Sense  East 

John  Blanchard,  Principal  of  the  Manor 
House,  will  be  leaving  his  post  this  summer 
after  nine  years'  dedicated  service  to  deaf- 
blind  students  there.  John  and  his  wife,  Jill, 
first  opened  the  doors  of  the  Manor  House 
in  1979.  John  is  planning  to  undertake  a 


year's  postgraduate  course  at  Leicester 
University.  We  wish  him  well,  with  thanks 
and  gratitude  for  all  he  has  accomplished 
over  the  past  nine  years. 

Readers  will  know  that  Sense  has  just 
completed  a  major  review  of  its  long-term 
strategy,  and  plans  for  the  Association  for 


the  next  five  years  have  been  published 
under  the  title  'The  Next  Steps'.  A  summary 
of  these  plans  is  available  on  request.  One 
of  the  major  proposals  is  for  Sense  to 
develop  its  services  on  a  regional  basis. 
Our  restructuring  has  identified  the  ser- 
vices in  and  around  Market  Deeping  and 
Peterborough  as  the  focus  of  all  we  do  in 
East  Anglia  and  the  East  Midlands.  We 
have  therefore  entitled  the  growing  number 
of  establishments  involved  with  the  Manor 
House  Sense  East.  Two  major  projects  are 
currently  in  planning  -  a  second  workshop 
attached  to  Manor  House  Crafts  at  Werring- 
ton  and  a  home  for  life  for  up  to  10  deaf- 
blind  people.  This  latter  project  will  provide 
a  purpose-built  home  in  the  new  Parnwell 
neighbourhood  of  Peterborough.  It  will  be 
built  in  conjunction  with  the  Nene  Housing 
Society. 


News  about  Sense 

Anyone  who  has  visited  our  offices  at  King's 
Cross  will  know  how  crowded  they  are- go 
for  a  tea  break  and  you  may  find  your  desk 
cleared  and  someone  else  sitting  in  your 
chair.  The  situation  should  soon  be  eased 
as,  thanks  to  the  efforts  of  David  Bridge  our 
Admin  Director,  we  have  acquired  extra 
office  space  literally  'underneath  the  Arches' 
at  St  Pancras  Station  on  a  short  lease. 

This  extensive  suite  of  caves,  sorry  rooms, 
having  been  vacated  by  Flanagan  and  Allen 
way  back,  was  recently  used  for  an  exhibition 
showing  various  proposals  for  the  huge 
rebuilding  scheme  for  the  King's  Cross 
area. 


Our  Welfare  Department  will  be  gathered 
together  again  and  will  share  the  rooms 
with  some  National  Rubella  Council  staff. 
At  the  moment  the  place  is  being  decorated, 
and,  subject  to  British  Telecom  providing 
telephones  we  may  be  in  occupation  by 
the  time  you  read  this.  Our  Head  Office  will 
remain  at  331  Gray's  Inn  Road. 

Sense  Shops 

Plans  for  the  financial  year  allow  for  the 
acquisition  of  six  more  shops.  We  hope  to 
open  two  shops  in  Birmingham  by  July  and 
another  in  Margate  at  about  the  same  time. 

Manor  House  Crafts 

We  are  negotiating  with  Peterborough 
Development  Corporation  to  obtain  another 
workshop  unit  at  Werrington  for  the  use  of 
our  Manor  House  Students.  We  hope  to 
occupy  these  premises  soon  and  thereby 
increase  the  opportunities  available  for 
expansion  of  craft  work  for  the  students. 

Computerisation 

We  have  only  been  computerised  about 
three  years  and  already  feel  the  need  to 
upgrade  our  facilities.  How  did  we  live 
without  them?  Certainly  for 'number  crunch- 
ing' operations  in  the  Finance  Department 
they  are  invaluable  and  similarly  Appeals 
probably  could  not  manage  their  enormous 
list  of  names  and  addresses  of  donors  of  all 
types  without  one.  When  the  new  facilities 
are  completed  we  expect  to  be  able  to 
direct  appeals  more  accurately;  saving 
money,  time  and  effort,  and,  we  trust,  with  a 
better  public  and  corporate  reaction. 


How  do  you  fancy  Yugoslavia,  Scandinavia, 
Australia,  New  Zealand  and  the  USSR 
this  September?  Yes?  Well  come  to  the 
Weekend  Away!  That's  where  we'll  be 
discussing  these  countries'  educational 
and  rehabilitational  methods. 

Parents  talking 

We're  having  two  main  sessions  again  this 
year  with  the  world's  greatest  experts 
doing  the  talking:  parents.  Change  during 
one's  lifetime  as  one's  child  develops  will 
be  a  major  theme,  as  will  be  the  family's 
relationships  with  professionals. 

Workshops 

The  workshops  will  number  about  fifteen  in 
total  this  year.  This  is  for  two  reasons: 
firstly,  many  topics  are  requested  by 
delegates,  and  secondly  because  we  need 
to  keep  the  numbers  down  to  1 5  in  many  of 
the  individual  sessions  to  make  them  more 
effective  workshops.  For  this  reason  we 
are  having  a  ticket  system  for  the  workshops: 
sign  up  and  take  a  ticket  for  the  session 
you  want  to  attend.  That  way  you'll  be 
booked  in  to  your  workshop  (but  no  pre- 
booking  by  post  or  phone  please!) 

The  sort  of  things  we'll  be  talking  about 
during  the  weekend  will  include: 

•  PARENTS  HELPING  ONE  ANOTHER: 

Setting  up  support  groups 

Campaigning  for  services  for  school  leavers 

Getting  help  for  your  school  age  child 


Ufee4e/cd  Aunty 

•  TECHNOLOGY 

Computers:    hardware,    software,    visual 

stimulation 

New  hearing  aids 

Technology  for  deaf-blind  people 

•  LEGISLATION  AND  BENEFITS 

Social  Security  Act 
Disabled  Persons'  Act 
1988  Education  Reform  Bill 


•  METHODS 

Developing  the  senses  of  touch  and  smell 

Dealing  with  aggression 

Feeding  and  toiletting 

Difficult  behaviour 

Physiotherapy 

Adapting  signs 

Assessing  early  communication 

Tadoma 

Curriculum  planning 

•  MEDICAL  AND  RESEARCH 

Causes  of  deaf-blindness 

Drugs 

Sign  language  reception 

•  FUN! 

Music   therapy  (for  young   children,   for 

young  adults) 

Play  for  young  children 

Leisure  activities  for  adults 

Movement,  dance,  drama 

There  are  many  more  workshops  and  talks 
too. 


What  else?  Well,  creche  facilities  as 
usual.  I  must  stress  this  is  for  all  our  rubella 
or  deaf-blind  youngsters  -  regardless  of 
age  and  level  of  handicap. 

And  there's  more  .  .  . 

There'll  be  the  Market  Place -the  exhibition 
of  toys,  equipment,  information  etc,  a 
resource  room  and  plenty  of  social  activities. 
We're  hoping  the  deaf-blind  people  on  the 
Hasicom  project  will  again  join  us-  and  if 
you  haven't  already  learnt-  lessons  in  the 
deaf-blind  manual  language  will  be  available. 

When  is  it?  23-25  September  (Friday 
night  until  Sunday  afternoon).  If  you 
haven't  been  before  and  think  you  would 
like  to  attend  -  do  make  an  effort.  The 
Weekends  are  lots  of  fun  for  everyone.  You 
don't  need  to  be  brainy,  you  don't  need  to 
worry  about  your  children,  who  will  be 
taken  care  of  (though  bringing  a  child  isn't 
compulsory!),  and  if  you're  a  family  member 
without  the  funds  to  pay  for  the  registration 
and  accommodation,  you  don't  need  to 
worry  about  that  either  (read  the  Application 
Form). 

The  deadline  for  professionals  and 
general  interest  applications  is  5  Septem- 
ber-forfamily  members  it's  1 6  September. 

The  application  form  and  draft  pro- 
gramme are  enclosed. 

Please  come  if  you  can  -  we'd  love  to 
see  you  there! 

Carmel  Perry 
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Forty  Years  On 


Pathways  News 


As  many  readers  will  know,  Condover  Hall 
School  celebrates  its  40th  birthday  this 
year.  Fittingly,  1 988  will  see  also  the  com- 
pletion of  a  scheme  of  improvement  by 
RNIB  of  the  teaching  accommodation  of 
the  Pathways  Unit,  which  commenced  in 
1 982.  The  present  temporary  unit  will,  it  is 
planned,  be  replaced  by  the  beginning  of 
the  school-year  1 988/89  by  a  new  class- 
room block,  designed  to  provide  children 
and  staff  with  up-to-date  facilities. 

The  new  block,  designed  by  the  Percy 
Thomas  Partnership  of  Birmingham  will 
incorporate  five  general  teaching  areas,  a 
craftroom,  interview  facilities,  a  staffroom, 
anaudiological  hearing  area  and  toilets  for 
pupils  and  staff.  The  estimated  order  of 
cost,  including  building  work,  furniture  and 
fittings,  and  professional  fees  is  £380,000. 
The  building  will  be  constructed  by  the 
same  method  as  that  adopted  for  the  first 
phase  of  the  programme  -  a  'Guildway' 
timber  frame,  with  brick-cladding  -  which 
provides  ease  and  speed  of  construction, 
with  good  insulation  standards. 

The  project  is  now  (March  1988)  at 
detailed  design  stage,  and  Peter  Jones 
and  his  colleagues  are  now  engaged  in  the 
task  of  assessing  their  requirements  in 
terms  of  loose  furniture  and  equipment, 
particularly  in  the  area  of  audiological  test- 
ing. 

In  this  connection,  it  is  pleasing  to  report 
that  BACTA  (the  British  Amusement  and 
Catering  Trades  Association)  have  donated 
the  sum  of  £25,000  towards  the  cost  of 


Pathways  New  Building 


furnishing  and  equipping  the  new  block.  A 
cheque  for  this  amount  will  be  presented 
to  the  School  by  BACTA's  National  Chair- 
man, Mr  Martin  Burlin,  at  the  School's 
birthday  celebration  on  17  May. 


School  Report 


/Veftj  $oo<L  I 


We  start  by  congratulating  a  number  of 
people.  First,  Vicky  Hilton,  for  winning  the 
Endeavour  Cup.  And  then  everyone  attach- 
ed to  the  Purple  Family  for  winning  the 
Eisteddfod  Cup  and  Anita  Cripps  in  partic- 
ular for  gaining  the  most  points.  It  was  a 
most  enjoyable,  happy  and  a  very  compet- 
itive event  this  yar. 

Miss  E  Price  and  Mr  R  Gibbons  have 
obtained  their  Paget  Diplomas,  and  Mr  D 
Moore,  Miss  A  Storey  and  Mrs  Casey  certif- 
icates. Incidentally,  there  are  now  more 
than  55  units  and  schools  using  Paget 
Gorman  signed  speech. 

Ajay  Prajapati  has  been  made  Head 
Boy,  for  his  hard  work  and  for  his  help  to 
staff  and  children. 

Finally,  congratulations  to  Dorothy  Ent- 
whistle  for  organising  a  splendid  coffee 
evening  at  her  home.  It  raised  £80  for 
Hasicom.  During  May  the  school  will  be 
celebrating  a  birthday- its  own.  It  will  be  40 
years  old.  So  on  May  1 7  there  will  be  a  day 
of  activities  and  events  to  mark  this  special 
occasion.  Students  who  were  here  at  the 
opening  of  the  school  will  be  invited  back 
to  join  in  the  fun  -  along  with  other  import- 
ant guests. 

It  is  quite  an  important  event  in  the  lives 
of  our  children  when  they  move  from  one 
family  (and  often  house)  to  another.  Mark 
Chamberlain  has  moved  to  the  Yellow  Fam- 
ily and  Richard  Tulloch  to  the  Orange. 
David  Frame  has  gone  to  Overbridge,  where 
I  am  sure  he  will  be  very  happy.  He  is 
greatly  missed  here,  and  we  wish  him  all 
it 0  be'-'  for  the  future 


We  hope  soon  to  have  a  Scout  Troup  at 
the  school  again,  and  we  have  had  quite  a 
number  of  volunteers.  Others  have  been 
volunteered.  There  has  been  a  building 
here  for  many  years  called  'The  Scout  Hut'. 
This  has  recently  been  refurbished  and 
extended  to  provide  an  excellent  social 
centre  for  the  children. 

At  the  end  of  last  term  we  lost  the 
services  of  Mrs  H  Westwood,  who  had 
worked  at  Pathways  for  about  twelve  years. 
She  was  responsible  for  all  the  typing  as 
well  as  being  Miss  Entwhistle's  classroom 
assistant.  We  are  grateful  for  all  the  work 
she  did  here,  sometimes  in  her  free  time. 

We  were  all  very  sad  to  hear  that  Elfed 
Williams  had  died.  He  was  a  great  friend  of 
ours  at  Pathways,  and  before  that  of  the 
children  at  Overley  Hall. 

He  had  been  responsible  along  with  his 
friends  for  organising  an  annual  trip  to 
Anglesey  for  our  children.  Many  trips  and 
events,  too,  were  all  the  result  of  his  love 
for  the  children.  He  will  be  greatly  missed. 
Money  taken  up  at  the  funeral  will  be  used 
to  buy  a  seat  for  us  in  his  memory. 

A  party  of  children  were  given  the  op- 
portunity to  attend  the  show  'Oklahoma'  in 
the  village  hall.  They  enjoyed  a  very  colour- 
ful performance  by  our  local  performers. 

Finally,  as  this  is  my  last  newsletter 
before  leaving  Pathways,  I  would  like  to 
wish  you  all  the  very  best  for  the  future. 
Peter  Jones 
Teacher  in  Charge 
Pathways 
Condover  Hall 


Peter  Jones 

We,  at  Sense,  are  sorry  to  hear  that  Peter 
is  retiring  from  Pathways,  he  has  kept  us 
informed  about  the  life  and  activities  of  the 
unit  with  a  series  of  humorous  reports  for 
several  years. 


Peter  is  going  to  start  a  new  career  in 
the  leisure  industry;  first  he  takes  a  training 
course  in  'Heritage  Management'  with  the 
Ironbridge  Industrial  Museum  people-fol- 
lowed by  a  course  at  Birmingham  University. 
Eventually  he  hopes  to  offer  a  service  to 
handicapped  people  to  help  them  get  more 
from  museums  and  our  history. 

We  wish  Peter  and  his  wife,  who  will 
continue  to  work  at  Condover,  all  good 
fortune  in  this  new  venture  and  hope  to 
publish  a  report  from  him  in  due  course 
when  his  plans  come  to  fruition. 
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Deaf-Blind  Awareness 


Spreading  awareness  of  the  needs  of  deaf- 
blind  people  is  a  vital  task.  The  total  number 
of  deaf-blind  people  is  thankfully  small 
compared  to  other  disabilities,  so  a  greater 
effort  is  needed  if  the  community  at  large 
are  to  become  better  informed  about  their 
needs. 

Courses 

During  the  Spring,  Sense  combined  with 
the  Royal  Association  for  Deaf  People  1o 
run  a  6-week  awareness  course.  The  course 
was  greatly  oversubscribed,  and  only  the 
first  60  applicants  were  accepted.  They 
came  from  all  kinds  of  background  -  social 
workers,  secretaries,  policeman,  gas  board 
employees  -  and  with  all  different  exper- 
iences. The  six  evenings  introduced  partici- 
pants to  a  range  of  communication  skills  - 
finger-spelling,  tadoma,  basic  sign,  Hasicom 
-  as  well  as  giving  them  the  chance  to  meet 
many  deaf-blind  people.  Sessions  on  work- 
ing with  children,  on  rubella,  on  technology, 
on  mobility,  on  hearing  loss,  visual  loss  and 
on  volunteering  provided  a  full  experience. 
Most  of  the  participants  underwent  assess- 
ment for  the  Certificate  in  Communicating 
with  Deaf-Blind  People,  and  received  their 
certificates  at  a  special  presentation  on 
May  25. 


The  course  was  so  successful,  there  are 
now  plans  for  a  repeat  course  in  North 
London,  in  October.  Although  the  main 
communication  skill  being  taught  is  deaf- 
blind  finger-spelling  there  is  a  lot  of  rele- 
vance to  deaf-blind  people  with  different 
communication  needs. 

Meanwhile,  the  National  Deaf-Blind 
Helpers'  League  is  running  a  similar  course 
in  Norwich;  the  RNID  is  doing  one  in 
Birmingham,  for  deaf  people  themselves, 
and  Henshaw's  Society  is  running  one  for 
staff  and  volunteers,  in  Harrogate. 


Seminars 

Every  few  months,  the  National  Deaf-Blind 
Helpers'  League  organises  one-day  semi- 
nars on  the  needs  of  deaf-blind  people.  In 
April  it  was  the  turn  of  Cardiff  to  host  one, 
and  the  Welsh  Council  for  the  Blind  made 
arrangements  for  over  1 00  people  to  gather 
for  the  day.  Here  the  emphasis  is  on  attract- 
ing people  who  are  somehow  involved  with 
deaf-blind  people -care  assistants,  teachers, 
social  workers,  councillors  and  others.  As 
usual,  Sense  speakers  presented  part  of 
the  programme,  with  presentations  by  Mary 
Guest  on  Usher  Syndrome,  Norman  Brown 
on  Working  with  the  Families,  and  Paul 


Ennals  on  Principles  of  Teaching  Deaf- 
Blind  Children. 

The  seminars  provide  an  opportunity  for 
people  with  common  concerns  to  meet 
and  discuss  ways  forward,  and  they  offer  a 
welcome  spotlight  onto  the  neglected  needs 
of  deaf-blind  people. 


Catch  Them  Young 

Two  new  publications  from  Sense  are  aimed 
at  increasing  awareness,  this  time  among 
schoolchildren.  The  first  is  a  simple  Fact 
Sheet  entitled  'Deaf-Blind  People',  com- 
piled by  Linda  Ricardo.  It  is  aimed  at  the 
many  children  who  write  to  us  for  inform- 
ation, perhaps  for  a  school  project,  and  it 
seeks  to  put  over  a  clear  and  honest  picture 
of  deaf-blindness,  answering  the  questions 
that  schoolchildren  must  often  ask. 

The  second  publication,  'Talking  by 
Touch',  is  due  to  be  published  in  July.  This 
book  is  aimed  at  teachers,  to  help  them 
introduce  deaf-blindness  into  their  class- 
rooms. It  shows  how  you  can  teach  deaf- 
blind  finger-spelling  to  the  class,  and  gives 
lesson  ideas  and  teaching  suggestions  for 
related  topics.  When  published,  we  hope 
to  promote  its  use  in  schools  and  clubs 
across  the  country. 


What  should  we  be  teaching  our  children? 


Talking  Point  is  becoming  a  regular  item  in  'Talking  Sense'.  It  provides  the  opportunity  for 

you  to  raise  a  question,  put  forward  a  'way-out'  idea  or  try  an  original  thought  on  the  rest  of 

us  and  see  what  we  think.  We  welcome  your  stimulating  contribution  -  to  get  us  talking.  And 

we  welcome  responses  to  any  ideas  put  forward. 


6  A  little  time  ago  I  was  visiting  a  deaf- 
blind  child  in  school.  The  school  was 
very  well-equipped  -  light,  spacy  and  well 
staffed.  Martin  was  very  happy  there,  and 
the  teachers  were  confident  that  he  was  in 
the  right  place.  True,  they  were  not  a 
specialist  deaf-blind  unit,  but  they  had  a  lot 
of  experience  with  children  with  severe 
learning  difficulties,  and  Martin  certainly 
had  those. 

In  Martin's  classroom  there  were  six 
other  children,  the  class  teacher  had  two 
assistants  to  help  her  with  the  class,  and 
Martin  had  an  assistant  all  to  himself.  "I  am 
very  pleased  with  him  here',  she  said. 
"There  is  one  main  thing  that  bothers  me, 
though.  There  is  so  much  for  him  to  learn, 
so  many  skills  he  needs  to  be  shown. 
Where  should  I  begin?  What  are  the  most 
important  things  for  him  to  learn?" 

I  am  inclined  to  believe  that  we  do  not 
think  enough  about  what  it  is  we  teach  a 
child.  We  start  from  an  assumption  -  he 
can't  do  that,  so  we  had  better  teach  him. 
Having  a  skill  is  better  than  not  having  a 
skill,  so  let's  not  waste  too  much  time  in 
examining  which  skills  to  teach  him,  let's 
simply  get  on  with  teaching  him  a  few. 

But  what  is  our  image  of  the  'end  product' 
of  our  work?  Increasingly,  the  education 
system  in  this  country  is  becoming  geared 
to  producing  people  who  can  produce 
goods,  who  can  contribute  to  the  wealth  of 
society,  who  can  take  their  place  in  the 
Enterprise  Culture.  While  ordinary  schools 
cut  back  on  music  and  art,  and  bump  up  on 
maths  and  sciences,  what  should  we  be 


doing?  Should  we  follow  the  example  of 
some  American  schools,  and  plan  ourteach- 
ing  programmes  from  an  early  age  so  our 
pupils  can  acquire  the  skills  necessary  to 
function  in  a  sheltered  workshop  or  some 
other  protected  employment  situation? 
For  some  children,  it  would  certainly  be  a 
great  achievement  if  we  taught  them  all  the 
skills  they  would  need  for  such  a  situation. 
But  is  that  the  top  priority? 

Maybe  we  should  think  about  what  their 
future  will  be.  If  Martin  is  going  to  carry  on 
living  at  home,  maybe  the  most  important 
skills  we  should  be  teaching  him  are  how  to 
live  in  his  family.  Maybe  we  will  want  to 
teach  him  ways  of  giving  to  the  family.  We 
could  concentrate  on  building  up  his  social 
skills,  so  he  can  be  a  happy  and  welcome 
family  member.  We  could  teach  him  the 
mobility  skills  necessary  to  get  about  his 
house. 

But  if  we  do  that,  we  have  to  spend  just 
as  much  time  working  with  his  family.  He 
will  only  fit  into  his  family  if  he  is  made  to 
feel  good  there,  and  his  self-concept  is 
boosted  by  being  with  them.  Well,  that  will 
only  happen  if  his  family  themselves  feel 
good  about  having  him  there.  If  we  give  his 
parents  the  idea  that  you  need  a  special 
training  and  a  well-equipped  school  in  order 
to  look  after  Martin  properly,  how  can  we 
encourage  the  feelings  of  worth  and  of 
pride  that  the  family  will  need? 

This  could  mean  that  we  face  a  practical 
choice:  we  either  gear  ou  r  teaching  towards 
giving  Martin  the  skills  he  needs  for  family 
life,  or  we  try  to  give  him  skills  that  will  be 


useful  for  school.  Normally  schools  choose 
the  second  choice,  because  it  is  easier, 
and  then  they  hope  that  some  of  what  they 
teach  will  also  help  at  home. 

Maybe  it  is  right  to  teach  children  skills 
for  a  different  setting.  If  we  teach  a  child 
how  to  live  at  home,  and  a  family  how  to  live 
with  their  child,  have  we  then  made  the 
assumption  that  parents  should  continue 
as  the  main  care-givers  after  school-age? 
Are  we  making  it  harder  and  harder  for  the 
parents  to  pass  on  their  responsibility  to 
others? 

Watching  some  video  taken  in  the  deaf- 
blind  school  in  Russia,  I  was  struck  by  one 
scene  where  a  totally  deaf-blind  girl  is 
being  shown  how  to  help  a  younger  deaf- 
blind  child  to  play  on  a  swing.  From  early 
days,  the  children  are  taught  to  help,  to  be 
with  others,  to  depend  on  others  who  maybe 
cannot  see  or  hear  either.  If  they  are  naughty, 
the  video  suggested  that  they  are  shown 
that  their  classmates  would  be  inconven- 
ienced by  the  naughtiness-  it  is  not  for  me, 
the  teacher,  that  you  must  be  good,  it  is  for 
your  friends.  The  children  there  have  not 
been  home  in  an  age  -  their  new  family, 
within  which  they  must  learn  to  live,  is  their 
class  group. 

So  why  do  we  try  to  teach  our  children 
always  to  be  independent?  Is  it  that  we 
think  they  will  be  happier?  Or  that  they  can 
then  be  more  useful  contributing  members 
of  society?  Or  simply  that  we  have  always 
taught  such  things,  so  it  must  be  A 

right?  ^ 

Paul  Ennals 
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Growing  Up  and  Maturing  Sexually 


In  the  Spring  edition  of  Talking  Sense  we  printed  a  controversial  article 
on  the  subject  of  sexuality.  The  article,  by  Elin  Ostli,  explained  the 
report  of  the  1 986  Nordic  Staff  Training  Centre's  workshop  on  this 

topic.  We  asked  for  your  views  and  have  received  the  following  letters. 


Poolemead  Views      Pathways  Views 


Our  first  response  came  from  Diana  R 
McKelvie.  a  unit  leader  at  Poolemead. 

I  think  I  can  safely  say  that  we  are  in 
agreement  with  the  first  three  sections  of 
the  article  which  deals  with  the  nature  of 
sexuality,  how  people  learn  about  sex 
and  the  special  problems  that  puberty 
brings.  As  far  as  'Some  Suggestions'  and 
subsequent  section  are  concerned,  I  can 
only  say  that  no  overall  statements  could 
be  made  concerning  our  residents  -  each 
one  would  have  a  programme  planned  at 
his  or  her  care  orientation  meeting. 

We  would  agree  that  staff  need  to  explore 
their  own  ideas  and  feelings  regarding 
sexuality  and  we  have  had  several  study 
days  on  this  topic;  we  are  also  sending  staff 
on  courses  run  by  the  Family  Planning 
Association.  We  feel  it  is  important  to  allow 
a  member  of  staff  to  abstain  from  working 
on  a  resident's  sexuality  if,  for  any  reason 
(moral  or  religious  etc.)  he  or  she  should 
feel  uncomfortable  or  unhappy  about  it.  I 
think  it  would  be  inappropriate  to  give  our 
full  guidelines  here,  (otherthan  our  resources 
list),  for  them  to  be  really  meaningful  one 
needs  to  understand  our  philosophy  of 
developmental  care. 

We  are  trying  to  amass  some  good 
resource  material.  Apart  from  books  and 
pictures  we  have  a  set  of  the  excellent 
Kempton  slides1  but  would  really  like  some 
anatomically  correct  dolls  (other  than  the 
cloth  kits  from  Brooke)  -  impossible  to 
trace  at  present!  Perhaps  some  of  your 
other  correspondents  have  found  some- 
thing? 


Oursecond  letter  came  from  Peter  Jones, 
Teacher  in  Charge  at  Pathways,  Con- 
dover  Hall  School. 

All  the  Houseparents  and  Child  Care  Super- 
visors were  asked  to  read  the  article  and 
then  it  was  discussed  with  them. 

I  found  that  there  was  a  high  level  of 
agreement  between  us  all. 

They  felt  that  knowing  about  their  sex- 
uality is  everyone's  right  and  that  it  is  part 
of  every  human  being's  make-up-  handi- 
capped or  not. My  colleagues  felt  that  ideas 
expressed  and  suggestions  made  in  the 
article  were  unnecessary-  particularly  as 
people  differ  so  much.  Some  are  more 
sexually  motivated  than  others.  So  they 
argued  some  techniques  and  exercises 
would  not  be  necessary  for  all  the  children. 

Some  exercises  they  agreed,  and  parts 
of  the  programme,  were  useful  for  body 
awareness,  relaxation  and  communication. 
But  there  was  no  need  to  make  it  the  basis 
for  sexual  experience. 

However,  if  sexual  experiences  hap- 
pened as  a  result  it  can  be  talked  about 
then  and  there  as  a  learning  experience. 

Growing  up  and  maturing  sexually  should 
all  be  part  of  learning  about  oneself  and 
coping  with  life.  It  should  be  dealt  with  in  a 
natural,  normal  way  taking  each  individual's 
understanding  into  account. 

Some  of  the  vocabulary  in  the  article 
needed  further  clarification  if  you  bear  in 
mind  that  we  are  talking  about  children  in 
school  e.g. 'to  stimulate  fantasy' -'sex  aids' 
etc. 


There  are  some  members  of  the  staff, 
though,  apart  from  those  who  discussed 
the  article,  who  feel  that  it  is  unwise  to 
stimulate  an  interest  in  sexual  matters  in 
this  way,  that  the  children  are  being  intro- 
duced to  something  over  which  it  will  be 
difficult  for  them  to  exercise  control. 

At  Condover  before  any  instruction  is 
given  to  the  children  the  whole  programme 
is  discussed  with  the  parents  and  then  a 
mutually  acceptable  programme  is  agreed. 
Sometimes  the  parents  elect  to  carry  out  a 
programme  themselves. 

The  Child  Care  Supervisors  have  attend- 
ed a  number  of  courses  on  sex  for  the 
handicapped  and  this  expertise  is  passed 
on  to  their  colleagues.  This  expertise  has 
been  built  up  over  many  years. 

The  aim  is  to  make  the  subject  as  simple 
as  possible  whilst  covering  the  physical, 
behavioural,  emotional  and  social  aspects. 

The  age  at  which  guidance  is  given 
depends  on  the  individual  concerned  and 
the  state  of  development. 

Discussions  will  begin  with  a  child  when 
it  is  considered  appropriate  by  a  member 
of  staff  who  is  closely  associated  with  the 
child.  With  girls,  prior  to  menstruation's 
onset  would  seem  to  be  an  obvious  time  to 
start  some  discussions.  For  boys,  the  on- 
set of  puberty  and  the  physical  changes 
occurring.  Members  of  staff  would  be  able 
to  use  published  guidelines  and  advice. 
However,  care,  diplomacy,  discretion  and 
common  sense  are  required  as  often  the 
child  is  confused,  embarrassed  or  has  little 
understanding  of  what  is  happening. 

We  feel  that  where  possible  children 
need  to  be  talked  to  directly  and  honestly 
with  an  explanation  of  society's  guidelines. 

Masturbation  is  acceptable  when  done 
in  private  and  then  it  does  not  offend  others. 

The  older  children  in  the  Senior  Unit  at 
Pathways  are  involved  in  discussions  about 
parenthood  and  the  responsibilities  of  mar- 
riage. They  talk  about  love  and  sexual  attract- 
ions and  boy-girl,  man-woman  relationships. 
With  boys  and  girls,  reasons  for  and  meth- 
ods of  contraception  are  given. 

Finally  both  pupils  and  staff  are  shown 
films  and  videos  and  referred  to  appropriate 
booklets  and  publications. 


The  Poolemead  Approach 

Poolmead's  purpose  is  not  to  determine 
who  we  can  allow  to  be  sexual  but  how  we 
can  channel  each  individual's  sexual  needs, 
feelings  and  drives  into  expression  which 
is  personally  satisfying  and  socially  and 
legally  acceptable.  Sexuality  is  basic  to 
everyone  and  is  an  integral  part  of  healthy 
human  development.  We  are  considering 
the  needs  of  the  most  profoundly  handi- 
capped to  the  most  able. 

Guidance  is  given  to  staff  in  the  approach 
they  should  make  towards  problems  of 
sexuality.  The  legal  position  of  staff  and 
those  in  their  charge  in  relation  to  the 
following  laws  are  explained. 

Sexual  Offences  Act  1956 
Mental  Health  Act  1959 
Sexual  Offences  Act  1 967 
Matrimonial  Causes  Act  1973 
Mental  Health  (Amendment)  Act  1982 
Mental  Health  Act  1983 
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Sources 

Sex    and    the    Mentally    Handicapped, 
Michael  and  Ann  Craft  (1982).  RKP  Ltd. 
Sexuality  of  Mentally  Handicapped  People 
-  Guidelines  for  Care  Staff.  Entry  No.  1 .34 
in  Residential  and  Day  Care  Handbook 
(1983).   London  Borough  of  Hounslow. 
Social  Services  Department. 
Sexuality  and  Mental  Handicap:  The  Is- 
sues and  Concerns.  Article  in  Social  Work 
Today-  28  September  1987; 
Sex  and  the  Law.  H  Dixon  and  M  Gunn. 
Family  Planning  Association  -  Education 
Unit  London  (1985). 

Effects  of  Masturbation,  Physiological, 
Psychological  and  Social.  Nordic  Centre. 
Denmark  (July  1987). 
Policy  Statement.  Unpublished  paper. 
Queen  Elizabeth's  College  for  the  Dis- 
abled. Banstead  Place,  Surrey. 
Prevention  of  Pregnancy  and  Manage- 
ment of  Sexual  Behaviour  in  Deaf/Blind 
Young  Adults.  Discussion  paper  for  Adult 
Services  Committee  (22  July  1987). 

Books  available  at  Poolemead  via  Diana 
McKelvie,  Occupational  Development 
Unit. 


Childhood  and  Sexuality,  Stevi  Jackson 

Sex  in  Human  Loving,  Eric  Berne 

The   Just  Seventeen   Advice,    Ed  Jenny 

Tucker 

Babies,  Usborne 

Where  Do  Babies  Come  From?,  Margaret 

Sheffield 

Love  and  Sex,  Drs.  Cauthery,  Andrew  and 

Stanway 

Taught  not  Caught  -  Strategies  for  Sex 

Education,  The  Clarity  Collective. 

1  Kempton  Slides.  USA  Price  approx  £1 50. 

'Sexuality  and  the  Mentally  Handicapped' 

Handbook  and  nine  sets  of  slides,  each 

containing    approx    15   slides.   Available 

from 

Concord  Films  Council  Limited 

201  Felixstowe  Road 

Ipswich 

Suffolk  IP3  9BJ 

Tel:  Ipswich  76012 


We  have  a  further  list  of  source  material 
which  is  largely  common  to  both  Poole- 
mead and  Pathways,  we  shall  print  this  in 
our  next  edition. 


What  is  S.T.R.E.? 


Short  Term  Residential  Education  (or  STRE 
for  short)  is  a  time  for  learning.  It  is  an 
opportunity  for  students  to  generalise  skills 
learnt  at  home  and  school,  and  it  provides 
situations  to  develop  environmental  aware- 
ness though  experiencing  a  range  of  new 
surroundings  and  activities.  For  those  who 
go  it  is  a  time  for  hard  work,  but  most  import- 
antly it  is  a  time  for  enjoyment. 

On  the  19th  April  a  group  from  the 
Primary  2  class  of  the  Rebecca  Goodman 
Centre  were  preparing  to  leave  for  their 
four-day  STRE  trip  to  the  Blue  Peter  Log 
Cabin  at  Sunbury  on  Thames. 


with  AM  and  Sarah,  while  Paul  helped  set 
the  table  for  our  bean  curry  (a  real  success!). 

Day  Two  took  us  to  'The  World  of  Adven- 
ture' at  what  used  to  be  Chessington  Zoo. 
What  an  exhausting  day!  AM  loved  'The 
Runaway  Train'  and  Kelley  braved  'The 
Eastern  Water  Ride'.  The  circus  was  part- 
icularly popular  with  Sarah,  and  Liam's 
favourite  was  'Fifth  Dimension',  a  space 
trip  complete  with  robots,  monsters  and  a 
laser  battle! 

Day  Three  was  another  long  day,  this 
time  to  Windsor  Safari  Park.  The  animals 
were  being  lethargic  so  we  headed  off  to 
the  park's  new  Noah's  Ark  Playground -an 
excellent  complex  of  climbing  frames,  ropes, 
slides  and  a  real  runway.  The  rest  of  the 
day  was  filled  with  watching  the  dolphin 


Day  One  saw  the  group  in  Kew  Gardens 
experiencing  climates  ranging  from  dry 
deserts  to  hot,  sticky  rainforests.  It  was 
good  to  see  the  students  showing  their 
individual  preferences  for  the  various 
climates  -  perhaps  our  next  STRE  trip 
could  be  to  the  tropics! 

After  our  busy  glass  house  tour  we  set 
off  for  the  Log  Cabin.  Liam  and  Kelley  had 
visited  the  cabin  1 8  months  ago  -  as  soon 
as  we  arrived  they  both  made  straight  for 
the  comfy  chairs  in  the  sitting  room,  obviously 
remembering  the  lay  out  from  their  previous 
visit.  AM,  Sarah  and  Paul  were  all  new 
visitors  to  the  cabin  but  they  too  settled  in 
quickly  to  their  temporary  new  home. 

The  first  evening  was  spent  unpacking, 
bed-making  and  preparing  our  evening  meal. 
Kelley,  being  by  far  the  most  tidy  person  on 
the  trip  helped  with  all  the  unpacking,  Liam 
organised  the  music  in  the  sitting  room 


show,  visiting  the  Butterflyarium  and  a  trip 
on  the  boat  lake.  The  day  ended  with  a 
special  treat  for  everyone  -  dinner  at 
Windsor  Pizza  Hut. 

Day  Four  flew  by.  Why  are  there  always 
more  clothes  to  pack  into  a  suitcase  at  the 
end  of  a  trip  than  at  the  beginning?  The 
cleaning  was  also  a  mammoth  task  with 
jobs  for  everyone.  We  arrived  back  at 
Whitefield  at  2.30,  a  tired  but  happy  group 
with  just  enough  energy  to  unpack  the 
minibus  before  home  time. 

With  thanks  to: 
Poornima  Chahaun 
Jonathan  Bolt 
Kevin  Avery 
Richard 

Ursula  Walker 

Team  Leader  P2,  RGC 

Whitefield  School 


Hensliaw's  -  News 

I  was  very  pleased  to  welcome  three  new 
members  of  staff  to  Henshaw's  Deaf-Blind 
Unit  for  young  adults  at  Easter.  Liz  Hodges 
joins  us  as  a  teacher  from  an  autistic  unit 
within  an  SLD  school  in  Northamptonshire. 
Liz,  whose  degree  is  in  Russian,  is  a  keen 
cyclist  and  interested  in  outdoor  pursuits 
and  country  dancing.  Victoria  Elliott  and 
Steve  Watt  join  us  from  the  York  Sensory 


Jane  at  Trinity  and  All  Saints  College 

Handicap  Team.  Victoria  has  been  involved 
with  deaf  people  in  the  community  for 
some  years  and  is  an  experienced  com- 
municator. Steve  held  the  position  of  Deaf- 
Blind  Development  Officer. 

A  welcome  guest  in  April  was  Ger  van 
Rijn,  Deputy  Director  of  the  Rafael  Deaf- 
Blind  Unit  at  Sint-Michielsgestel,  Nether- 
lands. Ger  stayed  with  us  for  a  week  as  part 
of  the  staff  exchange  we  had  arranged. 
Tineke  Smith,  who  is  herself  Dutch,  will  go 
to  Sint-Michielsgestel  in  June. 

Also  in  June  we  have  arranged  our  Unit 
holidays.  This  year  we  will  be  sending  four 
groups  away;  to  the  Center  Pares  'Pleasure 
Dome'  in  Nottingham;  a  self-catering  cottage 
at  the  Stackpole  Trust,  Pembroke;  to  Hen- 
shaw's Hotel  in  Llandudno  and  the  Deaf- 
Blind  Fellowship  Holiday  to  Porec  in  Yugo- 
slavia. I  hope  to  have  full  reports  and  photo- 
graphs for  the  next  edition  of  Talking  Sense. 

Mike  Jennings 

Head  of  Deaf-Blind  Unit 


Usher  Syndrome  Project  News 


A  New  Survey 

A  survey  has  just  been  completed  of 
the  number  of  pupils  in  schools  for  the 
deaf,  units  and  in  mainstream  education 
who  have  been  diagnosed  as  having  Usher 
Syndrome.  Frank  Roper  and  Mary  Guest 
circulated  a  questionnaire,  to  which  80% 
responded. 

Initial  results  suggest  that  there  are 
53  pupils  with  confirmed  U.S.  and  seven 
others  who  are  suspected.  Many  of  the 
schools  were  keen  to  receive  advice  on 
how  to  help  their  pupils  with  the  condition. 
The  full  results  and  their  implications  will 
be  published  in  a  future  edition  of  'Talking 
Sense'. 


In  May  we  held  a  'Taster  Day'.  Here 
people  with  Usher  Syndrome  and  other 
deaf  people  with  visual  impairment  came 
together  to  consider  what  types  of  training 
and  rehabilitation  might  be  usefulforthem. 
This  was  intended  as  a  prelude  to  offering 
some  short  intensive  training  periods  at 
Sense  in  the  Midlands,  custom-made  for 
individual  clients  to  offer  them  the  skills 
and  support  to  overcome  their  increasing 
visual  loss. 

The  project  is  the  first  stage  in  planning 
such  a  service  in  the  Midlands,  making  use 
of  grants  from  the  RNIB  and  the  National 
Deaf-Blind  Helpers  League.  The  'Taster 
Day'  and  the  rehabilitation  are  an  example 
of  cooperation,  since  they  include  contri- 
butions from  the  following: 


The  Birmingham  Centre  for  the  Deaf 

The  Royal  National  Institute  for  the  Deaf  - 

Midlands  Region 

National  Mobility  Centre 

Rehabilitation  Centre,  Birmingham  Social 

Services 

Birmingham  Royal  Institute  for  the  Blind 

Sense  and  the  National  Deaf  Children's 

Society 

Training  Day. 

There  was  a  successful  training  day  for 
social  workers  in  April  held  at  Sense  in  the 
Midlands.  Here  social  workers  who  have 
clients  with  Usher  Syndrome  examined  the 
medical  background  to  the  condition,  dis- 
cussed its  emotional  effects  and  the  adjust- 
ment it  requires  and  finally  considered 
what  action  social  workers  can  take. 
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From  Games  to  Daily  Living  Skills 


Part 


i 


Introduction 

Observation  shows  that  a  child's  game 
play  andthe  way  he  performs  daily  living 
skills  are  related.  I  am  going  to  suggest 
play  which  will  help  the  child  develop. 

The  mouse-game 

Make  a  little  mouse  from  fabric.  Fasten  it  to 
a  50cm  long  thread.  Have  the  mouse  dis- 
appear under  the  edge  of  the  table 
opposite  the  pupil  and  allow  the  pupil  to 
pull  on  the  thread.  Encourage  the  pupil  to 
pull  quickly  and  the  mouse  will  come 
jumping,  then  encourage  the  child  to  pull 
very  slowly  and  carefully  so  that  the  mouse 
is  just  'looking'  over  the  edge  of  the  table.  If 
the  person  working  with  the  child  is  also 
making  a  mouse  for  herself,  the  game 
becomes  even  more  enjoyable,  while 
promoting  additional  visual  search. 

Scissors 

If  the  child  is  unfamiliarwith  scissors,  place 
them  on  the  child's  fingers,  and  open  the 
scissors  by  slowly  and  gently  moving  the 
child's  thumb  and  first  finger.  Then  ask  the 
child  to  close  the  scissors.  Talk  about  the 
sound  the  child  is  producing  by  doing  this 
and  repeat  the  activity.  After  8-10  times  it 
should  be  felt  that  the  child  does  not  require 
as  much  assistance  as  before  in  opening 
the  scissors.  When  she  is  able  to  open  and 
close  the  scissors,  ask  her  to  wait  a  little 
when  she  has  opened  the  scissors.  Then 
hold  a  piece  of  paper  between  the  scissors 
saying:  'Now  close  the  scissors  and  let  us 
hear  whether  the  scissors  can  make  a  new 
sound'. 

Use  different  sorts  of  paper  and  when 
.'he  child  has  become  an  expert  in  opening 
and  closing  the  scissors  in  these  situations, 
ask  her  to  help  you  by  holding  the  paper 
with  herotherhand.  Gradually,  allow herto 
take  over  the  whole  activity.  Then  give  the 
child  paper  which  is  slightly  thicker  than 
manuscript  quality  and  only  as  big  as  10  x 
1 5cm.  Initially  the  child  is  only  making  cuts 
next  to  each  other.  When  she  is  familiar 
with  this,  ask  her  only  to  open  and  close  the 
scissors  halfway,  because  then  the  scissors 
can  'take  a  walk'  in  the  paper-  perhaps  to 
the  upper  edge  of  the  paper. 

It  is  also  fun  for  the  child  to  cut  straws 
with  the  scissors,  to  collect  the  pieces  and 
to  put  them  on  paste  on  a  piece  of  paper. 
Another  activity  is  to  give  the  child  a  piece 
of  paper  upon  which  is  printed  a  black 
circle  and  ask  him  to  cut  away  all  the  white 
paper.  When  the  child  has  finished,  put  the 
result  (that  is  all  the  pieces)  into  an  envelope, 
write  the  child's  name  and  the  date  on  the 
envelope.  This  can  be  done  two  to  three 
times  a  week.  After  some  weeks  or  months, 
it  is  possible  to  see  whether  the  child  has 
improved  in  eye-hand  coordination,  while 
in  the  same  time  showing  the  child  his  or 
her  success. 


Lilli  Nielson  is  a  consultant  for  blind 

mentally  retarded  children  and  young 

adults,  working  in  Denmark.  In  this 

second  and  final  part  of  her  article, 

she  suggests  ways  of  developing 

useful  manual  skills  and  visual 

coordination. 


Coordination  of  the  hands 

Many  handicapped  children  are  unable  to 
use  both  hands  at  a  time.  It  is  of  course  a 
two-handed  activity  to  hold  a  jug  with  one 
hand  while  putting  something  into  the  jug 
with  the  other  hand.  Many  other  such  activ- 
ities could  be  mentioned  but  here  I  wish  to 
discuss  one  such  activity  which  little  by 


activity,  but  at  other  times  the  result  might 
be  the  aim  in  itself.  This  would  depend 
upon  how  long  the  child  is  capable  of 
sustaining  interest  -  sometimes  of  course 
it  depends  on  one's  imagination! 


Daily  living  skills  - 
Dressing-games 

Try  to  get  a  mannequin-doll  approximately 
the  size  of  a  1 0-year  old  child  or  construct  a 
doll  from  chicken  wire,  newspaper  and 
paste,  or  purchase  a  1  -metre  high  doll.  The 
doll  must  not  be  too  soft  and  it  should 
never  be  called  a  doll.  IT  SHOULD  BE 
CALLED  A  FRIEND.  A  pupil  aged  1 0  years 
or  older  who,  in  some  aspects  is  at  a 


little  can  give  the  child  increased  ability  to 
perform  two-handed  activities. 

If  the  child  is  right-handed,  begin  by 
saying:  'To-day  we  shall  make  right  hand 
sausages'  -  use  dough  or  clay.  Later  on, 
left  hand  sausages  can  be  made.  Then 
'right  hand'  marbles  and  'left  hand'  marbles 
can  be  made.  When  the  child  is  able  to  do 
this,  make  'both  hands'  marbles. 

If  dough  is  being  used,  the  child  should 
be  allowed  to  make  as  much  of  the  dough 
as  he  can.  Of  course,  after  baking  the 
muffins,  they  should  be  eaten.  That  is  the 
best  time  to  invite  other  persons  to  partic- 
ipate in  eating  the  'right  hand'  muffins,  'left 
hand'  muffins,  and  'both  hands'  muffins. 

We  might  also  promote  two-handed 
activities  by  using  a  rolling  pin  upon  a 
plastic  bag  containing  rusks,  or  together 
with  clay  or  dough.  Breadcrumbs  may  be 
made  using  a  grater.  The  grater  may  be 
used  with  other  materials  but  begin  with 
materials  which  make  sounds.  Sometimes, 
that  which  results  might  be  used  in  another 


Photo  1 


developmental  level  of  two,  three  or  four 
years  might  just  have  sufficient  experience 
to  know  that  dolls  are  for  small  children. 
Friends  though  are  for  older  children  and 
adults.  Dress  and  undress  this  friend  allow- 
ing the  pupil  to  do  what  he  is  able  and  help 
him  with  that  which  he  wants  you  to  help. 
Let  the  pupil  be  the  one  to  decide  how 
many  clothes  the  friend  shall  wear.  In  this 
way  the  task  will  never  be  so  difficult  that 
the  pupil  will  lose  interest. 

Make  the  friend  to  be  a  real  friend  of  the 
classroom,  give  her  a  name  and  let  her 
participate  in  meals,  birthday-parties,  act- 
ivities such  as  rolling  over  the  floor  and  so 
on. 

On  the  whole,  let  the  friend  be  involved 
in  role-playing.  Role-playing  promotes  the 
feeling  of  self-identity.  The  better  self-ident- 
ity the  pupil  has  or  achieves,  the  better  will 
be  his/her  possibility  of  developing  the 
ability  to  talk  and  to  use  already  established 
language  for  effective  communication. 

Little  by  little  the  pupil  wants  the  friend 
to  be  dressed  properly.  Through  this  the 
child  will  obtain  the  basis  for  undressing 
and  dressing  himself. 

Activity- book 

Photo  1  shows  a  book  made  of  fibre  board. 
In  such  a  book  pockets  may  be  made  with 
one  button.  Begin  by  having  the  button  as  a 
pearl,  later  a  large  button  and  then  a  smaller 
one.  Place  an  object  into  the  pocket,  for 
example  a  little  toy,  a  piece  of  candy  or  the 
scissors  which  may  be  used  for  the  next 
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activity.  One  page  of  the  book  could  be  a 
pocket  with  a  zip. 

The  content  of  the  book  must  be  adapted 
for  the  pupil's  ability  and  gradually  one  or 
two  pages  can  be  exchanged  for  more 
difficult  tasks.  In  this  way,  the  book  is 
always  a  challenge  for  the  pupil. 

Games  for  eating  skills 

Give  the  child  20  forks  and  table  knives. 
Allow  her  to  stick  these  objects  into  clay, 
dough,  thick  slices  of  potatoes  and  cucum- 
ber or  whatever  material  is  available.  Let 
the  pupil  play  'One- two-many'  with  the  forks 


string  together  with  a  pearl  to  the  left  and 
the  other  to  the  right,  and  allow  the  pupil  to 
pull  and  open  the  bag.  If  half  of  a  plastic 
bottle  is  inserted  into  the  bag  it  is  easier  for 
the  pupil  to  put  his  hand  in  the  bag  and  find 
what  has  been  placed  there. 

Using  a  rope  to  tie  the  leg  of  a  chair  to  a 
table  leg,  let  the  pupil  begin  by  taking  the 
rope  round  and  round  something,  but  with- 
out making  a  proper  knot.  (It  could  for 
example  be  a  chair  which  was  turned  up- 
side down.) 

Let  the  pupil  wind  off  a  string  from  a 
round  stick  and  later  wind  the  string  onto 
the  stick.  Or  the  pupil  might  tie  your  legs  or 


and  knives,  taking  them  out  of  a  box  and 
putting  them  into  a  box,  a  jug  and  other 
containers.  Make  a  knife-board  instead  of 
a  peg  board.  Or  the  child  may  be  allowed  to 
cut  in  clay  and  other  soft  materials,  to  build 
towers  with  cups  and  plates.  Let  him  wash 
the  knives,  forks,  cups,  plates  and  all  other 
things. 

Spoons  may  be  used  for  play-activities, 
for  example  to  serve  mashed  potatoes  and 
other  materials  which  enable  the  child  to 
achieve  success.  Jugs,  cups  and  plates 
may  be  used  in  games  such  as  pouring  and 
dishing  out  food.  Beans,  peas  and  other 
materials  which  emit  sounds  may  be  used; 
water,  perhaps  with  added  substances 
which  smell,  may  be  used  in  the  same  way. 

Through  all  these  games  the  pupil  will 
become  familiar  with  handling  the  tools 
she  will  use  in  situations  like  eating,  laying 
tables  and  making  food.  From  other  situat- 
ions it  is  well  known  that  visually  impaired 
children  with  additional  disabilities  have 
specific  difficulties  in  transferring  skills  from 
one  situation  to  another.  Difficulties  also 
exist  in  transferring  from  activities  with 
certain  materials  to  other  materials.  There- 
fore, it  is  important  for  the  pupil  to  play  with 
the  same  tools  as  he  will  use  in  daily  living 
skills.  It  is  also  important  that  at  least  some 
of  the  games  with  the  tools  are  very  similar 
to  the  daily  living  skills  we  wish  him  to 
learn. 


Games  with  strings 

Tie  parcels  up  with  string  and  bows,  fasten- 
ing a  pearl  at  each  end  of  the  string.  It  is 
then  easier  for  the  pupil  to  find  the  ends  to 
be  pulled  in  order  to  untie  the  bow. 

Make  a  bag  from  fabric,  make  a  casing 
with  two  strings  through  it,  tie  the  one 


hands  together.  Overall,  the  child  should 
be  very  familiar  with  strings  of  different 
materials  before  beginning  to  teach  him 
how  to  make  a  knot.  To  help  the  pupil  to  tie 
a  knot,  start  by  using  wire  or  the  type  of 
material  used  for  pipe  cleaners. 

To  help  the  pupil  to  succeed  in  undres- 
sing himself  it  is  easier  to  use  velcro  to 
fasten  the  shirt  as  all  buttons  but  one.  The 
task  is  then  so  easy  for  the  pupil  that  he  will 
begin  to  open  the  shirt  by  himself,  feeling 
pride  in  doing  so.  Some  pupils  might  have 


shoes  which  are  fastened  by  velcro  in- 
stead of  laces,  at  least  until  they  are  able  to 
untie  a  bow  in  games.  The  zip  in  the  pupil's 
jacket  could  be  equipped  with  a  key  ring, 
making  it  a  simple  matter  to  open  the  zip. 
Even  a  little  success  can  be  very  import- 
ant for  the  pupil's  self-esteem  and  thereby 
for  his  motivation  for  participation  in  activ- 
ities. Furthermore,  all  these  activities  must 
of  course  be  made  in  an  atmosphere  of  joy 
and  interaction,  it  is  not  only  the  pupil  who 
should  be  active. 

Games  for  washing  oneself 

The  little  friend  mentioned  in  the  section 
on  dressing-games  must  of  course  also  be 
washed  and  dried  occasionally.  Each  day, 
when  having  his  bath,  the  pupil  might  be 
given  a  face-flannel.  After  all,  she  cannot 
begin  to  imitate  the  adult  if  she  does  not 
have  the  right  tool.  Some  children  will 
begin  by  sucking  the  flannel  but  we  have  all 
started  at  that  stage.  Next  she  will  possibly 
squeeze  the  flannel.  As  'normal'  children 
learn  to  wash  their  hands  by  playing  with 
the  tablet  of  soap,  disabled  children  should 
be  encouraged  to  perform  such  activities. 
As  it  is  often  difficult  for  them  to  find  a 
single  table  of  soap,  give  them  four  or  five 
tablets  of  soap  to  play  with. 

Other  activities  connected 
with  daily  living  skills 

There  are  a  lot  of  activities  which  might  be 
considered,  here  are  a  few.  Allow  the  child 
to  polish  shoes,  her  own  or  others  and  let 
her  clean  windows.  These  two  activities 
involve  very  different  smells  and  different 
movements. 

Place  a  purse  with  money  into  the  child's 
pocket  -  no  child  begins  by  putting  some- 
thing into  her  pocket,  everyone  first  takes 
something  out  of  her  pocket.  Let  the  child 
play  with  money,  giving  her  a  purse  with 
an  easily  operated  closing  mechanism. 

There  is  a  clear  rationale  for  many  of  the 
suggestions  mentioned  in  this  article  deal- 
ing with  materials  for  cleaning  and  making 
food.  The  aim  is  to  prepare  the  pupil  for  life 
as  an  adult  where  they  can  take  part  in 
work  to  fulfill  their  needs.  Through  this  will 
be  achieved  a  greater  integration  within 
the  sheltered  environment  which  may  well 
be  home  throughout  adult  life. 


April  Benefit  Changes: 
Know  Your  Rights 

Major  upheavals  are  taking  place  in  social 
security  benefits  on  Monday  1 1  April.  The 
1 3th  edition  of  the  Disability  Rights  Hand- 
book* gives  up-to-date  detailed  information 
on  all  the  benefit  changes  which  result 
from  the  Social  Security  Act  1988,  including 
Income  Support  (which  replaces  Supple- 
mentary Benefit)  and  the  new  Housing 
Benefit  scheme. 

As  the  Handbook  explains,  the  Govern- 
ment's new  social  security  system  will  have 
serious  repercussions  for  large  numbers  of 
people  with  disabilities.  The  Handbook's 
introduction  demolishes  some  of  the  myths 
which  the  Government  has  been  spread- 
ing about  the  changes:  that  they  will  mean 
targeting  the  benefits  to  where  they  are 
most  needed,  and  a  better  system  of  com- 
munity care.  According  to  the  Disability 
Rights  Handbook,  the  opposite  is  the  case. 
An  estimated  500,000  people  with  disa- 
bilities are  expected  to  lose  because  of  the 
changeover  from  Supplementary  Benefit  to 
Income  Support,  with  well  over  one  million 
disabled  losers  as  a  resu  It  of  all  the  changes 
to  means-tested  benefits. 


It  is,  therefore,  more  important  than 
everthat  people  with  disabilities  have  access 
to  detailed  information  and  advice  about 
their  right  to  benefits  so  that  they  can 
maximise  their  income.  As  well  as  covering 
the  new  benefits  which  take  effect  on  1 1 
April,  the  Handbook  gives  information  about 
other  crucial  benefits,  such  as  Attendance 
and  Mobility  Allowances,  Invalidity  Benefit, 
Severe  Disablement  Allowance,  and  Indust- 
rial Injuries  benefits.  It  also  covers  import- 
ant topics  such  as  how  to  appeal  if  you  are 
turned  down  for  a  particular  benefit;  debt; 
homelessness;  and  help  from  local  author- 
ities. 

The  Disability  Rights  Handbook  is  a 
unique  and  comprehensive  guide  on  bene- 
fits and  services  for  anyone  -  disabled  or 
not.  It  is  an  essential  source  of  information 
for  individual  claimants  and  their  families, 
and  for  advisers,  including  social  workers, 
DHSS  Freeline,  health  visitors,  Citizens 
Advice  Bureaux,  law  centres,  voluntary 
organisations  and  unions. 

*Disability  Rights  Handbook  is  available 
from  the  Disability  Alliance  ERA,  25  Den- 
mark Street,  London  WC2  8NJ,  price  £3.50 
post  free.  ISBN  0  946336  30X. 
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Scottish 
Report 


Now  that  Spring  has  sprung,  much  of  our 
organising  mentioned  in  the  last  issue,  has 
borne  fruit  with  the  successful  passing  of 
our  'March  meetings'  with  Norman  Brown 
and  the  Counselling  Course.  Our  energies 
are  now  turning  to  more  regional  meet- 
ings, the  holidays  and  to  a  Sense-in-Scot- 
land  Review. 

To  be  held  in  Glasgow  on  Tuesday  25 
October,  the  latter  is  not  a  cabaret,  but  a 
look  at  what  has  been  happening  in  Scotland 
over  the  year  1987/88  and  a  chance  to 
look  to  the  future  to  see  where  Sense-in- 
Scotland  is  heading.  One  future  event 
already  being  planned  is  the  1 989  Scottish 
Conference  which  will  take  place  from  23  - 
25  June  at  Jordanhill  College  in  Glasgow. 

And  of  course,  since  the  last  issue  we 
have  been  both  on  the  telly  and  the  radio - 
the  latter  somewhat  indirectly  as  part  of 
the  National  Appeal.  The  response  to  both 
has  been  very  encouraging  and  it  was 
particularly  good  to  see  the  focus  on  the 
work  of  Sister  Ailish  Massey  at  Carnbooth 
School  and  to  hear  the  parent's  views  on 
the  television  programme.  We  feel  that 
difficulties  faced  by  deaf-blind  children  are 
a  little  better  understood. 

Adult  Services 

The  Adult  Services  Working  Group  in  Scot- 
land, chaired  by  Mrs  Sheena  Tulloch,  is 
sending  out  a  questionnaire  to  the  Scottish 
parents  that  Sense-i  n- Scotland  are  in  touch 
with,  who  have  children  aged  1 3  or  over  to 
find  out  what  they  want  for  their  children  in 
the  future. 

Although  this  survey  is  aimed  primarily 
at  focussing  attention  on  what  services  are 
needed  in  Scotland,  we  would  welcome 
any  comments  from  English  parents  to 
broaden  the  scope  of  our  findings.  So  if  you 
have  any  strong  ideas  about  what  you  want 
for  your  children  once  they  leave  school, 
let  us  know.  Contact  the  Sense-in-Scot- 
land  office  for  a  copy  of  the  questionnaire 
or  for  a  chat  -  either  way,  let's  be  hearing 
from  you. 


Survey  of  rubella  immunity 

We  have  begun  our  survey  of  rubella  im- 
munity in  Scotland.  Questionnaires  were 
mailed  to  each  health  board  at  the  begin- 
ning of  April  and  we  hope  to  have  them  all 
back  by  31  May  1988. 

The  questionnaire  covers:  vaccination 
and  health  education  at  school;  screening; 
immunisation  and  awareness  with  adult 
women;  the  incidence  of  rubella  infection 
and  congenital  rubella;  the  uptake  of  meas- 
les vaccine. 

We  hope  that  the  information  we  get 
from  this  survey  will  provide  a  clear  view  of 
rubella  immunity  in  Scotland.  It  should  be 
possible  to  report  the  findings  in  the  next 
issue  of  Talking  Sense. 

Holidays 

Our  plans  for  this  year's  Scottish  Holidays 
are  now  well  in  hand  with  places  almost 
fully  booked  and  volunteers  lining  up  to 
help.  All  we  need  now  is  a  sunny  Summer 
so  everyone  can  enjoy  themselves! 

And  for  those  wanting  to  'go  it  alone'  on 
holiday,  from  July  there  will  be  two  caravans 
in  Scotland -the  one  established  at  Maidens 
in  Ayrshire  and  the  second,  a  brand  new 
one,  at  Aviemore.  The  latter  will  be  available 
all  year  round  to  make  the  most  of  the 
surrounding  hills,  come  sun  or  snow.  But 
don't  worry,  you  won't  have  to  shiver  in  your 
bathing  suits,  the  caravan  is  heated!  Accom- 
odation is  for  six,  but  with  a  little  less  luxury 
would  probably  take  a  couple  more.  The 
site  itself,  on  the  banks  of  the  River  Spey,  is 
very  well  served  (with  shop,  pub,  laund- 
rette  and  sports  complex),  as  well  as  being 
only  minutes  from  Aviemore  station  and 
the  local  shops. 

For  further  details  of  the  Aviemore  cara- 
van and  for  booking  information,  please 
contact: 

Liz  Cox 

28  Blantyre  Crescent 

Carleath  Estate 

Duntocher 

Clydebank  G81  6JW 

Tel:  Duntocher  76061 

And  please  don't  forget  the  caravan  at 
Maidens  in  Ayrshire,  in  the  heart  of  Burns' 
country  and  close  to  the  historic  Culzean 
Castle  with  its  magnificent  gardens.  The 
site  is  only  minutes  away  from  the  beach 
and  for  fun-rides  Butlins  is  just  around  the 
corner.  The  caravan  accommodation  is  for 


four,  but  will  take  6  -  8  at  a  push  and  has  all 
attendant  mod-cons.  Forfull  details  please 
contact: 

Linda  Collins 

29  Loch  Road 

Chapelhall 

Airdrie  ML6  8TR 

Tel:  Airdrie  53087 
We  offer  reduced  rates  to  families  and 
Sense  members,  but  everyone  is  welcome 
and  so  why  not  tell  your  friends  and  enjoy  a 
Scottish  holiday. 

Ben  Spencer 

Counselling  Course 

(7-  10  April  1988) 

I,  for  one,  viewed  the  Counselling  Course 
with  some  trepidation.  I  know  that  I  was  not 
alone.  Perhaps  to  be  told  that  whatever 
you  had  been  doing,  off  and  on,  for  the  past 
few  years  was  not  quite  right  is  something 
that  none  of  us  would  relish.  I  was  wrong,  of 
course.  No-one  told  me,  or  anyone  else, 
that  I  had  gone  wrong,  I  was  simply  asked 
to  consider  ways  in  which  I  could  get  it 
right.  The  course  was  based  on  positive 
example  and  experience,  and  the  tutors 
are  to  be  commended  for  their  capacity  to 
enable  both. 

Stuart  Aitken's  article  in  the  last  issue  of 
Talking  Sense  outlined  most  of  the  com- 
ponents of  the  course  and  the  skills  needed 
in  counselling  relationships  and  I  need 
spend  no  time  here  going  over  old  ground. 
What  is  clear  to  me  now  is  that  without 
considering  the  processes  involved  in 
relationships,  without  looking  at  yourself, 
without  practice  and  guidance  ...  I  doubt 
that  any  of  us  could  be  true  counsellors. 
The  very  specific  nature  of  counselling  has 
only  begun  to  be  clear  to  me,  after  spending 
a  weekend  of  intensive  practical  and  dis- 
cussion sessions.  None  of  this,  of  course, 
undermined  the  very  important  facets  that 
I'm  sure  we  all  have,  most  of  the  time,  - 
compassion,  interest  in  others,  willingness 
to  listen  and  share,  honesty  and  humour. 
And  neither  were  existing  relationships 
undermined,  they  were,  indeed  strength- 
ened. 

Stuart  is  to  be  congratulated  for  suggest- 
ing and  organising  this  course  and  no 
better  vote  of  thanks  could  go  to  the  tutor 
than  to  know  that  everyone  wants  to  come 
back  for  stage  2. 

Joyce  Wilson 


f 


Comings  and  goings 
in  the  shop:  Cheryl 
Cox  found  a  toy  she 
enjoyed  when  she 
visited:  Jacqui 
Shankland  has 
finished  her  spell  as 
shop  volunteer,  to 
work  at  the  Garden 
Festival;  Jessica 
Thomson  is  leaving 
Carnbooth  School 
soon,  but  will  be 
keeping  in  touch  with 
us. 
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Getting  Together 


In  recent  months  Sense  in  Scotland  has  been  holding  group  meetings  in 

different  parts  of  the  country.  Here  there  have  been  long  discussions  about  why 

parents  should  form  groups,  how  to  improve  communication  between  parents 

and  professionals,  and  how  better  to  support  each  other.  Norman  Brown  led 

these  discussions,  and  Joyce  Wilson  tried  to  piece  together  all  that  was  said. 

Here  Joyce  summarises  some  of  the  points  raised.  A  fuller  version  of  this  article 

appeared  in  Branching  Out,  Sense  in  Scotland's  regional  newsletter,  April  1988. 


In  our  recent  meetings,  we  have  had  long 
discussions  about  relationships-the  basis 
of  communication  and  cooperation.  We 
have  looked  at  all  kinds  of  relationships  - 
those  between  parents  and  professionals, 
between  groups  of  parents  and  between 
professionals  themselves.  We  found,  of 
course,  that  relationships  are  not  easy. 
Why,  and  what  can  we  do  about  it? 

First  of  all,  we  need  to  get  together. 
There  are  not  too  many  experts  in  deaf- 
blindness  around  and  to  get  anywhere  we 
need  to  erode  barriers  and  boundaries.  We 
need  to  begin  to  look  at  ourselves;  the 
roles  we  each  have;  and  at  the  attitudes  we 
adopt.  We  need  to  recognise  how  these 
factors,  as  well  as  systems  and  stresses, 
get  in  the  way  of  good  communication, 
cooperation  and,  hence,  good  relationships. 
There  are  a  number  of  different,  often 
complex,  relationships  between  and  among 
professionals  and  parents.  These  relation- 
ships often  exist  in  a  highly  stressed  environ- 
ment. 

Look  at  the  issues  of  parents  and 
partners.  A  true  relationship  entails  mutual 
respect;  equal  access  to  information;  equal 
part  in  decision-making;  and  so  on.  Can  we 
say  that  this  is  what  happens  or  is  aimed  for 

-  any  or  all  the  time?  Should  it  be?  Couldn't 
it  be?  We  are  still  looking  for  the  answers. 

Look  at  inter-agency  relationships.  Dif- 
fering perspectives,  different  management 
systems,  the  maintenance  of  confidentiality 
and  perhaps  even  a  lack  of  willingness  can 
lead  to  poor  communication  and  coordin- 
ation. Inter-agency  teams  or  inter-depart- 
mental meetings  may  not  be  the  only  answer 
to  this  long-standing  problem.  Perhaps  a 
nominated  key  person  or  advocate  is  also 
necessary. 

Within  families  difficulties  can  also  arise 

-  particularly  where  a  child  or  young  person 
has  disabilities.  Pressures  exist  and  all 
problems,  large  or  small,  are  put  under  the 
microscope  -  though  the  problems  are  not 


always  with  the  handicapped  person.  Mar- 
riage is  difficult  enough,  we  noted. 

Divisions  can  also  grow  within  the  family 
for  other  reasons.  There  may  be  different 
approaches,  uneven  access  to  skills  and  to 
information  from  "the  experts",  one  person 
may  spend  more  time  with  the  child  or 
young  person  than  the  other.  As  child  sitting 
arrangements  get  more  difficult,  parents 
may  begin  to  attend  meetings  or  social 
events  separately  and  are  therefore  only 
'off  the  hook'  when  their  partner  is  not 
there.  Practical  support  systems  can  be 
useful -alleviating  pressures  as,  perhaps, 
can  being  members  of  support  groups. 

Families  are  often  bigger  than  just  mum, 
dad  and  handicapped  person  -there  may 
be  brothers  and  sisters  too,  each  with  their 
own  needs  and  'problems'.  Brothers  and 
sisters  can  often  feel  shut  out  or  feel  that 
they  don't  have  enough  of  their  parents' 
attention  and  even  love.  There  may  be  any 
mixture  of  emotions  involved,  some  tricky 
some  not  so  tricky. 

So  what  can  we  do  about  all  of  this?  One 
of  the  options  is  certainly  meeting  together 
regularly  and  raising  issues  that  need  to  be 
dealt  with.  Apart  from  presenting  a  united 
forceful  voice,  groups  can  also  offer  sup- 
port to  members,  can  share  information 
and  resources,  can  share  experiences  and 
provide  learning  opportunities. 

There  can,  of  course,  be  problems  in 
sustaining  groups.  Sometimes  the  deaf- 
blind  child  is  the  only  reason  that  families 
come  together  as  part  of  a  Sense  group, 
they  may  never  have  chosen  such  friend- 
ship otherwise;  values,  attitudes  and  inte- 
rests may  be  different  and  even  conflicting. 
We  have  to  accept  these  differences. 

Family  needs  change  with  time  -  from 
the  quest  for  diagnosis  and  knowledge  in 
the  early  period  to  the  placement  concerns 
of  the  later  periods  (each  with  their  own 
crises  and  concerns).  At  each  of  these 
stages,  active  membership  of  a  group  may, 


or  may  not,  be  the  most  important  thing  for 
the  family.  We  have  to  recognise  that  families 
have  the  right  not  to  be  involved  as  much 
as  they  have  the  right  to  be  involved.  At  the 
end  of  the  day,  groups  exist  to  make  life 
easier  for  people,  not  to  make  it  more 
difficult. 

One  of  the  advantages  of  having  an 
association  behind  regional  groups  is  that 
staff  can  help  sustain  a  group  throughout 
its  many  changes  and  can  provide  a  con- 
tinuity to  the  process  of  achieving  approp- 
riate services.  Sense  tries  to  identify  and 
fill  gaps  in  services;  regional  groups  can 
help  to  do  this. 

Expertise  in  our  sphere  is  growing  and 
the  willingness  to  gain  more  skills,  and  to 
share  existing  ones,  is  clearly  demonstated 
by  the  number  of  professionals  coming 
along  to  regional  meetings.  This  is  good 
but  there's  a  long  way  to  go  and  that's  why 
we  have  to  keep  in  touch  with  one  another. 

We  could  do  well  to  remember  that  for 
one  member  in  Tayside,  our  meeting  was 
her  first  opportunity  to  meet  with  members 
of  other  related  groups  and  she  had  been 
working  in  the  field  of  visual  impairment  for 
a  number  of  years.  We  must  communicate 
to  cooperate,  she  said,  and  now  we  are 
beginning  to  do  just  that. 

And  on  the  subject  of  'expertise':  Why  is 
there  an  apparent  increasing  defensive- 
ness  among  professionals  when  faced  with 
questions  they  can't  answer  but,  as  the 
experts,  feel  that  they  should  be  able  to? 
We  are  all  learning  and  hopefully  will  con- 
tinue to  do  so.  And  if  professionals  feel 
insecure  in  their  Knowledge  how  must  par- 
ents feel?  Parents  are  told  accurately  that 
they  knowtheirchild  betterthan  any  single 
professional.  Is  it  always  helpful  to  know 
that?  One  parent  noted  that  often  it  wasn't; 
being  told  that  you  know  better  when  you 
feel  you  don't  know  enough  has  worrying 
implications  foryourchildoryoung  person. 

We  must  work  on  these  concerns  openly 
and  honestly.  We  are  only  gradually  begin- 
ning to  understand  the  needs  and  wishes 
of  deaf-blind  people  by  thinking,  planning 
and  guessing.  And  if  we  can  break  down 
barriers  between  departments,  profession- 
als and  parents,  we  will  give  effect  to  that 
understanding,  and  reduce  tensions  and 
stresses  on  all  the  experts  -  parents  and 
professionals  -  to  the  ultimate  benefit  of 
deaf-blind  people  of  all  ages. 


Shop  Talk 

I  though  I  would  head  this  piece  'Come 
Back  Pauline,  All  is  Forgiven'.  I  noticed  in 
the  last  issue  that  Pauline  (Nelson)  had 
said  that  the  shop  would  be  in  my  capable 
hands  -  where  did  she  get  that  idea?  With 
my  knowledge  of  shop  management,  I  was 
certainly  going  to  be  no  threat  to  Marks 
and  Spencers,  nor  did  I  see  my  future  work 
plans  incorporating  selling  Mafia-style  suits 
and  one-eyed  teddy-bears. 

Still  things  are  not  all  that  bad  -  really. 
To  make  up  for  me  we  have  a  very  able  and 
willing  group  of  volunteers  who  give  un- 
stintingly  of  their  time.  The  senior  volun- 
teers hope  I  will  improve  with  keeping  and 
the  junior  -  or  younger  -  ones  hope  to 
teach  me  what  is  'trendy*. 

Business  is  steady  and  already  I  have 
noticed  that  we  have  our  'regulars',  dealers, 
collectors  and  those  who  just  come  in  for  a 
chat  -  altogether  an  interesting  mixture  of 
young  and  old.  The  people  of  Partick  seem 
to  be  aware  of  the  work  of  Sense  and  I  think 
this  is  reflected  in  the  number  of  good 
quality  donations  we  receive. 

Betty  McKenzie 
Talking  Sense  Summer  1 988 11 


In  Praise  of  Staff  Exchanges 


Overbridge  Continuing  Education  Centre 
has  a  definite  policy  aimed  at  encouraging 
staff  development  and  through  this  acquir- 
ing skills  and  interests  which  will  be  of 
lasting  benefit  to  our  students.  Included  in 
this  development  programme  are  staff  ex- 
changes to  other  residential  establishments 
both  in  Britain  and  further  afield.  It  is  hoped, 
for  example,  to  establish  strong  links  with 
Ungdomshjem  Youth  Centre  for  Deaf-Blind 
in  Denmark.  To  this  end  three  members  of 
the  Overbridge  staff  have  already  visited 
Ungdomshjem,  and  ateacherfrom  Denmark 
is  expected  in  Glasgow  towards  the  end  of 
June. 

There  are  numerous  reasons  for  such 
visits,  and  the  following  are  only  a  few 
examples.  Firstly,  it  is  important  to  exchange 
information  about  such  things  as  teaching 
techniques,  dealing  with  behavioural  out- 
bursts, the  balance  between  social  and 
academic  skills  etc.  Residential  workers 
must  constantly  strive  to  move  away  from  a 
blinkered'  approach  to  working  practices, 
and  this  can  only  be  achieved  by  assimilating 
ideas  from  other  establishments.  Without  a 
knowledge  of  other  working  practices,  it 
would  be  easy  to  assume  that  there  is  a 
#  single,  correct  approach  to  dealing  with 

deaf-blind  people.  It  must  be  stressed  that 
one  would  probably  never  transfer  a  complete 

I  idea  from  one  establishment  to  another, 

since  it  would  always  have  to  be  tailored  to 
suit  particular  requirements. 

Another  important  reason  for  staff  ex- 
changes is  to  increase  one's  awareness  of 
wider  issues  surrounding  any  client  group. 
This  becomes  even  more  important  for 
anybody  working  with  dual-sensory  impair- 
ed people  since  in  any  one  geographical 
area  there  are  so  few:  It  allows  one  the 
opportunity  to  check  the  level  of  provision 
and  resources  which  are  given  to  deaf- 
blind  education  in  other  places,  and  to 
compare  them  with  our  own  provision.  In 
Scotland  we  are  gradually  developing  the 
framework  for  education  and  training  access 
across  the  age  band,  but  it  is  early  days  and 
resources  are,  at  present,  in  short  supply. 
Denfhark  is  several  years  ahead  of  us  and 
has  prioritised  its  services  for  the  deaf- 
blind.  They  are  now  able  to  prove  to  even 
the  most  sceptical  person  that  anybody 
with  a  dual-sensory  handicap  can  be  edu- 
cated to  an  extremely  high  degree  if  the 
correct  resources  are  provided  at  a  very 
early  age. 

In  mid-April  I  got  the  opportunity  to 
spend  a  week  at  the  Ungdomshjem  Centre 
for  Deaf-Blind,  observing  various  activities 
and  spending  many  hours  talking  to  staff 
members.  As  I  set  out  for  Denmark,  my 
most  immediate  concern  was  whether  to 
travel  with  a  completely  open  mind,  willing 
to  absorb  anything,  or  whether  to  arrive 
with  specific  questions  which  needed 
answers.  I  chose  the  latter  because  our 
previously  established  links  with  Ungdom- 
shjem had  led  to  me  having  some  know- 
ledge of  the  work  which  went  on  there. 
Moreover  I  was  aware  that  Ungdomshjem 
is. funded  by  the  Danish  Social  Services 
and  as  a  result  would  have  resources  which 
at  present  we  in  Britain  can  only  envy. 

In  some  respects  Ungdomshjem  is  similar 
to  Overbridge  Where  we  have  twelve  stu- 
dents aged  17-25,  they  have  ten  ranging 
from  1 8-23.  Their  primary  aim,  as  is  ours,  is 
to  '-''Courage  the  students  to  be  as  indep- 
■--nt  as  possible,  while  all  the  time  dev- 
eloping their  language  abilities.  They,  as 
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we  do,  try  to  achieve  a  balance  between 
the  development  of  social  and  academic 
skills.  There  are  anumber  of  important  diff- 
erences, however.  The  most  important  is 
the  daytime  staff-student  ratio.  Ungdom- 
shjem has  two  classrooms,  each  staffed  by 
two  teachers,  and  a  workshop  with  two 
members  of  staff.  Thus,  during  the  day  two 
students  can  go  for  formal  academic  work, 
two  for  workshop  training,  where  they  may 
do  such  things  as  assembly  tasks,  wood- 
work, pottery  etc.,  and  one  student  can 
spend  time  working  with  his  Key  Worker. 
On  top  of  this  Ungdomshjem  almost  always 
has  about  three  students  on  placement 
from  the  local  Further  Education  College. 
Overbridge,  at  this  early  stage  of  its  life,  is 
rarely  in  a  position  to  offer  our  students 
such  intensive  one-to-one  sessions.  There- 
fore any  ideas  brought  back  from  Ungdom- 
shjem would  have  to  be  amended  to  take 
these  differences  into  account. 

One  lasting  impression  I  have  of  Ung- 
domshjem is  the  emphasis  which  is  placed 
on  the  development  of  language.  This  may 
seem  somewhat  strange  because  high  on 
the  list  of  priorities  of  any  Centre  for  Deaf- 
Blind  must  be  language  development.  What 
was  impressive  about  the  Ungdomshjem 
approach  was  the  constant  marriage  of 
activities  with  language.  For  example,  I 
observed  a  gym  session  where  each  exer- 
cise was  designed  to  develop  a  specific 
language  concept  or  sign.  Thus  the  students 
had  to  go  'unde^  a  beam,  'over3  a  vaulting 
horse,  'across'  a  bench,  'up'  wallbars,  'down' 
a  slide  and  so  on.  It  is  impossible  to  prioritise 
between  learning  the  activity  or  the  lang- 
uage associated  with  the  activity,  thus  it 
may  be  that  one  student  will  learn  the  signs 
first,  while  another  may  master  the  activity 
itself  more  quickly.  In  my  opinion  it  is  this 
constant  joining  of  language  and  activity 
which  enables  speedier  progress. 

Another  activity  which  employs  this  same 
approach  was  the  group  music  session, 
which  took  place  every  afternoon  for  those 
students  who  had  been  in  school  that  day. 
There  would  be  about  4-5  deaf-blind  stu- 
dents taking  part,  together  with  4  teachers 
and  other  staff.  A  music  tape  was  played 
and  everyone  would  follow  a  set  series  of 
simple  exercises,  most  of  which  involved 
close  physical  contact  between  those  taking 
part.  Again  an  important  reason  for  doing 
this  activity  was  to  develop  language,  though 
its  primary  aim  seemed  to  be  to  encourage 
staff-student  and  student-student  inter- 
action. By  doing  the  same  exercises  always 
in  the  same  order  it  acts  as  an  aid  to 
training  memory,  which  is  important  both 
for  language  and  as  a  starting  point  for  any 
student  learning  to  anticipate  events.  And 
last  but  not  least  these  group  music  sessions 
are  a  pleasant  way  to  relax  after  a  day  in  the 
classroom  for  staff  and  students  alike. 

In  common  with  most  people  working 
with  those  who  have  a  dual-sensory  handi- 
cap, I  have  had  my  fair  share  of  sitting 
around  with  ear  plugs  and  blindfolds  simu- 


lating the  effects  of  deaf-blindness.  While 
in  Denmark  I  experienced  an  interesting 
and  in  some  ways  much  more  realistic 
insight  into  the  effects  of  hearing-loss. 
Despite  the  fact  that  everyone  in  the  Youth 
Centre  spoke  English,  I  was  keen  to  emph- 
asise that  they  should  not  make  special 
allowances  for  me.  Particularly  at  meal- 
times this  approach  was  carried  to  its  ex- 
treme. It  was  a  frustrating  experience  to  sit 
surrounded  by  about  six  staff-members 
engaged  in  conversation  in  Danish.  At  times 
like  this  I  found  myself  associating  with  the 
deaf-blind  students,  since  like  some  of 
them  I  could  not  always  anticipate  what 
would  happen  after  the  meal,  and  I  could 
get  no  clues  from  the  conversation.  I  began 
to  indulge  in  various  forms  of  visual  or 
tactile  stimulation,  such  as  staring  for  long 
periods  at  a  single  object,  biting  my  nails  or 
playing  with  the  cutlery.  All  of  a  sudden  I 
would  receive  an  instruction  in  English  and 
I  would  be  off.  It  was  a  fascinating  experi- 
ment even  if  at  times  I  was  becoming 
extremely  annoyed  inside.  It  allowed  me  a 
tremendous  insight  into  how  dependent  I 
could  become  on  the  tiniest  snippet  of 
information.  It  has  made  me  aware  of  the 
need  constantly  to  keep  our  deaf-blind 
students  up-to-date  with  everything  which 
is  happening  around  them  even  if  it  might 
seem  trivial  to  us. 

When  one  returns  from  such  a  visit  it  is 
easy  to  fall  foul  of  the  'greener  grass' 
syndrome  and  be  overwhelmed  by  what 
one  saw.  It  requires  a  certain  degree  of 
delicate  surgery  to  remove  froma  long  list 
of  information  gained,  those  parts  which 
might  be  useful  in  one's  own  setting.  It  then 
requires  a  similar  degree  of  tact  explaining 
to  one's  colleagues  that  there  might  be 
better  ways  of  doing  certain  activities.  It  is 
just  as  important,  however,  to  realise  that 
Overbridge,  in  common  with  every  resid- 
ential establishment,  has  its  own  particular 
strong-points,  which  can  be  highlighted  by 
visiting  somewhere  else. 

From  my  own  point  of  view  I  was  particu- 
larly interested  to  observe  and  discuss 
how  music  is  used  in  Ungdomshjem  for 
group  sessions  and  individual  therapy.  As 
well  as  gaining  new  information  about  music 
therapy,  the  discussions  I  had  with  various 
people  gave  me  renewed  enthusiasm  to 
develop  such  programmes  for  Overbridge. 
As  far  as  other  staff  in  Overbridge  are 
concerned,  I  have  come  back  with  many 
small  ideas  which  can  easily  be  put  into 
practice  as  soon  as  possible.  There  are 
also  longer  term  projects  which  will  be 
discussed  at  staff  meetings  over  the  coming 
months  such  as  massage,  swimming,  day 
trips,  projects  etc. 

Spending  a  week  in  another  residential 
establishment  is  not  long  enough  to  feel 
suitably  qualified  to  comment  in  detail  on 
any  of  the  activities  which  I  observed.  I  nstead, 
the  intention  of  this  article  is  to  give  some 
indications  of  the  benefits  which  staff  ex- 
changes can  provide.  A  constant  stream  of 
information  is  necessary  if  we  are  to  provide 
the  best  possible  service  for  our  deaf-blind 
youngsters,  through  journals  such  as  this 
and  between  individual  establishments.  In 
conclusion  I  would  have  to  say  that  my 
week  in  Ungdomshjem  has  left  me  feeling 
very  proud  of  the  work  which  everyone  in 
Overbridge  is  presently  doing.  We  have 
come  a  long  way  since  last  summer,  but 
that  pride  should  not  conceal  the  fact  that 
there  is  still  some  way  to  go. 


• '/  Talking  Sense  Summer  1988 


Rob  and  the  Soft  Room 


Rob  phones  home  every  week  and  always 
when  detailing  his  activities  at  RSB  places 
visits  to  the  soft  room  high  on  his  list  of 
enjoyable  activities,  second  only  to  his 
favourite  pastime  -  swimming. 

Never  having  seen  a  soft  room  I  really 
had  little  idea  what  it  was  like.  I  suppose  in 
my  mind's  eye  I  expected  it  would  be  like  a 
padded  cell,  but  I've  never  actually  seen  a 
padded  cell  either!  It  was  therefore  a  very 
pleasant  surprise  when  we  went  to  see 
Robert  doing  his  daily  workout  in  the  Soft 
Room  at  Leatherhead. 


Imagine  a  room  some  twenty  feet  by 
thirty  with  all  the  inside  walls  and  the  door 
padded  up  to  three  and  a  half  feet.  The 
colourful  scene  is  enhanced  by  the  floor 
which  is  completely  covered  by  foam-filled 
large  mattresses  in  bright  blues,  yellows 
and  reds.  A  clever  touch  is  that  mattresses 
are  not  all  equally  dense,  so  that  a  sight- 
less person  can  tell  where  he  is  in  the  room 
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and  has  sent  us  this  account. 


by  feeling  the  different  firmnesses  through 
the  soles  of  his  feet. 

The  props,  for  want  of  a  better  word,  are 
most  ingenious.  There  is  a  thick  'u'  shaped 
piece  which  can  be  straddled  and  used  as 
a  rocking  horse;  a  large  pyramid  for  climbing 
over,  several  cubes  to  climb  on  and  fall  off 
and  perhaps  most  impressive  of  all,  the  'ski 
slope'  a  triangular  shape  rising  five  feet 
high.  This  is  Robert's  favourite;  he  struggles 
to  the  top  with  much  huffing  and  puffing -a 
deep  breath  and  then  he  leaps  off  the  end! 

There  are  also  several  heavy  punch 
bags  hanging  from  the  ceiling;  lying  on  his 
back  Rob  demonstrated  how  he  could  kick 
a  bag  into  a  swinging  motion  and  by  careful 
timing  quickly  establish  a  rhythm  of  kick 
and  swing  -  a  great  tummy  muscle  exercise, 
this  one. 

For  those  who  do  not  wish  to  climb  and 
jump,  the  props  can  easily  be  moved  into 
the  centre  of  the  floor  so  that  users  who 
just  want  to  run  round  and  round  the  room 
can  do  so  quite  safely. 

Although  the  soft  room  is  regarded  as  a 
fun  room  it  is  equally  an  activity  room 
where  blind  people  can,  without  fear,  run, 
jump,  fling  themselves  about  and  generally 
tone  up  their  muscles  with  no  danger  of 
hurting  themselves. 

Obviously  not  only  people  with  handicaps 
can  enjoy  such  an  environment,  as  was 
shown  when  Rob's  young  nieces  and 
nephews  aged  from  two  to  six,  were  allowed 
a  turn,  their  shrieks  of  delight  were  a  plea- 
sure to  hear. 

There  are,  of  course,  some  necessary 
rules  for  using  the  room  -  no  shoes  to  be 
worn  ,  only  one  person  in  there  at  a  time, 
and  the  residents  are  not  left  alone.  Never- 
theless it  is  a  happy  place. 


The  school  owes  the  gift  of  the  room  to 
the  local  Lions  Club,  who  had  it  fitted  by 
specialists  and  supplied  the  equipment. 

After  Rob  has  done  his  workout  in  the 
soft  room  he  likes  to  go  on  to  another 
favourite  device -the  rowing  machine.  His 
natural  sense  of  rhythm  comes  to  the  fore 
and  he  quickly  establishes  a  smooth  rowing 
stroke.  As  Gill  Merton,  the  activities  super- 
visor, observed.  "Once  Rob  gets  going 
there's  no  stopping  him.  I  often  think  that 
should  I  everforget  about  him  and  go  home 
for  the  night,  Rob  would  still  be  here  the 
next  morning,  happily  rowing  away." 


The  Royal  National  Institute  for  the  Blind  has  produced  its  new 
catalogue  of  equipment  and  games  for  blind  people.  The  pre- 
sentation is  a  dramatic  improvement  on  previous  copies,  with 
clear  photographs  and  large  print  making  it  easy  to  read  for 
people  with  partial  sight.  Five  hundred  items  are  listed,  including 
some  that  are  particularly  relevant  to  deaf-blind  people.  Copies  of 
the  catalogue  are  available  from  the  RNIB,  224  Great  Portland 
Street,  London  W1  N  6AA. 


Sentinel  vibrating  alarm 

(for  deaf-blind  people) 
The  alarm  consists  of  a  central 
unit,  a  vibrator  and  a  mains 
adaptor.  It  can  be  used  to  detect 
the  sound  of  an  alarm  clock,  the 
telephone  or  doorbell,  as  the 
settings  respond  to  different 
noise  levels. 


Cat  No  P019307 


Liquid  level  indicator 

Two  pairs  of  plastic  sleeved  wires, 
one  short  and  one  long,  protrude 
from  a  bright  yellow  plastic 
cylinder.  The  longer  prongs  are 
used  to  measure  small  quantities 
of  fluid  such  as  milk,  and  the  short 
for  when  the  fluid  nears  the  top  of 
the  container.  When  the  liquid 
touches  the  prongs  the  device 
emits  an  audible  signal. 


Talking  disc 

Useful  for  deaf-blind  people  to 
communicate  with  people  who  do 
not  know  the  manual  alphabet. 
Consists  of  a  rotating  disc 
embossed  with  braille  and  Moon 
characters  and  equivalent  print 
letters. 


CatNoR029493 
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,o  10.00  pm- 


Working  with  *»t-W'"d  sU? 
mu„ioation  system  and  stmneej 


Hi 


One  o.  the  house  tutors  at  Sens' 
wha,i.is.iKebOnpaeda»pSsh,«gtv 


I 


. . .  6.50  am  here  we  go  again  -  wonder  what  the  day  has  in 
store,  Red  Flat  here  I  come. 

Morning,  morning,  have  you  had  a  good  night  -  no  problems  ■ 
students  slept  OK  -that's  great  and  WHAT!  Zoe  managed  to  get 
to  the  corridor  on  her  own!  That's  marvellous!  Great,  great,  we 
have  made  the  first  steps.  Those  bells  on  the  door  were  a  good 
idea,  at  least  we  know  when  she  comes  out  of  her  room  and  it's 
only  been  two  weeks  since  we  started  to  teach  her  the  route  from 
her  bedroom  to  bathroom,  much  better  than  standing  in  her 
bedroom  and  wetting  herself.  How  long,  I  wonder,  until  she  goes 
from  the  corridor  to  the  bathroom? 

(Bye  Maggie  -  have  a  good  sleep,  see  you  next  week.)  Who 
wants  coffee?  I  certainly  do  -  you  Spud,  you  Joan,  great  about 
Zoe  isn't  it? 


first,  she 
v.»isv  I  ">"  9el  "when  Maisy  has 
<■">  "° '2%  time  W  wr  ba  ^  oeteK.  No     ^  ,he  progra 


nrKina  *«*  De'ter  ba  bins  l^ffK.  tor  the  b°°^'mmes 


now  you  cau  Vu.  cudd\e  -  ^ ■"-     l0\\et,  Pieo~  u  -  it's  buo"'~     t 

** gftSd.  no^  f  "^ot  bubble ba^  ^  ^ ^ 

sign,  *  1&,  smen.  a  wee      ^     t,  0K     ^  let  rne  _  ^ 

bat     nrterstood  and  9°V  g0od  9»"  »      _sign  -  WJJ°       ningS 

sne  ^nder;\ne  spon9e  gwv  .        Sign  -  ou  and  tn°sebruSh 

^sV'  'I  SwE  *s  h°Vas  ^eU,  they  *e_$ihed  -  *9n 'j^er 

^fohG^-?be°ne 

finished,  un 
dressed. 


What  shall  we  choose  to  wear?  Trousers  or  skirt?  No  come  on  - 
you  choose  Maisy  -good  -  trousers  today,  now  a  jumper.  The  red 
one,  well  it's  nice  and  soft.  Let's  open  your  curtains,  it  certainly 
looks  a  lovely  day  today,  hope  it  is  tomorrow  as  well,  I'd  like  to  go 
to  the  Clent  Hills  and  blow  away  the  stress  of  the  last  four 
working  days  and  come  home  feeling  refreshed.  Come  on  Maisy, 
food  time  and  a  nice  cup  of  tea  -  sign  -  get  your  bowl  and  spoon. 
Come  on  Maisy  we  do  this  every  day  -  good,  good  -  which 
cereal,  go  on  feel  them,  smell  them  -  smashing,  good  -  (I'd  love  a 
coffee  Joan,  thanks).  How  was  Penny  this  morning?  -never  mind 
-  perhaps  she  will  be  more  co-operative  tomorrow.  Will  you  be 
staying  in  the  kitchen  area,  good.  I'll  start  getting  Derek  up. 


.    tiine  to  rise  j 
Morning  DereM^rs\(pP;l,. 
symbol  ^e;eJtet's  have  1, 
nereK,  good  te*      breast 

tace-go°dtee^.OhVes,Dl 

clean  V°ur  teL.\  vou  do  -  ?% 
don't  moveunhW  at  | 

Aga\n-sign 


Come  on  let's  get  some  cloil 
drawers  -  no  red  and  green 
Green  and  grey  -  yes  you  d< 
your  curtains  -  sign  -  food.  I 
-  spoon  -  milk  -  sugar  -sit  d 
you  a  cup  of  tea  -  one  for  m 
minute,  9.15am  already.  (Yo 
Derek  -eat  dear  eat  -  No  I  c 
Spud,  look,  look)  Derek's  juj 
has  done  it  again  -  let's  get 
did!  He's  used  the  loo,  greal 
have  made  my  day  — 


„  Ah  that  mus tb 
D\ngdo;g-^eStogotot( 
ca^ng^^toPut^s.sC< 

'eadV'  'noes  to  cottect  £VS 
jamesgof         goodbve 
Bve,  we  aW  "*       d  bettei 

area  because'        he  n€ 

leW  that's  onW  m 

around  bu^ne  studen 

students  row         een 


rWan  be  wi«a.j- 

i°  »ot  developed  a  "  Part'c«'ar,  when 
H earn  a  lot  ab^*  w°rma''  co"»- 
fj'ourstaff  ab°Utda"y"v.ng,then 

ri^^th^mU;  a  "e<*  about 
ffourofonedaynCreeSand^a,(s, 


bawine.  Hi,  it's  me  here's  my 
Jppiid  dressing  gown?  Come  on 
le«fo  and  clean  our  teeth,  a  shave 
Isfjj  pick  up  your  toilet  bag  and 
|df3t  and  again  -  toilet  -  here  is 
OK  let's  wash  our  hands  and 
clean  teeth  -  come  on  Derek 
i/e  will  clean  our  teeth  -  we 
jsign  clean  teeth.  Come  on 
wing,  don't  be  horrible  to  me. 


hPn>  You  get  t. 

fcilettn     S'9n>  look  i°an> 

reas^he^'t.He 
eK>  you 


e  from  the  flat  next  door 
ing  area.  Hello,  yes  he  is 
gn  coat  and  then  swimming, 
•  quite  happy  to  go  alone, 
sign  'see  you  later', 
get  down  to  the  classroom 
)ing  in  that  area  on  our  shift, 
i  and  we'll  probably  change 
i.  I  find  it  very  rewarding 
it  but  seeing  how  the  other 
ng  along.  It's  quite  amazing, 
a  while  you  can  notice  such 
ilt  when  you're  working  with 

sing  my  personal  symbol 
/orking  quite  hard  with  a 
>urs,  using  red,  yellow  and 
e  file  so  I'll  just  refresh  my 
et  up  and  then  start. 


•    lust  nope  he  Can 


The  morning  goes  by  quite  quickly,  at  10.45ish  we  all  have 
coffee  together  and  then  all  change,  the  students  move  around 
to  different  areas  but  I  still  work  in  the  classroom  till  lunchtime. 

At  1 2.1 5  everyone  returns  to  the  flats  to  use  the  toilet  and 
wash  hands  and  then  as  a  flat  group  we  start  to  make  our  way 
over  to  lunch.  William  and  Penny  are  off  first,  they  can  manage 
the  stairs  fine;  Maisy  and  Zoe  are  a  little  unsure  of  the  stairs  but 
if  they  take  it  slowly  they  can  manage  independently.  Derek,  on 
the  other  hand,  needs  a  lot  of  help  from  getting  to  the  dining 
room  so  he  has  a  member  of  staff  to  himself. 

Lunch  times  can  often  be  chaotic  and  if  one  student  is 
confused  or  angry  it  will  spark  some  of  the  other  students  off.  It 
all  seems  quite  calm  in  the  dining  room  today.  Our  flat  all  sit  on 
one  table,  makes  it  more  like  a  family.  Penny  must  have  been 
hungry  as  she  has  eaten  nearly  all  her  lunch,  she  pushes  her 
plate  into  the  middle  of  the  table  and  signs  'finished'  again.  I  sign 
'good  girl'  and  we  all  clap  and  make  a  fuss,  then  she  gets  up 
quickly  -  rushes  off  to  the  hatch  and  returns  with  a  bowl  of  trifle 
wearing  a  big  smile  on  her  face  and  looking  pleased  with  herself. 
The  conversation  on-the  table  continues  for  a  long  while  over  the 
progress  that  we  have  just  witnessed. 


ltisnoWl  1 


Video  News 

Rubella:  A  Preventable  Disease  is  a  22 

minute  film  made  in  the  Republic  of  Ireland. 

It  is  a  very  well  made  film  providing  a 
detailed  description  of  rubella  including 
history  of  the  disease,  how  it  is  contracted, 
warning  signs  in  children  and  adults,  ex- 
cellent medical  information  on  infection, 
foetal  risks  and  the  manifestationsthereof. 

It  is  presented  for  a  general  audience  in 
plain  English  and  includes  touching  family 
profiles. 

Bear  in  mind  that  the  procedures  men- 
tioned and  the  services  provided  are  dif- 
ferent from  those  in  the  UK,  and  the  options 
available  to  a  pregnant  woman  here  do  not 
exist  in  strongly  Catholic  Ireland.  None  the 
less  the  information  is  excellent  and  would 
be  a  valuable  addition  to  any  rubella  re- 
source library. 

Distributed  by:  Richard  Nathanson, 
25  Enmore  Road,  London  SW15  6LL. 
Tel:  01-788  2718. 

Young  Visually  Handicapped  Children: 
Emotional  Issues 

First  Scientific  Symposium  of  the  Mary 
Kitzinger  Trust,  Institute  of  Child  Health, 
University  of  London,  28  November  1987. 

The  main  subjects  considered  at  this  Sym- 
posium were  'Early  Emotional  Develop- 
ment/ and  'Starting  School:  Emotional  Con- 
siderations'. 

The  Symposium  was  attended  by  188 
participants  from  various  health,  educat- 
ional and  social  services  in  Britain,  Europe 
and  the  Commonwealth.  The  proceedings 
of  the  Symposium  will  be  published  in 
Child:  Care  Health  and  Development  during 
1988. 

Further  particulars  from:  Dr  Patricia  M 
Sonkson,  Senior  Lecturer  in  Developmental 
Paediatrics,  Institute  of  Child  Health,  Uni- 
versity of  London,  30  Guilford  Street,  London 
WC1  N  1  EH.  Telephone:  01-837  7618. 


Holidays 


What,  not  fixed  up  your  holidays  yet!?  Look 
at  this  -  a  free  holiday  offered  to  Sense 
families.  It  is  at  Brough,  North  Humberside 
-  a  one  or  two  week  family  holiday  in 
August  in  a  self-catering  cottage.  The  cot- 
tage is  situated  on  a  working  farm  and 
has  its  own  garden  and  paddock. 

We  want  to  make  use  of  this  generous 
offer  so  please  give  Roger  a  ring  at  Head 
Office  now! 

Sense  Caravan  Holidays 

A  choice  of  various  locations,  all  offering 
good  facilities  and  caravans  providing  all 
the  comforts  of  home.  Rents  vary 
according  to  location. 

An  information  sheet  is  available  from 
Roger  at  Head  Office. 

For     further     details     on     individual 

'.■-.'>. i>.r ■.  hnrj  to  book,  contact  the  local 
-  Bookings  Secretary. 


VIEWS 


Let  Me  Play 

by  Dorothy  M.  Jeffree,  Roy  McConkey  and 
Simon  Hewson 

Available  from: 
Souvenir  Press 
Human  Horizons  Series 
ISBN  0  285  65016  5 
£6.95 

Many  readers  of  Talking  Sense  will  already 
be  familiar  with  Let  Me  Play,  since  it  was 
first  published  in  1 977.  It  is  a  classic  of  its 
kind  and  has  become  essential  reading  for 
parents  and  professionals  working  and 
playing  with  handicapped  children.  The 
authors  have  substantially  rewritten  and 
brought  up  to  date  much  of  the  content  of 
the  book  but  it  still  retains  its  very  clear  and 
well  organised  format. 

Let  Me  Play  is  divided  into  six  sections. 
Each  section  is  devoted  to  a  different  kind 
of  play;  exploratory  play,  energetic  play, 
skilful  play,  social  play,  imaginative  play, 
puzzle  it  out  play.  Readers  are  encouraged 
to  go  immediately  to  the  most  suitable 
activities  for  their  child's  level  of  develop- 
ment and  not  to  see  it  as  a  book  to  read 
right  through. 

The  value  of  this  book  is  that  its  approach 
invites  readers  to  dip  in  and  out  of  it  as 
thechildren's  play  skills  develop.  Although 
the  authors  always  emphasise  the  links 
between  play  and  skill  development  they 
also  remind  us  what  fun  adults  and  children 
can  have  when  they  play  together. 

I  would  recommend  this  book  to  anyone 
having  an  interest  in  the  play  and  develop- 
mental needs  of  any  child.  It  should  not  be 
thought  of  as  a  book  exclusively  for  people 
working/playing  with  handicapped  children 
but  as  an  excellent  resource  and  information 
book  for  any  parent  or  professional. 

Let  Me  Play  contains  lots  of  useful  line 
drawings  of  easily  made  toys  which  could 
be  adapted  for  use  with  deaf-blind  children. 
The  authors  do  not  have  any  specific  sugg- 
estions for  play  activities  with  children  with 
single  or  dual  sensory  impairment  but  this 
should  not  be  seen  as  a  criticism  of  the 
book  -  but  as  a  hint  to  them  to  ensure  that 
they  consider  the  play  needs  of  our  group 
of  children  when  thenexf  edition  is  printed! 

Rosalind  Wyman 


Journal  of  British  Music  Therapy 

Vol.1,  No.  1,  1987 
ISSN  0951-5038 

This  new  journal  is  a  joint  publication  by  the 
British  Society  for  Music  Therapy,  which 
was  founded  in  1958  to  represent  the 
interests  of  those  active  in  the  general 
development  of  music  therapy,  and  the 
Association  of  Music  Therapists,  which  was 
initiated  in  1976  to  serve  the  needs  of 
qualified  music  therapists  working  profes- 
sionally. 

Volume  1,  number  1  opens  fittingly 
enough  with  a 'Perspective  on  music  therapy 
research  in  Great  Britain'  by  Bund  and 
Hoskyns,  which  traces  the  evolution  of 
research  into,  and  writing  about,  music 
therapy  from  its  anecdotal  beginnings  in 
the  late  40's  and  50's,  through  a  period  of 
rigorous  behaviourism  (particularly  in  the 
USA),  to  the  'present  position  where  many 
directions  could  be  followed'. 

This  variety  is  certainly  apparent  in  the 
papers  that  follow.  There  is  a  case  study  of 
a  physically  disabled  boy,  a  proposed  music- 
therapeutic  approach  to  mental  handicap, 
a  paper  describing  the  processes  under- 
lying group  analytic  music  therapy,  and  a 
piece  entitled  'Reflections  on  the  pre- 
musical  moment',  which  examines  the 
potentially  awkward  period  before  a  music- 
therapy  session,  when  patient  and  thera- 
pist 'are  engaged  in  sharing  their  expectat- 
ions and  anxieties'.  These  short  articles 
are  written  either  by  professionally  active 
music  therapists  or  by  lecturers  in  the  field. 

Of  greatest  interest  to  the  readers  of 
Talking  Sense  will  be  the  contribution  by 
Louise  Ridley  entitled  'A  music  therapy 
approach,  evoking  spontaneous  movement 
from  people  with  dual-sensory  impairment'. 
Here,  many  of  the  ideas  expressed  in  her 
earlier  article  'Music  therapy:  An  approach 
linking  music  and  movement'  (Talking  Sense, 
Vol.  32,  No.  2,  pp  9  &  1 0)  are  reiterated,  and 
again  she  tackles  the  basic  questions:  'Why 
should  a  deaf-blind  person  want  to  move?', 
and,  leading  from  this,  'How  can  music  help 
motivate  him  or  her  to  do  this?'. 

Clearly,  such  problems  are  crucial  to 
those  who  are  concerned  for  the  well- 
being  of  deaf-blind  people,  and  both  Louise's 
pieces  have  many  sensible  suggestions  to 
make.  Workers  in  the  field  of  dual-sensory 
impairment  should  acquaint  themselves 
with  future  editions  of  the  Journal  of  British 
Music  Therapy. 

Adam  Ockelford 


Scotland:  Maidens,  Ayrshire 
Mrs  Linda  Collins,  29  Loch  Road, 
Chapelhall,  Strathclyde. 
Telephone:  02365  3087 

North  West:  Grange-over-Sands, 
Cumbria  (near  Lake  District) 
Mrs  Brenda  Carter,  3  The  Briars 
Eccleston,  Nr  Chorley,  Lanes.  PR7  5UB. 
Telephone:  0257  451  920 

North:  North  Somercotes,  Lincolnshire 
Mrs  Kathleen  Clisby,  3  Shibdean  Drive, 
Carlinghow,  Batley,  West  Yorkshire, 
WF17  8QB. 
Telephone:  0924  441826 

Wales:  Dinas  Cross,  West  Wales 
Mr  E  Jones,  10  Heol  Caredig,  Tonna, 
Neath,  West  Glamorgan. 
Telephone:  0639  55913 

South  West:  Paignton,  Devon 
Mr  T  Scagell,  10  Hill  Park  Road, 
Highweek,  Newton  Abbott,  Devon, 
TQ12  1NV  Telephone:  0626  61694 


MMR  Briefing 

A  meeting  was  held  on  Wednesday  1 8  May 
in  London  organised  by  The  National  Rubella 
Council  to  give  voluntary  organisations 
concerned  with  children  and  families  an 
opportunity  to  hear  Government  plans  for 
the  introduction  of  measles/mumps/ rubella 
immunisation  (MMR)  this  autumn. 

The  speakers  included  Dr  David  Salisbury 
of  DHSS,  Senior  Medical  Officer  respons- 
ible for  the  introduction  of  M  M  R,  Dr  Christine 
Miller,  a  senior  epidemiologist  at  The  Com- 
municable Diseases  Surveillance  Centre, 
who  has  been  involved  with  measles  vac- 
cine trials  since  1964  and  rubella  since 
1983,  and  Emma  Nicholson  M.P. 


16 Talking  Sense  Summer  1 988 


Steady  progress 


In  a  recent  paper1  Christine  Johnson,  a 
Health  Visitor  in  West  London,  and  Pat 
Tookey,  Sense's  Research  Fellow  exam- 
ined the  immune  status  of  women  attending 
an  obstetric  unit  for  antenatal  care  at  a 
London  hospital.  In  interviews  with  the 
women  they  discovered  interesting  atti- 
tudes about  vaccination. 

In  the  study  the  percentage  of  women 
at  risk  from  rubella  i.e.  seronegative,  dec- 
lined from  5.7  per  cent  to  3.5  per  cent  in  a 
three  year  period.  This  decline  mainly  re- 
flects the  improvement  in  the  vaccination 
rates  of  Oriental  and  Asian2  women  whose 
susceptibility  to  the  disease  declined  from 
about  20  per  cent  in  1982  to  about  8  per 
cent  in  1985.  The  rates  for  black  women 
and  white  women  also  improved  as  the 
graph  shows. 
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1982  bookings 


Rubella  susceptible  women  booking 
for  antenatal  care 

Previous  studies  have  shown  that  Asian 
and  Oriental  women  are  particularly  at  risk 
of  contracting  rubella  in  pregnancy  and 
this  was  also  demonstrated  in  the  present 
study  where  many  susceptible  women  had 
entered  the  UK  as  adults  and  therefore 
missed  school  vaccination.  The  time  interval 
between  entry  to  the  U  K  and  attendance  at 
antenatal  clinic  is  often  short,  leaving  little 
opportunity  for  preconception  screening. 

Asian  and  Oriental  women,  among  whom 
susceptibility  rates  were  higher,  knew  less 
about  rubella  than  white  women  and  black 
women.  One  explanation  for  this  could  be 
that  rubella  is  uncommon  intheircountries 
of  origin  and  many  of  these  women  were 
relatively  recent  immigrants. 

These  women  often  have  no  prior  know- 
ledge of  rubella  and  health  workers  need 
to  provide  information  in  the  appropriate 
languages  and  back  it  up  with  personal 
explanation. 

Most  information  is  seen  in  GPs'  surgeries 
and  child  health  clinics.  In  the  present 
study,  women  who  had  already  had  their 
babies  were  more  likely  than  those  who 
were  still  pregnant  to  have  seen  publicity 
relating  to  rubella,  presumably  because  of 
more  frequent  visits  to  these  places.  Despite 
this,  there  was  no  difference  between  the 
two  groups  in  their  understanding  of  rubella. 
Although  all  interviews  were  conducted  at 
least  a  year  after  the  launch  of  the  national 
campaign,  awareness  of  rubella  was  gen- 
erally poor. 


Some  views  discovered  in 
the  interviews 

When  the  women  were  asked  why  they  had 
not  been  vaccinated  or  screened  pre- 
conception, a  common  response  was  'It 
never  occurred  to  me  that  I  needed  to  be'. 
This  group  included  two  practising 
doctors.  Many  women  think  the  posters 
apply  only  to  schoolgirls.  Others  think  they 
have  had  rubella  in  childhood.  One  women 
said  she  did  not  believe  she  needed  the 
vaccination  as  'everybody  catches  German 
measles  over  and  over  again'.  Others 
confuse  measles  with  rubella,  thinking  that 
eitherthey  are  the  same  thing  orthat  if  you 
catch  measles  it  means  you  cannot  get 
rubella  in  the  future. 

About  1 8  percent  of  women  had  no  idea 
about  the  adverse  effects  of  rubella  in 
pregnancy,  or  were  confused,  e.g.  citing 
Down's  Syndrome,  spina  bifida  or  limb 
deformities  as  being  caused  by  rubella. 
Screening  tests  are  carried  out  for  many 
purposes  during  pregnancy  and  a  single 
brief  explanation  in  a  busy  antenatal  clinic 
may  not  be  sufficient.  One  women  who  was 
a  state  registered  nurse  knew  only  that 
rubella  'did  something  to  the  baby'. 

At  the  end  of  the  interviews,  time  was 
given  to  general  discussion  about  rubella; 
this  provided  an  opportunity  for  other 
women  in  the  house  at  the  time  to  become 
involved  in  the  discussion.  The  impression 
emerged  that  the  low  uptake  of  pre- 
conception screening  is  owing  not  to 
apathy  or  ignorance,  but  to  a  genuine 
misunderstanding  about  who  needs  it. 

The  importance  of  rubella 
credit  cards 

All  the  women  in  the  present  sample  born 
in  or  after  1956  who  had  received  their 
secondary  education  in  the  UK  were  asked 
if  they  had  been  vaccinated  at  school. 
Although  nearly  half  thought  they  had, 
recall  was  vague  and  all  that  most 
remembered  was  an  injection  at  about  13 
or  14  years.  From  the  descriptions,  some 
confusion  between  BCG  and  rubella 
vaccination  seemed  likely.  The  'credit 
cards'  should  prevent  such  confusion  in 
the  future. 

Without  a  personal  record  a  woman  can 
never  be  sure  whether  she  is  immune, 
especially  if  the  information  given  to  her 
GP  is  incorrect.  Wild  ef  a/3  found  that  of  a 
group  of  1 1 7  non-immune  women,  only  65 
per  cent  were  vaccinated  after  giving  birth 
and  they  concluded  that  the  major  factor 
for  women  missing  vaccination  was  a 
failure  in  communication  between  the 
hospital  and  the  GP. 

The  importance  of  accurate 
screening 

When  a  woman  who  has  previously  been 
told  she  is  immune  is  reported  to  be  non- 
immune at  antenatal  screening,  a  great 
deal  of  anxiety  is  caused.  Women  in  this 
situation  felt  angry  and  had  often  lost  faith 
in  the  method  of  testing.  Where  women  are 
found  to  be  seropositive  with  a  history  of 
vaccination  or  a  previous  positive  result, 
the  sample  should  be  retested  using  a 
more  sensitive  diagnostic  test. 


Some  suggestions 

Women  need  to  be  reassured  that  rubella 
vaccine  is  a  'safe'  vaccine  and  there  are 
very  few  contraindications.  Following  screen- 
ing or  vaccination,  women  should  be  told 
the  result  and  given  a  personal  record  of  it. 
Special  measures  should  be  taken  to  iden- 
tify and  offer  vaccination  to  women  from 
the  known  at  risk  groups,  e.g.  women  who 
are  recent  immigrants  or  whose  preg- 
nancies do  not  continue  to  term  and  who 
are  likely  to  miss  vaccination  under  the 
present  arrangements. 

Peter  Bennett 

1.  Rubella  Immunisation:  Serological  Status  and 
Attitudes  of  Pregnant  Women. 

Health  Visitor.  February  1988  Vol.  61 

2.  Asian  means  Indian,  Pakistani  and  Bangladeshi. 
Oriental  means  Chinese,  Burmese,  Malay  and 
other  east  Asians 

3.  Wild,  N.,  Sheppard,  S.,  Smithells,  R. 

The  consequences  of  antenatal  rubella  testing. 
Health  Trends  1 986:  1 8:  9-1 0 


MMR  introduction  date 
announced 

The  one-dose,  combined  vaccination  against 
measles,  mumps  and  rubella  (the  MMR 
vaccine)  will  be  introduced  from  1  October 
1988.  Funding  of  £1.4  m  has  been  set 
aside  for  1 988-89  to  assist  Health  Authorities 
make  the  change. 

The  Minister  of  Health  said  'This  is  the 
biggest  change  in  the  immunisation  policy 
of  this  country  for  20  years  and  should  lead 
to  the  virtual  disappearance  of  measles, 
mumps  and  rubella'. 

'The  new  combined  vaccine  will  be  given 
to  children  in  the  second  year  of  life,  at  the 
same  time  as,  and  taking  the  place  of,  the 
current  measles-only  vaccination.  All  three 
vaccines  are  contained  in  a  single  once- 
only  dose.  In  addition,  however,  we  have 
decided  that  there  will  also  be  a  'catch-up' 
programme  whereby,  for  as  long  as  neces- 
sary, pre-school  children  will  receive  the 
MMR  vaccine  at  the  same  time  as  their 
booster  dose  against  diptheria,  tetanus 
and  polio.  This  will  allow  protection  against 
measles,  mumps  and  rubella  amongst  child- 
ren to  be  increased  more  rapidly*. 


Trivial  Journalism  betrays 
women 

In  a  recent  survey  of  women's  awareness 
of  the  dangers  of  rubella  and  the  need  for 
vaccination  it  was  discovered  that  all  many 
of  them  could  remember  about  the  launch 
of  the  campaign  was  that  the  Princess  of 
Wales  was  involved. 

While  we  welcome  the  help  given  by 
members  of  the  Royal  Family  in  publicising 
Rubella  Awareness  we  wish  that  journalists, 
often  women  on  these  occasions,  would 
not  trivialise  the  message  by  concentrating 
their  reports  on  the  presence,  dress  and 
appearance  of  the  royal  guest. 

Surely  it  is  a  profound  betrayal  of  women 
to  present  the  story  in  such  a  way  that  the 
essential  message  is  lost? 
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USHER 
SYNDROME 


Teaching  mobility  to  people 
with.  Usher  Syndrome 


t 


Traditionally  mobility  training  relies  heavily 
on  other 'aids'  besides  the  ubiquitous  white 
cane  -  in  particular  hearing  and  any  resi- 
dual vision.  When  starting  to  work  with  a 
new  visually  impaired  trainee  I  always  as- 
sumed that  I  would  be  able  to  help  them  to 
try  and  go  some  way  to  compensating  for 
their  sight  loss  by  utilising  their  other  senses 
-touch,  smell,  and  most  importantly  hearing. 
Like  sight,  hearing  is  a 'long-distance' sense. 
It  can  provide  a  person  with  accurate  and 
detailed  information  about  their  surround- 
ings, not  just  in  the  immediate  vicinity  but 
yards,  even  miles  away.  So  in  my  training 
programmes  I  showed  people  how  they 
could  use  sound:  to  orientate  themselves 
to  face  a  certain  direction,  to  listen  for 
approaching  footsteps  if  they  wanted  to 
ask  for  help,  to  use  echo  to  locate  bus 
shelters  and  openings,  to  detect  oncoming 
vehicles  when  crossing  roads,  and  for 
hundreds  of  other  purposes.  I  expected 
visually  impaired  people  to  depend  heavily 
on  their  ears  and  I  certainly  relied  on  hearing 
when  teaching  independent  mobility  skills. 

So  when  I  first  encountered  a  request  to 
provide  mobility  training  for  a  person  with 
Usher  Syndrome  -  a  person  who  was  pro- 
foundly deaf  and  who  had  never  heard  -  I 
was  (I  hope  understandably)  at  a  loss.  Two 
problems  worried  me.  How  would  I  com- 
municate with  someone  who  could  not 
hear?  How  could  a  deaf  person  be  independ- 
ently mobile?  Initially  I  felt  overwhelmed  by 
my  reservations  until  I  remembered  that 
there  was  someone  who  shared  all  my 
difficulties  relating  to  communication  and 
fears  about  safety  -  my  new  client.  I  have 
found  that  when  I  work  with  a  person  with 
Usher  Syndrome  our  relationship  has  not 
been  one  of  teacher  and  student  but  has 
had  to  develop  into  a  real  partnership.  In 
our  experience  both  of  us  have  to  work  as  a 
team  to  try  and  find  answers  to  the  challenge 
ahead. 

Every  person  with  Usher  Syndrome  that 
I  have  taught  has  been  deaf  from  birth  and 
has  developed  Retinitis  Pigmentosa  in  their 
teens.  This  progressive  visual  deterioration 
seems  to  affect  the  sight  from  the  outside 
in,  resulting  in  a  loss  of  peripheral  vision,  in 
other  words,  'tunnel  vision'.  Problems  aris- 
ing from  this  include  difficulty  in  seeing 
drops  and  obstacles  and  'night  blindness'. 
The  field  of  vision  can  reduce  to  an  area  the 
size  of  a  saucer  at  a  distance  of  about  a 
metre.  Despite  a  negative  visual  prognosis 
I  have  always  tried  to  exploit  to  the  full  any 
residual  sight  possessed  by  clients  with 
Usher  Syndrome.  This  can  be  done  by 
encouraging  head  and  eye  movements  to 
bring  the  small  field  of  vision  into  play,  and 
by  getting  the  trainee  to  scan  the  environ- 
ment slowly  and  systematically  to  try  and 
locate  obstacles  visually. 

Communicating  with  my  clients  proved 
to  be  far  less  of  a  problem  than  I  had 
anticipated.  Contrary  to  my  expectations 
the  Deaf-Blind  Manual  Alphabet  played 
only  a  small  part  in  our  efforts.  Most  inform- 
ation was  conveyed  by  signing  and  lip- 
reading.  To  begin  with  most  of  my 'signing' 
was  self-invented!  I  learnt  some  signs  from 
my  trainees  but  eventually  found  it  neces- 
sary to  start  evening  classes  in  British  Sign 
Language.  I  feel  I  would  be  a  more  proficient 
communicator  with  Usher  Syndrome  clients 
rf  I  had  a  deeper  knowledge  of  sign  language. 
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Stephanie  Mackey  is  a  Rehabilitation 
Officer  working  in  Birmingham;  here 

she  describes  her  experiences  of 

teaching  mobility  skills  to  people  with 

Usher  Syndrome,  how  she  overcame 

some  communication  problems  and 

her  worries  about  road  safety. 

All  my  trainees  were  brought  up  to  use  lip- 
reading  and  then  signing  as  their  primary 
language.  Although  they  were  certainly 
more  adept  than  I,  they  too  were  unfamiliar 
with  the  Deaf-Blind  Manual  Alphabet  and 
did  not  feel  particularly  comfortable  when 
using  it.  When  signing  I  found  it  best  to 
stand  about  one  and  a  half  metres  away 
from  the  client  in  good  ambient  light,  making 
sure  that  there  was  no  direct  light  source 
behind  me.  Communication  involved  quite 
a  lot  of  darting  about  on  my  part  as  I  often 
had  to  approach  the  trainee  to  physically 
demonstrate  a  technique.  However  I  felt 
that  it  was  vital  to  take  pains  in  this.  If  I  was 
too  close  to  the  trainee,  or  stood  with  the 
light  behind  me,  they  could  miss  important 
information. 


holding  the  cane  diagonally  across  the 
front  of  your  body  -  the  cane  acts  as  a 
barrier  to  find  any  obstacles  in  front  of  you, 
but  does  not  always  find  any  steps  down. 
Touch  technique  involves  sweeping  the 
cane  from  side  to  side  in  front  of  you  as  you 
walk,  checking  the  ground  with  the  tap  of 
the  cane,  to  check  a  'corridor"  of  space  as 
free  of  obstacles  or  steps  down. 

Practical  diagonal  and  touch  techniques 
with  the  cane  could  enable  a  user  to  detect 
obstacles  and  drops.  This  provided  quite  a 
confidence  boost  to  the  client,  especially 
when  travelling  in  badly  illuminated  condit- 
ions. However  to  a  large  extent  the  prob- 
lems of  disorientation  still  remained.  In  the 
absence  of  useful  sound  clues  the  trainee 
with  Usher  Syndrome  had  to  rely  on  sight 
and  touch  to  try  and  re-locate  themselves 
when  they  went  astray.  Therefore  a  pro- 
portion of  the  training  programme  was 
spent  in  getting  to  know  features  of  the 
outdoor  environment  and  how  they  related 
to  each  other.  After  discussion  one  or  two 


On  several  occasions  training  sessions 
were  conducted  after  dark.  This  necessitated 
a  series  of  sorties  from  lamp-post  to  lamp- 
post so  that  illuminated  teaching  points 
could  be  made!  When  the  pace  and  move- 
ment of  a  lesson  made  detailed  communi- 
cation impractical  I  employed  a  'code'  of 
brief  touches  to  convey  short  instructions 
such  as  'stop'  'go'  'left'  'right'  'good'  and 
'wrong'.  After  practical  lessons  I  found  use 
of  a  closed  circuit  television  extremely 
valuable  to  explain  and  develop  teaching 
points  and  evaluate  the  previous  session. 
However  this  resource  could  be  somewhat 
restricted  if  the  client  had  a  limited  vocab- 
ulary and  grammatical  understanding. 

My  experience  of  teaching  mobility  to 
people  with  Usher  Syndrome  is  limited  to  a 
small  number  of  individuals.  However  I 
found  that  they  had  the  following  problems 
in  common;  visual  limitations  in  poor  illumin- 
ation, poor  reliability  in  the  detection  of 
down  drops  and  obstacles,  and  difficulty  in 
crossing  roads  safely.  I  felt  that  a  programme 
based  on  the  long  cane  system  could  go 
some  way  to  tackling  the  first  two  problems 
and  encourage  the  dually  handicapped 
client  to  travel  more  confidently.  I  issued 
my  deaf  clients  with  a  red  and  white  striped 
cane  for  training  purposes.  However  some 
times  doubt  was  expressed  as  to  their 
value  as  it  was  felt  that  the  public  would  not 
recognise  the  red  and  white  cane  as  a 
symbol  of  dual  impairment. 

We  used  two  different  techniques  of 
using  a  cane.  Diagonal  technique  involves 


clients  felt  they  wanted  to  try  a  blindfold 
experience  to  test  the  scope  of  the  cane. 
While  this  sometimes  proved  to  be  a  useful 
experience  I  felt  that  it  was  generally  more 
relevant  to  give  night-time  training. 

In  each  training  programme  we  encount- 
ered a  major  difficulty  to  which  I  was  unable 
to  offer  any  solution  -  that  of  crossing 
roads  safely.  I  could  explain  the  principles 
of  selecting  safe  crossing  points  but  I  did 
not  feel  that  I  could  train  a  visually  impaired 
client  without  hearing  to  make  a  safe  cross- 
ing decision.  At  the  end  of  each  programme 
I  have  felt  it  necessary  to  state  my  fears  in 
this  area. 

Another  dilemma  has  been  the  reluct- 
ance of  many  deaf  clients  to  use  a  white 
cane  outside  the  training  situation.  While 
they  seemed  to  appreciate  the  positive 
values  of  the  cane  as  a  mobility  aid,  some 
trainees  with  Usher  Syndrome  also  expres- 
sed feelings  of  self-consciousness,  vulner- 
ability and  embarrassment.  However  the 
majority  of  my  trainees  elected  to  buy  a 
cane  at  the  end  of  the  programme  even  if 
they  seldom  expected  to  use  it. 

My  experiences  working  together  with 
people  with  Usher  Syndrome  have  encour- 
aged me  to  believe  that  mobility  training 
has  a  valuable  role  in  their  overall  rehabili- 
tation programme.  Learning  about  the 
nature  of  the  environment,  some  cane  tech- 
niques and  in  particular  learning  'road  sense' 
can  enhance  the  safety  of  a  deaf-blind 
trainee.  However  I  feel  that  if  such  clients 
elect  to  travel  outside  independently  they 
will  face  a  relatively  high  level  of  danger 
when  crossing  roads.  Ultimately  they  will 
have  to  decide  themselves  if  they  feel  able 
to  accept  this  risk. 


Maureen  -  Can  she  see? 


The  answer  to  this  question  is  no.  Maureen 
has  been  effectively  blind  for  many  years; 
however  in  special  conditions,  using  the 
right  sort  of  computer  program,  Maureen 
does  show  some  reaction  to  light.  When 
she  is  in  the  dark  room  and  very  intense 
visual  stimulation  programs  are  running 
she  will  open  her  eyes  and  look  at  the 
screen.  This  appears  to  be  a  distinct  reac- 
tion the  light,  which  has  been  repeated  on 
various  occasions.  Also  if  she  is  upset,  the 
computer  will  often  calm  her  down. 

Many  people  who  are  'blind'  have  light 
perception;  many  have  never  learnt  to  make 
use  of  this.  They  can  often  derive  much 
pleasure  from  just  watching  light  patterns, 
as  many  of  them  do  when  'light  flicking'  or 
'gazing'.  They  are  playing  with  light.  These 
effects  can  be  reproduced  using  the  comp- 
uter and  visual  stimulation  programs.  Some 
of  the  best  of  these  available  at  present 
were  written  by  Alan  Bickerstaff  and  are 
called  'Vision  Box'.  Others  to  try  are  'Just 
Look'  from  R.C.E.V.H.1  and  one  called 
'Dreams',  which  uses  music  as  well. 

This  is  the  stage  that  Maureen  has 
reached.  The  interest  that  Maureen  shows 
is  of  short  duration,  but  there  has  been  a 
definite  response.  We  now  have  to  try  to  go 
on  to  the  next  stage. 

Once  you  have  gained  the  person's 


Dear  Editor, 

I  read  with  great  interest  the  article  in  the 
last  Talking  Sense  by  Dorothy  Chance 
called  'A  Student  with  Usher  Syndrome  in 
Further  Education'.  This  described  her 
work  at  Millbrook  College  with  Keith 
Mitchell  who  is  thought  to  have  Usher 
Syndrome.  I  must  congratulate  the  staff 
there  for  their  efforts  to  prepare  Keith  to 
cope  with  his  deteriorating  eyesight  by 
helping  him  to  improve  his  English  skills. 
Nevertheless,  I  confess  to  feeling  some- 
what sad  that  it  seemed  scant  attention 
had  been  paid  to  enabling  Keith  to 
continue  to  use  his  already  established 
and  fluent  Sign  Language. 

The  British  Deaf  Association  are  aware 
that  amongst  its  membership  there  are  a 
number  of  people  who  are  apprehensive 
that  their  failing  sight  will  force  them  to 
abandon  their  own  language  -  BSL  -  and 
oblige  them  to  attempt  to  communicate  in 
some  form  of  English,  be  it  typing,  braille, 
or  the  deaf-blind  manual  alphabet.  That 
this  is  not  necessary  is  clearly  demonstrated 
in  the  USA  where  people  with  Usher  Syn- 
drome are  encouraged  to  make  the  trans- 
ition to  tactile  signing,  where  the  individual 
maintains  contact  with  the  signers  hand  or 
wrist,  and  communication  can  take  place  in 
the  language  that  the  individual  prefers 
and  is  comfortable  with. 

Deteriorating  sight  is  a  major  blow  to 
many  deaf  people  who  are  obliged  to  make 
enormous  adjustments  to  a  lifestyle  depend- 
ent on  vision;  to  then  unthinkingly  deprive 
them  of  their  language  by  believing  that 
deaf-blind  people  must  inevitably  utilise  a 
form  of  English  to  communicate  shows 
little  awareness  of  the  needs  of  the  deaf 
community.  The  BDA  is  concerned  that 
positive  steps  should  be  taken  to  ensure 
that  such  needs  are  not  overlooked. 

Liz  Scott  Gibson 

Director  of  Sign  Language  Services 

The  British  Deaf  Association 

38  Victoria  Place 

Carlisle  CA1  1HU. 


Tony  Kirk,  teacher  at  Sense-in-the- 

Midlands,  describes  how  the 
computer  helped  to  establish  the 
existence  of  vision  in  one  student. 

interest  and  shown  them  that  nice  things 
can  happen  on  the  screen  then  you  can 
make  the  big  step  forward  by  putting  them 


in    control    of    what    is    happening.    By 
attaching  simple  input  devices,  such  as 


switches,  concept  keyboard  or  touch 
screen,  to  the  computer,  the  person  can  be 
given  control  of  the  program.  This  is  a 
major  step  forwards  which,  for  some  of  the 
students,  might  take  many  months  to 
achieve.  It  is  at  this  stage  that  students  are 
learning  to  use  any  'vision'  that  remains  to 
gain  an  effect.  If  the  incentive  or  reward  is 
great  enough  they  might  respond  by 
touching  the  screen  or  switch  to  get  the 
effect  to  continue.  Once  the  idea  that  they 
can  take  control  has  been  accepted,  many 
more  programs  become  of  use. 

It  is  possible  at  this  stage  to  introduce 
programs  such  as 'Just  Touch' or'Touch  It', 
where  the  person  needs  to  interact  with 
the  screen  to  make  the  program  work.  This 
perhaps  leads  on  to  a  new  program  from 
the  Research  Centre,  'Targets',  which  is 
being  produced  to  aid  visual  assessment. 

Is  Maureen's  vision  of  any  use?  Probably 
not,  but  who  knows?  If  it  encourages  her  to 
open  her  eyes  and  be  aware  of  light  then  it 
is  valuable. 

Perhaps  the  question  at  the  start  of  this 
should  be  not  "Can  Maureen  see?"  but 
"Does  Maureen  perceive  light  and  if  so,  is  it 
of  any  use  to  her?"  No  one  can  give 
Maureen  back  her  sight  but  if  she  derives 
some  pleasure  from  light  stimulation  then 
the  answer  to  the  question  is  most 
definitely  yes. 

1  Research   Centre   for  the   Education   of  the 
Visually  Handicapped  in  Birmingham. 


LETTERS 

Methods  of  communication  used  by  deaf 
people  with  severe  visual  impairments. 

Dear  Editor, 

I  am  sure  Liz  Scott  Gibson  and  Dorothy 
Chance  and  other  people  working  with 
deaf  people  who  have  severe  visual  impair- 
ments will  be  interested  to  know  about  a 
new  video  which  is  being  made  by  Sense. 
Its  purpose  is  to  look  at  the  communication 
methods  which  deaf  people  who  are  losing 
their  sight  and  deaf-blind  people  are  using. 
Secondly  and  perhaps  more  importantly  it 
looks  at  what  methods  of  communication 
and  adaptations  carers,  relatives  and  friends 
are  using  with  deaf  and  deaf-blind  people. 

It  is  hoped  that  in  using  a  camera  to 
'look  in  on'  normal  everyday  conversations 
which  take  place  between  deaf,  deaf-blind 
and  hearing  people,  it  will  stimulate  the 
practice  of  and  further  development  of 
communication  methods  among  all  those 
who  work  or  live  with  deaf  people  who  are 
losing  their  sight  and  deaf-blind  people. 

We  hope  that  the  video  will  be  completed 
by  September.  The  title  for  it  is  not  yet 
decided  but  one  suggestion  is  'Keeping  in 
Touch'. 

Mary  Guest 

Coordinator  Usher  Syndrome  Project 

Diabetes  in  Rubella  Children 

Dear  Editor, 

We  were  very  interested  to  read  the  article 
in  Talking  Sense  Spring  1 988  (p.20  Sense 
workers  help  in  Research  Project)  about 
this  subject. 

The  high  proportion  of  Rubella  children 
who  would  become  diabetics  before  the 
age  of  20  amazed  us. 

Parents  should  be  comforted  by  knowing 


that  we  have  screened  for  diabetes  every 
year  since  Miss  Shields  inaugurated  the 
unit  in  1952.  Not  one  diabetic  has  been 
found. 

The  total  number  of  Rubella  pupils  ad- 
mitted for  residential  care  from  five  to  19 
years  of  age  must  be  in  the  region  of  1 1 6 
plus. 

R.  McQuade  SRN 

J. P.  Jones,  Teacher-in-Charge 

Pathways,  Condover  Hall  School 


Night  Thoughts 

Dear  Friends, 

I'm  sitting  here  in  Braidwood  having  left  Ian 
for  his  first  night  in  his  new  home,  and 
wondering  how  he'll  be  tomorrow  and  all 
the  other  tomorrows.  I  have  such  mixed 
feelings  about  it  all  at  the  moment,  but 
overriding  everything  is  the  knowledge  that 
this  is  right  for  Ian. 

And  this  is  what  Sense  is  all  about  isn't 
it?  Giving  someone  like  Ian  a  new  chance 
in  life -the  opportunity  to  do  and  be  all  the 
things  he's  never  been  able  to  before. 

So  I'm  just  writing  this  quick  note  from 
me,  Ian,  Ron  and  the  girls  to  say  an  enorm- 
ous Thank  You  to  you  (Rodney)  and  to 
everyone  who  works  at  Sense  for  making  it 
all  possible.  Without  you  we'd  still  be  flound- 
ering about  wondering  what  on  earth  we 
could  do  to  help  Ian,  and  to  give  him  -  and 
ourselves  -  any  hope  of  a  normal  independ- 
ent life. 

I  can't  tell  you  what  a  relief  it  is  to  know 
that  Ian  at  last  has  the  chance  to  realise  his 
full  potential  -  however  small  that  might  be 
-  and  that  he  has  a  real  future  ahead  of  him. 

So  -  a  great  big  Thank  You.  And  much 
love  from  Gini. 

Gini  Cloke 
Cheltenham 
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Community  Care  -  an  Agenda  for  Action 


A  new  report  on  Community  Care  was 
published  in  March,  containing  a  string  of 
recommendations  for  Government  action. 
Written  by  Sir  Roy  Griffiths,  the  report  will 
dictate  the  course  that  the  debates  about 
Community  Care  follow  over  the  coming 
months  and  years. 

The  Griffiths  Report  was  long  awaited. 
Government  decisions  had  been  put  on  ice 
pending  Sir  Roy's  recommendations,  and 
many  of  us  had  become  weary  hearing  'we 
can't  decide  that  until  after  Griffiths'.  Well, 
Griffiths  has  reported,  and  the  new  rumours 
say  that  the  Government  wish  that  he  and 
his  report  could  be  buried  down  one  of 
those  deep  coal  shafts  considered  un- 
suitable for  nuclear  waste. 

The  Griffiths  Report  was  timely.  More 
and  more  people  have  been  noticing  that 
the  policy  of  Community  Care  has  been 
flawed.  Mental  handicap  hospitals  have 
been  closing,  but  there  has  been  a  massive 
variety  in  the  quality  of  services  being 
established  in  the  community  to  provide 
for  those  moving  out.  For  some  these  have 
been  well  staffed  group  homes,  with  attract- 
ive day  centre  facilities  nearby  and  ready 
access  to  excellent  community  resources. 
But  others  have  produced  tales  of  sleeping 
under  railway  arches,  of  parents  being 


Residential  Care  -  A 
Positive  Choice 

Moving  into  residential  care  should  be  a 
positive  choice,  and  should  offer  a  way  of 
maintaining  your  dignity  and  your  control 
over  your  own  life.  This  is  the  fundamental 
view  of  a  new  report  submitted  to  Govern- 
ment this  March  by  Lady  Wagner  and  her 
colleagues.  The  Wagner  Review,  coming 
out  at  much  the  same  time  as  the  Griffiths 
Report,  promises  to  be  significant  in  future 
policy  on  residential  care,  and  therefore 
complements  Griffiths'  suggestions. 

It  is  fine  report-written  by  a  knowledge- 
able team  with  great  commitment  and 
authority.  Not  all  of  our  concerns  are  ad- 
dressed -  there  is  insufficient  attention 
paid  to  issues  around  those  people  who 
cannot  easily  communicate  what  their  needs 
and  wishes  are-  but  it  is  a  useful  ally  in  our 
campaigning  for  better  services  for  deaf- 
blind  people,  and  a  good  guide  with  which 
we  can  examine  our  own  services. 

The  report  tackles  a  variety  of  concerns: 

•  giving  residents  more  choices  -  partic- 
ularly so  they  are  not  obliged  to  enter  a 
home  merely  for  lack  of  an  adequate 
alternative; 

•  ensuring  residents  are  given  rights  over 
how  to  lead  their  lives  whilst  in  resi- 
dential care; 

•  improving  inspection  of  residential  homes, 
to  ensure  higher  standards; 

•  improving  the  quality  of  care  by  boost- 
ing staff  training,  staff  status  and  salaries. 

Residential  Care.  A  Positive  Choice.  Report 
of  the  Independent  Review  of  Residential 
Care.  Chaired  by  Gillian  Wagner.  £6.50. 
ISBN  0  11  701062  6 
Residential  Care.  The  Research  Reviewed. 
Literature  Surveys  commissioned  by  the 
Independent  Review  of  Residential  Care. 
Chaired  by  Gillian  Wagner.  £9.00. 
ISBNO  11  701063  4 

Copies  are  available  from:  HMSO  Pub- 
lications Centre,  PO  Box  276,  London 
SW8  5DT  (mail  and  telephone  orders)  (01  - 
622  3316)  or  at  local  HMSO  Publications 
Offices. 


forced  to  re-shoulder  the  burden,  and  of 
the  constant  threat  of  loss  of  what  little 
resources  remain. 

Griffiths  confirmed  the  view  of  a  policy 
in  a  mess.  "Community  Care  has  been 
talked  of  for  thirty  years",  he  stated,  "and  in 
a  few  areas  can  the  gap  between  political 
rhetoric  and  policy  on  the  one  hand,  or 
between  policy  and  reality  in  the  field  on 
the  other  hand  have  been  so  great."  The 
policy  has  been  under-resourced,  and 
there  has  been  no  leadership  or  direction 
to  the  development  of  new  and  caring 
services.  Who  has  taken  central  respons- 
ibility for  it?  There  is  "a  feeling  that 
Community  Care  is  a  poor  relation;  every- 
body's distant  relative  but  nobodys  baby." 

Griffiths  was  not  asked  to  deliver  judge- 
ments about  the  level  of  funding  presently 
made  available.  This  did  not  prevent  him 
slipping  in  the  odd  memorable  phrase  which 
rings  devilishly  true: 

'many  social  services  departments  and 
voluntary  groups  grappling  with  the  prob- 
lems at  local  level  certainly  feel  that  the 
Israelites  faced  with  the  requirement  to 
make  bricks  without  straw  had  a  compara- 
tively routine  and  possible  task." 

So,  what  does  he  recommend?  There  are  a 
host  of  suggestions,  but  here  are  a  few. 

Co-ordination  of  Services:  Local  authority 
social  services  should  be  responsible  for 
identifying  people  with  Community  Care 
needs  in  their  area  and  for  assessing  those 
needs.  They  should  then  arrange  for  those 
needs  to  be  met,  either  by  their  own  services 
oriay  'buying  into'  other  services  offered  by 
voluntary  groups,  private  organisations,  in- 
formal carers  or  other  public  authorities. 

There  should  be  a  Care  Manager  for 
each  client,  overseeing  the  assessment 
and  the  delivery  of  service. 

Health  authorities  should  step  out  of 
the  role  of  providing  long-term  community 


Whitbread  Community 
Care  Awards  1 988 

'To  recognise  ordinary  people  with  extra- 
ordinary resources  of  care  for  their 
community" 

It's  time  to  seek  out  those  special  people 
in  every  community  who  contribute  so 
much  to  the  life  and  happiness  of  others. 
They  are  the  unsung  heroes  and  hero- 
ines of  community  work  who  normally 
go  unrecognised. 

By  nominating  them  or  encouraging 
others  to  do  so,  you  can  enable  them  to 
receive  at  least  some  of  the  recognition 
they  deserve  through  an  Award  to  help 
them  in  the  furtherance  of  their  work. 

In  1987  nearly  2,000  nominations 
were  received  and  15  Awards  made 
with  an  additional  87  special  Highly 
Commended  certificates  presented  to 
remarkable  people  all  over  Great  Britain. 
With  your  help  I  hope  we  will  receive 
even  more  nominations  in  1988. 

Please  contact  me  if  you  want  any 
further  information  about  the  Whitbread 
Community  Care  Awards. 

Nicholas  Cole 

Organiser 

Whitbread  Community  Care  Awards 

1  Central  Street,  Manchester  M2  5WR 

Tel:  061  832  1638 


support,  and  hand  this  role  over  to  social 
services. 

Family  Doctors  should  become  respons- 
ible for  informing  the  social  services  about 
the  Community  Care  needs  of  their  patients. 

Central  Government:  There  should  be  a 
Minister  for  Community  Care,  responsible 
fordefining  and  promoting  Community  Care 
values,  ensuring  that  the  objectives  are 
consistent  with  resources  available,  vetting 
local  plans,  and  channelling  money  to  local 
authorities. 

Up  to  50%  of  the  money  required  by 
local  authorities  for  Community  Care  polic- 
ies should  be  provided  by  central  Govern- 
ment. In  addition,  there  should  be  specific 
grants  to  help  with  the  closure  of  a  long- 
stay  hospital. 

Central  Government  should  set  up  a 
monitoring  team  to  inspect  the  quality  of 
services  provided. 

Closing  Long-Stay  Hospitals:  The  closure 
programme  is  an  issue  of  national  import- 
ance. No-one  should  be  discharged  without 
a  clear  package  of  care,  and  without  some- 
one acting  as  Care  Manager. 

More  money  is  needed  to  build  up  local 
services  before  a  hospital  closes. 

Residential  Care:  The  present  system  of 
funding  care  through  the  DHSS  should 
change  so  that  the  local  authority  supervises 
it;  assessing  whether  a  placement  is  suitable 
for  a  person  and  paying  for  it.  They  should 
monitor  the  care  provided  in  their  area, 
whether  in  private  homes,  authority  homes 
or  in  the  client's  home. 

Training:  New  training  will  be  needed  for 
those  offering  community  care,  and  to 
enable  better  collaboration  between  staff 
from  different  disciplines. 

Ethnic  Minorities:  Policy  and  action  need 
to  respond  to  the  multi-racial  nature  of 
society.  Assessing  needs  and  arranging 
appropriate  packages  of  services  for  individ- 
uals within  their  own  situation  should  take 
into  account  cultural  backgrounds. 

Overall,  the  report  gives  direction  for 
improving  the  coordination  of  services  to 
people  within  their  own  community,  and 
preventing  some  of  the  more  dreadful  stor- 
ies we  have  heard,  of  people  'slipping 
through  the  net'.  Now  we  must  wait  to  see 
what  action  the  Government  will  take  on 
Sir  Roy's  views.  Sense  will  be  joining  with 
othervoluntary  organisations  in  campaign- 
ing for  the  main  themes  of  the  report  to  be 
adopted. 

Community  Care:  Agenda  for  Action.  £3.90 
Available  from  HMSO,  PO  Box  276,  London 
SW8  5DT  or  at  local  HMSO  Publications 
Offices. 


New  residential  project 

London  Association  for  the  Blind  are  nat- 
ionally concerned  with  providing  a  range  of 
accommodation,  employment  and  grant 
aid  to  visually  handicapped  people  through- 
out the  UK. 

Contacts  with  Sense  and  Leavesden 
Mental  Handicap  Hospital,  Hertfordshire, 
have  encouraged  LAB  to  seek  to  provide  a 
new  home  for  approximately  ten  multi- 
handicapped  visually  impaired  residents 
from  the  hospital. 

LAB's  Development  Co-ordinator,  Keith 
Wyncoll,  is  actively  involved  in  planning 
this  project  and  will  keep  us  informed  of 
progress. 
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Keeping  your  Benefits 

In  the  last  issue  of  Talking  Sense,  an  article  by  Simon  Ennals  described  how  some  families 

may  lose  significant  amounts  of  benefit  if  their  child  was  in  Respite  Care  during  the  first  week 

of  April  following  the  introduction  of  the  new  Social  Security  System  in  April. 

After  publication  of  this  article,  the  DHSS  agreed  to  look  into  the  situation,  and  on  28  April 
the  following  press  release  was  issued  by  the  DHSS. 

". . .  we  intend  to  give  additional  transitional  protection  to  certain  small  groups  who  were 
temporarily  away  from  home  in  the  week  before  1 1  April.  We  have  in  mind  people  who  were 

temporarily  in  hospital  or  respite  care." 

In  this  issue,  we  uncover  a  further  loophole  in  the  benefits  system  which  would  once  again 

hit  Sense  families. 


Parents  on  the  new  Income  Support  could 
face  no  increase  at  all  to  their  benefit  when 
a  child  in  care  comes  home  on  a  temporary 
visit,  and  possible  swingeing  cuts  when 
the  child  returns  to  care  after  the  visit!  This 
is  the  result  of  the  complicated  Transitional 
Protection  arrangements,  which  are  supp- 
osed to  protect  the  benefit  level  of  people 
who  would  otherwise  lose  out  from  the 
change  from  Supplementary  Benefit  to 
Income  Support. 

The  regulations  say  that  if  someone 
would  have  received  a  lower  amount  of 
benefit  under  the  new  Income  Support 
scheme  than  they  received  from  benefits 
in  the  last  week  of  Supplementary  Benefit, 
the  the  shortfall  is  made  up  by  a  payment 
called  a  Transitional  Addition.  This  payment 
can  be  worth  over  £10  per  week  to  some 
people,  who  would  otherwise  have  suffered 
huge  losses,  receiving  anything  upto£30pw! 


Simon  Ennals  provides  freelance 

training  and  advice  on  welfare 

benefits.  Here  he  explores  how  some 

families  may  lose  benefit  if  their  child 

comes  out  of  residential  care  to  stay 

with  them. 

The  change  comes  when  there  is  any 
change  in  circumstances  that  might  affect 
someone's  benefit  level.  Since  the  govern- 
ment only  promised  to  protect  the  actual 
cash  amount  of  someone's  Supplementary 
Benefit,  the  'Transitional  Addition'  can 
never  increase,  however  someone's  needs 
become  greater.  This  means  that  if  a  child 
in  care  goes  back  to  their  family,  even  on  a 
temporary  basis,  the  extra  benefit  that 
would  be  due  to  parents  in  order  to  provide 
for  an  extra  child  in  the  household  will 
reduce  their  'Transitional  Addition'  pound 


Independent  Living  Fund 


One  result  of  the  changes  in  the  Social 
Security  System  in  April  is  that  some  sev- 
erely disabled  people  are  no  longer  able  to 
claim  some  of  the  benefits  they  had  pre- 
viously claimed.  Under  the  old  system  some- 
one who  needed  to  pay  for  help  in  their 
home  to  prevent  them  having  to  move  into 
residential  care  could  claim  a  Domestic 
Help  Addition.  When  this  benefit  was  abol- 
ished several  charities  (including  Sense) 
approached  the  Government  on  behalf  of 
this  group  of  'losers'.  The  Government  did 
not  agree  to  include  this  benefit  in  the  new 
system,  but  instead  they  put  forward  £5m 
to  establish  a  new  charitable  fund.  This  is 
called  the  Independent  Living  Fund. 

The  Fund  has  been  widely  criticised. 
The  benefits  are  no  longer  an  entitlement, 
but  are  open  to  the  discretion  of  appointed 
Trustees.  There  is  no  appeal.  There  is  a 
limited  budget.  And  so  far  there  seems  to 
be  no  serious  attempt  to  publicise  the 
Fund  and  attract  applicants. 

Although  the  old  system  was  abolished 
in  April,  the  new  Fund  will  not  be  fully 
operational  until  the  summer.  Nevertheless, 
Sense  now  has  application  forms,  and  it 
looks  like  many  of  our  members  should 
apply.  No-one  knows  yet  exactly  which 
particular  needs  will  be  met  by  the  Fund,  so 
the  only  thing  is  to  apply  and  find  out. 

According  to  the  DHSS,  the  Fund  is 
'broadly,  open  to  severely  disabled  people 
on  low  incomes  who  receive  Attendance 
Allowance  and  who  have  to  pay  for  dmestic 
care'.  You  can  claim  on  behalf  of  a  child 
who  is  living  at  home  with  you,  if  the  pay- 
ment will  mean  that  the  disabled  person 
con  continue  to  live  at  home,  or  can  be 
enabled  to  move  out  of  hospital  or  resi- 
dential care. 


The  application  form  states: 

You  may  be  able  to  get  money  to: 

•  pay  someone  to  look  after  you  (or  your 
child) 

•  pay  someone  to  help  you  with  things 
like  housework,  or 

•  buy  something  so  that  you  can  manage 
with  less  help. 

In  order  to  claim,  you  will  probably  have  to 
show  that: 

•  you  (or  your  child)  are  getting  Attendance 
Allowance,  and 

•  you  are  getting  Income  Support,  or  are 
on  a  very  low  income. 

At  the  moment  we  have  no  clearer  guide- 
lines to  know  which  applications  might  be 
successful.  But  a  few  possible  situations 
spring  to  mind,  if  your  child  is  at  home,  and 
you  are  on  Income  Support: 

•  Do  you  have  to  pay  over  the  odds  to  get 
in  a  babysitter  because  of  your  child's 
disabilities? 

•  Do  you  pay  for  help  in  the  home,  be- 
cause you  find  you  don't  have  time  to 
look  after  your  child  and  look  after  the 
home? 

•  Is  there  special  equipment  you  need  to 
buy? 

And  what  about  for  deaf-blind  adults?  The 
cost  of  maintaining  the  Hasicom  communi- 
cation system  is  considerable.  Surely  we 
can  argue  that  the  provision  of  a  service 
like  this  to  a  deaf-blind  person  in  their 
home  makes  them  less  likely  to  need  to 
enter  residential  care?  What  about  the 
costs  of  a  Guide-Help  Service? 

Application  forms  for  the  Independent 
Living  Fund  are  available  from:  Room  520, 
New  Court,  Carey  Street,  London  WC2A 
2LS,  or  from  Sense. 


for  pound!  The  family  could  end  up  with 
little  or  no  increase  to  their  benefit.  If  the 
child  then  goes  back  to  foster  parents,  or  a 
community  home,  even  if  it  is  only  a  week 
later,  the  parents'  Income  Support  will  be 
reduced.  They  will  have  lost  their  Transi- 
tional Addition  permanently! 

An  example  of  this  is  Mrs  Jones,  a  single 
parent  on  Income  support  (IS)  with  children 
of  2  and  6  at  home,  and  one  of  1 0  in  care. 
She  gets  IS  and  Child  Benefit  of  £64.75 
plus  aTransitional  Addition  of  £5.50.  When 
her  1 0  year  old  comes  home  for  a  week,  as 
part  of  a  programme  to  re-establish  him  in 
the  family,  her  IS  goes  up  by  £1 0.75.  How- 
ever the  first  £5.50  of  that  extra  benefit 
simply  takes  the  place  of  her  Transitional 
Addition,  leaving  her  only  £5.25  extra  to 
provide  for  him. 

At  the  end  of  that  week,  when  he  returns 
to  his  residential  home,  her  benefit  goes 
down  again  by  the  whole  £10.75,  leaving 
her  £5.50pw  worse  off  than  before. 

There  is  one  way  that  a  Transitional 
Addition  can  be  regained,  but  only  if  some- 
one goes  off  IS  altogether  for  less  than  8 
weeks,  and  the  TA  was  worth  £10  or  more. 

Obviously  this  situation  puts  social 
workers  in  a  very  difficult  position  when 
trying  to  arrange  for  children  in  care  to 
return  to  their  parents,  even  for  short 
periods.  There  is  a  real  likelihood  of  the 
parents  having  little  or  no  extra  money  to 
look  after  the  child,  and  may  suffer  major 
reductions  in  benefit  if  the  child  returns  to 
care.  In  many  cases  now,  social  workers 
and  parents  will  be  faced,  not  only  with 
assessing  what  is  best  for  the  child,  but 
also  whether  the  family  can  afford  to  have 
the  child  back! 


Increase  in  Value  of 
Spectacle  Vouchers 

Sense,  which  has  been  campaigning  along 
side  other  charities,  is  pleased  that  the 
Minister  of  Health,  in  response  to  represent- 
ations made  to  him,  has  announced  in- 
creases in  the  values  of  vouchers  for  spec- 
tacles. 

Those  entitled  to  vouchers  are: 

•  children  under  16 

•  people  under  19  in  full-time  education 

•  people  on  low  income  including  those 
on  income  support  and  family  credit 

•  users  of  certain  complex  lenses. 

The  increases  in  voucher  values  range 
from  about  nine  per  cent  to  nearly  thirty  per 
cent,  with  the  largest  increase  going  to 
intermediate  and  complex  spectacles. 

There  are  also  £30  voucher  supplements 
for  people  who  need  specially  made  frames 
and  children  needing  a  special  very  small 
size  of  glasses.  People  who  need,  for  med- 
ical reasons,  reactolite  lenses  can  get  an 
extra  supplement  of  £3  or  £4. 
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Regional  Roundup 


Sense-Yorkshire  (or  how  a 
twiglet  has  grown) 

We  are  delighted  to  announce  the  formation 
of  a  new  Sense  Branch  in  Yorkshire.  The 
Branch  is  the  result  of  much  hard  work  by 
Moira  Leahy,  mother  of  Jenny,  and  the 
slowly  gathering  band  of  other  parents  and 
interested  folk,  primarily  in  and  around 
Leeds. 

The  new  Branch  will  be  an  important 
contact  point  for  all  our  friends  in  Yorkshire 
and  North  Humberside.  It  is  a  large  area 
but  you  can  be  sure  that  the  Committee 
members  will  do  what  they  can  to  help 
everyone.  Do  let  them  know  of  your  interest. 

The  Branch  Officers  are: 

Moira  Leahy  -  Chairman 

Peter  Boardman  -  Vice  Chairman 

Pat  Machin  -  Secretary 

Doreen  and  James  Holt  -  Joint  Treasurers 

You  will  remember  Mrs  Holt  as  Doreen 
Kemsley,  Dawn's  mother,  but  by  the  time 
you  read  this  she  will  have  a  new  name  and 
a  new  husband.  Congratulations  to  Doreen 
and  James,  who  set  the  wedding  day  for  7 
May.  We  wish  them  very  much  happiness 
for  the  future. 

Diary  Dates 

The  next  Branch  meeting  will  be  on  8  July, 
and  the  Branch  is  planning  to  have  a  stall 
on  23/24  July  at  the  Egborough  Power 
Station  Open  Weekend  which  apparently 
attracts  several  thousand  people.  It  looks 
as  though  the  Branch  may  get  off  to  an 
'electrifying'  start! 

One  serious  note  to  focus  attention  is 
the  closure  of  Elmete  Hall  School  for  the 
Deaf,  which  of  course  affects  the  fate  of  the 
little  deaf-blind  unit  there,  which  owed  its 
creation  to  the  efforts  of  the  Clisby  family 
along  with  others  of  our  parents.  A  trail- 
blazer  in  its  time,  the  unit  is  now  very 
isolated  and  running  down  and  there  is 
natural  concern  over  what  will  happen  to 
the  children  and  others  like  them  in  West 
Yorkshire. 

We  are  also  losing  the  invaluable  services 
of  Frances  McMahon,  who  headed  the  unit 
for  so  long  and  who  has  retired  this  year. 
We  give  Frances  our  thanks  and  our  wishes 
for  many  happy  years  ahead.  We  also  hope 
that  she  will  stay  in  contact  with  us  and  our 
new  Branch  where  her  involvement  will  be 
so  valuable. 

Pat  Machin's  address  is: 
10  Mayfield  Avenue 
Bailiff  Bridge 
Brighouse 

West  Yorkshire  HD6  4EF. 
Tel:  0484-718226 


f 


Bert  Gray.  Sense  South  Wales  Branch  Press  * 
Publicity  Officer,  presents  Coronation  Street 
star  Nigel  Pivaro  with  a  Sense  T-shirt  at  a 
recent  Volunteers  Market  Day. 
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South  Wales  Branch  (Gwent 
and  West,  Mid  and  South 
Glamorgan) 

Our  South  Wales  Branch  has  been  busy 
celebrating  a  birthday.  Jacqueline  Cole, 
daughter  of  Ann,  was  1 8  at  the  end  of  April, 
and  the  Branch  had  the  idea  of  inviting 
young  people  who  share  Jacqueline's  birth- 
day month  to  contact  them  to  learn  why 
she  will  not  be  able  to  celebrate  her  birthday 
in  the  same  ways  they  planned  to.  Those 
who  showed  interest  were  given  Sense- 
South  Wales  sweatshirts  for  themselves 
and  badges  fortheirfriends.  Publicity  post- 
ers appeared  in  the  Neath  and  Swansea 
areas,  and  local  radio  stations  were  involved 
to  help  publicise  the  venture.  It  is  hoped  to 
repeat  this  event  next  year  when  Darren 
Thomas  becomes  of  age.  A  good  idea  for 
other  Branches  to  copy? 

Branch  members  Dorothy  and  Elfed 
Jones  held  a  Welsh  evening  in  February  at 
their  home.  Cawl  and  Welsh  cakes  were 
consumed  by  all,  and  proceeds  of  the  event 
went  to  Branch  funds.  (If  you  are  wondering 
-  we  were  -  cawl  is  a  very  tasty  sounding 
Welsh  stew!) 

Diary  Dates 

A  summer  get-together  is  planned  in  Senny- 
bridge  on  10  June.  Please  contact  Hazel 
Benjamin  (tel:  0639  571 1 5)  for  more  details. 

Midlands  Branch  (Shropshire, 
Hereford  and  Worcester, 
Warwickshire,  Staffordshire 
and  West  Midlands) 

Despite  the  cancellation  of  the  Midland's 
Easter  Party  due  to  shortage  of  helpers, 
plans  are  going  ahead  for  this  year's  Garden 
Party  on  Saturday  9  July. 

Last  year's  event  was  very  successful  - 
cream  teas,  sunshine  and  wet  sponges  to 
throw  at  John  Hatton.  What  better  way  to 
pass  a  Saturday  afternoon?  Further  details 
from  Margaret  Beattie  (tel:  0203  61 6962). 

North-West  Branch 
(Lancashire,  Greater 
Manchester,  Cheshire  and 
Merseyside) 

As  a  result  of  successful  fundraising  the 
Branch  has  now  been  able  to  buy  its  caravan 
in  the  Lake  District.  Have  you  tried  it  yet? 

Members  recently  arranged  a  visit  to 
Beech  Tree  Special  School  in  Preston. 
This  school  was  featured  in  the  First  Tues- 
day television  programme 'Leftover  Children' 
a  while  ago.  Malcolm  Jones,  Principal,  chat- 
ted with  members  about  the  work  of  the 
school  and  illustrated  his  talk  with  slides, 
he  then  gave  a  tour  of  the  school,  making 
the  afternoon's  visit  both  informative  and 
fascinating.  Many  thanks  to  Malcolm  and 
his  staff  for  his  and  their  time. 

The  Branch  also  held  a  Sense  evening 
at  the  home  of  Brenda  and  Jack  Carter 
when  the  new  video  "The  Gift  of  Sight  and 
Hearing"  was  shown. 

Diary  Dates 

Margery  Harrison  will  be  holding  a  Coffee 
Morning  at  her  home  on  14  June.  Brenda 
and  Jack  Carter  will  be  arranging  another 
of  their  now  famous  barbecues,  probably  in 
August.  Further  information  from  Margery 
(tel:  0925  813520). 


South-West  Branch 
(Somerset,  Dorset,  Devon 
and  Cornwall) 

Plans  for  providing  a  ten-bedded  resident- 
ial centre  in  Devon  are  going  ahead,  and 
the  Branch  was  delighted  when  Sense 
agreed  to  adopt  the  project.  £25,000  has 
now  been  raised  by  the  Branch  and  a  new 
target  set  for  equipping  the  centre. 

Diary  Dates 

Also  being  planned  in  the  South  West  is  a 
full  day  Seminar  "Forging  Ahead"  on  the 
needs  of  deaf-blind  people  in  the  area.  This 
will  be  held  on  30  June  at  The  Royal  School 
for  Deaf  Children,  Exeter,  and  is  aimed  at 
professional  workers,  although  parents  and 
Branch  members  are  most  welcome.  Con- 
tact Mary  Holman  soon  (tel:  0626  69278)  if 
you  would  like  to  go. 

Eastern  Region  (Norfolk, 
Suffolk  and  Essex) 

The  Region's  Committee  members  take  up 
football!  Only  for  the  day  however,  and  just 
as  spectators.  They  were  guests  of  Felix- 
stowe Trades  and  Labour  Club  who  raised 
£556  for  Sense,  and  the  cheque  was  pre- 
sented to  Eastern  Region  at  Ipswich  Town 
Football  Club  in  February.  It  was  agreed 
that  the  money  would  be  sent  to  Sense-in- 
the-Midlands. 

A  contribution  of  £1 50  for  Branch  funds 
has  also  been  received  from  the  Licensed 
Victuallers  Association. 

A  working  party  has  now  been  estab- 
lished to  look  at  the  possibilities  for  post- 
school  provision  in  the  North  Thames  and 
Anglia  areas.  Lead  by  three  parents-Geoff 
Murrills,  Bernard  Dunleavyand  Brian  Rich- 
ardson-the  Post-School  Provision  Project 
is  researching  the  actual  need  for  long- 
term  care  and  how  best  to  provide  for  a 
happy  and  secure  future  for  our  children. 

East  Midlands  Branch 
(Lincolnshire, 
Nottinghamshire,  South 
Yorkshire  and  South 
Humberside) 

What  a  busy  time  East  Midlands  have  been 
having!  The  official  launch  of  the  Branch 
took  place  at  the  end  of  March  and  brought 
together  children,  parents  and  professionals 
from  all  over  the  area.  In  fact  it  seemed  as  if 
more  people  from  out  of  town  attended 
than  did  the  locals.  One  of  them  was  Norman. 
He  writes: 

'Holy  Trinity  Church  Hall,  Louth  was  the 
venue,  with  stalls  around  the  walls,  a  creche 
in  a  side  room  and  the  kitchen  keeping 
throughout  a  steady  supply  of  refreshments 
to  fuel  us  all  and  keep  the  wandering  food- 
sellers  busy.  You  could  have  your  finger- 


IAEDB  News 


Sense  played  host  during  the  Easter  holidays 
to  the  Executive  Committee  of  our  Interna- 
tional Organisation,  the  International  Ass- 
ociation for  the  Education  of  the  Deaf- 
Blind,  which  was  meeting  for  the  first  time 
since  the  World  Conference  in  Poitiers, 
France  in  July  of  last  year. 

We  welcomed  representatives  from 
Canada,  USA,  Sweden,  Belgium,  France, 
Japan,  Denmark,  East  Germany,  Finland, 
Iceland,  the  Netherlands  and  the  UK. 

During  the  weekend  of  meetings,  a  wide 
range  of  discussions  on  IAEDB  activities 
were  held.  In  addition  to  essential  business 
matters,  subjects  included: 

•  a  report  from  Jacques  Souriau  on  the 
Poitiers  Conference; 

•  IAEDB  support  for  deaf-blind  children 
and  their  teachers  in  countries  without 
specific  services 

•  the  criteria  for  the  lAEDB's  Distinguished 
Service  Awards 

•  a  revision  of  the  lAEDB's  Constitution 

•  the  compilation  of  an  International  Deaf- 
Blind  Directory 

•  international  exchanges 

Two  meetings  were  devoted  to  conference 
planning  -  the  next  World  Conference  in 
Orebro,  Sweden,  in  Summer,  1991  and  the 
European  Conference  to  be  held  in  the  UK 
in  July  or  August  of  next  year. 

Full  details  of  the  weekend's  discussions 


will  be  published  in  the  next  edition  of  the 
lAEDB's  Newsletter,  Deaf-Blind  Education 
in  September. 

Highlight  of  the  weekend  was  the 
floating  Saturday  night  dinner  on  board 
'My  Fair  Lady',  a  barge  restaurant  which 
took  the  international  diners  along  the 
Regent's  Canal  in  North  London. 


Left:  Sadako  Inamura  from  Japan  was  one 
of  the  first  teachers  to  be  trained  in  deaf- 
blind  education  at  Perkins  School  for  the 
Blind  in  Boston,  Massachusetts  in  the  early 
1950s.  Centre:  Mike  Collins,  Head  of  the 
Deaf-Blind  Unit  at  Perkins  was  also  present. 
Right:  It  was  especially  pleasing  to  welcome 
Father  Friedrich-Wilhelm  Pape  from 
Potsdam,  East  Germany  (DDR).  His  school 
has  just  celebrated  its  100th  anniversary. 


Regional  ROIindup  continued  from  page  22 


prints  taken  by  police  (for  fun),  your  money 
taken  by  everyone  (for  an  amazing  range  of 
good  things)  or  your  badge  taken  by  Paul 
Wilding  (for  his  private  collection). 

It  was  lovely  to  meet  Paul  and  others  of 
ourchildren  and  young  peoplethere.  Kanhai 
ran  the  Manor  House  Crafts  stall,  with  a 
little  help  from  the  staff,  while  Geraldine 
Gaffney  supervised  the  whole  proceedings, 
especially  the  unexplained  and  constant 
disappearance  of  food.  However,  she  and  I 
managed  to  sneak  a  biscuit  or  two  while 
pretending  to  help  with  the  washing-up. 

Les  Good  tried  to  pretend  that  she  and 
her  family  had  made  some  contribution  to 
the  day  but,  apart  from  having  a  hand  in  the 
organizing,  publicity,  cooking,  transport, 
flower  growing  and  selling,  the  clearing  up 
and  packing  away,  they  got  off  fairly  lightly  I 
thought.  Rowena  Statham  just  sat  around 
all  day  raking  in  the  money;  she's  either 
very  rich  or  a  Treasurer  in  a  wheelchair. 
She  was  certainly  in  good  spirits,  as  was 
everyone.  It  was  a  good  job  Elizabeth 
Holbrook  was  there  to  keep  some  semblance 
of  order.  It  really  was  a  very  successful  and 
enjoyable  day.' 

At  the  beginning  of  April  a  local  rock 
group  called  'In  Eccentric  Circles'  (also  a 
good  description  of  what  we  go  round  in  at 
head  office  sometimes)  gave  a  performance 
to  raise  money  for  the  Branch  at  the  Half 
Moon  pub  in  Alford.  It  was  a  very  enjoyable 
evening  and  the  group  said  it  was  the  best 
they  had  ever  done.  Still  in  a  musical  vein,  a 
country  and  western  evening  is  planned 
for  29  May. 

Other  Diary  Dates 

A  stall  at  the  Appleby  Frodingham  Gala  in 
Scunthorpe  on  Saturday  4  June.  Coffee 
morning  in  Louth  on  20  August.  A  stall  at 
the  Moorgreen  Show,  Nottingham,  on  29 
August.  Further  information  about  any  of 
these  from  Elizabeth  Holbrook  (tel:  0406 
370201). 


Twiglets  in  Sussex 

Beate  Scott  is  quietly  and  determinedly 
working  away  in  Eastbourne,  sounding  out 
contacts  and  making  links  in  the  hope  of 
seeing  a  Branch  grow  in  East  Sussex.  Do 
drop  her  a  line  at  32  Metropole  Court, 
Royal  Parade,  Eastbourne  BN22  7AX  if 
you  live  in  that  part  of  the  country. 

In  the  next  issue  we  shall  concentrate 
on  some  of  the  other  areas  of  Branch 
activity,  in  particular,  Northern  Ireland  and 
London.  Until  then,  keep  in  touch  -  with 
one  another  as  well  as  with  us. 

Linda  Ricardo 

(with  a  little  help  from  Norman) 


STOP  PRESS 

Welcome  to  our  new  Sense-Yorkshire 
Branch  which  will  cover  the  counties  of 
North,  West  and  South  Yorkshire  and  North 
Humberside.  For  your  diary - 

Sense-Yorkshire 

Pat  Machin 

10  Mayfield  Avenue 

Bailiffe  Bridge 

Brighouse 

W.  Yorks  HD6  4EF 

Tel:  0484  718226 


New  Appointments 


Development  Officer: 
Multi-handicapped  blind 

A  Development  Officer  has  been  appointed 
to  expand  services  for  multi-handicapped 
visually  impaired  people.  The  appointment 
has  been  made  by  the  Committee  on  the 
Multi-Handicapped  Blind  (backed  by  the 
South  Regional  Association  for  the  Blind) 
and  the  South  East  Thames  Regional  Health 
Authority  (SETRHA).  Sponsorship  for  the 
research  has  come  from  SETRHA  the  DHSS 
and  a  private  charity. 

From  her  base  at  the  Royal  School  for 
the  Blind,  Leatherhead,  Diana  Harries  will 
be  working  on  a  three  year  project  to 
evaluate  the  needs  of  people  with  multi- 
handicap;  she  will  recommend  the  service 
provision  and  training  required  to  meet 
these  needs. 

Diana  Harries  is  working  mainly  within 
the  South  East  Thames  Region  but  will  be 
interested  to  receive  information  of  services 
and  training  already  in  existence  elsewhere, 
in  order  to  build  up  a  model  of  provision  on 
a  national  basis. 


Research  Consultant: 

Hard  of  hearing  visually  impaired  people 

The  appointment  of  a  Research  Consultant 
has  been  made  to  ascertain  the  need  for 
services  for  hard  of  hearing  visually  im- 
paired people.  It  is  being  funded  by  the 
RN I  Band  the  RNIDfora  period  of  one  year 
and  administered  by  the  South  Regional 
Association  for  the  Blind,  which  is  housing 
the  project. 

Dr  Ann  Abel  will  concentrate  on  whether 
a  separate  service  is  needed  for  people 
who  are  registered  as  blind  or  partially 
sighted  and  identified  as  hard  of  hearing 
but  are  not  both  profoundly  deaf  and  totally 
blind.  She  will  be  contacting  statutory  and 
voluntary  bodies  in  the  South  of  England. 
However,  she  would  like  to  hear  about 
current  developments  irrespective  of  loc- 
ation. Correspondence  should  be  addressed 
to  her  at: 

The  South  Regional  Association  for  the 
Blind 

55  Eton  Avenue 
London  NW3  3ET  Tel:  01  -488  4290 
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Members'  News 


Claire  Dyson 

Claire  who  is  ten  years  old,  is  now  attending 
the  Unit  for  Hearing  Impaired  Children  at 
Branksome  Heath  Middle  School.  She  is 
integrated  with  the  main  school  for  70%  of 
the  time,  and  is  making  good  progress 
educationally. 

Claire  is  still  a  very  introverted  child  and 
has  no  real  friend  except  her  brother.  She 
attends  Brownies  and  has  taken  and  passed 
three  badges.  She  has  become  asecond  in 
her  six  (because  she  likes  to  tell  the  other 
Brownies  what  to  do!). 

However  the  main  problem  is  her  con- 
tinual shouting  to  herself.  She  talks  all  her 
thoughts  instead  of  thinking  them.  This 
causes  problems  at  school  and  there  is 


now  doubt  as  to  her  future  placements. 
Considering  her  handicaps  she  appears  to 
be  a  fairly  bright  child  but  is  prone  to 
frustration  and  temper  tantrums.  We  are 
very  concerned  that  all  the  hard  work  over 
the  years  could  so  easily  be  wasted  if  the 
wrong  placement  is  made.  We  are  very 
happy  with  her  present  school  but  can 
understand  that  Claire  may  soon  not  be 
able  to  fit  in  socially  with  her  peers. 

Claire  still  enjoys  playing  her  recorder 
and  she  also  likes  to  go  to  watch  Ballet.  Her 
most  recent  achievement  is  knitting  al- 
though she  still  needs  quite  a  bit  of  help 
from  Mum. 

Gillian  Dyson 

197  Symes  Road 

Hamworthy 

Poole 

Dorset 


An  Appeal 

Margaret  White  would  like  to  start  a  small 
newsletter  specifically  aimed  at  parents  of 
older  children.  If  you  have  an  older  child 
and  would  like  to  contribute  please  write  to 
her  at:  115  Lutterworth  Road,  Nuneaton, 
Warwicks  CV1 1  6QA. 


Members  News  is  for  parents  and 
families.  Don't  be  too  shy  to  write. 
We  aren't  bothered  about  style  or 
spelling  but  we  do  want  you  to  share 
your  feelings  and  experiences  with 
us. 


Stephen  McCarthy 

Stephen  is  now  21  years  old.  We  are  still 
having  problems  with  wobblers  (the  name 
we  use).  He  has  stopped  the  head  banging, 
only  occasionally  slaps  his  face  now,  but 
still  does  his  running  and  shouting. 


Sense  has  been  beyond  our  wildest  dreams, 
we  just  can't  thank  them  enough. 

The  best  thing  that  ever  happened  was 
when  we  found  out  that  Sense  existed 
(only  i  n  the  past  five  years).  Without  Sense, 
Stephen  would  have  had  nothing  to  look 
forward  to  and  we  wouldn't  have  had  much 


We  have  found  that  now  and  again  the 
reason  for  these  wobblers  is  because  he 
has  lost  something,  when  the  article  is 
found  he  has  settled  immediately,  other 
times  its  when  we  want  him  to  do  some- 
thing and  he  wants  to  do  something  else, 
other  times  we  just  don't  know  why  he  does 
this,  we  think  it  could  be  because  he  cannot 
communicate  his  needs. 

Over  Christmas  we  had  a  particularly 
bad  time,  Steve  was  very  agitated,  wouldn't 
eat,  wouldn't  sleep,  was  losing  weight, 
crying  at  times,  having  wobblers  etc.  He  is 
eating  better  now,  and  has  stopped  losing 
weight,  although  he  still  isn't  sleeping.  We 
can't  remember  the  last  time  we  had  a  full 
night's  sleep. 

Short  term  care  facilities  are  bad  at  the 
moment  in  Salford,  so  we  aren't  getting 
many  breaks  at  all,  we  are  hoping  this  will 
improve  later  in  the  year.  Steve  has  been 
on  antidepressant  tablets  for  a  week, 
Gamanil,  (one  at  night).  Doctor's  think  he 
may  be  suffering  from  depression,  there 
hasn't  been  much  change  in  him  upto  now. 

Anyway,  life  isn't  all  bad.  We  have  re- 
cently had  some  great  news.  Stephen  is  to 
go  to  Sense-in-the-Midlands,  Edgbaston, 
in  the  New  Year.  Salford  Social  Services 
will  be  funding  him  there.  We  are  grateful 
he  is  being  given  this  chance. 

The  help  and  support  we  have  had  from 


hope  for  his  future.  Now,  the  future  looks 
much  brighter,  and  we  are  looking  forward 
to  the  day  Stephen  goes  to  Edgbaston. 
Knowing  how  lucky  he  has  been  to  be 
given  the  placement  there. 

Vera  &  Terry  McCarthy 
230  Weaste  Lane 
Salford 
Lanes  M5  2HF 


Mark  Needham 

Mark  is  our  foster  son.  We  have  had  him  in 
our  family  for  1 3  years.  Our  family  is  Mum, 
Dad  and  four  sons,  now  all  working  and  of 
course  our  special  boy,  Mark.  We  have  had 
many  hurdles  to  cross  but  were  very  lucky 
when  Mark  was  accepted  into  the  Royal 
Blind  School  in  Edinburgh.  This  is  a  caring, 
wonderful  place  where  we  were  accepted 
as  parents  and  not  "just  foster  parents" 
with  very  few  rights. 

Mark  is  now  1 7  and  has  been  accepted 
into  Overbridge.  We  are  delighted  and  grate- 
ful to  Sense  for  this  wonderful  place.  Mark 
made  great  progress  at  school  and  we  look 
forward  to  new  horizons  and  great  achieve- 
ments from  Mark  and  all  at  Overbridge. 

Thank  you  all. 

Dorothy  &  Ian  Needham 
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Members'  News 


Sandy  Morse 

It  is  a  couple  of  years  since  I  last  wrote  in 
about  Sandy. 

Sandy  is  13  years  old  and  was  born 
partially  deaf-blind,  has  congenital  heart 
defects  and  is  mentally  handicapped.  Sandy 
was  a  very  poorly  baby,  didn't  sit  up  till  she 
was  two  years  old  -  didn't  walk  till  she  was 
three  to  four  years  old  and  didn't  talk  till  she 
was  about  seven  years  old  -  but  when  she 
did  learn  to  talk,  she  never  stopped,  and 
now  she  is  a  chatty  talkative  little  girl  -  and 
always  asking  questions  -  which  is  good 
isn't  it? 

We  are  in  the  Army  so  we've  moved 
round  a  lot  and  been  to  different  local 
hospitals  -  but  the  main  hospital  for  thirteen 
years  has  'The  Brompton'  in  London. 

We  go  two  or  three  times  every  year  for 
checkups  (sometimes  more)  and  DrShine- 
baim  is  a  very  wonderful  specialist.  Sandy 
had  heart  surgery  at  two  months  of  age  - 
but  until  '85  nothing  was  possible  with  her 
type  of  defects.  In  '85  she  had  open  heart 
surgery  but  it  didn't  go  too  well  and  she 
needed  another  operation  two  days  after 
the  first.  She  was  very  ill,  and  spent  many 
weeks  in  Intensive  Care  and  many  weeks 
on  the  ward.  She  came  home  after  ten 
weeks  away  and  it  took  months  for  her  to 
get  well.  She  started  school  one  day  a 
week,  then  two,  then  three.  At  last  in  January 
1 987  she  started  back  to  school  full  time, 
1 8  months  after  her  'big  ops'. 


Surf  for  Sense  Project 

This  fund-raising  project  run  by  Senate- 
view  Limited  to  raise  money  for  Sense 
came  to  a  successful  conclusion  when 
Peter  Lawrence  completed  his  windsurf 
down  the  Florida  Keys. 


Starting  at  Key  Largo,  Peter  surf  rode 
for  seven  days  making  between  five  and 
fifteen  miles  a  day.  Hazards  included  severe 
sunburn  from  the  reflected  glare  from  the 
sea,  a  turtle  and  a  large  shark-  upon  sight 
of  which  Peter  took  to  his  support  boat  and 
headed  for  the  shore.  For  anyone  familiar 
with  Florida  his  route  took  him  via  Upper 
and  Lower  Matecumbe  Keys,  Fat  Deer 
Key,  Little  Duck  Key;  Little  Torch  Key  and 
Boca  Chica  Key  (A  Key  is  an  island).  The 
final  score  was  71  miles  travelled  in  25 
hours  25  minutes.  Well  done! 

From  two  projects  Senateview  has  raised 
£35,000  for  Sense  in  1987. 


Sandy  spends  the  odd  week  in  hospital. 
She  was  in  last  September  with  'arterial 
fibrillation'.  This  was  in  our  local  hospital 
'The  Duchess  of  Kent',  and  now  she's  on  a 
heart  drug,  which  brought  her  heart  back 
to  its  right  beats. 

Sandy  has  a  mayos  buggy,  she  can't 
cope  walking  too  far  and  next  week  I  get  a 
wheelchair.  Our  Sandy  is  only  a  thin  little 
girl  and  I  don't  think  the  'buggy'  is  good  for 
her  back  either.  She  suffers  with  incon- 
tinence caused  by  the  tablets  she  takes. 
We've  tried  to  reduce  them  -  but  it  only 
makes  her  ill  and  causes  water  retention 


and  fluid  on  her  lungs.  She  hates  wetting 
the  bed  and  cries,  but  I  try  to  explain  she's 
not  a  baby  because  she  wears  pads  at 
night. 

We  move  again  in  about  nine  months 
time  -  back  to  Germany.  It  will  be  our  last 
posting  as  Sandys  daddy  will  have  finished 
his  22  years  service  -  when  we  return  to 
the  UK  again. 

We're  all  looking  forward  to  going  - 
we've  got  a  1 5  year  old,  Katy,  who  will  sit 
her  GCSE's  out  there.  Sadly,  the  Army  give 
us  no  help  with  educating  ourspecial  child- 
ren in  Germany  -  but  Sandy  will  come  with 
us  -  we  would  never  think  of  leaving  her 
behind.  She's  been  to  Germany  with  us 
before  and  I  taught  her  myself. 

What  help  we  do  get  we  have  to  fight  for 
-  from  the  Army.  Well,  we  have  learned  to 
take  each  day  at  a  time  and  cross  each 
bridge  as  we  come  to  it. 

Sandy  brings  us  endless  joy.  She  brings 
sunshine  into  our  lives  every  day.  I  thank 
God  every  day  for  giving  us  such  a  wonder- 
ful gift.  Our  Special  Child. 

Victoria  E  Morse 
5  Willow  Avenue 
Catterick  Garrison 
North  Yorkshire 


Richard  Tulloch 

Richard  will  be  1 6  in  July.  As  a  direct  result 
of  his  approaching  birthday,  his  parents 
are  becoming  rather  expert  at  filling  in 
DHSS  forms! 

At  school,  Richard  continues  his  slow 
but  steady  progress.  His  hands  are  still  not 
clever  enough  to  do  buttons  or  any  but 
large  sign  language  (he  has  mild  cerebral 
palsy,  in  addition  to  his  sensory  disabilities), 
but  his  always  profuse  vocalisation  is  turn- 
ing more  and  more  to  recognisable  speech 
(well  done,  Pathways)  and  it  is  just  possible 
for  anyone  who  knows  him  well  enough  to 
carry  on  a  dialogue  with  him.  Richard 
has  just  "moved  up"  in  school  to  live  in  High 
Windows,  the  building  where  the  older 
deaf-blind  people  live.  He  is  rather  pleased 
about  this,  the  fact  that  it  means  that  he  is 
now  a  Big  Boy. 

At  Christmas  and  Easter,  Richard  tra- 
velled from  Birmingham  to  Aberdeen  by 
British  Airways.  Ostensibly  he  is  not  escort- 


ed, but  this  does  not  do  sufficient  credit  to 
British  Airways  staff.  At  Easter,  Mum  watched 
him  being  disembarked  at  Aberdeen  (it 
was  too  dark  at  Christmas)  and  was  most 
impressed  by  the  tenderness  with  which 
both  cabin  and  ground  staff  handled  him. 
Thank  you,  British  Airways. 

This  sort  of  situation  also  allows  you  to 
see  your  child  as  others  see  him.  After  all 
the  undamaged  passengers  had  trotted 
down  the  steps  and  strode  into  the  terminal, 
my  poor  little  boy  (and  he  did  look  little 
despite  his  rather  large  stature!)  was  helped 
to  grope  and  stagger  his  slow  way  down 
the  steps  and  across  the  tarmac.  It's  at 
times  like  these  that  I  realise  just  how 
crippled  he  is  -  it  never  occurs  to  me  when 
he  is  in  a  familiar  stuation  -  and  I  take  my 
hat  off  to  my  youngest  for  his  determination 
to  be  independent. 

Sheena  Tulloch 
Edzell 


Telephone  Help  Line 


A  telephone  help  line  for  families  with 
children  who  have  different  disabilities  or 
special  needs  has  been  set  up  by  the 
national  charity  called  Contact  a  Family. 

The  Charity  was  set  up  in  1974  and 
since  then  has  established  1 1  self-help 
projects  in  London,  the  South  and  West  of 
England.  The  main  aim  of  the  organisation 
is  to  link  up  families  whose  children  have 
any  disability,  physical  or  mental,  mild  or 
severe.  The  theme  of  the  organisation's 
work  is  'A  Problem  Shared  is  a  Problem 
Halved'. 

Contact  a  Family  also  helps  and  supports 
over  500  independent  self-help  groups 
and  contacts  across  the  country  and  through 
them  is  in  contact  with  17,000  families  of 
children  with  special  needs. 

In  May  1987  Contact  a  Family  set  up 
Contact  Line,  a  new  telephone  line  the  aim 
of  which  is  to  help  put  more  families  in 
touch  with  each  other  locally  to  self-help 
groups  or  other  organisations  or  nationwide 
linking  up  parents  whose  children  have 
similar  rare  disabilities.  Initially  launched 


regionally,  Contact  Line  will  become  nation- 
ally available  from  May  1 988. 

Contact  Line  has  been  set  up  with  the 
invaluable  help  and  support  of  over  20 
other  organisations,  including  the  Spastics 
Society,  ASBAH,  Sense,  Mencap  and  oth- 
ers. The  telephone  lines  are  manned  by 
fully  trained  volunteers,  many  of  whom  are 
parents  of  children  with  special  needs,  and 
are  backed  by  the  Contact  a  Family  staff. 
The  volunteers  use  comprehensive  direc- 
tories to  pass  on  information  to  callers. 

Contact  Line  is  available  for  any  caller- 
parent  or  professional  -  and  can  help  put 
families  in  touch  with  each  other  or  help 
professionals  find  local  and  national  self- 
help  groups  and  other  voluntary  organis- 
ations or  simply  offer  advice  and  information. 

Contact  Line  is  available  on  01-221 
221 1  between  10.30  and  2.30  on  week- 
days or  by  writing  to  Contact  a  Family,  16 
Strutton  Ground,  Victoria,  London  SW1  P 
2HP. 

For  further  information,  contact  Rebekah 
Selby,  P  R  Officer. 
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Appealing 
for  Sense 

Sense  in  the  City  88/89 

This  appeal  was  officially  launched  by  the 
Appeal  President,  Admiral  Sir  Raymond 
Lygo,  Chief  Executive  of  British  Aerospace 
pic,  at  a  dinner  at  the  Grocers'  Hall  in  the 
City  of  London.  The  aim  of  the  appeal  is  to: 
increase  awareness  of  Sense  in  city,  busi- 
ness and  commercial  institutions;  to  build 
up  contacts  for  Sense  in  the  business 
world;  and,  of  course,  to  raise  money. 

Radio  4  Appeal  by  Jan  Francis 

0850  hrs  on  a  Sunday  morning  is  hardly  the 
best  time  for  wit  and  repartee  from  Sense 
staff,  but  on  1 0th  April  we  all  tried  our  best. 
The  Appeal  went  out;  the  phones  started 
ringing;  the  money  began  to  pour  in.  To 
date  we  have  received  £18,696  here  and 
Sense  in  Scotland  have  a  further  £1 ,673. 
Many  thanks  indeed  to  all  who  helped  to 
make  it  a  success. 

Sand  bagged  into  giving? 

What  would  you  think  if  you  received  a  bag 
of  sand  in  an  envelope  through  the  post. 
Our  38,500  supporters  received  such  a 
letter  appealing  for  funds  for  our  Holiday 
Programme  and  they  responded  with  their 
hearts.  To  date  they  have  donated  over 
£1 12,000,  inclusive  of  new  Deed  of  Coven- 
ant income.  We  are  delighted  with  this 
response  and  are  to  continue  with  the 
agency  who  helped  us  with  the  production 
of  the  pack.  We  shall  be  writing  to  our 
supporters  five  times  this  year  on  a  variety 
of  aspects  of  Sense's  work,  the  latest 
being  the  Family  Advisory  Service.  We  also 
intend  to  continue  to  purchase  new  names 
and  addresses,  thereby  increasing  our 
numbers  of  supporters. 


for  Sense  in 


New  Mini-bus 
the  Midlands 

An  early  donation  to  the  Sense  in  the  City 
appeal  came  in  the  form  of  a  mini-bus 
presented  by  National  Westminster  Bank 
pic  for  Sense  in  the  Midlands.  The  vehicle 
is  in  excellent  condition  and  has  a  very  low 
mileage.  This  new  bus  was  donated  at  a 
very  opportune  time  as  the  old  Sense  in  the 
Midlands  mini-bus  had  "died"  just  a  few 
weeks  previously. 

Appeals  Department 
Personnel 

There  has  been  quite  a  growth  in  the 
Appeals  Department  in  the  last  two  months 
and  we  are  now  almost  at  full  strength.  We 
only  need  one  more  Secretary- any  offers? 

I  am  very  pleased  to  welcome  my  new 
colleagues  in  London  who  are:  Maggie 
Mooge  -  Appeals  Manager  (Special  Events); 
Toni  Rampling-Appeals  Secretary;  Robert 
Johnston  -  Appeals  Manager  (Industry  and 
Trusts);  Ian  Ward-Brown  -  'Sense  in  the 
City  Appeal  Manager. 

I  also  have  a  new  colleague  at  Edgbaston 
-  Lorna  Sheldon-who  is  Appeals  manager 
for  Sense  in  the  Midlands. 

Anyway,  I  will  let  them  introduce  them- 
selves . . . 
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Lorna  Sheldon 

I  am  21  plus  VAT!  I  have  spent  the  last 
seven  years  in  marketing  and  sales,  includ- 
ing three  months  on  a  full-time  management 
course  updating  skills  and  looking  at  new 
methods.  I  was  able  to  save  a  small  com- 
pany from  liquidation  and  feel  proud  that 
no  one  was  made  redundant. 

All  that  experience  is  being  put  to  good 
use  in  the  cause  of  Sense  in  the  Midlands, 
which  after  a  very  short  time  has  become  a 
way  of  life. 

I  live  with  my  two  sons,  a  dog  called 
Hoover  and  a  cat  called  Polish  in  a  little 
cottage  down  a  lane  that  pretends  its  in  the 
country. 


Maggie  Mooge 

Maggie  Mooge  'fresh'  from  the  British  Deaf 
Association's  Appeals  Department.  My 
responsibilities  at  the  BDA,  where  I  worked 
for  two  years,  involved  all  aspects  of  fund- 
raising,  including  applications  to  Trusts 
and  companies  and  organising  a  variety  of 
events. 

Before  this  the  National  Trust  had  the 
privilege  of  my 'toe-testing'  in  a)  working  for 
a  charity  and  b)  actually  working  again 
after  being  'a  lady  of  leisure'  at  home  with  a 
child.  Again  I  worked  in  the  Appeals  Depart- 
ment dealing  with  legacies,  covenants  and 
events. 

I  am  married  with  one  son,  Ben,  who  is 
nearly  fourteen.  Any  advice  on  teenagers 
eagerly  received! 


Antonella  Rampling 
My  name  is  Antonella,  (some  people  prefer 
to  call  me  Toni  as  Antonella  is  too  much  of  a 
mouthful!!)  and  I  am  19  years  old.  I  was 
temping  for  Sense  in  the  Appeals  Depart- 
ment for  almost  two  months  when  the 
Department  decided  that  they  couldn't  do 
without  me  and  persuaded  me  to  stay  on  as 
a  permanent  member  of  staff!!  My  title  is 
Appeals  Secretary.  Before  Sense  I  worked 
at  a  deluxe  hotel  in  London  as  a  Junior 
Secretary.  I  live  at  home  with  myfamilyand 
my  cat,  Starsky.  I'm  half  Italian  and  love 
cooking  Italian  food.  In  my  spare  time  I  like 
playing  tennis,  badminton  and  basketball. 


Robert  Johnston 

Before  joining  Sense  as  Appeals  Manager 
(Industry  and  Trusts),  I  worked  for  British 
Airways.  This  gave  me  a  chance  to  do  some 
travelling  and  to  pick  up  some  interesting 
foreign  diseases.  My  last  job  with  BAwasa 
Sales  Executive.  Basically  this  involved 
telling  Travel  Agents  and  Companies  that 
British  Airways  was  wonderful.  I  have  joined 
the  Charity  Sector  in  order  to  pursue  a 
more  meaningful  career! 

Before  working  forteritish  Airways,  I  did 
a  Business  Degree  at  Bristol  Polytechnic. 

My  interests  include  Philosophy  and 
Windsurfing,  although  when  I  try  both  at 
the  same  time  I  normally  end  up  in  the 
water.  However  I  am  able  to  take  this 
philosophically. 


Ian  Ward-Brown 

Ian  Ward-Brown  who  joined  Sense  to  look 
after  the  Sense  in  the  City  Appeal,  has 
moved  into  the  voluntary  sector  after  almost 
thirty  years  in  the  purely  commercial  envir- 
onment of  Sales  and  Marketing.  Immed- 
iately prior  to  joining  Sense  he  was  in  the 
Appeals  Department  of  Childline  as  a  volun- 
teer, gaining  experience  of  charity  fund- 
raising.  He  lives  in  South  West  London  and 
among  a  variety  of  leisure  interests  he  is 
Chairman  of  the  London  Appeals  Committee 
of  the  Royal  Armoured  Corps  Tank  Museum 
in  South  Dorset  -  the  only  one  of  its  kind 
and  size  in  the  world. 


SENSE  COURSES 


Sense-in-the-Midlands 

For  details  of  these  courses,  contact  the 
Education  Officer,  Sense-in-the-Midlands, 
4  Church  Road,  Edgbaston,  Birmingham 
B15  3TD.  (tel:  021-456  1564)  unless 
another  contact  is  given  below. 

■  Post  School  Provision  for 
Deaf-Blind  Young  People 

Sat  11  June  1988 

For:  Teachers,  care  staff,  parents. 

Fee:  £20  +  VAT.  Parents  £10  +  VAT. 


■  Using  a  computer  with 
deaf-blind  people 

Sat  18  June  1988  Edgbaston 

For  parents  and  professionals. 

Fee:  £20.00  +  VAT 

Contact:  Tony  Kirk  at  Sense-in-the-Midlands. 

■  Seminar- 'Meeting  the  needs 
of  deaf-blind  people  in  the  South- 
West' 

Thursday  30  June  1 988 

The  Royal  School  for  Deaf  Children  Exeter 
Aimed  particularly  at  staff  of  local,  health  and 
voluntary  organisations. 
For  details  contact:  Peter  Holman,  15a 
Powderham  Road,  Newton  Abbott,  Devon  TQ12 
1EV.  Telephone:  0626  69278 

■  The  Needs  of  Young  People 
with  Usher  Syndrome 

Saturday  2  July  1988 

Of  interest  to  psychologists,  F.E.  teachers, 

career  advisors  and  any  professional  involved 

when  young  people  with  Usher  Syndrome  are 

being  diagnosed,  making  career  decisions  and 

going  into  higher  education. 

Fee:  £20  +  VAT-  includes  lunch,  refreshments 

and  course  material. 

Confacf:  Mary  Guest  at  Sense  Head  Office. 

■  Causes  of  Deaf-Blindness, 
Characteristics  and  Implications 

Sat  12  Nov  1988 

For:  Teachers,  care  staff,  parents. 

Fee:  £20  +  VAT 


Bursary 

Study  award  in  the  needs  of  visually  impaired 
mentally  handicapped  people.  The  Bristol 
Royal  Society  for  the  Blind  is  offering  two 
bursaries  of  E500  to  nursing  staff  working 
in  the  field  of  visual  impairment  and  mental 
handicap.  The  bursaries  are  intended  to 
encourage  staff  to  study  in  greater  depth 
the  needs  of  this  group  of  people  both  in 
hospital  and  community  based  services. 
Each  bursary  will  provide  for:  payment  of 
fees  to  attend  specialised  courses,  purchase 
of  text  books  and  funding  of  project.  For 
further  information  contact:  John  Le  Cue, 
Support  Services  Coordinator,  c/o  Maytree 
Home  for  the  Blind,  East  Park,  Bristol,  BS5 
6YA.  (0272)512269. 


Talking  Sense  is  published  quarterly. 
Contributions  for  our  next  edition  should 
be  sent  to  Peter  Bennett  at  31 1  Gray's  Inn 
Road,  London  WC1X  8PT  by  22  July. 
Photographs  are  copied  and  returned. 


COURSES 


■  British  Deaf  Association 
Courses-  1988 
27  June  -  2  July 

Outdoor  Adventure  Course,  Garelochhead 
Centre,  Helensburgh,  Dumbartonshire.  Ages 
14-16.  Fee  £60  per  person. 

13-20  August 

Adventure  Holiday  for  Young  Children, 
Butterfields  Centre,  Wrexham,  Clwyd.  Age  5  - 
Fee  £80  per  person. 

Early  application  to  all  these  events  is 

recommended  to: 

The  Education  Officer,  The  British  Deaf 

Association,  38  Victoria  Place,  Carlisle  CA1 

1HU. 


■  Castle  Priory  College  Courses 

12-14  June  1988 

Halliwick  Swimming  Method  Introductory 
Course  -  practical  and  theoretical  sessions  to 
teach  people  with  disabilities  to  be  water 
happy,  and  eventually  to  swim. 
Tuition:  £53     Residence:  £49 
Non-residence:  £20 

11  -  13  July  1988 

An  Introduction  to  Signed  English  -  using  signs 
from  British  Sign  Language  with  finger 
spelling,  generated  signs  and  grammatical 
markers.  Emphasis  is  on  the  acquisition  of 
signs  for  function.  CACDP  Stage  1  certificate 
in  signing  is  desirable. 
Tuition:  £60    Residence:  £49 
Non-residence:  £20 

18-22  July  1988 

Blissymbolics  Communication  System  -  an 
introductory  course  relating  to  children  or 
adults  with  severe  communication  disorders. 
Tuition:  £130  (including  materials) 
Residence:  £98     Non-residence:  £40 
Contact:  CPC,  Thames  St.,  Wallingford,  Oxon 
OX  10  0HE.  Tel:  (0941)  37551. 


■  British  Association  of  Mental 
Handicap  -  Courses  1 988 

Visual  Handicap 

A  Workshop    Tutor:  Tony  Best 

AIMS:  To  introduce  key  skills  in  working  with 

people  with  a  visual  impairment  and  to  give 

some  details  of  planning  services  for  people 

with  a  mental  and  visual  handicap. 

Held  at  Bristol,  Friday  &  Saturday  22  &  23  July. 

Residential 

Challenging  Behaviour 

A  Symposium 

Held  at  the  University  of  Manchester.  Monday 

12-14  September  with  optional  pre- 

conference  workshops  on  10  &  1 1  September. 

Residential. 

Assessment  in  Mental  Handicap 

A  Conference 

Held  at  Portsmouth  on  Friday  30  September. 

Early  application  to  these  events  is  essential. 
Contact:  British  Institute  of  Mental  Handicap, 
Wolverhampton  Road,  Kidderminster, 
Worcestershire  DY10  3PP.  Tel:  0562  850251. 


■  Conference  on  Low  Vision 

2  July  1988  London 

With  seminars  on  Lighting,  Education,  Welfare 

Rights,  Low  Vision  Assessment  &  Training  and 

on  two  common  Eye  Conditions.  An  Exhibition 

of  aids  and  literature. 

Contact:  The  Partially  Sighted  Society,  Queen's 

Road,  Doncaster,  South  Yorks  DN21  2NX. 


■  RNIB  Education  Courses 
Summer  1988 

Developing  the  Child  with  Visual 
Limitations  and  Additional  Handicaps 

Wednesday  6  June  Moray  House  College, 
Edinburgh 

AIMS:  To  increase  understanding  of  the 
process  of  development  in  children  with 
special  needs  and  to  discuss  means  of 
communicating  with  them. 

Assessment  of  Functional  Vision: 
Developing  Visual  Efficiency 

Thursday  16  June  Beaumanor  Hall, 

Loughborough 

AIMS:  To  provide  a  basic  understanding  of  the 

structure  of  the  eye  and  the  implications  of 

visual  impairment  for  development  and 

learning. 

Helping  the  Visually  Limited  Child 
in  Mainstream  School 

Wednesday  29  June  University  of 

Southampton 

AIMS:  To  consider  some  of  the  problems 

confronting  children  with  varying  degrees  of 

vision  working  within  the  classroom  situation. 

Interaction  Through  Play 

Wednesday  20  July  Postgraduate  Centre, 
Walford  General  Hospital 
AIMS:  To  explore  the  importance  of  play  for 
children  of  all  ages.  Home-made  and 
manufactured  toys  will  be  on  display.  Parents 
as  well  as  professionals  may  find  this  course  of 
particular  interest. 

Further  details  and  application  forms  for  all 
these  courses  available  from:  Centre 
Administrator,  RNIB  Education  Courses 
Service,  Marlborough  House,  Holly  Walk, 
Leamington  Spa  CV32  4XP.  Telephone 
0926  452868. 

■  Course  on  Visual  Handicap 

23  June  1988  (repeated  24  June)  Disabled 
Living  Foundation 

This  course  aims  to  familiarise  professionals 
with  the  problems  and  needs  of  the  visually 
impaired  and  possible  solutions  in  terms  of 
equipment,  methods  and  training  facilities.  The 
day  will  include  discussion  of  visual  handicap 
and  magnifiers,  discussion  on  daily  living, 
household  activities  and  a  practical  session. 
Contact:  Pauline  Grey,  Disabled  Living 
Foundation,  380-384  Harrow  Road,  London  W9 
2HU.  Telephone:  01-289  6111. 


SYMPOSIUM 


■  International  Symposium  on 
Visually  Impaired  Infants  and 
Young  Children 

August  7-13,  1988  Edinburgh,  Scotland 
Open  to  parents  of  blind  and  visually  impaired 
children,  educators,  physicians,  nurses, 
psychologists,  rehabilitation  workers  and 
others  interested  in  the  early  education  and 
development  of  visually  impaired  children,  birth 
to  seven.  An  important  focus  of  the  Symposium 
will  be  techniques  and  services  for  blind  and 
visually  impaired  children,  including  the  multi- 
handicapped  child,  in  rural  areas  and 
developing  countries. 

Contact:  Eileen  Aitken,  Scottish  Symposium, 
c/o  Royal  Blind  School,  Craigmillar  Park, 
Edinburgh  EH  16  5NA,  Scotland. 

The  views  expressed  in  the  magazine  are 

not  necessarily  those  of  Sense  the 

National  Deaf-Blind  and  Rubella 

Association. 

Printed  by  Adept  Press  Limited.  273  Abbeydale  Road. 
Wembley.  Middlesex. 
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Steady  progress  in 
the  rubella 
immunisation  of 
Asian  women,  but 
we  can't  relax  yet. 
See  page  17. 


You  need  to  start  young  if  you 
want  to  change  attitudes.  A 
new  leaflet  about  deaf-blind 
people  written  for  school- 
children is  now  available  from 
Sense.  See  page  5. 


Paul  Hart  tells  of  the  benefits  that  can  come  from 
Staff  Exchanges  —  he  went  to  Denmark  to  learn.  Page  1 2. 
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)6  The  eyes  and  ears  of  deaf-blind  people. 


SENSE 

The  National  Deaf -Blind 
and  Rubella  Association 

311  Grays  Inn  Road.  London  WC1X  8PT 
Tel:  01-278  1005  Fax:  01-837  3267 

President Dr  G  B  Simon  MB  ChB  DPM  FRCPsych 

Chairman Jessica  Hills  MBE 

Vtce-Cnainnan Margaret  White 

Treasurer Emrys  Lloyd 

National  Director Rodney  Clark 

SENSE-IN-SCOTLAND 
168  Dumbarton  Road 

Glasgow  G11  6XE 
Tel:  041-334  9666  9675 

Scottish  Officer  Gill  Morbey 

Overbridge  Centre 

63  St  Andrews  Drive 

Pollockshields.  Glasgow  G41  5EY 

Tel:  041-423  6024 

Principal  Geoff  Aplin 

REGIONAL  CONTACTS 

SENSE  -  Avon  Parents  Resource: 

Kate  Sullivan.  41  Wigton  Crescent.  Southmead, 

Bristol  BS10  6DX 

SENSE  -  Colchester: 

Brendan  Giblin.  104  Bergholt  Road, 

Colchester.  Essex 

SENSE  -  Eastern: 

Elizabeth  Royle.  The  Lanterns.  Church  Lane, 

Playford.  Ipswich,  Suffolk  IP6  9DS 

Tel:  0473  622443 

SENSE  -  East  Midlands: 

Elizabeth  Holbrook,  Post  Office,  12-16  High 

Street.Moulton,  Spalding,  Lines  PE12  6QB 

Tel:  0406  370201 

SENSE-  London  North  East: 

Christine  Taylor,  26  Albion  Road, 

Walthamstow.London  E17  3HZ 

Tel:  01-520  1736 

SENSE  -  London  West: 

Josie  Connolly.  299  West  End  Road,  South  Ruislip, 

Middx  HA4  6QS  Tel:  01-841  2374 

SENSE  -  Midlands: 

Margaret  Beattie.  The  Cottage'  .  82  Hinckley  Road, 

Walsgrave,  Coventry  CV2  2EU. 

Tel:  0203  616962 

SENSE  -  Northern  Ireland: 

Muriel  Mathers.  5  Old  Quay  Court,  Holywood, 

Co.  Down.  BT18  0HT  Tel:  023-174-242 

SENSE  -  North  West: 

Margery  Harrison.  6  Tidal  Lane.  Padgate, 

Warrington.  Cheshire  WA1  3DT 

Tel:  0925  81 3520 

Scottish  Branch: 

Jerry  Morbey.  3  Kersland  Street,  Hillhead, 

Glasgow  G12.  Tel:  041-339  9381 

SENSE  -  South  Wales 

Hazel  Benjamin.  8  Forest  View.  Cimla,  Neath, 

West  Glamorgan  SA1 1  3RS  Tel:  0639  57115 

SENSE  -  South  West: 

Mary  Holman.  15a  Powderham  Road,  Newton  Abbott. 

Devon  TQ12  1EV  Tel:  0626  69278 

SENSE  -Yorkshire: 

Pat  Machm.  10  Mayfield  Avenue,  Bailiffe  Bridge. 

Brighouse.  W.  Yorks  HD6  4EF 

Tel:  0484  718226 

SENSE  CENTRES 


The  Family  Centre 
%  Ch—toid  Road 
■■  -.  ng 

London  W13  0HE 

Tel  01-991  0513 
Principal  Undy  Wyman 


Sense  East 

72  Church  Street 

Market  Deeping 

Peterborough  PE6  8AL 

Tel  0778  344921 

Principal  officer  David  Ford 


Sense-m-the-Midlands 

4  Church  Road  Edgbaston  Birmingham  B15  3TD 

Tel  021  4V.  21  452  1656 

Principal  John  Hatton 

Sheila  Houston  -  Peripatetic  Advisory  Teacher 

'odhern  Counties  School  lor  the  Deal. 

Q*  North  Road.  NewcasOe-upon  T/ne  NE2  3BB 

Tel  091-281  5060 

Castleton  House 

70  Casaeion  Road.  London  E1 7  4AR 

Tel  01-631  8092 

Officer  m  charge  Gtyrnt  Robinson 


Chairman's  Letter 


At  the  end  of  August  we  bid  farewell  to 
John  Blanchard  who  is  taking  up  a  year's 
post-graduate  course  at  Leicester 
University.  John  and  Jill  Blanchard  joined 
Sense  staff  nine  years  ago  when  we 
were  just  beginning  to  change  our  role  to 
being  a  service  provider.  At  last  we  were 
able  to  make  further  education  and 
training  available  specifically  for  our  deaf- 
blind  young  adults.  The  Manor  House 
was  to  be  the  first  such  Centre  in  the 
country. 

John  has  built  up  the  resources  avail- 
able to  the  students  over  the  years  and  has 
seen  the  first  students  through  the  excellent 
programmes  he  designed  for  them  till  they 
were  able  to  work  daily  in  the  workshops  he 
acquired  for  them  and  some  to  live  in  the 
local  community  —  almost  independently. 
John  has  brought  the  next  development,  a 
long-stay  hostel,  through  much  of  the  initial 
planning  stage. 

A  great  deal  has  also  been  achieved  by 
John  and  Jill  and  their  staff  in  making  the 
Manor  House  and  its  students  a  happily 
accepted  part  of  the  community  in  which 
they  live,  and  has  made  fruitful  links  with 
local  Colleges  and  clubs  as  well  as  the 
wider  national  and  international  deaf-blind 
community.  All  this  is  a  tremendous  achieve- 
ment in  a  few  years  —  for  which  we  owe 
much  gratitude  to  John.  We  thank  him  and 
wish  him  well  in  the  future. 

The  post  John  is  leaving  is  to  be  en- 
larged in  scope  to  cover  the  wider  needs  of 
East  Anglia  and  the  East  Midlands.  David 


Ford,  who  takes  up  this  post  in  September, 
will  be  the  Principal  Officer  of  Sense-East. 
While  maintaining  overall  responsibility  for 
the  Manor  House,  workshops  at  Werring- 
ton,  the  houses  and  the  new  hostel,  David 
will  develop  other  services  and  resources 
that  the  Region  requires.  David  qualified  as 
a  psychologist  and  social  worker  and  will  be 
leaving  the  post  of  District  Co-ordinator  — 
Mental  Handicap  in  Mid-Glamorgan  where 
he  has  had  responsibility  for  field  work, 
domiciliary,  residential  and  day  services. 
His  wife  Denise  is  an  Educational  Psycholo- 
gist and  a  teacher  of  visually  handicapped 
children  who  has  worked  with  children  with 
behaviour  and  communication  disorders  and 
sensory  impairments  including  deaf-blind- 
ness. Both  David  and  his  wife  have  experi- 
ence in  a  wide  range  of  sensory  and  other 
disabilities  so  bring  a  wealth  of  experience 
to  The  Manor  House  and  Sense  East.  We 
welcome  David  to  Sense  and  hope  he  and 
his  family  settle  happily  into  their  new  home 
and  we  wish  him  success  in  the  continued 
development  of  Sense's  work  in  the  East  of 
England. 


Jessica  Hills 

STOP  PRESS 

As  we  go  to  press,  we  are  pleased  to 
announce  the  appointment  of  Patricia  Abell, 
a  teacher  of  the  deaf  and  lecturer  in  Further 
Education,  as  Head  of  The  Manor  House. 
We  will  profile  Pat  in  the  next  edition  of 
Talking  Sense. 


Manor  House  on  a  B.O.L.D.  Marathon 


the  minibus  and 
drove  over  to  Spald- 
ing. On  arriving  it 
was  quite  a  sight 
with  over  100  tan- 
dems entering  from 
as  far  north  as  Scot- 
land and  as  far  south 
as  Torquay,  as  well 
asacoupleofteams 
from  the  continent. 
Some  teams 
were  obviously  tak- 
ing it  very  seriously, 
wanting  to  better 
their  times  from 
previous  years,  and 
others  were  just 
taking  part  to  enjoy 
the  occasion  of  a 
pleasurable  day  out.  My  intention  was  to  be 
one  of  the  latter  but  Lorraine  (my  stoker) 
had  different  ideas  and  peddled  hard,  only 
slowing  down  in  the  last  few  miles,  so  gain- 
ing a  reasonable  time  but  leaving  me  ex- 
hausted. Peter  and  Mitch  also  did  very  well 
coming  in  shortly  after. 

After  the  event  Chairman  Derek  Cooper 
presented  Peter  and  Lorraine  with  a  medal 
on  behalf  of  B.O.L.D.,  which  was  a  fitting 
end  to  a  memorable  day  out. 

Andrew  Berry 


Every  year  B.O.L.D.  (Blind  Outdoor  Leisure 
Development)  organise  a  tandem  mara- 
thon for  the  visually  impaired  around  the 
area  of  Spalding  in  Lincolnshire. 

The  Manor  House  first  came  to  hear  of 
the  marathon  through  the  local  Mobility 
Officer,  Alan  Wedgebury,  who  is  also  the 
Director  of  B.O.L.D.  So  we  entered  both  our 
tandem  trike  and  our  normal  tandem  with 
Peter  Morrell  and  Lorraine  Francis  at  the 
rear  (stokers)  and  Mitch  Bixley  and  myself 
at  the  front  (pilots) 

On  the  day  we  loaded  the  tandems  onto 
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Margaret  Brock  mbe 

Margaret  Brock,  who  together  with  Peggy 
Freeman,  founded  Sense,  then  the  Rubella 
Association  in  1 955,  received  the  MBE  from 
Her  Majesty  The  Queen  on  Wednesday  29 
July. 

The  investiture  was  followed  by  a  recep- 
tion at  the  House  of  Lords,  thanks  to  the 
kindnessof  The  Rt.  Hon.  Lord  Ennals,  where 
about  90  people  —  family  members,  former 
colleagues,  Sense  members  and  staff  — 
gathered  to  honour  Margaret. 

Shortly  after  the  Second  World  War, 
Margaret  Brock  and  her  husband  Bevis, 
until  his  recent  retirement  one  of  the  coun- 
try's leading  Consultant  Orthopaedic  Sur- 
geons, had  their  first  child,  Christopher, 
who  was  born  both  deaf  and  blind  as  a  result 
of  Congenital  Rubella.  Margaret  has  written 
the  story  of  her  son,  particularly  her  own 
struggle  in  coming  to  terms  with  his  handi- 
caps and  the  difficult,  unsupported  route 
she  had  to  take  in  learning  how  best  to  rear 
and  educate  him,  in  a  book  entitled  'Chris- 
topher :  A  Silent  Life'  which  has  become  a 
beacon  of  light  to  families  in  similar  circum- 
stances. 

In  1954  Margaret  was  introduced  by 
Wendy  Galbraith,  the  audiologist  at  The 
Royal  National  Throat,  Nose  and  Ear  Hos- 
pital to  Peggy  Freeman,  a  parent  with  a 
similarly  handicapped  daughter.  Both 
Wendy  and  Peggy,  together  with  other 
parents  and  professionals  from  those  early 
years  were  present  at  the  reception.  Realis- 
ing the  value  of  mutual  support  and  shared 
information  they  founded  our  Association. 

In  spite  of  demands  of  their  own  growing 
families,  Peggy  and  Margaret  travelled  the 
country  meeting  families,  offering  advice, 
putting  them  in  touch  with  schools  and  other 
services,  giving  encouragement  and  creat- 
ing a  knot  of  friends  who  have  remained 
close  because  of  the  value  of  that  early 
work.  As  Margaret  wrote  in  Sense's  leaflet, 
The  Early  Days', '  Maybe  we  shall  see  the 
end  of  rubella,  but  never,  I  hope,  the  end  of 
the  deep  and  abiding  friendships  that  we 
have  found  within  the  Rubella  Group'.  The 
two  became  twelve  and  before  very  long, 
one  hundred  and  fifty. 

These  two  remarkable  women  served  in 
different  ways.  Peggy  became  organising 


Margaret  at  a  reception  at  the  House  of  Lords  to  celebrate  her  MBE 


secretary,  setting  up  the  management  of 
the  Association  and  its  Newsletter,  instigat- 
ing the  creation  of  deaf-blind  school  units 
and  working  to  raise  awareness  of  the  needs 
of  deaf-blind  children  in  professional  circles. 
For  her  work,  she  was  awarded  the  MBE  in 
1970. 

Margaret  became  the  beating  heart  of 
our  organisation,  its  sustainer  and  rock- 
solid  core.  She  travelled  thousands  of  miles, 
giving  talks  and  supporting  fellow  parents  in 
their  applications  for  services.  Whenever 
members  or  staff  of  the  Association  have 
had  crises  in  their  family  or  professional 
lives,  it  is  to  Margaret  they  have  so  often 
gone  for  help,  advice  and  encouragement 
— and  probably  mostly  for  the  warmth  which 
surrounds  any  personal  contact  with  her. 

Perhaps  one  of  Margaret's  greatest 
contributions  has  been  her  exceptional 
ability  to  express  so  powerfully  and  mov- 


ingly the  feelings  and  cries  from  the  heart  of 
the  parents  of  deaf-blind  children,  the  sor- 
rows, yes,  but  also  the  joys,  enabling  pro- 
fessionals to  have  a  deeper  understanding 
of  how  they  can  give  support  and  enabling 
parents  to  unravel  and  admit  to  their  very 
complex  feelings  about  their  handicapped 
children  and  begin  to  believe  in  their  own 
powers  to  help  them.  Margaret's  faith  in  a 
future fordeaf-blind  children  has  inspired  all 
who  meet  her. 

Bevis  and  Margaret  Brock  were  struck 
with  tragedy  during  the  1970s  when  their 
only  other  child,  their  daughter  Elizabeth, 
contracted  Multiple  Sclerosis.  It  is  indicative 
of  the  strength  and  size  of  Margaret's  char- 
acter and  personality  that  she  has  weath- 
ered this  event  and  has  continued  to  pro- 
vide the  help  and  support  to  families  that 
they  have  long  come  to  expect  from  her. 


Welcome  David  Ford 

David  will  be  joining  us  shortly  as  Principal  Officer  Sense  East.  He 
has  sent  this  introduction  .  . 

'I  come  to  Sense  East  from  a  background  in  Psychology.  I 
obtained  my  degree  at  the  University  of  Hull,  where  I  met  my  wife 
Denise,  who  is  an  Educational  Psychologist.  After  College  I 
entered  social  work  with  Mid-Glamorgan  County  Council.  For  the 
last  five  years  I  have  worked  in  social  services  management, 
being  responsible  for  developing  services  to  people  with  a  mental 
handicap,  and  their  families.  During  this  time  I  took  a  Master's 
Degree  at  UC  Cardiff. 

I  have  been  aware  of  Sense's  work  for  some  years  and  I  am 
eager  to  make  my  contribution  to  services  for  sensory  impaired 
people.  I  believe  that  we  must  always  ensure  that  everyone  with 
a  disability  is  equally  valued  and  receives  the  very  best  service 
that  we  can  provide.' 

In  his  spare  time  David  enjoys  cycling,  including  holiday  riding 
in  France,  and  photography.  (Since  his  wife  produced  a  sitter, 
Hayley,  eighteen  months  ago  his  portraits  have  become  rather 
monotonous!) 

You  will  have  an  opportunity  to  meet  David  at  the  Weekend 
Away. 
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Talking 
Point 


i 


Talking  Point  is  becoming  a  regular  item  in  Talking  Sense.  It  provides  the  opportunity  for  you  to  raise  a 
question,  put  forward  a  'way-out'  idea  or  try  an  original  thought  on  the  rest  of  us  and  see  what  we 
think.  We  welcome  your  stimulating  contribution  —  to  get  us  talking.  And  we  welcome  responses  to 
any  ideas  put  forward. 

We  will  accept  anonymous  contributions,  if  you  are  embarrassed  by  the  wildness  of  your  ideas,  so  long 
as  they  are  challenging.  But  Joan  Shields  has  never  sought  anonymity,  and  here  she  explores  the  age-old 
question:  where  should  my  child  live  after  I'm  gone? 


Somewhere  for  Life 


• 


^^  What  do  parents  really  want  for  their 

W  m  dd  e-acec  sons  and  daughters. 
who  are  going  to  be  dependent  because  of 
their  disabilities,  when  they  have  not  family 
left  fit  enought  to  care  for  them? 

In  praise  of  institutions 

Is  it  to  be  in  the  large  institution,  with  exten- 
sive grounds,  well  away  from  the  turmoil  of 
town  life?  (A  well  run  institution  can  afford  to 
provide  transport  to  towns  and  other  places 
when  it  is  needed.)  It  is  able  to  provide  its 
own  recreational  facilities  such  as  swim- 
ming and  hydrotherapy  pools,  halls  for  dis- 
cos or  whatever  the  popular  dances  of  the 
time  may  be. 

The  large  institution  can  afford  to  employ 
relief  staff  for  holidays,  sick-leave  and  fur- 
ther training.  Such  institutions  do  not  have 
to  be  in  one  building,  nor  do  they  have  to 
house  people  in  English  dormitories. 
(American  dormitories  are  more  like  the 
villas  in  some  long  stay  hospitals  and  in- 
clude recreation  and  dining  rooms.)  There 
is  no  reason  why  residents  should  not  have 
single  rooms  even  in  large  institutions.  But 
is  it  always  desirable?  Is  supervision  more 
difficult  when  each  resident  is  in  his  or  her 
own  room.  Is  privacy  very  importantto  those 
who  may  have  little  communication?  Is  it 
safer  for  them  to  be  seen  to  need  help,  and 
do  they  feel  more  secure  when  other  people 
are  around? 

A  well-run  institution  would  be  well  super- 
vised. Fire  drills  would  be  organised  regu- 
larly. There  would  be  less  opportunity  for 
malpractice.  More  staff  implies  a  more  fre- 
quent updating  of  ideas  and  discussion 
about  improvements.  Staff  changes  are 
more  staggered.  There  is  no  reason  why 
such  a  place  has  to  be  staffed  by  nurses, 
although  a  properly  equipped  sick-bay  or 
sanatorium  can  be  staffed  appropriately, 
thus  eliminating  trips  to  hospital  and  long 
waits  for  attention  for  all  but  serious  cases. 
Because  the  staff  are  well  supported  they 
can  be  more  supportive  in  their  turn. 

Or  what  about  Group  Homes' 

"No'  you  may  shout,  'there  is  no  such  thing 
as  a  well-run  institution.'  Don't  forget  that 
we  also  hear  of  malpractice  in  people's  own 
homes1  The  other  possibility  seems  to  be 
somewhere  between  the  two  -  the  "Group 
Home'.  How  many  people  make  a  group? 
Ask  a  Group  Captain  in  the  RAF  or  a  class 
teacher  or  a  Hospital  Manager.  Do  parents 
envisage  Homes  for  three  or  four  residents 
or  for  twenty-four?  Perhaps  twelve  or  thirty- 
I  /  //ould  be  about  right.  Is  Core  and  Clus- 
ter' the  answer?  Or  is  this  another  cloak  for 
the  institution9  How  does  one  arrive  at  the 
ideal  number?  Is  it  the  more  able  the  fewer, 
the  least  able  the  greater  number  together? 
Should  the  more  able  and  less  able  (and 
the  able  for  that  matter)  be  all  mixed  up9  Do 
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wheelchairs  inhibit  blind  people  from  mov- 
ing freely?  Do  noisy  deaf  people  frighten 
them?  Do  the  more  able  bully  the  less  able, 
however  subtly?  Do  those  a  little  more  able, 
but  not  able  enough  to  resist,  fall  to  the  level 
of  the  least  able  in  an  effort  to  get  more 
attention,  like  being  fed;  or  do  the  least  able 
strive  to  be  more  independent  because 
they  are  aware  of  the  success  of  the  more 
able?  Who  gets  the  most  attention?  Do  the 
staff  always  prefer  to  work  with  the  most 
responsive  residents? 

There  must  be  many  people  who  can 
answer  the  questions  about  ideal  numbers 
both  from  a  practical  and  an  economical 
point  of  view.  Parents  should  be  able  to  say 
what  their  feelings  are  about  the  care  they 
want  for  their  sons  and  daughters,  and  what 
would  make  them  happy.  Is  it  that  they 
could  always  have  a  choice  of  the  food  they 
liked,  or  at  least  a  reasonable  choice,  or 
doesn't  that  matter?  Perhaps  it  is  that  they 
should  always  have  their  own  personal 
clothing.  Is  it  that  they  should  never  be 
taken  out  in  case  an  accident  befall  them? 
Or  that  they  never  be  allowed  to  use  even 
simple  tools  in  case  they  injure  themselves? 
Don't  you  remember  the  first  day  the  Infant 
Class  used  scissors  and  little  Mary  restyled 
her  hair? 

I  know  it's  not  the  Ritz 

How  about  the  more  able  who  will  always 
need  more  support  than  the  competent 
ones  like  us.  What  would  be  best  for  them? 
Has  anyone  thought  about  hotels?  Yes,  Dr 
Simon  sent  some  of  his  more  able  patients 
out  of  hospital  to  live  in  one,  or  was  it  more. 
But  what  about  a  purpose  built  hotel,  staffed 
by  trained  Care  Staff  and  some  residents 
who  did  the  jobs  in  the  hotel  for  which  they 
were  trained  and  capable  despite  their  dis- 
abilities? Working  under  direction,  and  of- 
ten using  their  initiative  many  could  be 
responsible  for  a  number  of  hotel  duties, 
including  helping  less  able  residents  who 
lived  there  or  came  for  holidays  or  short 
stays.  After  all  there  are  many  who  can 
dress  and  feed  themselves  and  amuse 
themselves,  but  not  clean  their  rooms,  make 


their  beds  or  cook  their  meals. 

Such  a  hotel,  or  chain  of  hotels  could 
have  facilities  like  swimming  pools  and 
dance  halls,  and  arrange  for  regular  trips 
and  entertainment.  Some  people  might  be 
resident,  but  go  out  to  work,  or  to  some 
Adult  Training  Centre  or  Day  Care.  Elderly 
relatives  might  be  welcome  residents  when 
they  could  care  for  themselves  but  not  their 
sons  or  daughters. 

The  decor  could  be  designed  to  help  the 
visually  handicapped;  the  sound  insulation 
might  be  planned  with  hearing-aid  users  in 
mind;  the  doors  and  passages  wide  enough 
for  wheelchairs,  and  adequate  ramps  or 
slopes  and  lifts  available  for  the  physically 
handicapped.  The  passages  might  have 
some  hand  rails  and  the  floor  have  textured 
variations  to  help  mobility.  Some  hotels 
have  penthouse  flats  where  people  live  and 
get  their  own  snacks,  or  order  them,  or  go 
down  to  dining  room  meals.  Many  have 
arrangements  for  making  hot  drinks  in  rooms 
with  their  own  bathroom  or  shower.  Hotels 
give  a  choice  of  independence  to  a  point,  or 
an  active  social  life.  Apart  from  expense, 
what  are  the  snags? 

Or... 

Hostels  are  a  cheaper  option,  with  implied 
supervision.  Could  hostels  be  the  answer? 
There  are  residences  with  mixed  accom- 
modation. Flats,  where  people  are  able  to 
use  publicdining  rooms:  rooms  for  individu- 
als where  the  care  is  like  that  of  a  residential 
home  and  some  small  wards  where  nursing 
staff  care  for  people  needing  more  regular 
health  supervision. 

What  do  you  think?  What  do  you  know 
works,  or  doesn't  work,  and  why?  Let  the 
Editor  know.  What  do  you  want  for  that 
bald-headed  or  bearded  son  of  yours,  or 
your  grey  haired  daughter?  Support  the 
Post  Office!  Write  that  letter!  Get  your  wor- 
ries off  your  chest!  Strange  spot  to  keep 
worries,  but  no  matter.  Don't  try  to  answer 
every  point,  just  any  that  you  know  about,  or 
have  feelings  about.  Give  your  alternatives 
to  Abortion  and  Euthanasia.  AA 

Joan  Shields 


RNIB  in  Peterborough 

On  18  July  RNIB  opened  the  first  phase  of  a  £6m  development  to  improve  services. 
A  new,  purpose  designed  Production  and  Distribution  Centre  is  being  built  in 
Peterborough.  Eventually  it  will  house  all  RNIB's  braille  transcription  and  printing, 
Moon  production,  cassette  library  and  equipment  and  games  distribution. 

What  should  a  customer  do? 

If  you  want  to  order  something  from  their  Equipment  ana  games  catalogue,  from  1 8 
July  you  should  contact: 

RNIB  Production  and  Distribution  Centre 

Bakewell  Road.Orton  Southgate, Peterborough, Cambridgeshire  PE2  OXU 

Telephone:  (0733)  370777 
An  answering  service  will  take  care  of  your  enquiry  outside  office  hours. 
Fax:  0733  370778  and  telex:  32446  RNIB. 


Is  Residential  a  Four  Letter  Word? 


often  seems  that  for  a  variety  of  reasons 
arents  of  handicapped  children  are  being 
ild  it  is.  For  a  variety  of  dubious  reasons, 
arents  are  being  pressured  to  forgo  the 
dvantages  offered  by  a  good  residential 
;hool  programme  in  favour  of  something 
ailed  'integration'. 

Local  school  authorities,  through  their 
Decial  education  staff,  have  accumulated 
broad  body  of  expertise  and  experience 
Dncerning  many  handicapping  conditions, 
he  community  also  provides  many  re- 
Durces  for  the  family  and  the  teacher  to 
raw  upon  as  new  problems  arise.  This 
Dmbination  has  provided  the  basis  for  real 
nd  viable  alternatives  to  residential  school 
lacement  for  many  children  but  it  has  not 
liminated  the  need  for  special  classes  or 
:hools  within  the  local  school  system  nor 
as  it  eliminated  the  need  for  a  residential 
:hool  alternative. 

Because  congenital  and  early  adventi- 
dus  deaf-blindness  is  such  a  low  incidence 
andicap,  local  education  authorities  do  not 
ave  the  opportunity  to  develop  an  equiva- 
mt  understanding  of  the  handicap.  For 
istance,  there  are  fewer  congenital  and 
arly  adventitious  deaf-blind  children  iden- 
fied  in  the  Province  of  Ontario  than  there 
re  education  authorities  and  this  would  be 
ue  for  all  provinces  in  Canada.  The  local 
Dmmunity  does  not  have  the  support  groups 
lat  are  available  to  the  families  of  children 
ith  other  handicaps.  Local  and  regional 
Dcial  service  agencies  often  do  not  recog- 
ize  the  handicap  as  being  different  from 
eafness  or  blindness  and  often  ask  the 
uestion  'Is  she  more  deaf  or  blind?'  The 
jsult  of  this  lack  of  understanding  at  both 
le  educational  and  community  service  level 
i  that  the  parent  often  feels  abandoned  and 
lone,  the  only  advocate  for  his  or  her  child. 

he  Day  School 

he  local  school  is  a  viable  option  when: 
)  a  good  support  system  is  established 
nd  maintained. 

lowever  it  is  often  difficult  to  attract  and 

dtain  specialists,  teachers  or  social  work- 

rs  trained  in  deaf-blindness  and  such 

ositions  are  often  underfilled  with  people 

'ho  have  a  limited  background  and  experi- 

nce. 

)  the  child  is  placed  in  regular  class. 

'he  child  should  not  be  placed  in  a  class 

'esigned  to  meet  the  needs  of  some  other 

andicap.  The  two  most  frequent  reasons 

iven  for  such  placement  are:  there  is  alow 

tudent-teacher  ratio;  the  teacher  has  taught 

ome  other  handicap  and  that  should  make 

im  or  her  able  to  teach  the  deaf-blind.  The 

jet  that  there  is  alow  number  of  students  in 

le  class  is  that  the  number  represents  the 

naximum  number  that  a  teacher  trained  to 

<eal  with  children  who  have  that  handicap 

an  reasonably  handle.  The  implication  is 

"tat  the  teacher  will  be  able  to  handle  this 

jad  and  another  child  with  a  completely 

lifferent  handicap  as  well. 

)  the  regular  class  is  in  the  same  school 

hat  other  children  living  in  the  neigh- 

iourhood  attend. 

I)    there  is  a  one-to-one  intervenor  to 

upport  the  child. 

)  the  child  receives  a  completely  indi- 

idualised  programme. 

'he  deaf-blind  child  should  not  be  plugged 


Across  the  world  there  is  debate  about 
whether  a  deaf-blind  child  should  be 

'integrated'  into  local  schools,  or 

whether  they  should  attend  separate 

schools,  perhaps  involving  residential 

provision.  The  debate  is  particularly 

fierce  in  Canada,  where  there  is  a  great 

range  of  provision.  Some  children 

attend  the  deaf-blind  unit  in  W.  Ross 

McDonald  School  or  other  schools; 

others  attend  local  schools  with  the 

one-to-one  assistance  of  "interveners'. 

Our  sister  organisation  in  Canada,  The 

Canadian  Deaf-Blind  and  Rubella 

Association,  has  been  discussing 

these  issues  in  their  journal 

Intervention.  Here  John  Mclnnes,  the 

Chairman  of  the  International 
Association  for  the  Education  of  the 

Deaf-Blind  and  Consultant  to  the 
CDBRA,  puts  in  his  'two-pence-worth'. 


into  some  programme  designed  to  meet  the 
needs  of  another  handicap  or  the  general 
population.  The  programme  must  recog- 
nise and  compensate  for  vision  and  a  hear- 
ing loss,  special  provisions  must  be  made  to 
facilitate  communication,  promote  cogni- 
tive development  and  concept  formation 
through  a  broad  range  of  first  hand  experi- 
ences, compensate  for  reduced  ability  to 
benefit  from  trial  and  error  or  secondary  and 
tertiary  learning  and  to  promote  transfer  of 
learned  skills.  Just  because  a  deaf-blind 
child  attends  a  local  school  and  survives 
does  not  indicate  he  or  she  is  receiving  an 
adequate  programme. 

Parents  are  sometimes  pressured  into 
choosing  the  local  school  system.  The 
educational  climate  in  Canada  has  been 
greatly  influenced  by  some  of  the  extreme 
interpretations  of  'least  restrictive  environ- 
ment' that  have  blown  north  from  the  US.  In 
some  cases  'least  restrictive  environment' 
has  become  'integration  at  any  cost'  and  if 
it  does  not  happen  to  be  in  the  best  interests 
of  your  child  then  you  still  must  integrate 
your  child  into  the  local  school  system  for 
the  greater  good.  Such  thinking  totally  ig- 
nores the  very  factors  that  make  the  local 
school  option  work  for  children  with  other 
handicaps  —  educational  expertise  and  a 
community  support  base. 

Departments  of  Education  and  Social 
Services  have  become  caught  up  in  the 


movement  as  have  some  administrators  of 
Residential  Schools.  Few,  if  any  of  their 
spokespersons  can  give  a  satisfactory  defi- 
nition of  what  is  meant  by  integration  and 
then  explain  how  it  applies  to  the  deaf-blind. 
When  further  questioned  about  the  advan- 
tages of  this  ill-defined  concept,  they  floun- 
der and  stumble  when  the  catch  words  and 
smooth  phrases  such  as  socialisation,  nor- 
malisation, developmentally  appropriate 
placement  and  the  rest  fail  to  stand  up  to 
scrutiny  when  applied  to  thedeaf-blind  child. 

The  Residential  School,  for  and 
against 

What  are  the  advantages  and  disadvan- 
tages of  the  Residential  School  as  an  edu- 
cational alternative  for  the  congenital  and 
early  adventitious  deaf-blind  child? 

A  good  residential  programme  provides 
many  advantages  but  it  does  not  take  the 
place  of  the  deaf-blind  child's  family.  In 
most  residential  programmes  the  child  at- 
tends school  for  five  days  a  week  and  is 
home  on  weekends,  for  the  summer  months, 
Christmas  and  mid-year  vacations  and  for 
all  holidays.  The  typical  deaf-blind  child  in  a 
residential  programme  is  in  the  school  set- 
ting approximately  half  of  the  days  each 
year. 

A  residential  programme  has  staff  spe- 
cifically trained  to  design  individual  pro- 
grammes designed  to  meet  the  needs  of  the 
deaf-blind  child  and  their  families.  The  pro- 
gramme is  structured  to  compensate  for  the 
reduced  ability  to  learn  through  secondary 
and  tertiary  experience.  A  reactive  environ- 
ment is  created  in  which  those  programmes 
are  implemented.  Communication,  the  use 
of  residual  vision  and  hearing,  sensory  inte- 
gration, problem  solving,  decision  making 
and  concept  formation  is  stressed  through- 
out the  child's  waking  hours.  Education  and 
development  is  not  confined  to  the  class- 
room but  is  carefully  fostered  at  all  times. 
When  such  specially  trained  staff  work  with 
the  children  over  a  period  of  time  they  are 
able  to  effectively  assist  the  child  in  devel- 
oping his  or  her  unique  learning  style. 

Such  staff  are  also  in  a  position  to  offer 
ongoing  support  to  the  parents  and  family  in 
the  form  of  consultation,  suggestions  for 
home  based  activities  and  to  assist  in  the 
training  of  intervenors  and  family  members. 
Visits  to  the  programme  give  the  parents 
the  opportunity  to  see  other  deaf-blind  chil- 
dren and  to  meet  the  other  parents.  The 
feeling  of  isolation  and  the  problem  of  deal- 
ing continually  with  educators  and  others 
who  do  not  understand  the  needs  of  their 
child  are  eliminated.  The  parent  has  the 
support  when  medical  problems  arise  or 
when  making  a  request  for  intervention  for 
those  periods  when  the  child  is  at  home. 

A  residential  school  placement  provides 
an  optimum  educational  programme,  sup- 
port for  the  family  and  an  opportunity  for  the 
child  to  be  a  participating  member  of  the 
family.  When  thedeaf-blind  child  is  home  all 
the  time  he  or  she  can  become  a  drain  on 
the  whole  family  and  the  joy  in  his  or  her 
accomplishments  can  become  hidden  by 
fatigue  and  the  constant  need  to  provide 
stimulation  and  support  if  the  development 
of    inappropriate    behaviours   are   to   be 

avoided.  . 

continued  on  page  6 
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The  residential  school  is  not  the  only 
answer  to  providing  an  education  for  your 
deaf-blind  child  but  it  is  an  answer  that 
should  be  investigated.  In  the  writer's  opin- 
ion, every  deaf-blind  child  should  have  the 
opportunity  to  attend  such  a  programme 
some  time  in  his  or  her  educational  years. 

Not  all  residential  programmes  are  alike. 
Investigate  and  find  out  if  the  programme 
offered  is  the  one  your  child  needs.  Pro- 
grammes situated  in  schools  established  to 
meet  the  needs  of  other  handicaps  may  not 
be  suitable  for  your  child.  Ask  if  the  staff  has 
special  training  in  the  area  of  deaf-blind- 
ness. What  are  the  staff  to  student  ratios? 
How  much  support  will  you  get  as  a  family? 
Is  training  in  communication  offered  for  you 
and  your  child's  intervenors?  Will  you  be 
consulted  about  the  content  of  the  child's 
programme  and  will  the  programme  take 
into  account  the  special  activities  that  you 
as  a  family  like  to  pursue?  A  good  residen- 
tial programme  will  answer  all  your  ques- 
tions openly  and  honestly  and  will  provide 
you  with  all  the  information  necessary  to 
make  a  decision. 

The  final  decision  should  be  the  family's 
and  not  the  professional's.  The  basic  ques- 
tion is  "What  is  best  for  my  child  at  this 
particular  time?'  As  a  parent  you  should 
take  time  to  visit  residential  programmes 
from  time  to  time  throughout  your  child's 
school  years  and  discuss  the  advantages 
and  disadvantages  with  the  staff  and  with 
parents  who  have  chosen  this  option.  There 
are  few  local  educators  or  other  profession- 
als who  have  the  background  necessary  to 
offer  you  advice  and  it  is  highly  unlikely  that 
the  residential  programme  will  attempt  to 
influence  you  one  way  or  another  as  most 
programmes  have  waiting  lists  for  admit- 
tance. 

From  Intervention.  The  Newsletter  of  the  Canadian 
Deaf-Blind  &  Rubella  Association,  Spring  1988. 


Glaucoma 

Chronic  simple  glau- 
coma, the  commonest 
glaucoma  affecting 
approximately  250,000 
people  in  the  UK,  slowly 
and  painlessly  destroys 
peripheral  or  'all  round' 
sight  and  only  gradually 
encroaches  on  central 
vision  so  that  at  first  it  is 
not  noticed.  It  mainly 
affects  the  middle  aged  and  elderly,  in- 
creasingly so  with  age.  Sufferers  can  adapt 
to  slow  loss  of  sight  until  the  disease  is  well 
advanced  and  much  vision  lost.  However,  if 
detected  early  the  disease  can  be  treated 
and  loss  of  vision  controlled  in  most  cases. 
Because  of  the  lack  of  symptoms,  it  is 
usually  picked  up  at  a  routine  eye  examina- 
tion for  spectacles  when  the  patient  is 
unaware  that  there  is  a  problem.  Conse- 
quently to  many  sufferers  it  comes  as  a 
complete  shock  and  they  are  in  urgent  need 
of  information  and  reassurance.  This  asso- 
ciation sends  out  some  20,000  booklets 
each  year  to  such  people  but  many  more  do 
not  know  where  to  seek  help. 

For  further  information  and  free  booklet, 
send  7"  x  9"  s.a.e.  to  The  International 
Glaucoma  Association,  c/o  King's  College 
Hospital,  Denmark  Hill,  London  SE5  9RS. 


The  Dutch  Course 


The  month  of  June  may  be  associated  in 
your  mind  with  the  glorious  weather.  Not  so 
for  us:  we  spent  the  month  in  Holland  at  the 
Institut  voor  Doven  (I VD)  following  an  Inter- 
national Course  on  Assessment  and  Edu- 


Some  parents  are  unable  to  identify  with 
their  child's  emotional  needs  —  they  will  be 
disappointed  in  later  life  when  their  child 
does  not  trust  them  and  has  a  fear  of  failure. 
Other  parents  are  over-protective  and  too 
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cational  Planning  for  Multi-Sensory  Impaired 
(Deaf-Blind)  Children.  Participants  had  trav- 
elled across  the  world  to  join  the  course  and 
it  provided  a  wonderful  opportunity  to  share 
ideas  with  educators  from  Australia,  Ghana, 
America  and  Europe. 

It  was  good  to  find  that  our  problems  in 
educating  the  deaf-blind  are  not  unique.  We 
soon  realised  that  in  all  corners  of  the  world 
the  tiniest  achievements  made  by  a  pro- 
foundly handicapped  child  are  cause  for 
celebration. 

The  course  combined  theoretical  and 
practical  aspects  of  the  work  conducted  at 
'Rafael',  the  centre  for  the  deaf-blind  at  the 
IVD.  First  the  theoretical  models  of  sensory 
deprivation,  attachment,  dyspraxia,  com- 
munication and  neurology  were  presented. 
Applying  these  models  to  everyday  class- 
room practice  was  then  illustrated  very 
clearly  by  their  teachers.  We  really  did  see 
some  superb  teaching. 

Attachment  between  Parent 
and  Child 

One  of  the  most  interesting  theoretical 
models  was  that  of  attachment;  the  direct 
effects  of  parents'  interaction  with  their  child 
were  so  clearly  illustrated. 

As  we  establish  a  relationship  with  a 
person  we  like  —  we  look  for  the  smile  and 
listen  for  the  friendly  overtones.  A  deaf- 
blind  baby  does  not  hear  his  mother's  voice 
nor  see  her  smile;  he  is  not  aware  that  he 
should  be  responding.  Consequently  the 
mother  may  stop  talking  and  smiling  at  her 
baby  —  she  feels  disappointed  that  she  has 
had  so  little  response  from  him.  It  comes  as 
no  surprise  that  they  will  have  difficulties  in 
establishing  a  secure  relationship  with  each 
other. 

Parents  need  to  learn  the  body  and 
sound  signals  that  their  child  does  make 
and  to  respond  to  them.  In  this  way  the  child 
will  come  to  anticipate  that  another  person 
is  there,  ready  to  help.  It  is  through  re- 
sponses to  his  behaviour  that  the  child 
learns  to  have  some  control  over  his  envi- 
ronment —  an  early  step  in  developing 
autonomy. 


dominant  with  their  offspring.  These  chil- 
dren will  withdraw  into  themselves,  exhibit- 
ing a  defence  mechanism  which  protects 
them  from  parents  who  invade  their  space. 
Obviously  these  are  highly  over-simpli- 
fied examples  —  however,  they  bear  much 
truth. 

Problems  Rubella  children  may 
have 

It  may  help  to  consider  briefly  some  of  the 
factors  which  will  delay  or  prevent  secure 
attachment  in  Rubella  children: 

•  sensory  deprivation;  the  visual  and 
auditory  handicaps  will  mean  that  the  child 
has  a  chaotic  view  of  the  world, 

•  much  time  may  be  spent  in  hospital, 

•  the  children  may  develop  stereotypic 
behaviour  as  a  means  of  stimulating  them- 
selves in  an  otherwise  meaningless  envi- 
ronment, 

•  possible  brain  damage, 

•  parents  need  time  to  understand  and 
adjust  to  their  child's  difficulties, 

•  the  children  have  fewer  possibilities. 
When  working  with  these  children  we  must 
overcome  their  difficulties.  We  need  to  adopt 
a  child-centred  approach  where  we  respond 
to  the  child's  behaviours  and  so  develop 
'turn-taking'  and  then  evoke  signals  from 
the  child.  We  are  looking  for  evidence  that 
the  child  anticipates  what  will  happen  next. 
The  child  is  beginning  to  learn  to  communi- 
cate. 

It  is  not  possible  here  to  detail  all  the 
things  we  learned  at  the  IVD;  what  has  been 
outlined  in  this  article  is  only  a  small  snippet 
of  the  wealth  of  information.  We  have  been 
truly  inspired  to  adopt  many  of  the  ideas  we 
saw  and  to  adapt  others  for  our  own  situ- 
ation. Putting  ideas  into  practice  will  be  our 
theme  for  the  next  academic  year. 

Philippa  Clark 

Educational  Psychologist 

Linda  McGinn 

Teacher  in  Charge  of  the  Deaf-Blind 

Royal  West  of  England  School  for  the 
Deaf,  Exeter. 
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Measles,  Mumps  and  Rubella 
A  New  Initiative 


The  introduction  of  a  new  vaccine  in  Octo- 
ber 1988  marks  a  new  phase  in  the  fight 
against  congenital  rubella.  The  measles, 
mumps  and  rubella  (MMR)  combined  vac- 
cine is  to  be  offered  to  all  children,  boys  and 
girls,  in  their  second  year  of  life  in  the  place 
of  the  present  measles  vaccine.  For  the 
next  four  years  or  so  4-5  year  olds  will  also 
receive  MMR  along  with  their  pre-school 
boosters  for  diptheria,  tetanus  and  polio. 
The  immediate  aim  of  the  new  programme 
is  to  make  sure  that  all  children  are  immune 
to  all  three  diseases  by  the  time  they  start 
school.  The  long-term  aim  is  to  eliminate 
measles,  mumps,  rubella  and  congenital 
rubella  syndrome  from  the  UK  altogether. 

Measles  is  an  unpleasant  and  highly 
infectious  illness.  It  leads  to  around  20 
deaths  a  year  in  England  and  Wales,  and 
about  the  same  number  of  children  suffer 
permanent  neurological  damage.  Up  to  1  in 
every  1 00  children  with  measles  has  febrile 
convulsions  and  up  to  1  in  1 0  has  complica- 
tions of  some  sort,  generally  respiratory 
problems  or  ear  infections.  Mumps  is  usu- 
ally a  fairly  mild  disease;  nevertheless  it  can 
lead  to  complications  and  results  in  about 
1 200  hospital  admissions  a  year  in  England 
and  Wales.  It  is  the  most  common  cause  of 
viral  meningitis  in  children  under  the  age  of 
15. 

Rubella  is  being  included  in  this  new 
package  in  an  attempt  to  eradicate  congeni- 
tal rubella  syndrome  (CRS)  from  the  UK.  Up 
to  now  the  strategy  has  been  to  vaccinate 
girls  and  women  against  rubella  in  order  to 
protect  them  against  the  disease  when  they 
are  pregnant.  Since  rubella  is  a  common 
disease  of  childhood,  many  girls  acquire 
natural  immunity  to  rubella  and  are  there- 
fore protected  even  if  they  miss  out  on 
vaccination.  However,  not  all  pregnant 
women  are  immune  to  rubella,  for  a  variety 
of  reasons,  and  they  are  liable  to  be  ex- 
posed to  the  infection  by  their  own  or  their 
friends'  children.  At  the  moment  there  are 
about  20  children  a  year  reported  to  the 


Pat  Tookey,  Sense's  Research  Fellow, 

explains  this  autumn's  important 

national  change  in  vaccination 

practice 


National  Congenital  Rubella  Surveillance 
Programme,  and  the  actual  number  who 
have  some  form  of  damage  caused  by 
congenital  rubella  is  very  probably  higher. 
MMR  has  been  used  in  the  USA  and 
parts  of  Europe  for  many  years.  In  Sweden 
two  doses  of  MMR  are  given,  one  at  18 
months  and  another  at  1 2  years.  In  the  USA 
one  dose  is  given  at  1 5  months.  During  the 
last  year  children  in  Fife,  North  Hertford- 
shire and  Somerset  have  been  given  MMR, 
during  their  second  year,  instead  of  the 
measles  vaccine  as  part  of  the  run-up  to  the 
national  introduction  of  the  combined  vac- 
cine. The  three  components  of  the  vaccine 
are  all  'live'  —  that  is  they  result  in  a  very 
mild  form  of  the  disease  —  and  about  one  in 
three  children  feels  a  bit  unwell  or  has  a  mild 
rash  or  fever  after  the  injection,  but  more 
serious  complications  are  extremely  un- 
common. Children  who  have  a  reaction  to 
the  injection  are  likely  to  be  those  who 
would  have  suffered  more  serious  compli- 
cations if  they  had  caught  the  disease. 

How  will  MMR  stop  Congenital 
Rubella  Syndrome?' 

At  present  pregnant  women  who  are  not 
immune  to  rubella  are  at  risk  of  picking  it  up, 
mainly  from  children  amongst  whom  it  still 
circulates  freely.  Susceptible  women  who 
have  children  are  more  likely  than  those 
without  children  to  pick  it  up.  Despite  the 
schoolgirl  and  adult  vaccination  programme, 
one  pregnant  woman  in  every  20  or  30  is  still 
unprotected,  either  because  they  were  not 
vaccinated,  or  more  rarely  because  for  some 
reason  the  vaccine  did  not  take  or  the 
protection    has   waned.    Amongst   some 


specific  groups  of  women  —  for  instance 
women  who  came  to  Britain  after  the  age  at 
which  schoolgirls  are  routinely  vaccinated 

—  the  proportion  at  risk  is  much  higher. 
Antenatal  testing  and  the  vaccination  of 

susceptible  women  is  to  continue.  The 
schoolgirl  vaccination  programme  will  also 
be  maintained  for  at  least  the  next  ten  years 

—  it's  very  important  that  those  girls  who 
have  already  started  school  and  will  there- 
fore probably  not  receive  MMR  do  not  miss 
out  on  the  rubella  vaccination.  The  DHSS  is 
planning  to  monitor  the  success  of  the  new 
policy:  rubella  and  mumps  will  become 
notifiable  diseases  (measles  already  is)  and 
statistics  will  continue  to  be  collected  on 
rubella  in  pregnancy,  terminations  con- 
nected with  rubella  and  cases  of  CRS.  In 
addition  the  rubella  status  of  pregnant 
women  and  immunity  to  all  three  diseases 
amongst  different  age  groups  will  be  moni- 
tored. 

The  success  of  the  policy  will  depend  on 
the  high  uptake  of  the  vaccine.  A  minimum 
of  90%  of  all  children  must  receive  MMR  in 
order  to  ensure  that  rubella  will  no  longer 
circulate  in  the  community;  there  are  very 
few  medical  reasons  why  a  child  should  not 
be  vaccinated.  A  poor  uptake  would  not 
only  expose  children  to  damage  from 
measles  and  mumps,  but  would  also  mean 
that  rubella  would  continue  to  pose  a  threat 
to  pregnant  women.  If  the  rubella  virus 
continued  to  circulate  and  there  were  groups 
of  susceptible  adults  or  children,  then  the 
consequences  could  be  very  serious. 
However,  if  the  circulation  of  rubella  in  the 
community  is  reduced  to  an  absolute  mini- 
mum, and  in  particular  if  the  transmission  of 
rubella  from  child  to  child  can  be  stopped, 
then  any  pregnant  woman  who  is  suscep- 
tible will  be  extremely  unlikely  to  come  into 
contact  with  rubella  during  her  pregnancy. 
Continued  antenatal  testing  and  a  renewed 
commitment  to  vaccinating  susceptible 
women  after  delivery  will  also  help  to  safe- 
guard future  pregnancies. 


Rubella  vaccination  and 
pregnancy 

The  DHSS  guidelines  on  rubella  vaccina- 
tion and  pregnancy  have  been  changed  in 
the  latest  instructions  put  out  to  doctors. 
Until  now  women  have  been  advised  to 
avoid  getting  pregnant  for  a  minimum  of 
three  months  after  the  rubella  jab.  The  new 
guidelines  revise  this  advice  downwards  to 
only  one  month. 

In  fact,  even  if  a  women  is  inadvertently 
vaccinated  within  a  month  of  conception,  or 
in  the  early  weeks  of  pregnancy,  the  likeli- 
hood of  the  fetus  suffering  rubella  damage 
appears  to  be  very  low:  studies  in  the  United 
States,  Germany  and  the  UK  have  failed  to 
identify  any  case  of  congenital  rubella  syn- 
drome among  over  300  babies  whose 
mothers  were  vaccinated  three  months  ei- 
ther side  of  conception.  The  guidelines  now 
advise  doctors  not  to  routinely  recommend 
termination  in  this  situation,  and  to  make 
sure  that  parents  have  all  the  information 
available  before  they  make  up  their  minds 
what  they  want  to  do. 


Mumps  and  Rubella  to  be 
notifiable  diseases 

Mumps  and  rubella  are  to  be  made  notifi- 
able disease,  according  to  a  newly  released 
draft  copy  of  the  DHSS  guidelines  on  vacci- 
nations and  immunisations. 

The  pre-publication  copy  of  "Immunisa- 
tion against  infectious  disease'  was  issued 
at  a  DHSS  meeting  for  representatives  of 


health  authorities. 

'Unless  mumps  and  rubella  are  notifi- 
able, you  don't  know  what  you  are  achiev- 
ing,' said  Dr  Christine  Miller,  epidemiologist 
at  the  Communicable  Diseases  Surveil- 
lance Centre. 

'The  aim  is  to  eliminate  measles,  mumps 
and  rubella  and  congenital  rubella  syn- 
drome.' 
Pulse,  March  1988 


Better  Rubella 
Statistics 

The  number  of 
women  who  are  re- 
ported as  having 
caught  rubella  whilst 
they  are  pregnant 
has  been  generally 
much  lower  this  year 
so  far  than  in  the  past 
two  years.  (Figures 
provided  from  Com- 
municable Diseases 
Weekly  reports). 


Number  of  pregnant 
women  catching 
rubella 


Comparison  of  monthly  totals  for  1986, 1987  and  1988 
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Training  Social 

Workers  with 

Deaf  People 

It  has  been  accepted  that  social  workers 
with  deaf  people  need  specialist  training 
leading  to  additional  qualifications.  Such 
training,  in  varying  forms,  was  available 
from  1929-1984.  since  when  there  have 
been  no  specialist  courses  available. 

In  1985  the  National  Training  Group 
was  established  representing  all  the  major 
organisations  in  the  field  of  deafness,  to 
consider  issues  concerning  the  training  of 
specialist  workers  with  deaf  people.  Sense 
is  now  joining  this  group. 

The  National  Training  Group  considered 
that  a  distance  learning  model  approach 
was  appropriate  to  the  training  needs  of 
Social  Workers  with  Deaf  People,  together 
with  supervised  placements  within  appro- 
priate agencies. 

A  two-year  feasibility  study  was  set  up  at 
The  Open  University  to  consider  the  pos- 
sibility of  an  Open  University  based  course 
for  the  training  of  Social  Workers  with  Deaf 
People.  This  initial  two-year  study  has  been 
financed  by  the  Royal  National  Institute  for 
the  Deaf  (RNID). 

The  new  course 

The  course  will  have  four  components: 
beside  the  academic  course  there  will  be 
training  in  communication  skills;  for  practi- 
cal experience  there  will  be  a  placement 
and  each  student  will  be  involved  in  a  re- 
search project. 

The  course  will  be  part-time  over  two 
years  with  the  first  year  devoted  to  the 
academic  work. 

The  current  position 

The  course  will  start  in  January  1991.  In 
order  to  clear  the  backlog  of  untrained 
workers  it  is  expected  that  30  students  will 
start  each  year  for  the  first  3  years.  Eventu- 
ally social  workers  should  be  maintained  by 
an  intake  of  10-12  per  year. 

Further  information  about  the  course  can 
be  obtained  from  Dr  Susan  Gregory,  Senior 
Project  Officer,  Faculty  of  Social  Sciences, 
The  Open  University,  Milton  Keynes  MK7 
6AA.  Telephone  0908  653018. 


Attendance  Allowance 


The  government  has  introduced  a  change 
in  the  regulations  for  Attendance  Allow- 
ance, making  it  harder  to  claim  the  higher 
rate  for  night-time  supervision. 

At  present  the  regulations  state  that  to 
satisfy  the  night-time  regulations  the  claim- 
ant must  require  either: 
(i)  Prolonged  and  repeated  attention 
during  the  night  in  connection  with  his  bodily 
functions  or 

(ii)  Continual  supervision  throughoutthe 
night  in  order  to  avoid  substantial  danger  to 
himself  or  others. 

Following  a  helpful  Social  Security  Com- 
missioners decision,  the  rules  have  been 
liberally  interpreted  and  anyone  who  re- 
quired anticipatory  or  stand-in  supervision 


could  qualify  for  the  higher  night-time  rate. 

However,  Clause  1  of  the  new  Social 
Security  Act  has  changed  section  (ii)  so  that 
it  now  states: 

'in  order  to  avoid  substantial  damage  to 
himself  or  others  he  requires  another  per- 
son to  be  awake  for  a  prolonged  period  or  at 
frequent  intervals  for  the  purpose  of  watch- 
ing over  him' 

This  will  require  that  the  claimant  has  a 
person  awake  and  watching  him.  It  is  a  far 
more  stringent  test  that  many  people  will 
have  difficulty  passing.  It  will  be  particularly 
difficult  for  children  to  be  awarded  the  night- 
time rate  as  they  already  have  to  show  that 
their  supervision  needs  are  more  than 
another  child  of  the  same  age  and  sex. 


Lighting  for  Partially  Sighted  People 


In  recent  years  there  has  been  a  lot  of 
thought  about  the  best  way  of  providing 
good  lighting  to  help  partially  sighted  people 
carrying  out  tasks,  in  schools,  in  the  home 
or  in  the  work  place.  A  number  of  special 
'task  lamps'  have  come  on  the  market,  and 
it  has  been  very  difficult  to  decide  on  which 
is  the  best. 

The  Partially  Sighted  Society  therefore 
established  a  committee  to  look  into  this 
issue,  and  asked  them  to  draw  up  some 
guidelines  as  to  what  the  design  criteria  are 
for  a  lamp  that  can  help  a  partially  sighted 
person  at  an  individual  task. 

The  committee  came  up  with  the  follow- 
ing criteria: 

1.  High  illumination,  adjustable  for 
individual  needs. 

2.  An  even  spread  of  light  over  a  wide 
area  (i.e.  an  A3  sheet  of  paper). 

3.  An  absence  of  glare  from  the  lamp, 
both  for  the  user  and  for  others  in  the 
vicinity. 

4.  The  reflector  should  be  cool  enough 
to  place  against  the  face  if  necessary. 

5.  The  equipment  should  be  light- 
weight, portable  and  economic  on  desk 
space. 

6.  It  should  be  available  with  both  'warm' 
and  'cool'  colour  appearance  lamps. 

7.  Controls  should  be  easy  to  operate. 


r 


Job  Vacancies 


The  Royal  National  Institute  for  the  Deaf 


Poolemead  Centre,  Watery  Lane,  Twerton,  Bath  is  a  complex  of  rehabilitative  and  supportive 
services  for  profoundly  deaf  and  deaf-blind  adults.  All  staff  are  involved  in  the  developmental 
care  programmes  to  attain  the  full  potential  of  our  residents,  many  of  whom  have  additional 
handicaps. 

We  will  shortly  have  the  following  vacancies: 

Unit  Leader  —  Longer  Term  Care  Unit  for  22  middle  aged  and 
elderly,  profoundly  deaf  and  deaf-blind  residents. 

Unit  Leader  —  Deaf-Blind  Unit  for  15  younger  adults. 

The  salary  scale  for  the  above  posts  is  within  the  range  £10,887  -  £1 1 ,700.  An  extra  duty 
allowance  is  also  payable. 

The  Unit  Leaders  form  part  of  the  Senior  Management  Team.  Candidates  should  have 
',ufficient  drive,  maturity  and  competence  to  lead  our  existing  teams  of  enthusiastic  and  able 
residential  social  workers.  Whilst  some  experience  with  deaf,  deaf-blind  people  is  preferred, 
consideration  will  also  be  given  to  those  with  otherwise  relevant  backgrounds  and  a  proven 
aptrtude  for  tackling  a  demanding  but  very  rewarding  post. 

Residential  Social  Workers  £6,087  -  £8,988  p.a.  also  required  for  day  and  night  posts  — 
some  relevant  experience  preferred  All  posts  are  non-resident. 

Interviews  will  be  held  in  mid  September.  For  an  application  form  and  further  details,  please 
telephone  Mr  Simon  Banks  (Principal)  Bath  (0225)  332818. 

Pleas*  reply  to:  RNID  Poolemead  Centre,  Watery  Lane,  Twerton-on-Avon,  Bath  BA2  1 RN 


The  committee  felt  that  at  present,  there  is 
no  lamp  on  the  market  that  meets  all  these 
criteria.  However,  at  present  they  felt  that 
the  Anglepoise  90PL  lamp  was  the  closest 
to  their  guidelines.  It  is  fitted  with  an  1 1  watt 
compact  twin  tube  in  either  white  or  warm 
versions  and  is  available  through  the  retail 
market. 


The  Family  Fund 


The  Family  Fund  was  started  in  1 974,  by  the 
DHSS,  who  asked  the  Joseph  Rowntree 
Trust  to  run  it.  It  can  help  with  grants  for  a 
wide  range  of  things,  for  example  holidays, 
clothing  and  transport. 

If  your  child  is  incontinent,  the  fund  can 
help  with  special  bedding,  or  a  washing 
machine  or  tumble  dryer.  Grants  can  also 
be  made  to  purchase  room  heaters,  electric 
blankets  and  duvets  if  your  child  has  prob- 
lems keeping  warm. 

They  are  quite  willing  to  cope  with  un- 
usual requests,  whatever  they  might  be! 

To  get  a  grant  your  child  must  be  under 
16  and  be  severely  handicapped.  It  is  not 
means  tested  but  your  financial  circum- 
stances will  be  taken  into  account  when 
your  application  is  processed. 

The  first  step  in  applying  is  to  either  send 
in  an  application  form  to  the  Fund's  office,  or 
to  write  a  letter  including  full  name  of  child. 
age,  address,  description  of  your  child's 
handicap  and  what  you  want  the  money  for. 

Usually,  a  Visiting  Social  Worker  will 
then  arrange  a  visit  to  your  home,  and 
complete  a  report,  which  is  sent  back  to  the 
Fund  who  will  then  assess  eligibility  and 
authorise  a  grant.  Sometimes  the  Fund  will 
write  back  to  you  asking  for  more  detail,  and 
then  having  that  will  arrange  a  visit. 

You  can  apply  for  other  grants,  after 
receiving  your  first,  without  having  a  visit,  as 
long  as  there  is  no  major  change  in  your 
circumstances  and  your  child  is  still  under 
16. 

More  information  and  application  forms 
are  available  from: 

The  Family  Fund 
P.O.  Box  50 
York  Y01  1UY 

Frank  Roper 

Sense  Information  Officer 
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While  Gini  sat  with  her  thoughts  on  the 
first  night  her  son  Ian  took  his  place  at 

Sense-in-the-Midlands,  June  sat  with  her 

thoughts  of  her  son  James  who  died  two 
months  before  he  was  to  have  started 

there  himself:  two  very  different  kinds  of 
personal  loss  and  readjustment  to  be 
faced.  You  might  have  expected  some 

bitterness  but,  when  she  read  Gini's  letter 

(Talking  Sense,  Summer  1988)  June 

wrote  this: 

Dear  All, 

leading  Gini  Cloke's  letter  'Night  Thoughts' 
n  Summer  Talking  Sense,  I  know  that  I 
vould  have  had  the  same  thoughts  last 
lanuary  if  James  had  lived  to  move  to  his 
;ame  new  home.  Now  I  am  left  with  an 
smptiness  but  also  the  knowledge  that 
lames  will  know  no  more  of  the  unhappi- 
less  and  frustration  that  most  of  our  chil- 
Iren  suffer. 

I  am  also  grateful  to  everyone  who  works 
it  Sense  for  all  the  effort  they  put  into 
lelping  us  get  funding  for  James  and  for 
)ffering  James  the  place. 

I  would  also  like  to  thank  all  the  members 
>f  Sense  who  sent  messages  of  sympathy, 
t  does  help  to  know  so  many  people  care, 
special  thanks  to  Norman  and  Paul  who 
lelped  me  through  the  most  dreadful  period 
)f  my  life,  also  Cathy  Brown  who  kept  in 
ouch  with  Alastair. 

I  hope  to  see  everyone  at  the  'Weekend 
\way'  and  intend  to  remain  a  member  of 
Sense  for  ever. 

lune  Cook 

50  Orchard  Road 

Darlington 


Dear  Talking  Sense 

lohn  and  Jill  Blanchard 

must  write  to  say  how  very  sorry  we  were 
o  hear  that  John  Blanchard  will  be  leaving 
rhe  Manor  House. 

When  John  and  Jill  were  appointed  to 
develop  this  new  project  ten  years  ago  it 
nust  have  seemed  a  daunting  task  indeed. 

Parents  were  asked  what  they  wanted 
or  their  teenage  school  leavers.  Most  of  all, 
ve  hoped  for  a  small,  homely  community 
vhere  they  would  feel  secure,  loved  and 
lappy.  Somewhere  where  they  would  be 
encouraged  to  develop  their  personalities 
and  skills.  A  place  where  parents  were 
welcome  to  visit  and  make  suggestions, 
rhe  possibility  of  having  our  'students'  home 
or  holidays  at  convenient  times  and  no 
nore  long  seven  week  summer  holidays. 

The  Manor  House  soon  fulfilled  these 
leeds  and  developed  even  further  by  build- 
ng  a  splendid  indoor  swimming  pool  and  by 
aking  over  a  Workshop  Unit  at  Werrington 
'soon  to  be  two  units).  The  most  able  stu- 
dents moved  out  to  two  satellite  homes 
nearby  and  learned  to  live  as  family  groups 
going  to  work,  doing  their  own  shopping, 
:ooking,  laundry  etc.  and  using  public  trans- 
30rt.  They  have  also  enjoyed  a  continuous 
/ariety  of  outings,  holidays  and  challenging 
experiences  and  parents  have  always  been 
<ept  informed  of  events  in  progress. 

Naturally,  we  have  seen  many  staff  try 
their  hand  at  this  demanding  work  and 
many  have  found  it  too  exhausting  while 
others  have  moved  on  to  further  their  expe- 
rience and  improve  their  qualifications. 


LETTERS 


Dear  Editor, 

Tactile  Signing 

I  was  interested  in  Liz  Scott  Gibson's  re- 
sponse to  my  article  "A  Student  with  Usher 
Syndrome  in  Further  Education'  in  the 
Summer  edition  of  Talking  Sense. 

I  do  agree  thattactile  signing  could  enable 
deaf-blind  people  to  maintain  communica- 
tion with  other  deaf  people.  Unfortunately, 
as  a  teacher  of  the  visually  handicapped,  I 
do  not  know  signing  -  though  I  do  attend 
classes,  have  followed  the  'British  Sign 
Language'  programme  on  television,  and 
try  to  learn  from  Keith,  the  student  de- 
scribed in  the  article.  Keith  can  still  commu- 
nicate by  signing  on  a  one-to-one  basis  if 
the  lighting  and  distance  are  right,  but  he  is 
reluctant  to  use  tactile  signing  -  perhaps 
because  few  of  his  close  contacts  are  deaf 
or  deaf-blind  signers.  If  he  were  to  show  any 
enthusiasm  to  do  so,  I  would  certainly  en- 
courage him  to  use  it  with  other  signers,  as 
I  feel  strongly  that  all  means  of  communica- 
tion should  be  used.  He  is  apparently  not 
alone  in  his  reluctance  to  use  tactile  signing 
as  Doreen  Woodford's  research  confirms  - 
many  deaf-blind  people  reject  any  sugges- 
tion of  the  possible  uses  and  values  of  such 
a  method. 

As  mentioned  in  my  article,  Keith  lives 
alone;  his  family  and  most  of  his  friends  are 
hearing,  some  are  blind  and  some  partially 
sighted.  His  closest  friend  (who  attends 
College  to  learn  Spanish)  is  almost  com- 
pletely deaf  and  is  partially  sighted;  he  does 
not  use  signing,  and  communicates  by 
speaking,  lip-reading  and  deaf-blind  man- 
ual. 

Keith's  family  and  friends  all  express 
concern  at  their  inability  fully  to  understand 
Keith's  English,  whether  he  is  using  deaf- 
blind  manual,  print,  braille,  or  the  Hasicom 
telephone  system.  For  personal  contact, 


with  family,  friends  and  with  College  staff, 
we  have  found  deaf-blind  manual  extremely 
useful;  it  takes  only  a  few  minutes  to  learn  it 
(though  admittedly  it  needs  practice  to  re- 
ceive it  efficiently),  compared  with  the  many 
months  needed  to  learn  signing,  and  we 
have  found  family,  students  and  profes- 
sionals very  willing  to  learn  it.  If,  as  his 
eyesight  deteriorates,  he  is  to  maintain  his 
independence,  his  relationship  with  family 
and  friends,  and  the  many  necessary  con- 
tacts of  everyday  life,  he  needs  to  improve 
his  second  language,  the  language  of  all 
these  contacts  -  English  -  and  he  is  very 
keen  to  do  so. 

If  a  person  has  the  dual  handicap  of  loss 
of  sight  and  hearing,  I  feel  he  should  have 
the  help  of  a  specialist  in  deaf-blind  educa- 
tion. But  where  is  such  a  specialist  to  be 
found?  Keith  attends  the  deaf  class  and  the 
classes  for  the  visually  handicapped,  and 
the  staff  liaise  closely,  but  as  a  teacher  of 
the  blind,  with  several  students  with  an 
additional  hearing  impairment,  I  have  found 
braille  and/or  deaf-blind  manual  essential 
for  all  academic  work,  and  especially  if 
examinations  are  being  prepared  for. 

I  have  discussed  tactile  signing  with 
Keith's  teacher  of  the  deaf,  and  she  agrees 
that  although  tactile  signing  may  be  of  value 
to  the  deaf-blind,  all  other  modes  of  commu- 
nication should  be  encouraged  and  devel- 
oped. She  confirms  that  Keith  has  shown 
reluctance,  at  this  stage,  to  adapt  to  tactile 
signing  and  that  he  prefers  to  continue  with 
BSL.  We  feel  that  in  allowing  the  student  to 
use  his  preferred  mode  of  communication, 
signing,  in  conjunction  with  braille  and  deaf- 
blind  manual,  we  are  extending  his  opportu- 
nities to  participate  in  educational  and  so- 
cial settings,  whilst  respecting  his  personal 
choice  of  course  work  -  English  -  a  policy 
which  accords  with  this  College's  commit- 
ment to  student  centred  education. 

Dorothy  Chance 
Bankfield  Road 
Liverpool  L13  0BQ 


John  Blanchard  and  friends 


Finally,  we  have  heard  that 
John's  ambitiousgoal  of  'Homes 
for  Life'  is  to  become  a  reality. 
What  more  could  parents  ask 
for? 

We  would  like  to  think  that 
John's  quiet  dedication  in  al- 
ways putting  the  students' 
;  needs  first  could  be  remem- 
bered perhaps  by  calling  some 
part  of  the  new  housing  scheme 
after  him  -  Blanchard  House  or 
Blanchard  Road,  maybe? 

We  wish  John  every  suc- 
cess at  Leicester  University.  It 
will  take  a  very  special  person 
to  continue  his  work  at  The 
Manor  House. 

Carol  and  Joe  Garner 
Rough  Beech  Farm 
Smallfield.  Horley 
Surrey  RH6  9SD 
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The  visually 


can  bank  on 
NatWest      - 


NatWest's  full  range  of  banking  ser- 
vices in  Braille  and  Large  Print  give  the 
visually  handicapped  the  independence 
they  deserve  and  enjoy. 

Translation  of  all  information  into 
Braille  is  carried  out  by  bank  staff  to 
ensure  absolute  confidentiality.  This  also 
enables  us  to  provide  a  quick,  efficient 
and  personal  service. 

Statements  in  Braille  and  correspon- 
dence when  necessary  are  just  part  of 
the  service.  Our  Brailled  Cheque  Writing 
Template  assists  visually  handicapped 
people  to  write  their  cheques  with  confi- 
dence. NatWest  also  provides  specially 
written  Braille  instructions  to  help  non- 
sighted  customers  use  Servicetills  for 
easy  cash  withdrawals.  All  these  services 
are  also  available  in  Large  Print  to  assist 
partially  sighted  customers. 

The  visually  handicapped  may  also 
use  the  convenient  Access  Credit  Card 


PRESS 


service  through  NatWest.  Statements, 
literature,  card  number  and  credit  limit  all 
being  provided  in  Braille  or  Large  Print. 

NatWest  Braille  and  Large  Print  ser- 
vices are  available  through  our  network 
of  over  3,000  branches  and  are  free  to 
visually  handicapped  customers. 

Your  local  NatWest  branch  will  be 
pleased  to  provide  full  details  and  a 
friendly  welcome;  alternatively  write  to: 
General  Administration  Services 
National  Westminster  Bank  PLC 
1  Prescot  Street,  London  El  8RN 
or  telephone  01-480  2285  and  ask  for  a 
copy  of  our  booklet  "Make  NatWest 
Work  For  You  — in  Braille"  (copies  are 
available  in  Braille  and  inkprint). 

NatWest  appreciates  the  importance 
of  independence  to  the  visually  handi- 
capped. 


f* 


NatWest  The  Action  Bank 


FOR 


A     C     T     I 
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A  Sensory  Curriculum  for  Very 

Special  People 

(A  Practical  Approach  to 

Curriculum  Planning) 

Flo  Longhorn 

Human  Horizons  Series 

Souvenir  Press 

ISBN  0285  65064  5 

£8.95  1988 


This  book  is  the  long  awaited  follow  up  to 
Flo  Longhorn's  privately  published  "Plan- 
ning a  Sensory  Curriculum  and  Sensory 
Banks  for  the  Very  Special  Child'. 

It  is,  in  fact,  a  reprint  of  the  original 
sandwiched  between  three  new  chapters; 
the  additions  being  the  first  chapter,  'The 
beginnings  of  Sensory  Learning'  and  the 
last  two,  'Extending  the  Sensory  Curricu- 
lum' and  'Integrating  the  Sensory  Curricu- 
lum into  the  Whole  School  Curriculum'.  The 
chapters  from  the  original  are  those  on 
developing  the  curriculum  for  the  separate 
sensory  areas  —  visual  stimulation  and 
preference,  taste,  smell,  sound,  tactile  and 
bodily  experience  and  the  chapter  on  the 
multi-sensory  approach. 

It  is  not  a  book  to  read  from  cover  to 
cover,  the  original  chapters  on  the  separate 
sensory  areas  in  particular  being  a  little 
repetitious  in  layout  and  content.  They  are 
all  written  under  roughly  the  same  headings 
of  'Introduction',  'Planning  a  (Taste)  Cur- 
riculum', 'Linking  the  Child  to  the  (Taste) 
Curriculum',  'The  (Taste)  Bank',  and  'Action 
Checklist'  and  'Helpful  Books  and  Articles'. 
The  new  chapters  are  much  more  readable. 

The  book's  strength  lies  in  the  wealth  of 
practical  ideas  it  presents  for  use  across  all 
the  sensory  areas.  Samples  of  Curriculum 
Data  show  how  the  sensory  curriculum 
begins  at  the  very  basic  levels  of  indiffer- 
ence to  or  even  rejection  of  experiences 
and  the  book  will  be  inspiring  for  teachers  of 
the  most  profoundly  handicapped,  because 
it  describes  a  sensory  curriculum  which  is 
accessible  at  those  very  early  developmen- 
tal levels. 

For  the  chronologically  older  child  who  is 
still  functioning  at  an  early  developmental 
level,  the  final  chapter  on  Integrating  the 
Sensory  Curriculum  has  a  practical  section 
on  the  possibilities  of  incorporating  sensory 
experiences  into  Living  Skills  and  Home 
Care.  Other  sections  in  that  chapter,  how- 
ever, seem  to  relate  to  more  able  children 
and  at  times  throughout  the  book,  one  feels 
that  the  client  group  has  changed  ability. 

The  philosophy  of  the  approach  advo- 
cated in  the  book  depends  heavily  on  three 
things;  the  provision  of  good  quality,  well 
kept,  well  organised  material  resources, 
and  good  levels  of  well  motivated  and  well 
organised  human  resources;  the  co-opera- 
tion of  a  like-minded  set  of  professionals 
from  other  disciplines  (speech  therapist, 
physiotherapist,  music  therapist,  etc.);  and 
the  support  and  co-operation  of  parents, 
friends  and  well-trained  volunteers. 

None  of  us  are  naive  enough  to  think  that 
these  are  readily  available  simply  for  the 
asking,  but  Flo  Longhorn's  book  makes  us 
feel  that  with  a  little  more  effort,  co-ordina- 
tion and  organisation,  the  ideal  may  be  not 
as  far  removed  as  it  at  first  appears. 


REVIEWS 


All  in  all  a  very  welcome  book  which 
should  be  readily  available  in  all  schools 
and  resource  libraries  to  browse  through 
and  dip  into  when  the  inspiration  fails. 

Sheila  Houston 

The  Hearing  Impaired  Child 

and  the  Family 

Michael  Nolan  and  Ivan  G.  Tucker 

Souvenir  Press 

Hardback 

ISBN  0285  -  56060  -  2 

240pp  at  £15.95 


This  book  was  first  published  in  1981  and 
quickly  became  an  important  reference  for 
parents  of  hearing  impaired  children  and  for 
professionals  working  with  the  hearing 
impaired.  This  new  edition  has  updated 
information  about  the  help  available  for 
children  to  match  the  significant  improve- 
ments which  have  occurred  in  areas  such 
as  hearing  aid  and  ear  mould  technology, 
over  the  past  seven  years. 
The  early  chapters  offer  a  useful  and  read- 
able discussion  of  the  issues  relating  to 
causes  of  deafness,  assessment  of  hear- 
ing, parental  reactions  to  diagnosis  of  hear- 
ing impairment  and  support  available  to 
parents  are  discussed.  In  these  chapters, 
ample  information  is  provided  to  assist 
parents  and  professionals  to  understand: 
some  of  the  essential  issues  affecting  diag- 
nosis; what  hearing  impairment  is;  and  the 
effects  of  diagnosis  of  hearing  impairment 
has  on  the  family  of  the  deaf  child. 

The  section  of  support  available  for 
parents  is  particularly  useful,  commenting 
on  partnership  (and  problems)  —  parents 
and  professions,  and  parents'  organisa- 
tions such  as  the  NDCS.  It  is  a  pity  that 
Sense  was  omitted  from  this  section  — 
particularly  in  view  of  the  very  high  numbers 
of  hearing  impaired  children  with  visual 
impairments.  There  is  an  outline  of  the  1 981 
Education  act  in  this  new  version.  This 
outline  includes  a  clear  indication  of  paren- 
tal rights  in  the  assessment  process. 

Chapter  6:  Stimulating  Language  Devel- 
opment partly  spoils  this  otherwise  excel- 
lent book.  It  is  a  fact  that  most  hearing 
impaired  or  deaf  children  will  learn  to  com- 
municate through  oral  language.  However, 
it  must  also  be  recognised  that  many  deaf/ 
hearing  impaired  children  are  not  able  to 
even  'cope'  let  alone  'succeed'  in  using  only 
oral  communication.  This  is  not  a  matter  of, 
or  for,  'belief  it  is  a  matter  of  individual 
needs  and  differences;  and  the  need  for 
professionals  to  be  objective  in  assisting 
parents  to  recognise  these  individual  differ- 
ences and  individual  needs.  Despite  the 
excellence  of  many  'oral  only'  programmes 
there  are  some  hearing  impaired  children 
who  are  not  able  to  succeed  in  these  pro- 
grammes —  'coping'  is  not  enough.  Most 
parents  wish  their  hearing  impaired  chil- 
dren to  talk  —  but  if  the  child  is  placed  in  an 
environment  in  which  he  fails  —  or  where 
he/she  gets  negative  images  about  him/ 
herself  because  of  communication  difficul- 


ties or  differences,  we  endanger  his/her 
emotional,  behavioural,  and  communica- 
tional  development.  If  professionals  fail  to 
be  objective  when  discussing  communica- 
tion issues  with  parents  they  may  leave 
parents  with  deep  seated  feelings  of  guilt 
and  failure  when  it  is  finally  recognised  e.g. 
that  the  child  needs  a  Total  Communication 
approach  instead  of  an  'oral  only'  approach 
to  communication.  These  feelings  of  guilt  or 
failure  often  inhibit  development  of  commu- 
nication through  an  alternative  medium. 
The  critical  issue  in  language  and  commu- 
nication development  is  success  —  ensur- 
ing that  the  child  establishes  a  means  of 
communicating  positively  and  successfully. 

It  is  also  important  that  parents/families 
understand  that  Total  Communication  or 
Sign  Language  is  not  'the  solution'  to  the 
problems  of  communication  with  the  hear- 
ing impaired,  nor  is  it  easy!  Mike  Nolan  and 
Ivan  Tucker  outline  some  of  the  problems 
involved  in  Total  Communication  ap- 
proaches —  and  emphasise  the  impor- 
tance of  the  need  for  teachers  and  parents 
to  consider  decisions  about  the  use  of 
manual  communication,  as  a  support  to 
assist  oral  English,  very  carefully.  I  would 
suggest  that  any  decisions  about  any  form 
of  communication  with  a  hearing  impaired 
child  needs  to  be  considered  very  carefully. 

Communicative  interaction,  sharing  in 
control,  developing  a  responsive  interac- 
tion with  the  child,  encouraging  turn  taking 
and  developmental  activities  through  the 
first  five  years  are  discussed,  with  practical 
suggestions  given,  in  the  remainder  of  this 
chapter. 

Overall,  this  book  is  a  good  replacement 
for  its  earlier  edition.  I  have  reservations 
about  part  of  the  chapter  on  'stimulating 
language  development'  as  indicated  above. 
Parents  and  professionals  need  to  be  ob- 
jective in  identifying  children's  communica- 
tion needs.  We  need  to  ensure  children  are 
enabled  to  'succeed'  and  not  just  to  'cope', 
in  responsive  interactional  contexts  what- 
ever mode  of  communication  is  required. 

I  am  sure  that  this  new  edition  of  this 
book  will  prove  an  invaluable  and  useful 
reference  for  parents  and  professionals, 
provided  we  remember  the  variety  of  indi- 
vidual differences  and  individual  needs  of 
the  heterogeneous  population  of  hearing 
impaired  children. 

David  E.  Bond 

Royal  School  for  Deaf  Children 

Margate 


Scottish  Interpreters 

The  former  Scottish  Association  of 
Interpreters  for  the  Deaf  (SAID)  is  now 
the  Scottish  Association  of  Sign  Lan- 
guage Interpreters  (SASLI)  and  has 
acquired  charitable  status.  SASLI 
continues  to  operate  the  Scottish 
Register  of  Interpreters  and  to  arrange 
for  interpreters  upon  request  for  any 
assignment.  The  Association  is  also 
closely  associated  with  the  training  of 
communicators  with  the  deaf  from  ele- 
mentary through  to  Stage  III  certifica- 
tion stages  and  with  the  training  of 
communicators  to  the  point  of  admis- 
sion to  the  Register  of  Interpreters. 
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With  the  summer  holidays,  the  number  of 
staff  in  the  Sense-in-Scotland  office  has 
been  fluctuating,  so  it  is  just  as  well  that 
things  are  relatively  quiet  —  not  that  we 
aren't  busy,  we  have  been  very  busy,  but 
things  are  just . . .  well . . .  quiet!  The  Sense- 
in-Scotland  holidays  are  now  on  auto-pilot 
and  by  all  accounts,  the  first  holiday  for  pre- 
school children  at  Bridge  of  Weir  was  a 
great  success  with  lots  of  expeditions,  in- 
cluding one  to  the  Glasgow  Garden  Festival 
and  lots  of  activities.  Thanks  to  Isobel 
Thomson  for  leading  the  holiday  so  enjoya- 
bly  and  to  all  the  volunteers  who  helped  out. 
We  have  two  more  holidays  in  August  and 
full  reports  will  follow. 

Our  survey  of  rubella  immunity  in  Scot- 
land continues  with  completed  question- 
naires still  coming 
in.  There  is  a  great 
deal  of  information 
to  analyse  before 
any  conclusions 
can  be  made.  Simi- 
larly, the  Adult 
Services  Working 
Group  are  still  con- 
sidering the  results 
of  the  young  per- 
son adult  services 
survey  and  Sheena 
Tulloch  hopes  to 
report  on  this  in  the 
next  issue  of  Talk- 
ing Sense. 


Holiday  leader  Isobel  Thompson  with  Ross  Skinner 


for  the  Glasgow  Fair  Holiday  to  give  every- 
one a  well  earned  break. 

We  send  our  best  wishes  to  Betty  and 
hope  she  gets  better  soon.  With  thanks 
again  to  everyone. 

Round  the  Regions 

At  the  end  of  June,  Sense-in-Scotland 

sallied  forth  from  Glasgow  once  again  to 
host  meetings  in  Edinburgh  and  Dundee; 
accompanied  by  Karen  Thiess-Tait  of 
Overbridge  who  addressed  both  meetings 
armed  with  supplies  of  tea,  coffee  and  bis- 
cuits —  having  abandoned  the  luxuries  of 
hotel  'conference  rooms'  for  the  alternative 
of  cheap  and  cheery  'do-it-yourself  accom- 
modation. 

In  the  light  of  current  Adult  Services  Sur- 
vey being  carried 
out  in  Scotland, 
Karen  outlined 
some  of  the  pro- 
cedures and  pro- 
grammes that 
have  been  set  up 
at  Overbridge,  ex- 
plaining the  ap- 
proaches and 
methodologies 
used  and  high- 
lighting the  ad- 
vances made  by 
the  students. 
Where  does  this 
deaf-blind    young 


Shop  Talk 

With  Betty  on  sick  leave  at  the  moment,  all 
of  us  in  the  office  are  becoming  very  adept 
at  shop  management:  cashing  up,  writing 
rotas,  dealing  with  wayward  tills  (how  these 
electronic  gadgets  seem  to  have  a  mind  of 
their  own!)  and  mopping  up  floods  are  just 
some  of  the  things  required  of  us  to  ensure 
all  is  running  smoothly. 

BUT  of  course  it  is  our  volunteers  who 
have  kept  the  shop  open  during  this  some- 
what chaotic  time  and  we  owe  them  all  a 
very  big  THANK  YOU  for  all  the  time  and 
energy  they  give  on  our  behalf.  We  closed 


leave  other  Scottish 
adults?  And  where  do  the  current  Overbr- 
idge students  go  once  they  leave?  Karen 
pointed  out  that  Overbridge  was  set  up  by 
the  hard  work  of  a  group  of  vociferous 
parents  and  she  challenged  everyone  to  go 
out  to  be  vocal  and  to  be  active  in  planning 
further  services,  taking  Overbridge  as  a 
possible  model  provision. 

Everyone  must  be  involved:  Sense, 
parents,  professionals  and  the  statutory 
sector.  Our  meetings  have  been  successful 
in  bringing  a  mix  of  these  people  together, 
reflecting  a  growing  awareness  across 
Scotland  of  the  work  of  Sense  and  the  need 
for  the  further  provision  of  services.  Sense- 


Sense  in 


in-Scotland  is  planning  for  the  future  and 
receives  much  support  from  all  sides  and 
we  will  continue  to  hold  regional  meetings  to 
nurture  this  interest. 

Fundraising 

Johnstons  &  Paton  have  done  it  again!  The 
Glasgow  based  Builder's  Merchants  organ- 
ised a  sponsored  walk  along  part  of  the 
West  Highland  Way  for  the  second  year 
running.  Employees  from  all  over  Britain, 
families  and  friends  all  took  part  and  hope  to 
have  raised  over  £10,000  for  Sense-in- 
Scotland. 

The  Jacobites  are  on  the  march  again! 
Two  gentlemen  from  the  Lion  of  the  North 
Society  have  been  retracting  the  steps  of 
Bonnie  Prince  Charlie  in  full  Highland  dress 
to  raise  funds  for  Sense-in-Scotland  and  in 
all  weathers,  have  so  far  raised  over  £1 ,000 
and  in  November  a  group  hope  to  'invade' 
England  to  walk  to  Derby.  Many  thanks 
again,  your  efforts  are  greatly  appreciated. 

Don't  forget  our  brand  new 
caravan! 

Accommodation  is  for  six,  but  with  a  little 
less  luxury  would  probably  take  a  couple 
more.  The  site  itself,  on  the  banks  of  the 
River  Spey,  is  very  well  served  (with  ship, 
pub,  launderette  and  sports  complex),  as 
well  as  being  only  minutes  from  Aviemore 
station  and  the  local  shops. 

For  further  details  of  the  Aviemore  cara- 
van and  for  booking  information,  please 
contact: 

Liz  Cox 

28  Blantyre  Crescent 

Carleath  Estate 

Duntocher 

Clydebank  G81  6JW 

Tel:  Duntocher  76061 


A  Day  of  Music  and  Laughter 


Sunday,  June  26,  was  a  day  filled  with 
laughter  and  music  and  it  all  happened  at 
the  Dirleton  Primary  School  just  outside 
Edinburgh.  The  special  one-day  workshop, 
entitled.  Music  for  the  Hearing  Impaired' 
was  held  by  Clive  and  Carol  Robbins  —  a 
husband  and  wife  team,  both  innovative 
music  therapists  with  international  experi- 
ence. 

The  day  began  with  a  cheery  'hello'  song 
to  get  our  circulation  and  vocal  chords  going. 
The  workshop  was  very  practically  based 
—  all  the  activities  and  songs  that  were 
demonstrated  were  explained  in  full  and 
each  of  us  had  the  opportunity  to  be  an 
active  participant. 

The  Robbins'  have  a  wealth  of  experi- 
ence in  music  therapy  and  their  enthusiasm 
is  abundantly  evident  in  their  work  with  both 
youngsters  and  adults.  This  workshop 
emphasised  how  even  the  most  profoundly 
deaf  youngster  can  be  involved  in  and  enjoy 
mustc-makmg.  if  at  first,  only  at  the  most 


I  felt  it  was  clearly  demonstrated  through- 
out the  day  that  music  is  a  vehicle  for  much 
learning.  Emphasis  was  placed  on  the  value 
of  using  music  in  auditory  training  —  simple 
discrimination  of  sound  versus  silence, 
moving  on  to  discrimination  between  two 
instruments  of  very  distinct  timbres.  As  the 
activities  became  more  advanced,  rhythm 
was  incorporated.  Other  activities  showed 
how  deaf  children  can  be  trained  through 
music  to  use  their  voices  in  a  more  con- 
trolled and  relaxed  manner. 

Some  very  practical  points  were  brought 
up  in  the  workshop.  The  most  pressing  of 
these  was  how  important  it  is  to  use  good 
quality  instruments  and  that  instruments 
selected  for  any  given  activity  must  produce 
clear  and  easily  audible  sounds.  As  I  ex- 
pected, the  piano  and  drums  were  recom- 
mended, but  it  was  also  nice  that  tone  bars, 
cymbals,  and  autoharp  were  put  to  so  much 
use. 

Clive  and  Carol  stressed  from  the  start 
that  the  workshop  would  be  based  on  their 


work  with  deaf  children  (of  'average'  or 
higher  intelligence  and  with  no  additional 
handicaps).  This  does  not  mean,  however, 
that  the  techniques  demonstrated  can't  be 
used  with  our  dual-sensory  handicapped 
youngsters  or  those  children  with  multiple 
handicaps. 

A  bit  of  creativity  and  improvisation  on 
the  part  of  teacher,  carer,  or  parent  along 
with  some  minor  adaptations  could  make 
most  of  these  activities  appropriate  and  fun 
for  use  with  deaf-blind  children  and  young 
adults. 

Publications  by  Paul  Nordoff  and  Clive 
Robbins  include: 

Creative  Music  Therapy  (John  Day  Pub.) 
Music  Therapy  in  Special  Education  (Mag- 
namusic  Baton  Pub.) 

Therapy  in  Music  for  Handicapped  Children 
(Gollancz  Pub.) 

The  above  books  provide  a  basic  guide  to 
principles  used  in  training  and  practice  and 
include:  clinical  techniques  and  procedures, 
developmental  processes,  methods  of 
evaluation,  musical  resources. 

Karen  Thiess-Tait 

Training  Co-ordinator,  Overbridge 
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Scotland 


They  say  the  Lord  helps  those  who  help 
themselves,  so  we  decided  to  support  St. 
Ninian's,  a  local  church  in  Pollokshields, 
who  were  organising  a  10  mile  sponsored 
walk  in  aid  of  Sense-in-Scotland.  Staff, 
relatives,  friends,  and  one  intrepid  student, 
Mark,  all  joined  the  walk,  and  this  crowd  set 
off  one  blazing  afternoon  in  June.  The  walk 
was  near  East  Kilbride  and  although  a  part 
of  the  course  covered  some  main  roads, 
most  of  it  was  along  quiet  country  lanes  and 
through  park  and  woodland. 

We  were  particularly  happy  to  have  Mark 
with  us  as  it  allowed  him  to  make  use  of  his 
undoubted  athletic  abilities  for  a  good  cause, 
and  one  from  which  he  would  ultimately 
benefit  himself,  as  Sense  have  been  great 
about  helping  Overbridge  with  holidays  and 
holiday  funding.  Mark's  Key  Tutor,  George, 
has  been  keen  to  give  him  plenty  of  oppor- 
tunities to  be  involved  in  athletic  pursuits  as 
he  enjoys  all  'sporty'  activities  like  walking, 
jogging,  swimming,  gymwork,  etc.  and  at 
Overbridge  we're  always  looking  out  for 
ways  to  develop  skills  and  potential  skills  in 
a  meaningful  way. 

Mark  has  been  out  jogging  as  part  of  his 
programme  at  Overbridge  and  we  thought 
at  one  time  of  his  entry  into  a  10  kilometre 
run.  However,  as  time  has  gone  on  this  has 

Once  in  a 
Lifetime 


Quick  off  the  Mark! 


The  message  that  had  been  left  in  the 
Overbridge  office  was  a  short  one. 
'Please  phone  Royalist,  ship  to  shore,  on 
Clyde  Radio  to  finalise  arrangements  for 
Thursday  morning. '  A  simple  message 
that  would  provide  Lewis,  one  of  our  most 
able  students,  with  an  exciting  new 
challenge  and  an  experience  of  a  lifetime. 

The  Sea  Cadets  had  extended  a  unique 
invitation  to  us.  A  trip  down  the  River  Clyde 
from  Gourock  to  the  Glasgow  Garden  Fes- 
tival aboard  the  T  S  'Royalist'. 

The  'Royalist'  is  a  square-rigged  sailing 
vessel  and  a  training  ship  for  young  Sea 
Cadets  who  long  for  a  life  on  the  ocean 


blossomed  into  a  hope  that  he  might  man- 
age a  half-marathon  in  September  :  it's 
certainly  within  his  capabilities,  and  in  truth 
it  may  boil  down  to  —  Do  we  have  anyone 
among  the  staff  who  is  fit  enough  to  run  it 
with  him?  Mark  certainly  has  the  capacity  to 
differentiate  between  walking,  jogging,  and 
racing,  and  one  other  thing  we  may  try  is 
involving  him  in  an  athletics  club,  or  an 
athletics  evening  at  a  sports  centre. 
Anyway,  back  to  the  walk:  Mark  set  off  at 


<    Overbridge  Ne"^~> 


wave,  old  fashioned  style.  Believe  me, 
there's  no  doubt  that  this  is  a  working 
holiday  for  the  twenty-two  Cadets  on  board. 

We  had  been  told  to  embark  at  nine 
o'clock  and  as  we  left  Overbridge  the  Heav- 
ens opened,  dampening  everything  except 
Lewis'  enthusiasm.  As  we  walked  along  the 
jetty  towards  the  ship  the  rain  stopped  and 
the  sky  filled,  instead,  with  the  roar  of  the 
Ship's  Sailing  Master,  mustering  his  crew 
and  making  ready  to  sail.  As  the"  Master 
beckoned  us  aboard  we  could  see  Lewis' 
first  challenge  of  the  day  looming  ominously 
ahead,  in  the  shape  of  an  eight  foot  vertical 
ladder.  He  would  have  to  climb  down  this 
before  the  journey  could  begin. 

We  found  ourselves  peering  over  the 
precipice.  Lewis  had  never  had  to  deal  with 
one  of  these  before  and,  despite  his  eager- 
ness to  get  on  board,  he  signed  furiously 
that  he  was  scared  —  and  who  could  blame 
him.  A  slippery  eight  foot  vertical  ladder  is 
challenge  enough  for  anybody,  let  alone  a 
young  man  with  only  partial  vision  in  his  left 
eye.  I  demonstrated,  a  couple  of  times,  how 
best  to  negotiate  the  obstacle.  We  agreed 
that  we  should  go  down  together,  me  first 
and  Lewis  a  couple  of  rungs  behind.  This 
manoeuvre  reassured  him  and  he  began 
his  brave  descent. 

At  the  bottom  of  the  ladder  Lewis  stood 
triumphant!  What  he  had  just  achieved 
required  both  careful  co-ordination  and  guts. 
His  faith  in  me,  as  his  friend,  left  me  feeling 
thatthe  day  had  been  worthwhile  already  — 
and  it  had  only  just  begun! 

Once  we  were  all  safely  aboard,  the 
crew  set  sail  and  headed  out  towards  the  far 
side  of  the  river.  The  Skipper  explained  that 
we  were  going  to  do  a  'man  overboard' 
exercise.  I  explained  the  procedure,  as  best 


a  cracking  pace  that  soon  had  us  persuad- 
ing him  to  slow  down  for  us  lesser  mortals, 
and  we  reached  the  first  check-point  in 
record  time.  A  quick  signing  in  and  we  were 
all  off  again,  enjoying  the  sunshine  and  the 
camaraderie  of  the  walk.  Soon  a  brief  stop 
for  refreshments,  and  then  we  were  enter- 
ing the  wooded  part  of  the  walk,  with  grass 
underfoot,  and  the  air  laden  with  the  heavy 
scent  of  wild  flowers.  On  the  heath  we 
paused  for  a  while  to  watch,  and  listen  to, 
model  aeroplanes  zooming  overhead. 
Eventually  we  arrived  tired,  but  triumphant, 
at  Polly's  house  for  drinks  and  a  buffet 
lunch.  At  least,  we  were  all  tired  —  Mark 
was  as  fresh  as  a  daisy  and  wanting  to  jog 
the  last  few  hundred  yards!  We  ate  outside 
on  the  lawn  and  it  was  great  to  be  able  to 
chat  about  Overbridge  and  feel  the  goodwill 
were  was  around  for  us. 

As  with  most  sponsored  walks,  the  money 
will  no  doubt  come  in  in  dribs  and  drabs,  but 
a  first  guestimate  of  the  likely  total  was 
between  £900  and  £1 ,000,  and  we  hope 
that  the  'Overbridge  Crowd'  will  have  raised 
around  £1 50  of  that  total.  Not  bad  for  what 
was  really  a  lovely  day  out  which  was  en- 
joyed by  all.  We  hope  to  repeat  the  exercise 
on  another  occasion,  this  time  for  Overbr- 
idge itself.  Our  thanks  to  all  who  helped  and 
who  took  part. 

Alan  Carter 

Unit  Leader,  Overbridge 


I  could,  to  Lewis  and  he  watched  as  the  life 
belt  was  tossed  over  the  side  to  cries  of 
'man  overboard'.  Unfortunately  forthe 'man' 
overboard,  Lewis  was  quickly  distracted  by 
other  things  and,  as  far  as  he  was  con- 
cerned, the  'drowning'  man  would  just  have 
to  swim  to  shore.  The  Heavens  opened 
again. 

Lewis  spent  the  next  couple  of  hours 
strolling  around  the  deck  trying  to  avoid  all 
of  the  hazards  that  can  so  easily  cause 
problems  for  the  visually  impaired.  Decks 
strewn  with  rope  and  steps  that  aren't  al- 
ways clearly  defined.  He  tripped  only  once. 
Shrugging  his  shoulders  and  laughing,  he 
continued  pacing  around  the  deck  studying 
the  ship's  equipment  and  admiring  the  view. 
Quite  clearly  unperturbed  by  the  rain. 

Occasionally,  Lewis  would  borrow  the 
Engineer's  binoculars  to  have  a  good  look 
round.  Unfortunately  for  the  Engineer 
though,  Lewis  didn't  see  the  strap  that 
secured  them  around  his  neck.  Half  throttled, 
the  seaman  smiled  as  Lewis  surveyed  the 
seascape. 

Before  leaving  the  ship,  armed  with 
posters  and  postcards  for  his  project  book, 
Lewis  thanked  the  Captain  and  his  com- 
rades for  the  wonderful  trip.  At  the  begin- 
ning of  the  journey  the  Master  had  said  that 
this  was  to  be  Lewis'  day.  I  don't  think  that 
they  realised,  though,  the  full  extent  of  the 
thrill  that  they  had  given  him  and  the  real 
value  of  the  trip  in  helping  to  build  up  Lewis' 
confidence  as  a  deaf-blind  young  man, 
facing  up  to  the  challenge  of  living  in  a 
sighted  person's  world. 

I  would  like  to  thank  Captain  Webb, 
Sailing  Master  Dave  Norman,  and  every- 
body else  aboard  the  TS  Royalist'  for  giving 
Lewis  a  day  that  I  doubt  he  will  ever  forget. 
I  certainly  won't. 


Ian  Noble 
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Services  to  Deaf -Blind  People 

Over  the  last  nine  months,  a  working  party  has  been  meeting  to  produce  a  report  for  local  authorities,  on 
what  services  should  be  provided  for  deaf-blind  people.  The  working  party  includes  representatives  from 

Sense,  RNID,  RNIB  and  the  National  Deaf-Blind  Helpers'  League,  plus  people  from  social  services 

departments  representing  the  various  national  professional  associations.  Included  in  the  group  have  been 

two  deaf-blind  people,  and  one  representative  of  parents  of  deaf-blind  children. 

The  report  should  be  published  in  early  autumn,  and  we  hope  to  print  large  extracts  in  future  issues  of 

Talking  Sense.  Meanwhile,  we  have  decided  to  publish  two  discussion  papers  that  were  produced  to 

stimulate  discussion  in  our  meetings.  The  first  is  by  Norman  Brown,  and  looks  at  what  local  authorities  might 

do  to  help  meet  the  social  and  recreational  needs  of  less  able  deaf-blind  people.  The  second  is  by  Graham 

Hicks,  and  looks  at  those  same  needs  from  the  point  of  view  of  the  more  able  deaf-blind  person. 


Social  and  Recreational  Needs  of  the 
less  able  Deaf -Blind  Person 


It  must  be  remembered  that  the  dual  impair- 
ment of  sight  and  hearing,  the  major  dis- 
tance and  learning  senses,  not  only  gives 
problems  with  communication  but  also 
starves  the  individual  of  the  mass  of  con- 
scious and  unconscious  input  upon  which 
we  normally  rely  for  building  up  and  retain- 
ing our  knowledge  of  the  world  and  our 
place  in  it. 

For  the  congenially  deaf-blind  as  well  as 
the  less  able,  this  dearth  of  basic  knowl- 
edge, along  with  the  resultant  impoverish- 
ment of  internal  and  therefore  receptive  and 
expressive  language,  requires  positive  and 
well-conceived  input  to  diminish  frustration 
and  confusion  for  both  the  individual  and 
the  carer. 

Simple  pleasures  such  as  eating  out, 
shopping,  travelling  on  public  transport,  may 
have  the  delight  of  the  unusual  and  exciting. 
A  chance  to  help  in  domestic  activities  rather 
than  be  waited  upon  can  give  enjoyment 
and  a  sense  of  worth  as  well  as  an  in- 
creased understanding  of  how  the  world 
works. 

For  the  congenially  deaf-blind,  in  the 
early  stages  an  awareness  that  there  is  an 
outside  world  must  be  given.  Progression  is 
usually  via: 

(i)  gentle  but  intrusive  awareness-rais- 
ing (for  realization), 

(ii)  the  security  of  a  routine  (for  knowl- 
edge, confidence  and  anticipation), 

(iii)  selective  changes  to  the  routine  (for 
realization  that  change  need  not  be  threat- 
ening), 

(iv)  the  exercise  of  choice  (for  growth  of 
self-worth  and  control), 

(v)  the  experience  of  freedom  (for  inde- 
pendence). 

It  will  be  necessary  to  observe  at  which 
stage  the  individual  is,  before  appropriate 
services  can  be  supplied. 

Enablers 

Much  will  depend  upon  the  setting  in  which 
the  deaf-blind  person  has  been  placed.  It 
should  also  be  emphasised  that  the  needs 
of  less  able  deaf-blind  people  are  inextrica- 
bly tied  up  with  the  needs  of  the  carers. 
Answering  social  and  recreational  needs 
depends  almost  entirely  upon  the  presence 
of  a  supporter/guide/stimulator,  although 
this  person  does  not  have  to  be  the  main 


care-giver.  Use  is  increasingly  being  made 
of  special  and  flexible  recruitment  under  the 
home-help  scheme,  which  can  bring  young 
and  lively  people  into  contact  with  young 
and/or  lively  deaf-blind  people  to  mutual 
benefit.  If  such  a  scheme  can  include  a 
training  element  there  is  much  to  be  gained. 
Use  should  also  be  made  of  any  be- 
friending or  enabling  services  offered  by 
volunteers,  but  here  again  access  to  train- 
ing and  the  counsel  of  a  knowledgeable 
person  will  help  greatly  towards  successful 
relationships. 

Inter-personal  skills 

Once  an  awareness  of  people  as  other  than 
helpers  or  intimidators  has  been  gained, 
deaf-blind  children  like  contact  with  others. 
As  they  grow  older  and  more  confident, 
such  contact  becomes  prized  and  attempts 
should  always  be  made  to  broaden  the 
range  of  social  contacts.  At  the  same  time 
consideration  can  be  given  to  encouraging 
inter-personal  and  social  skills,  for  the 
motivation  will  be  there. 

Use  of  the  senses 

Good  use  can  also  be  made  of  a  naturally 
stimulating  environment.  Activities  should 
be  sought  which  give  both  freedom  and 
security  (witness  the  popularity  of  a  swing), 
and  which  use  residual  senses  to  give  pleas- 
ure (for  example,  visits  to  fairgrounds  with 
lights  and  movement  and  loud  noise  -  but 
from  which  one  can  distance  oneself).  An 
advantage  of  settings  such  as  this  is  that 
issues  are  not  confused  by  mistaken  no- 
tions of  age-appropriate  behaviour. 

Lessening  stress 

Settings  should  be  sought  where  strict 
behaviour  patterns  are  not  obligatory.  En- 
joyment and  embarrassment  seldom  go 
together.  The  carer  also  must  feel  uninhibi- 
ted for  full  enjoyment. 

For  younger  children,  facilities  catering 
for  families  and  able  to  accommodate  a 
handicapped  member  will  often  prove  very 
suitable,  although  even  there  the  presence 
of  additional  help  will  enable  all  the  family 
members  to  enjoy  themselves  by  removing 
the  need  to  focus  constant  attention  upon 
the  less-able  person.  Lifting  a  constant 


weight  of  caring  may  leave  room  for  having 
fun. 

Less-able  people  are  often  acutely  aware 
of  atmospheres  and  tensions  among  those 
around  them.  If  confidence  and  good  hu- 
mour surround  them,  they  will  usually  relax 
and  become  more  willing  to  interact. 

Physical  activity 

A  very  real  problem  is  how  to  provide  physi- 
cal activity  which  will  use  energy  produc- 
tively, will  expand  the  lungs,  stimulate  circu- 
lation and  improve  strength,  balance  and 
posture.  Fears  of  danger,  or  chances  of 
actual  harm  do  not  encourage  the  normal 
use  of  exploration,  running  and  jumping, 
and  may  make  the  playing  of  robust  team 
games  very  pale  comparisons  with  the  ideal. 
Walking  and  swimming  can  play  a  large  and 
enjoyable  part  here,  as  can  climbing  ,  tan- 
dem-riding and  even  modified  circuit-train- 
ing. 

Travel  is  almost  always  enjoyed  and  the 
engine  vibration  of  car  or  boat  can  prove 
calming.  Initially  a  boat  ride  may  be  re- 
ceived as  terrifying  but  gentle  continuation 
will  almost  always  turn  this  activity  into  one 
of  the  most  popular. 

Contact  with  animals  can  be  disappoint- 
ing, for  the  deaf-blind  child  will  often  find  a 
small  animal  disconcerting  to  touch,  of  inde- 
terminate shape  and  of  unpredictable  be- 
haviour -  best  left  alone.  There  is  usually 
more  success  with  larger  animals,  espe- 
cially those  than  can  be  ridden.  Generally 
speaking,  the  larger  the  animal  the  better. 
(The  best  household  pet  for  a  deaf-blind 
child  is  probably  an  elephant;  you  can't 
damage  it  easily,  it  takes  you  places,  it's  fun 
in  the  bath  and  it  doesn't  get  underyourfeet. 
Perhaps  the  parks  department  can  fund 
one  ostensibly  for  hurricane-damage  clear- 
ance.) 

Tapping  resources 

The  involvement  of  all  local  authority  de- 
partments should  be  invited  when  thinking 
of  possibilities,  not  just  social  services 
departments,  and  the  widest  range  of  vol- 
untary agencies  should  be  encouraged  to 
become  involved  also  in  the  provision  of 
leisure  and  recreation  facilities,  a  major 
growth  area  could  lie  with  those  who  have  a 
single  disability  but  whose  facilities  and 
activities  could  include  deaf-blind  people  in 
joint  ventures. 

Private  pleasures 

Not  all  activities  have  to  be  outward- 
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going  or  inter-personal.  For  many,  the  great 
search  will  be  for  something  to  amuse  and 
occupy  without  the  constant  input  of  an- 
other person.  Such  an  activity  must  be 
positive  and  not  obsessional  or  isolating  but 
it  can  prove  a  boon  for  carer  and  deaf-blind 
person  alike  if  there  is  a  self-contained  and 
personally  achievable  pleasure  of  a  posi- 
tive nature.  For  some  it  may  be  reading  but 
even  those  who  do  not  achieve  reading  may 
find  pictures,  certain  puzzles,  constructions, 
collections  and  processes  very  enjoyable. 

Brothers  and  sisters 

In  seeking  to  provide  recreational  and  lei- 
sure opportunities  for  families  with  a  deaf- 
blind  member,  care  must  be  taken  to  allow 
some  opportunities  for  siblings  or  members 
with  other  interests  and  needs  to  have 
opportunities  of  their  own.  A  happy  family 
able  to  pursue  diverse  interests  will  be  a 
more  successful  unit  than  one  focussed 
entirely  upon  the  needs  of  one  member. 

Sex 

The  limitation  of  external  stimuli  reaching 
the  individual  can  emphasise  internal  stim- 
uli, so  that  there  is  a  natural  concentration 
on  the  body's  smells,  vibrations,  tastes  and 
other  sensations.  Sexually,  the  body  may 
be  reacting  to  pheromenes  or  touch  but  the 
reaction  is  most  likely  to  be  response  by 
masturbation  and  without  realization  of  its 
social  inappropriateness. 

Tension  and  physical  distress  leading  to 
outbursts  of  aggression  or  destruction  can 
often  be  avoided  once  a  successful  achieve- 
ment of  physical  release,  and  when  and 
where  it  can  be  achieved,  has  been  learned. 

For  many,  knowledge  of  the  possible 
involvement  of  another  person  in  the  re- 
lease of  sexual  drive  can  lead  to  behaviour 
which  in  fact  limits  the  individual's  freedoms 
to  move  in  society,  so  care  must  be  taken  in 
deciding  how  much  should  be  introduced  to 
a  particular  individual  and  what  is  the  ca- 
pacity to  deal  with  relationships  as  well  as 
what  is  the  capacity  for  sexual  activity. 

This  is  an  area  where  the  feelings  and 
beliefs  of  those  closely  or  caringly  involved 
must  first  be  addressed  before  any  suc- 
cessful action  can  be  taken,  or  the  caring 
may  be  overtaken  by  distress. 

If  the  deaf-blind  person  is  capable  of 
both  a  deep  and  caring  relationship  as  well 
as  a  sexual  one,  then  consideration  must  be 
given  to  how  far  one  should  go  in  educating 
and  in  facilitating  meetings  and  privacy. 

Major  ethical  and  social  considerations 
come  in  here,  but  the  deaf-blind  person  with 
sexual  potential  will  face  particular  frustra- 
tions and  embarrassments.  Ignoring  the 
topic  will  not  remove  the  feelings. 

Norman  Brown 


Social,  Recreational  and  Counselling 
Needs  of  more  able 
Deaf -Blind  People 


The  social  welfare  of  deaf-blind  people  is  an 
area  which  calls  for  a  great  deal  of  attention. 
Here  our  efforts  must  be  directed  towards 
reducing  the  isolation  of  deaf-blind  people. 
Much  will  need  to  be  done,  particularly  in 
the  direction  of  integrating  deaf-blind  people 
into  society.  So,  just  how  can  this  be 
achieved? 

•  Local  Government  needs  to  provide 
regular  courses  for  any  member  of  the 
public,  in  deaf-blind  (and  deaf)  communica- 
tion skills.  School-age  children  should  also 
receive  training  in  these  skills  as  part  of  their 
education.  These  courses  should  also  cover 
general  information  about  guiding  a  deaf- 
blind  person,  as  well  as  helping  to  promote 
a  general  understanding  of  deaf-blindness. 

•  All  workers  who  come  into  contact  with 
members  of  the  public  should  have  similar 
training  as  mentioned  above  included  within 
their  job  training  -  existing  staff  would  also 
be  asked  to  take  the  course.  Such  groups  of 
workers  would  include:  transport  workers, 
medical  staff  (including  ambulance  crews), 
and  the  police. 

•  In  a  work  place  where  a  deaf-blind  per- 
son is  employed,  all  workers  should  learn  to 
communicate  with  the  deaf-blind  person. 
(Social  services  should  provide  help  here.) 
Not  only  should  fellow  workers  learn  to 
communicate,  but  they  should  also  be 
encouraged  to  include  the  deaf-blind  per- 
son in  social  activities  -  here  again  some 
help  from  Social  Services  may  be  needed. 

•  When  considering  where  a  deaf-blind 
person  could  best  be  housed,  it  is  important 
to  ensure  that  not  only  will  the  building  be 
easily  accessible  and  necessary  resources 
being  close  at  hand,  but  also  to  look  at  it 
from  an  integration  point  of  view  -  are  there 
plenty  of  people,  (including  able-bodied 
people)  whom  the  deaf-blind  person  can 
make  easy  contact  with?  It  will  also  be 
necessary  for  the  deaf-blind  person  to  re- 
ceive support  from  a  social  worker  for  the 
deaf-blind.  It  should  also  be  noted  that  deaf- 
blind  people  often  like  to  be  near  another 
deaf-blind  person. 

•  When  deaf-blind  people  wish  to  take 
part  in  social  and  recreational  activities,  it  is 
important  to  encourage  them  to  make  use 
of  resources  in  the  community,  and  thereby 
mix  both  with  other  disabled  and  able-bod- 
ied people. 

•  Trained  Guide/Interpreters  need  to  be 
available  to  accompany  deaf-blind  people 
to  social  and  recreational  activities.  The 
Guide/Interpreter  must  encourage  other 
people  to  learn  to  communicate  directly  with 


the  deaf-blind  person. 

•  Mobility  training  must  be  taught  to  en- 
sure the  greatest  possible  independence. 
This  should  be  an  ongoing  service,  espe- 
cially for  people  with  gradually  worsening 
vision,  who  will  need  to  learn  new  skills. 
Here  again,  the  mobility  officers  must  be 
specially  trained  to  work  with  deaf-blind 
people. 

•  All  public  buildings  and  places  where 
activities  are  held  need  to  be  made  more 
accessible,  i.e.  tactile  markings  where 
necessary,  good  and  consistent  lighting, 
induction  loops  and  other  aids. 

•  Where  new  buildings  are  to  be  designed, 
architects  need  to  be  encouraged  to  take 
deaf-blind  people's  needs  into  considera- 
tion along  with  other  groups  of  disabled 
people.  Here  it  will  often  be  found  that  the 
need  of  one  group  conflicts  directly  with  the 
needs  of  another.  However,  a  happy  solu- 
tion can  often  be  found. 

•  Deaf-blind  people  need  to  be  encour- 
aged to  broaden  their  horizons  generally, 
and  find  a  greater  variety  of  activities  to 
occupy  their  time. 

•  An  advisory  service  needs  to  be  pro- 
vided by  social  services,  offering  assis- 
tance to  people,  organisations  etc.  who 
need  advice  on  how  best  to  serve  the  needs 
of  deaf-blind  people.  (This  service  could 
encompass  other  groups  of  disabled 
people). 

Counselling  for  Deaf-Blind 
People 

Like  all  other  people,  deaf-blind  people 
sometimes  need  expert  counselling  on  a 
variety  of  social  and  personal  matters. 
Counselling  of  this  kind  normally  takes  place 
in  confidence.  However,  unless  the  coun- 
sellor in  question  is  familiar  with  communi- 
cating with  deaf-blind  persons,  there  will  be 
difficulty  in  having  a  one-to-one  conversa- 
tion. In  some  cases  an  interpreter  may  be 
needed,  but  this  may  upset  the  feeling  of 
confidence.  It  would  therefore  be  far  better 
if: 

•  counsellors  could  take  training  in  com- 
municating with  deaf-blind  and  deaf  people, 
or 

•  special  counsellors  could  be  trained  to 
meet  the  counselling  needs  of  deaf-blind 
people. 

It  is  worth  noting  here,  that  deaf-blind 
people  themselves  would  sometimes  make 
very  good  counsellors. 

Graham  Hicks 


In  late  autumn  of  this  year,  the  John 
Tracy  Clinic,  based  in  Los  Angeles,  Cali- 
fornia, will  have  completed  their  revision 
of  the  Correspondence  Learning  Pro- 
gramme for  Parents  of  Young  Deaf-Blind 
Children.  This  programme,  originally  pub- 
lished in  1973,  has  served  hundreds  of 
families  worldwide.  It  is  available  free  of 
charge  to  parents,  or  those  people  acting 
as  parents,  to  young  deaf-blind  children. 
This  programme,  available  in  English  and 
I  Spanish,   is   highly  individualised.  The 


Correspondence  courses 
for  parents 

course  covers  basic  information  about 
hearing  and  visual  impairments,  parent 
attitudes,  communication  skills,  self-help 
skills,  gross  motor  and  fine  motor  develop- 
ment. 

Parents  receive  lessons  and  appropri- 
ate learning  steps  according  to  their  child's 


needs.  The  staff  of  John  Tracy  Clinic 
sends  personal  letters  in  response  to 
parents  reports,  and  offer  support  and 
guidance  to  the  families.  Bound  copies 
are  also  available  to  professionals  at  a 
minimal  cost. 

To  enroll  in  the  course  (or  for  further 
information)  please  write  to:Sandra  Meyer 
Ed.D.,  Director,  Correspondence  Edu- 
cation, John  Tracy  Clinic,  806  West 
Adams  Blvd.,  Los  Angeles.  California 
90007,  USA. 
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Henshaws  News 

We  have  been  on  our  holidays.  Here  are 
some  of  our  snapshots. . . 


Here  we  all  are  at  Stackpole  Trust  Centre 
near  Pembroke,  bravely  tackling  the  cliff 


The  sand  was  lovely  ... 

...  so  we  baked  in  it! 

Some  of  us  went  to  Centre  Pares  in 
the  Midlands.  We  stayed  in  chalets, 
and  spent  our  days  in  the  Dome.  The 
water  was  84'.  We  enjoyed  the  waves 
and  the  water  shutes.  At  night  we 
visited  the  disco  and  bars. 


Above:  Swimming  at  the  Dome. 

Below:  Debbie  fingerspells  to  Jenny  in  the 
restaurant. 


Poolemead  News 


David  Phippen 

I  felt  I  must  write  and  let  many  friends  of  the 
Deaf-Blind  Unit  know  of  the  departure  of 
David  Phippen,  Unit  Leader,  who  has  been 
with  us  since  we  started  the  Unit  seven 
years  ago.  He  is  leaving  us  at  the  end  of  the 
months  and  is  going  to  the  Oakley  Adult 
Opportunity  Centre  for  Mentally  Handi- 
capped in  Cheltenham  as  Deputy  Manager. 
He  will  be  greatly  missed  by  all  of  us  here 
and  I  am  sure  by  the  parents  who  have 
come  to  know  him.  I  am  sure  you  would  like 
to  join  us  in  wishing  him  well  and  thank  him 
for  all  he  has  done  for  the  Unit  and  for 
Poolemead. 


A  Day  in  the  House  of  Lords 

On  Wednesday  27  July  at  7am  the  selected 
few  from  Poolemead  got  on  the  minibus 
bleary  eyed  for  a  drive  to  the  House  of  Lords 
for  the  reception  that  Sense  had  arranged 
for  Margaret  Brock  on  receiving  her  MBE. 


We  took  the  opportunity  offered  to  have  a 
guided  tour  of  the  House  —  we  said  it  was 
for  Christopher's  benefit!  Christopher  looked 
so  smart  in  his  new  suit,  he  was  excited  at 
the  prospect  of  seeing  his  parents.  He 
explored  the  House,  smiling  to  himself  and 
was  very  relaxed.  Anything  that  caught  his 
eye  he  would  have  a  look  at  and  then  back 
to  Hilary,  his  special  person. 

He  was  so  pleased  to  see  his  sister, 
Elizabeth,  he  gave  her  a  hug  and  kiss,  and 
was  also  proud  to  have  the  MBE  pinned  on 
him  by  Margaret.  He  posed  for  the  photo- 
graphs, stood  with  a  glass  of  bubbly  during 
the  speech,  helped  his  mother  open  the 
presents,  and  shook  hands  with  the  people 
who  knew  him.  He  did  everything  with  such 
ease  one  would  have  thought  that  the  did 
this  every  day.  For  us  it  was  great  to  see 
Margaret  receive  her  MBE  and  to  have  the 
honour  to  be  part  of  the  celebrations.  Thank 
you  Margaret  for  the  lovely  day  and  of 
course  to  Sense  for  providing  it.. 

Christina  Dunn 
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Chugging  through  the  Midlands 


Six  of  us  with  Usher  Syndrome,  plus  help- 
ers and  friends,  enjoyed  a  weeks'  holiday 
on  the  twelve  berth  canal  boat  'Tern'  in 
June.  Our  chief  Engineer  and  Captain  was 
Roger  Ford,  who  is  deaf;  it  was  in  his  own 
1951  London  double-decker  bus  that  we 
travelled  to  and  from  London  to  the  canal 
harbour  at  Rugby.  Here  are  some  extracts 
from  my  diary. 

...  we  find  the  boat  which  was  built  earlier 
this  year,  contains  modern  fitted  'mobile' 
kitchen,  shower  with  two  WC's  —  very  nice. 

— we  got  ready  and  prepared  our  things, 
like  food,  etc.  into  our  canal  boat.  Roger  has 
been  very  good,  responsible  and  highly 
experienced  himself  with  everything  on  canal 
knowledge  and  skills,  then  we  are  ready  to 
leave  Rugby  and  headed  for  Braunston,  via 
Braunston  Turn  (to  pick  Sue  Robinson  up 
there),  on  (Northern)  Oxford  canal.  Stay 
there  overnight. 

Next  morning  (June  5)  some  of  our  party 
find  our  berth  are  uncomfortable  because  of 
the  mattress's  are  'squeaky'  and  not  wide 
enough,  had  our  breakfast.  Everybody 
shared  in  the  jobs  on  board,  which  were 
done  on  a  rota  —  cooking,  washing-up, 
cleaning  the  boat. 

We  left  Braunston,  passing  along  Braun- 
ston Tunnel,  2,042  yards,  after  we  passed 
six  locks.  It's  very  interesting  to  see  how 
these  locks  work!  Enjoyed  watching  as  I  feel 
a  'Victorian'  atmosphere. 

We  join  the  'Grand  Union'  canal  —  south 
—  most  famous  canal,  runs  between  Bir- 
mingham and  London,  we  pass  Norton 
Junction,  then  along  to  Buckby  (seven) 
Locks  and  to  Blisworth  for  overnight. 
Blisworth  is  a  lovely  village  in  Northampton- 
shire. 

We  left  Blisworth  for  Stoke  Bruerne,  then 
passed  along  Blisworth  Tunnel  (1  3/4  miles 
in  about  40  minutes),  it's  very  straight  tun- 
nel! 

Then  we  visited  Stoke  Bruerne  Water- 
ways Museum  —  it's  really  very  interesting 
and  worthy  place  to  see  'History  and  Devel- 
opment on  Canals  around  Britain'!  It  had 
some  lovely  views  from  the  top  of  the 


Left  to  right.  Back  row:  Russell  Gilmore,  Charles  Turrell,  Roderick  Ullo,  Michael  Carney, 
Mike  Cotterill,  Sue  Robinson,  Wendy  Ebsworth,  Peter  Bennett.  Font  row:  Roger  Ford  and 
Geoff  Day 


museum.  This  is  where  our  Admiral  (Leader) 
Mary  Guest  took  some  pictures  on  the  lock- 
side. 

We  turned  back  here  and  retraced  our 
journey  to  Braunston  where  we  had  a  drive 
to  Royal  Leamington  Spa  through  lovely 
peaceful  countryside.  The  next  day  we  went 
by  bus  to  Stratford-on-Avon  visiting 
Shakespeare's  birthplace. 

Really  exhausted  then  returned  to  Braun- 
ston for  supper.  We  had  terrible  rainstorm  in 
and  the  boat  has  two  leaks  and  rain  poured 
in. 

The  next  day  feel  so  damp  everywhere! 
We  headed  for  Newbold-on-Avon  via  Braun- 
ston Turn,  Rugby  and  Hillmorton.  It's  misty 
and  dull  day  with  few  showers  —  not  a  very 
exciting. 

At  Newbold,  we  go  for  a  long  walk,  this 
place  has  many  historic  old  canal  and  inter- 
esting things  to  see  such  as  an  old  tunnel 
and  isolated  canal  loop. 

After  supper,  had  few  'farewell'  drinks  for 
Mary  our  leader! 

And  next  morning,  we  had  problem  with 


WC  has  been  blocked  up  and  must  go  and 
return  to  Willow  Wren  hire  centre  to  fix  the 
pump  and  clear  toilet  within  few  minutes. 
We  ready  go  to  Stretton-upon-Fasse  via 
Newbold  Tunnel,  then  a  long  walk  around 
countryside  and  saw  an  'aqueduct'  there. 
After  walk,  we  return  to  Newbold-upon- 
Avon. 

The  last  day  we  pack  and  hand  the  boat 
back  and  return  to  London.  Really  very 
'worn-out'  and  exhausted,  but  had  a  won- 
derful and  good  experience  on  canal  week 
trip  and  had  good  fun  and  a  peaceful  atmos- 
phere! 

In  all  we  travelled  73  miles  and  passed 
31  locks. 

My  final  words  are  to  say  that  my  special 
thanks  go  to  Mary  Guest,  our  leader  and  her 
helpers  Sue  Robinson,  Wendy  Ebsworth, 
Mike  Cotterill,  and  Roger  Ford  who  did  all 
they  could  to  help  with  good  effort  and  never 
complained  at  all. 

Russell  Gilmore 


Young  fO  O 

Deaf  OO 

Achievers 


A  national  awards  scheme  for  young  deaf, 
hard  of  hearing  and  deaf-blind  people  aged 
16-29,  who  have  made  an  exceptional 
achievement  in  any  field  of  endeavour  is  to 
be  launched  by  a  new  consortium  called 
DEAF  ACCORD. 

Eleven  regional  finalists  will  attend  the 
Awards  Ceremony  which  will  be  held  at 
noon  on  Wednesday  16  November  in  Gro- 
cers Hall  in  the  City  of  London  in  the  pres- 
ence of  HRH  The  Princess  of  Wales.  Prizes 
are,  first  £500,  second  £300  and  third  £200. 

Nominations  are  sought  and  a  form  giv- 
ing details  of  the  scheme  is  enclosed  with 
this  newsletter.  Further  details  will  be  avail- 
able from  1  September  88  from  Sense 
Head  Office.  The  closing  date  is  1 0  October 
1988. 


Deaf  Accord 

An  informal  consortium  of  national  con- 
sumerorganisationsofdeaf,  deaf-blind  and 
hard-of-hearing  people  and  their  families  is 
to  be  launched  in  November  1988.  First 
members  are: 

The  British  Association  for  the  Hard  of 
Hearing 

The  British  Deaf  Association 
The  National  Deaf  Children's  Society 
Sense  -  The  National  Deaf-Blind  and  Ru- 
bella Association 

The  impetus  behind  DEAF  ACCORD 
was  to  enable  small  and  medium-sized 
organisations  to  undertake  jointly  projects 
which,  because  of  finance  or  some  other 
reason,  could  not  be  undertaken  individu- 
ally or  which  would  be  more  successful  on 
a  joint  basis. 

The  stated  aims  of  DEAF  ACCORD  are: 

•  To  improve  and  extend  cooperation  be- 
tween member  organisations  in  represent- 
ing the  interests  of  deaf,  hard  of  hearing  and 
deaf-blind  children  and  their  families. 


•  To  act  as  a  consumer  group  in  cam- 
paigning for  improved  services  from  the 
public,  private  and  voluntary  sector  for  deaf, 
hard  of  hearing  and  deaf-blind  children  and 
their  families. 

•  To  provide  an  opportunity  for  participat- 
ing organisations  to  share  resources  and  to 
work  together  constructively  in  areas  of 
common  concern. 

Parliamentary  Officer 

A  Parliamentary  Officer  will  be  appointed 
later  this  year,  based  at  NCVO:  duties  will 
include  co-ordinating  a  number  of  cam- 
paigns and  developing  good  relations  with 
MP's,  Lords,  Cabinet  Ministers  and  Civil 
Servants. 


Fund  Raising 

A  number  of  projects  are  in  discussion 
although  none  have  yet  been  implemented. 

Rodney  Clark 


L 
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USHER 

SYNDROME 


£  If  I  were  profoundly  deaf 
and  had  restricted  sight 

would  I  exhibit 
behaviour  which  might 
be  diagnosed  as  mental 
illness?    ^ 

This  is  a  question  which  I  have  asked  myself 
many  times  during  the  course  of  my  work 
with  people  who  have  Usher  Syndrome. 

My  experience  is  limited  but  a  sizeable 
proportion  of  those  I  have  worked  with  have 
exhibited  behaviour  which  has  been  la- 
belled 'mental  illness'  or  'mental  instability'. 
I  mean  behaviour  which  does  not  follow  the 
normal  pattern.  I  came  to  see  that  behind 
the  variations  in  behaviour  lay  similarities  in 
the  underlying  causes.  This  has  given  much 
concern  because  those  labels  are  really 
something! 

In  order  to  explain  the  relationship  be- 
tween 'mental  illness'  and  Usher  Syndrome 
I  will  describe  briefly  three  cases  and  sug- 
gest some  strategies  we  might  adopt  to 
lessen  this  'abnormal'  behaviour. 

Case  Study  1 

Sue.  aged  30.  married  to  a  deaf  man  and 
had  two  hearing  children. 

Sue's  field  of  vision  was  extremely  narrow 
and  what  vision  she  had  was  blurred  due  to 
double  cataracts.  She  suffered  from  halluci- 
nations, outbursts  of  anger  and  bouts  of 
depression.  She  told  me  about  Jesus  coming 
through  her  bedroom  window  whilst  she  lay 
awake  and  of  the  appearance  to  her  of  her 
dead  grandmother.  It  appeared  that  Sue 
often  had  a  large  flash  of  light,  which  came 
from  the  side  of  her  eye,  and  at  night  -  when 
all  else  was  dark  -  the  light  was  more 
intense.  She  felt  it  was  a  sign  of  Jesus. 
Jesus  was  often  followed  by  the  appear- 
ance of  her  grandmother  who  would  stand 
at  the  end  of  her  bed  looking  at  her.  (Since 
my  involvement  with  Sue,  I  have  worked 
with  a  number  of  Usher  Syndrome  people, 
and  have  heard  of  others,  who  also  de- 
scribe a  flash  of  light  such  as  Sue  experi- 
enced.) 

During  the  day  Sue's  behaviour  could 
range  from  depressed  through  to  happy  or 
angry.  Looking  at  her  behaviour  in  isolation, 
it  could  be  considered  a  type  of  mental 
illness,  but  I  felt  that  this  view  was  mistaken. 
Then  I  started  to  ask  myself  the  question, 
"How  would  I  react  in  a  similar  situation,  and 
why?  I  thought  it  likely  that  I  would  act  in  a 
similar  way:  when  this  became  clear  to  me 
I  tried  to  work  out  the  reasons  behind  it. 

Sue  often  felt  alone,  that  nobody  else 
really  knew  how  she  felt.  Communication 
had  become  increasingly  difficult,  so  she 
had  withdrawn  from  the  deaf  community; 
but  communication  had  now  become  a 
problem  within  her  family.  She  missed  the 
everyday  interaction  within  the  family  at 
mealtimes,  because  she  could  not  follow 
the  speed  of  the  conversation.  Sue  began 
to  think  that  her  family  too  did  not  under- 


Mental  Illness  and  Usher 

Syndrome 


This  paper  was  presented  by  Wendy 

Ebsworth  at  the  Usher  Syndrome 

Meeting  held  at  Toulouse,  France  in 

May  1988.  Wendy  is  a  Social  Worker 

among  deaf  people  in  Cheshire. 


stand  her  feelings.  She  felt  isolated  and 
rejected;  there  were  spells  when  she  did  not 
think  she  was  a  very  good  mother.  She 
could  not  go  outside  without  a  guide  and  felt 
like  a  prisoner  in  her  own  home.  Sue  would 
often  draw  on  her  religious  faith  to  cope  with 
these  feelings,  but  this  was  not  always 
easy.  She  also  drew  on  the  memory  of  the 
close  relationship  she  had  had  with  her 
dead  Grandmother;  talking  about  her  with 
fondness  at  times  when  she  felt  low.  Sue 
also  worried  about  the  future.  What  was  her 
prognosis  and  how  would  it  affect  her  fam- 
ily? 

Looking  at  the  situation  as  a  whole  it  did 
not  seem  surprising  to  me  that  she  exhib- 
ited such  behaviour.  So  how  did  I  try  to 
assist  Sue  through  such  experiences?  I 
certainly  did  not  feel  confident  about  what 
should  be  done,  so  after  much  thought  and 
liaison  with  colleagues  and  organisations 
concerned  with  deaf-blind  people  I  decided 
to  meet  regularly  with  Sue  thus  allowing  her 
to  express  her  feelings  more  often  if  she  so 
wished. 

I  felt  counselling  was  a  way  of  supporting 
her,  and  I  hoped  that  in  time  the  hallucina- 
tions and  depressions  would  lessen,  or  at 
least  longer  periods  of  good  days  would 
result. 

Sue  was  obviously  concerned  about  her 
sight  in  the  future,  so  together  we  visited  the 
eye  hospital  to  find  out  as  much  as  possible 
about  the  extent  of  her  Retinitis  Pigmen- 
tosa. At  the  start  of  my  work  with  Sue  I  had 
decided  to  give  her  as  much  information  as 
she  requested  about  Usher  Syndrome,  as  I 
believed  this  was  vital  if  she  were  to  under- 
stand herself  and  her  own  reactions.  Before 
my  involvement  with  her  Sue  had  denied 
the  need  to  go  for  any  type  of  rehabilitation. 
However,  after  several  months  she  agreed 
to  go  for  mobility  and  rehabilitation  training, 


from  which  she  greatly  benefited. 

My  involvement  was  not  only  with  Sue 
but  also  with  her  family.  I  tried  to  get  them  to 
express  their  fears  and  concerns  and  ex- 
plained to  them  about  Usher  Syndrome  in 
the  hope  they  would  understand  Sue  and 
her  so  called  'abnormal'  behaviour. 

Unfortunately  my  work  with  Sue  and  her 
family  ended  as  I  left  her  district,  so  I  am 
unable  to  say  what  subsequently  happened 
to  her.  During  the  time  I  worked  with  her, 
which  was  about  one  year,  she  seemed  to 
be  understanding  herself  a  little  better  al- 
though her  depressions  and  hallucinations 
continued. 

Case  Study 

Brian  aged  30,  married  (to  a  hearing  and 
sighted  woman),  two  children  (both  hear- 
ing). 

Brian  had  held  down  a  good  job  until  his 
failing  eyesight  caused  him  to  give  it  up.  At 
the  same  time  he  had  to  stop  driving.  He 
was  a  traditional  man  in  that  he  saw  his  role 
as  that  of  wage  earner,  and  saw  himself  as 
head  of  the  family.  As  his  eyesight  deterio- 
rated he  felt  this  role  slipping  away.  His 
children  began  to  go  to  their  mother  for 
everything,  and  for  a  time  rarely  communi- 
cated with  him.  Brian  was  an  active  man, 
and  channelled  his  energy  into  DIY  —  he 
could  often  be  found  at  home  re-decorating 
or  gardening  and  was  good  at  it.  However, 
his  poor  sight  caused  problems  here  too. 

Brian  was  desperate  for  employment, 
but  was  never  able  to  find  a  suitable  job.  His 
family  never  knew  when  his  behaviour  might 
change,  it  seemed  to  be  worse  during  the 
onset  of  winter.  Cold  weather  and  dark 
evenings  prevented  Brian  from  going  out 
and  this  is  when  his  frustration  built  up  to  a 
level  where  he  could  not  cope.  Is  it  surpris- 
ing such  behaviour  therefore  occurred? 

My  plan  of  involvement  with  Brian  was 
straightforward  but  proved  to  be  demand- 
ing. I  intended  to  have  counselling  sessions 
with  Brian  giving  him  the  opportunity  to  talk 
through  his  feelings  and  about  his  behav- 
iour; to  arrange  for  mobility  training  and 
rehabilitation;  and  to  enable  Brian  to  meet 
other  Usher  Syndrome  sufferers  if  he  so 
wished.  Unfortunately  only  the  mobility  train- 
ing and  rehabilitation  were  successful.  Brian 
and  I  had  some  counselling  sessions  to- 
gether but  he  felt  let  down  by  'society'  as  a 
whole  and  particularly  by  'professionals', 
including  social  workers.  Consequently,  he 
walked  out  of  our  meetings  after  telling  me 
nobody  helped  him,  everybody  just  'talked'. 

I  felt  overwhelmed  by  the  extent  of  the 
work  needed  with  Brian  and  his  family.  His 
wife  developed  agoraphobia  and  his  chil- 
dren didn't  communicate  with  him.  Each  of 
them  required  a  tremendous  amount  of 
input  and  I  did  not  find  myself  able  to  give 
them  the  time  they  deserved. 

My  aim  to  introduce  Brian  to  other  people 
with  a  similar  condition  did  not  happen,  as 
Brian  did  not  reach  the  stage  where  he  felt 
sufficiently  confident  to  do  this.  He  was  still 
struggling  with  his  problems  of  self-accep- 
tance, so  this  policy  was  shelved  until  such 
time  as  Brian  would  be  ready  for  it. 
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Unfortunately  I  left  the  district  before 
making  any  positive  progress  both  in  this 
area  and  with  the  counselling.  Again,  as 
with  Sue,  I  can  give  no  present  account  of 
Brian  and  his  family,  but  it  is  possible  that 
their  current  social  worker  feels  as  inade- 
quate and  frustrated  as  I  did.  We  need  to 
assist  such  people  earlier! 

Case  Study  3 

John  aged  50,  single,  lived  with  his  mother 
until  her  death  in  1984. 

John  had  lived  an  extremely  protected  life. 
He  had  never  had  the  opportunity  to  de- 
velop relationships  within  the  deaf  commu- 
nity, so  his  Sign  Language  communication 
was  minimal.  John's  sight  had  become  so 
poor  that  the  only  way  of  communicating 
was  by  a  tactile  method,  and  due  to  his 
limited  language  this  proved  difficult.  Con- 
sequently after  the  death  of  his  mother  he 
moved  from  one  short-term  placement  to 
another.  It  was  during  one  of  these  place- 
ment that  John,  who  was  a  gentle,  mild 
person  by  nature,  lost  his  temper  with  his 
landlady  and  was  immediately  put  on 
medication  for  violent  behaviour. 

Why  did  he  lose  his  temper?  Nobody 
could  explain  to  him  what  was  happening  to 
him;  he  had  lost  his  mother  and  was  griev- 
ing for  her.  His  fear  and  frustration  must 
have  been  tremendous  yet  after  only  one 
show  of  anger  he  was  given  medication.  I 
often  ask  myself  if  I  were  deaf-blind,  had  no 
communication  and  had  suddenly  been 
separated  from  a  person  I  had  been  with  all 
my  life  would  I  have  only  lost  my  temper 
once? 

John  must  have  had  an  enormously 
disturbed  emotional  time  since  the  death  of 
his  mother  and  had  been  unable  to  express 
himself.  He  was  special  for  me  in  that  he 


had  little  communication,  certainly  not 
enough  to  deal  with  his  feelings  of  grief, 
frustration  etc;  and  yet  always  appeared  to 
be  such  a  calm  person.  When  I  was  first 
introduced  to  John  it  was  agreed  by  all  the 
agencies  concerned  that  John  was  inap- 
propriately placed  in  a  hostel  for  mentally  ill 
people,  to  which  he  had  been  moved  after 
his  'outburst  of  violence'.  With  full  support 
from  his  family  I  applied  to  a  Specialised 
Unit  which,  I  felt  confident,  could  offer  John 
an  individual  programme  to  suit  his  needs; 
the  Unit  agreed  and  he  was  placed  there. 
They  made  enormous  progress  and  all  of  us 
were  excited  about  his  future.  He  appeared 
settled  and  contented  and  our  only  regret 
was  that  this  placement  had  not  been  made 
earlier.  It  is  with  great  sadness  however, 
that  I  have  to  inform  you  of  John's  early  and 
unexpected  death.  We  shall  never  know  if 
John  would  have  continued  to  make  prog- 
ress, I  feel  all  the  signs  were  that  he  would. 

I  do  not  want  to  examine  whether  or  not  the 
behaviours  mentioned  above  were  mental 
illness,  but  what  I  do  want  to  do  is  look  at 
how  we,  as  professionals  involved  with 
Usher  Syndrome  can  assist  at  an  earlier 
stage.  The  three  case  studies  involved 
strategies  which  you  may  or  may  not  have 
chosen  to  use,  but  I  did  what  I  felt  was 
appropriate  for  each  person;  and  through- 
out the  intervention  my  aim  was  to  try  and 
help  each  individual  to  understand  them- 
selves better.  We  also  have  to  ask  our- 
selves, "How  could  these  behaviours  have 
been  lessened  before  they  reached  the 
stage  they  did?'  I  will  suggest  three  broad 
strategies  which  I  believe  can  assist: 

•  Diagnosis  If  people  with  Usher  Syn- 
drome could  be  diagnosed  whilst  still  at 
school  they  could  grow  up  knowing  about 


their  condition  and  understanding  it. 

•  Education  Professionals  and  people 
with  Usher  Syndrome  need  to  be  educated. 
We  need  to  know  what  Usher  Syndrome  is: 
how  it  might  affect  lives,  what  can  be  done 
to  help,  what  is  the  prognosis?  All  too  often 
a  person  with  Usher  Syndrome  will  seek 
assistance  from  a  professional  who  knows 
little  about  it  and  can  therefore  not  really 
offer  the  support  which  is  necessary. 

•  Counselling  This  should  be  available 
from  the  time  of  diagnosis  onwards.  It  should 
be  carried  out  by  a  professional  who  knows 
about  the  disease  and  should  be  given  to 
the  person  with  Usher  Syndrome  and  their 
family. 


It  is  difficult  to  look  only  at  one  particular 
aspect  of  an  individual's  situation,  but  I  have 
intentionally  looked  only  at  that  behaviour 
which  was  considered  'abnormal'.  It  has  not 
been  appropriate  to  enlarge  on  how  I  dealt 
with  the  other  areas  in  three  case  studies, 
and  I  am  not  in  a  position  to  give  any 
answers.  Also  I  have  looked  at  behaviour 
which  is  disturbed  behaviour  for  each  of  the 
individuals  concerned  and  posed  the  ques- 
tion: 'Would  this  behaviour  have  been 
modified  if  they  had  been  recipients  of  the 
strategies  mentioned  above?' 

It  may  be  that  some  people  who  have 
Usher  Syndrome  also  have  mental  illness. 
But  if  the  work  of  Sense  and  others  involved 
can  be  expanded  in  each  of  the  strategies 
listed,  so  that  more  support  and  assistance 
is  provided  when  it  is  necessary  -  thus 
allowing  the  individual  (and  theirfamilies)  to 
work  through  their  fears  and  feelings,  then 
this  would  help  to  eliminate  the  build  up  of 
those  emotions  which  could  lead  to  a  be- 
haviour that  is  abnormal  to  an  individual. 


European  Usher  Syndrome  Study  Group 


The  fourth  annual  meeting  of  Eu- 
ropean Usher  Syndrome  profes- 
sional workers  took  place  at  the 
Paul  Dotlin  Centre  nearToulouse, 
France,  on  14/15  May.  Four  ad- 
ministrative subjects  were  con- 
sidered: 

•  How  to  encourage  more  Eu- 
ropean countries  to  join  the 
Group. 

•  How  to  obtain  funding  to  pay 
for  administration  and  to  assist 
workers  to  attend  the  meetings 
who  could  not  fund  themselves. 

•  It  was  agreed  that  the  Group 
should  seek  a  formal  link  with  the 
International  Association  for  the 
Education  of  the  Deaf-Blind 
(IAEDB). 

•  To  explore  links  with  world  as- 
sociations serving  deaf  and  blind 
people. 

Eleven  papers  were  presented 

—    you    can    read    Wendy 

Ebsworth's  on  page  18;  I  can 

only  report  on  some  which  were  of  special 

interest  to  me. 

Yveline  Guesdon  reported  success  in 
the  treatment  of  a  man  in  her  unit  at  La 
Varenne.  Two  years  ago  this  mans  pro- 


The  EUSSG  at  Toulouse 

found  state  of  stress  seemed  to  be  beyond 
the  help  of  therapy.  Now,  after  changing 
their  approach,  the  team  report  that  this 
Usher  Syndrome  sufferer  is  beginning  to 


enjoy  life  in  that  he  is  eating 
well,  trying  to  communicate 
and  starting  to  laugh  and 
make  fun. 

Marc  Surruys  report  on 
the  work  he  is  doing  with 
disturbed  and  depressive 
young  adult  men  at  the 
Spermalie  Institute  in 
Bruges  gave  us  an  insight 
into  the  world  of  young  deaf 
men  who  are  facing  loss  at 
a  time  in  their  lives  when 
their  contemporaries  are 
looking  forward  to  new  op- 
portunities. For  example, 
young  people  with  Usher 
Syndrome  may  not  drive, 
may  find  difficulty  in  mak- 
ing relationships  with  the 
opposite  sex  and  may  lose 
mobility  at  a  time  when  they 
would  naturally  want  to  be 
exploring  these  areas  of  life 
more  fully. 

It  has  been  agreed  that 
the  next  meeting  will  be  at 
Warwick  University  on  the  weekend  of  4  -6 
August  1 989  when  Britain  will  host  the  group 
at  a  mini-conference,  which,  it  is  hoped,  will 
attract  more  professionals  —  as  well  as 
people  with  Usher  Syndrome. 

Mary  Guest 
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The  American  Convention 
at  Baton  Rouge 


I  want  to  give  you  a  short  summary  of  the 
week  I  spent  at  Baton  Rouge,  in  Louisiana. 
USA.  The  occasion  was  the  13th  National 
Convention  of  the  American  Association  of 
the  Deaf-Blind  (AADB).  It  was  held  on  the 
huge  campus  of  the  Louisiana  School  for 
the  Deaf.  The  school  is  a  series  of  low  built 
buildings  connected  by  sheltered  walk-ways. 
There  are  residential  and  dining  areas  as 
well  as  a  swimming  pool  and  a  gymnasium. 

GUMBO 

The  theme  of  the  Convention  was  Gumbo, 
which  is  the  name  of  a  meal  special  to  the 
South,  but  in  this  instance  stood  for: 

Greater 

Understanding 

Means 

Better 

Opportunities 
Over  500  people  took  part  in  the  meeting 
which  ran  from  1 2  to  1 9  June,  it  must  have 
been  a  massive  task  of  organisation  to 
arrange  it  so  well.  The  participants  were  the 
delegates,  who  were  the  deaf-blind  people 
themselves,  and  the  Support  Service  Pro- 
viders (SSPs):  the  interpreters,  guides, 
braille  transcribers  etc.  The  British  group, 
led  by  Ann  Barnett,  came  with  their  own 
support  staff  attached  to  each  delegate. 

The  Programme 

Each  day  was  organised  in  three  sessions: 


Satoshi  Fukushima 

Mornings  —  Speeches  and  discussions, 
followed  by  a  lunch  of  local  dishes. 

Afternoons  —  Visits  to  interesting  places 
— such  as  a  real  southern  plantation,  a  river 
boat  ride,  or  a  shopping  trip  to  New  Orleans 

Evenings  —  AADB  board  meetings  and 
special  events 

There  was  plenty  of  time  to  chat,  to  socialise 
and  to  meet  some  of  the  interesting  people 
who  were  there. 

Some  of  the  talks  which  interested  me 


were:  Dr  Mary  Z  Pelias  on  'The  Louisiana 
Story'  which  you  can  read  below,  Joycelyn 
Brewer's  account  of  her  life  and  about  the 
National  Deaf-Blind  Helpers  League,  and 
the  accounts  of  the  services  and  develop- 
ments in  their  countries  given  by  Stig  Ohlson 
from  Sweden,  Karen  Fleming  from  Canada 
and  John  Bowyer  from  Wisconsin. 

Delegates  had  also  come  from  as  far 
away  as  Japan.  I  mention  this  specifically 
as  everybody  was  amazed  by  their  commu- 
nication abilities.  Satoshi  Fukushima  de- 
scribed how  he  lost  his  sight  at  nine  and 
hearing  at  eighteen.  Satoshi  and  his  mother 
had  developed  what  he  called  'manual 
braille'.  This  involves  talking  to  the  deaf- 
blind  person  by  lightly  touching  the  three 
fingers  of  both  hands;  index  finger,  middle 
finger  and  third  fingers  of  each  correspond- 
ing to  the  dots  of  the  braille.  That  is,  the 
speaker  touches  the  deaf-blind  person's 
fingers  just  as  if  he/she  touches  the  keys  of 
the  Perkins  Brailler.  I  would  only  add  that 
the  speed  this  was  done  was  quite  remark- 
able. 

I  enjoyed  watching  and  participating  in 
the  various  communications  systems  we 
devised — these  were  very  varied  and  were 
sometimes  adapted  from  'manual  Ameri- 
can one-handed'  and  'hands  on'  techniques. 
It  was  fascinating  to  see  the  delegates 
learning  to  communicate  with  one  another. 

A  most  enjoyable,  educational  and  heart 
warming  week. 

Gill  Morbey 


The  Louisiana  Story  - 
a  geneticist  looks  at  Usher  Syndrome 


Louisiana  is  the  home  of  an  unusually  large 
population  of  individuals  who  have  Usher 
Syndrome,  a  rare  hereditary  disorder.  The 
hearing  and  vision  difficulties  that  charac- 
terise the  disease  are  controlled  by  the 
presence  of  a  recessive  gene,  one  that  can 
be  carried  in  the  hidden  state  by  persons 
who  have  normal  hearing  and  vision.  A  full 
expression  of  the  disorder  is  encountered 
only  when  a  person  inherits  one  recessive 
gene  from  each  of  his  parents:  only  in  this 
situation  do  the  recessive  genes  express 
themselves  because  there  is  no  normal, 
dominant  partner-gene  present  to  mask  the 
expression  of  the  recessive  genes.  The 
explanation  why  there  are  so  many  people 
in  Louisiana  who  have  this  rare  combination 
of  genes  lies  in  the  history  of  the  southern 
half  of  the  state. 

Most  of  Louisiana's  Usher  Syndrome 
families  are  descendants  of  the  French- 
Acadian  immigrants  who  arrived  in  south- 
ern Louisiana  toward  the  end  of  the  eight- 
eenth century.  Today's  Acadian,  or  Cajun, 
population  lives  in  an  area  that  is  shaped 
like  a  triangle.  This  triangle  is  divided  from 
top  to  bottom  by  the  Atchafalaya  River  and 
rts  huge  swampy  basin. 

When  the  original  Acadians  arrived  in 
Louisiana  beginning  around  1765,  they 
settled  the  dry  land  along  the  banks  of  the 
lower  Mississippi  River,  along  the  east  side 
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of  the  triangle. 

Because  the  amount  of  dry  land  is  lim- 
ited in  southern  Louisiana,  and  because  the 
Cajun  population  grew  and  flourished  in  its 
new  environment,  some  people  soon  be- 
gan to  look  for  more  dry  land  to  settle  and 
farm.  This  search  caused  some  people  to 
undertake  a  difficult  journey  to  the  high  land 
that  lies  west  of  the  Atchafalaya  Basin. 

The  important  thing  to  remember  is  that 
the  descendants  of  original  families  who 
arrived  west  of  the  Atchafalaya  Basin  were 
isolated  in  their  new  home  for  most  of  two 
centuries,  until  roads  and  railroads  were 
built  across  the  state. 

A  very  common  observation  in  human 
genetics  is  a  phenomenon  called  founder 
effect.  This  term  refers  to  the  effect  that  is 
observed  when  we  study  the  offspring  of  a 
small  group  of  founders,  or  settlers.  When- 
ever a  small  group  of  persons  takes  off  to 
settle  new  areas,  this  small  group  carries 
with  it  a  certain  constellation  of  genes  —  a 
rather  limited  selection  when  compared  to 


the  vast  number  and  kinds  of  genes  that  all 
human  beings  have.  Since  every  human 
being  has  thousands  of  'good'  genes  and 
about  six 'bad' genes,  small  groups  of  human 
beings  can  be  expected  to  have  a  particular 
collection  of  many,  many  'good'  genes  and 
a  handful  of  genes  that  can  cause  prob- 
lems. Such  was  the  case  with  the  settlers 
who  originally  founded  the  Cajun  popula- 
tion of  southwestern  Louisiana.  The  settlers 
brought  in  a  whole  host  of  healthy  genes, 
but  we  know  that  at  least  one  of  them 
brought  in  a  recessive  gene  for  Usher 
Syndrome. 

The  gene  for  Usher  Syndrome  has  been 
passed  from  generation  to  generation, 
usually  in  the  hidden,  recessive  state.  It 
shows  up  only  when  a  child  inherits  one 
recessive  gene  from  each  of  his  or  her 
parents,  and  usually  a  careful  study  of  the 
ancient  family  history  will  confirm  that  both 
parents  are  descended  from  the  one  per- 
son or  couple  that  appears  to  have  imported 
the  gene  into  one  of  the  first  Cajun  settle- 
ments. When  we  look  at  the  present  day 
map  of  southwestern  Louisiana  and  draw  a 
dot  everywhere  that  we  find  a  family  with  at 
least  one  child  with  Usher  Syndrome,  we 
find  that  most  of  the  dots  are  concentrated 
in  Lafayette,  Vermilion,  and  Acadia  par- 
ishes. Dots  that  appear  outside  of  these 
three  parishes  usually  represent  families 
that  are  related  to  the  families  that  live  in  the 
three-parish  area.  The  heart  of  the  Usher 
Syndrome  story,  however,  remains  in  the 
heart  of  Cajun  country,  in  the  three  parishes 
whose  inhabitants  are  descendants  of  the 
settlers  who  arrived  on  high  land  west  of  the 
Atchafalaya  Basin  over  two  centuries  ago. 
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Visual  Problems  of  Children  with 
Usher  Syndrome 


There  are  three  problem  areas  related  to 
vision  of  children  with  Usher  Syndrome: 

•  early  recognition  of  the  impairment 

•  how  to  inform  the  child,  the  family,  the 
school  and  other  contacts  of  the  child  accu- 
rately and  supportingly 

•  how  to  communicate  correctly  with  the 
deaf  child 

Diagnosis 

Early  recognition  of  Usher  Syndrome  should 
be  mandatory  in  those  countries  where  the 
deaf  use  signs  and  not  spoken  language. 
The  families  and  the  teachers  are  motivated 
to  deal  with  the  extra  training  if  they  know 
that  spoken  language  will  be  of  extreme 
importance  when  blindness  prevents  visual 
communication. 

Early  diagnosis  of  Usher  Syndrome 
requires  electroretinography  (ERG),  meas- 
urement of  electric  phenomena  in  the  ret- 
ina. Before  the  age  of  five  it  can  usually  be 
done  only  under  anaesthesia.  If  anaesthe- 
sia is  needed  for  an  operation  or  examina- 
tion, ERG  and  careful  examination  of  the 
eye  grounds  can  often  be  done  during  the 
same  anaesthesia.  If  ERG  is  normal,  then 
the  diagnosis  of  Usher  Syndrome  is  ex- 
cluded. If  the  electroretinography  shows 
that  retinitis  pigmentosa  is  present  although 
no  symptoms  have  yet  developed,  oral 
language  training  is  pertinent  from  early  on. 

One  half  of  children  with  congenital 
hearing  defect  and  retinitis  pigmentosa  is 
deaf,  the  other  half  has  useful  hearing  and 
learns  to  speak.  They  may  go  to  school  in 
the  special  classes  forthe  hard  of  hearing  or 
they  are  integrated  in  normal  classes. 
Because  they  learn  to  speak,  the  very  early 
diagnosis  is  not  as  vital  as  in  deaf  children. 
However,  we  should  be  able  to  recognise 
these  children  at  the  time  that  they  start  to 
become  night  blind. 

The  measurement  of  dark  adaptation  in 
the  laboratory  is  time  consuming  and  diffi- 
cult. Often  a  tentative  diagnosis  is  possible 
by  observing  the  child  playing  i.e.  when  the 
child  has  been  drawing  well  on  well  illumi- 
nated white  paper  he  is  asked  to  take  a  dark 
coloured  object  from  a  dark  place,  floor, 
closet  ,  or  drawer;  or  when  the  child  has 
been  watching  TV  in  the  afternoon  and  the 
room  has  become  dark,  the  TV  is  switched 
off  at  the  end  of  the  programme  and  the 
child  is  asked  to  find  something  dark  col- 
oured in  the  dark  room.  A  child  with  slow 
visual  adaptation  will  remain  seated  for  a 
while  and  use  hands  differently  from  a  child 
with  normal  visual  adaptation.  Similar  ob- 
servations can  be  made  during  a  normal 
school  day  and  at  home  if  we  pay  attention 
to  situations  where  there  is  a  marked  change 
in  levels  of  light.  Visual  fields  can  be  meas- 
ured accurately  at  the  age  of  7-8  years.  At 
the  same  age  ERG  can  usually  be  meas- 
ured with  anaesthesia.  Again,  normal  ERG 
excludes  retinitis  pigmentosa,  abnormal 
ERG  requires  examination  of  dark  adapta- 
tion, colour  vision,  contrast  sensitivity  and 
visual  fields  very  carefully. 

After  the  age  of  7-8  years  the  vision  of 
deaf  children  with  Usher  Syndrome  should 
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be  assessed  yearly.  The  examination  is 
much  more  accurate  if  the  examiner  can 
communicate  directly  with  the  deaf  child  or 
at  least  has  enough  signing  experience  to 
check  the  accuracy  of  the  interpretation. 
Signing  vocabulary  needed  for  the  clinical 
examination  of  vision  in  a  normal  deaf  child 
is  easy  to  learn  and  deaf  children  are  eager 
to  help  the  examiner  who  tries  to  use  sign 
language.  The  situation  amuses  many  deaf 
children  who  feel  themselves  superior  and 
relaxed  and  thus  the  examination  becomes 
a  pleasant  play  situation. 

Explaining  to  the  child 

Before  the  child  can  be  examined  thor- 
oughly he  must  know  what  vision  and  visual 
examination  are.  When  abnormal  findings 
are  made  the  results  have  to  be  told  to  the 
child  so  that  he  understands  them  correctly. 
The  basic  information  on  vision  is  best 
given  as  part  of  biology  lessons  starting 
from  grade  one  and  completing  it  every 
year.  Then  not  only  the  children  with  Usher 
Syndrome  learn  about  vision  and  visual 
impairment  but  also  their  peers  become 
aware  of  the  problems  related  to  vision  and 
can  deal  with  them  sensibly. 

First  Grade 

In  the  first  grade  (the  grade  mentioned 
refers  to  the  child's  communication  level 
rather  than  academic  level),  the  children 
can  learn  that  the  eye  is  a  ball  with  thin  walls 
and  that  the  picture  we  see  is  formed  in  the 
eye  and  transferred  into  the  brain.  They 
know  that  some  people  hear  better  than 
they  do  themselves.  Likewise  there  are 
people  who  see  differently  from  what  they 
see.  People  with  hearing  defects  may  have 
difficulties  with  vision,  too.  If  deaf  children 
watch  the  examination  themselves  they  are 
less  fearful  and  perform  often  as  well  as 
adults  with  normal  hearing. 

Second  Grade 

In  the  second  grade  we  can  teach  about  the 
retina  and  its  function  in  daylight  and  twi- 
light. It  is  easy  to  demonstrate  that  colour 
vision  disappears  when  the  room  gets  dark 
enough,  yet  we  can  see  the  forms.  When 
the  children  have  learned  that  there  are  two 
different  types  of  vision  they  can  under- 
stand that  the  one  kind  of  vision  may  be 
impaired  and  the  other  remains  normal.  If 
the  children  watch  the  videofilm  again  be- 
fore they  have  their  yearly  check-up  by  the 


eye  doctor  they  develop  a  clear  concept  of 
visual  field.  The  early  changes  of  the  visual 
field  start  at  this  age.  It  is  important  to 
remember  that  although  we  can  measure 
them  the  child  is  unaware  of  them  and 
cannot  be  made  aware  of  them  because  the 
brain  'fills  in'  the  small  empty  areas  of  the 
visual  field.  In  the  school  situation  we  should 
watch  whether  these  small  defects  of  the 
visual  field  affect  ball  games  or  locating 
small  objects. 

Third  Grade 

In  the  third  grade  we  can  tell  about  the  chain 
of  cells  through  which  the  visual  information 
passes  on  its  way  to  the  brain,  the  sensory 
cells  where  the  light  is  absorbed  on  the 
visual  pigment  situated  on  these  discs,  the 
bipolar  cells,  and  the  ganglion  cells.  Chil- 
dren are  usually  fascinated  to  hear  that 
pieces  of  sensory  cells  are  eaten  up  by  the 
pigment  cells  every  day  and  new  discs  are 
formed  in  the  sensory  cells.  It  is  somewhere 
in  these  delicate  processes  of  the  rods 
where  things  go  wrong  in  retinitis  pigmen- 
tosa in  its  early  phase.  The  changes  in  the 
function  of  the  cones,  the  cells  of  daylight 
vision,  may  start  as  early  as  those  in  the 
rods  or  develop  several  years  later.  At  this 
stage  it  might  be  helpful  forthe  child  to  meet 
older,  well  adjusted  children  and  adults  with 
Usher  Syndrome. 

Fourth  Grade 

In  the  fourth  grade  we  can  describe  the 
function  of  the  horizontal  cells  and  the 
amacrine  cells  of  the  retina  and  their  role  in 
enhancement  of  the  visual  image.  The  vis- 
ual pathways  can  be  described  briefly  and 
the  children  made  aware  of  the  fact  that 
vision  is  a  brain  function  composed  of  a 
number  of  simultaneous  functions  in  the 
different  parts  of  the  brain. 

In  the  fourth  grade  some  children  with 
Usher  Syndrome  have  defects  of  visual 
field  so  large  that  small  objects  can  disap- 
pear in  them.  We  usually  picture  the  defects 
of  the  visual  field  as  dark  or  white  spots  on 
a  photograph.  The  defective  areas  are  seen 
neither  white  nor  black.  An  area  of  similar 
luminance  but  without  details  might  de- 
scribe the  defect  better.  The  child  may  feel 
that  someone  is  playing  spook  when  ob- 
jects appear  and  disappear  without  warn- 
ing. The  phenomenon  should  be  explained 
and  demonstrated  to  every  child  who  has 
absolute  scotomas,  totally  empty  spaces  in 
the  fields.  When  the  visual  fields  are  meas- 
ured and  the  examiner  knows  where  the 
defective  areas  are,  he  can  use  a  small 
white  ball  on  a  stick  to  show  the  child  that 
the  ball  can  be  made  to  disappear  yet  the 
child  can  feel  with  his  hand  that  the  ball  is 
there. 

We  should  remember  that  if  some  parts 
of  the  visual  field  are  not  transmitting  infor- 
mation and  other  nearby  areas  transmit  dis- 
torted visual  information  while  the  central 
field  still  transmits  the  information  nearly 
normally,  there  must  be  great  confusion  in 
the  higher  visual  functions  which  we  use  to 
locate  objects,  to  assess  motion,  to  see 
direction  of  lines  etc. 

When  the  retinal  cells  become  abnormal 
they  react  less  than  normally  to  a  stimulus 
but  they  may  also  send  an  impulse  when  no 
stimulus  has  been  present.  Children  see 
small  flickering  lights,  sparks,  or  flickering 
movement  of  the  visual  image  in  and  around 
the  field  defects.  Some  children  are  dis- 
turbed by  high  contrast  lines  in  their  visual 
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field,  i.e.  a  striped  blouse  may  cause  disap- 
pearance of  the  hands  signing  and  make 
the  whole  image  tremble.  It  should  be  a  rule 
that  teachers  and  interpreters  use  dark 
blouses  and  shirts  and  little,  if  any,  jewel- 
lery. 

Fifth  Grade 

In  the  fifth  grade  we  can  teach  about  con- 
trast sensitivity,  visual  adaptation,  absorbtive 
spectacles  and  more  about  the  field  de- 
fects. Contrast  sensitivity,  our  ability  to  see 
minute  differences  in  the  luminosity  of  two 
adjacent  surfaces,  may  decrease  very  early 
in  the  course  of  the  disease  or  remain  good 
still  in  tunnel  vision.  We  should  be  aware  of 
changes  in  contrast  sensitivity.  If  if  decreases 
we  have  to  pay  attention  to  the  structure  of 
the  environment  and  ask  the  child  whether 
he  can  see  the  steps  when  going  down, 
whether  he  can  see  the  holes  in  the  pave- 
ment and  the  edge  of  the  curb.  Low  contrast 
pictures  may  become  misleading  and,  at 
least,  difficultto  see  and  should  be  replaced 
by  drawings. 

The  assessment  of  contrast  sensitivity  is 
made  either  in  a  laboratory  or  simply  by 
using  low  contrast  symbols.  Thus  we  meas- 
ure visual  acuity  at  different  contrast  levels. 
A  normally  sighted  subject  can  see  in 
moonlight  and  in  bright  sunlight,  the  differ- 
ence in  luminance  is  a  million  times.  A  child 
with  retinitis  pigmentosa  loses  his  ability  to 
adapt  to  low  luminance  levels  but  later  most 
children  lose  their  ability  to  adapt  to  in- 
crease in  luminance  too;  they  become  easily 
dazzled.  The  range  of  adaptation  may 
become  very  narrow  and  therefore  it  is 
important  that  the  use  of  different  absorbtive 
spectacles  is  evaluated  every  year.  Most 
teenagers  need  at  least  two  different  ab- 
sorptive spectacles,  one  for  bright  light,  the 
other  for  cloudy  days.  Many  need  a  third 
pair  in  the  classroom.  The  different  shades 
of  brown,  green  and  grey  and  the  new  red  or 
yellow  Corning  CPF-lenses  all  have  to  be 
evaluated. 

In  the  fifth  grade  some  children  have  a 
large  ring  scotoma  and  a  central  tubular 
field  of  ten  to  twenty  degrees.  The  visual 
field  available  for  communication  should  be 
evaluated  yearly  by  the  eye  doctor  and  — 
which  is  even  more  important  —  by  the 
teacher  in  the  classroom,  because  the  size 
of  the  field  is  dependent  on  the  amount  and 
direction  of  light.  A  good  rule  of  thumb  for 
evaluation  of  the  field  for  communication  is 
the  following:  one  degree  of  visual  angle  at 
57cm  distance  is  one  cm  wide,  thus  ten 
degrees  at  one  meter  is  equal  to  20cm  — 
one  face  width.  When  the  communicative 
field  decreases  the  teacher  has  to  go  farther 
away  and  pay  special  attention  to  better 
contrast:  good  contrast  between  hands  and 
the  background,  good  contrast  on  the  face, 
bright  lipstick  or  contrast  pen,  accentuated 
pronunciation,  no  hanging  moustaches. 

It  is  usually  very  helpful  if  a  person  with 
Usher  Syndrome,  who  communicates  well, 
can  visit  the  school  and  tell  the  class  about 
the  effect  of  narrow  visual  field  on  commu- 
nication and  mobility  and  how  the  normally 
sighted  should  help  the  visually  impaired.  If 
no  such  suitable  person  is  available  we  may 
use  video  films  which  show  how  a  deaf 
person  with  a  narrow  field  is  unaware  of  his 
surroundings  and  needs  someone  to  inter- 
vene to  make  sure  he  is  in  the  right  position 
to  race  re  and  make  co —  >r  cation  Many 
youngsters  have  some  function  in  the  pe- 


ripheral visual  field  outside  the  ring  scotums. 
The  peripheral  field  may  be  useful  when 
walking  but  it  may  sometimes  disturb  the 
function  of  the  central  field.  Therefore  we 
should  teach  the  children  to  test  whether 
they  see  clearer  when  they  cover  the  pe- 
ripheral field.  It  if  helps,  special  spectacles 
with  narrow  optical  slit  or  small  hole  can  be 
custom  made  to  prevent  the  disturbing  in- 
fluence of  the  peripheral  field. 

In  the  fifth  or  sixth  grade  many  children 
—  about  one  half  of  all  RP  patients  —  are 
disturbed  by  the  changes  in  the  image  when 
they  move  or  if  something  moves  quickly  in 
the  visual  field.  When  we  move  our  head  the 
image  remains  reasonably  stable.  When  a 
child  with  retinitis  pigmentosa  moves  his 
head  or  his  eyes  quickly  the  image  may 
burst  into  pieces  which  slowly  settle  back  to 
form  a  stable  image.  The  children  learn  to 
move  their  eyes  and  head  slowly  to  avoid 
the  phenomenon,  but  they  need  the  atten- 
tion and  understanding  of  other  people  as 
well.  We  must  not  throw  pictures  or  texts  in 
front  of  the  child  because  then  he  may  not 
see  them  for  several  seconds,  but  put  the 
material  on  the  desk  slowly.  Whenever  the 
child  does  not  seem  to  understand  we  must 
first  make  sure  that  he  saw  what  we  showed 
or  communicated.  The  child  is  likely  to 
misunderstand  if  he  has  seen  only  a  part  of 
the  information  presented.  Disturbances  of 
the  image  may  occur  also  when  moving  in 
crowded  places.  The  same  information  that 
we  teach  the  children  should  be  taught  to 
the  adults  around  the  child  as  well. 

How  to  communicate  about 
visual  impairment 

I  have  discussed,  up  to  now,  the  changes 
occurring  in  the  development  of  RP  as  if 
there  would  be  no  difficulty  in  conveying  the 
information  to  a  deaf  or  hard-or-hearing 
child.  We  have  practised  both  telling  about 
vision  and  visual  impairment  and  asking  the 
questions  needed  in  examination  and  found 
that  it  requires  extremely  good  communica- 
tion skills  and  a  thorough  knowledge  of  the 
communication  of  the  child  to  discuss  the 
nature  of  the  visual  disturbance  in  retinitis 
pigmentosa. 

A  normally  verbally  talented  adult  has 
difficulties  in  understanding  and  describing 
the  nature  of  the  visual  impairment  in  retini- 
tis pigmentosa.  A  child  has  fewer  concepts 
and  therefore  it  is  so  important  that  we  often 
discuss  his  symptoms  and  worries. 

Communication  about  visual  and  visual 
disturbances  is  so  demanding  that  we  cannot 
expect  every  teacher  or  interpreter  to  be 
able  to  master  it.  We  are  trying  to  solve  this 
problem  by  making  video  films  where  a  deaf 
person  with  good  communication  asks  the 
usual  questions  needed  for  evaluation  of 
vision  in  retinitis  pigmentosa.  Also,  we  are 
planning  to  make  video  films  for  the  differ- 
ent grade  levels  on  vision  and  visual  impair- 
ment to  improve  the  communication  of  the 
children. 

During  the  examination  and  in  all  discus- 
sions on  visual  impairment  we  should  be 
aware  of  the  fact  that  we  do  not  know  the 
exact  nature  of  the  visual  impairment  in  a 
given  child  and  that  we  may  often  misunder- 
stand the  child  just  because  we  think  we 
know  what  the  problem  is.  I  had  been  inter- 
ested in  retinitis  pigmentosa  for  fifteen  years 
and  had  never  heard  that  movements  of  the 
eyes  or  head  may  ruin  the  image  —  just 


because  I  did  not  know  the  phenomenon. 
The  image  may  be  disturbed  in  many  other 
ways  which  we  do  not  know  today. 

We  have  to  take  the  time  and  discuss  the 
nature  of  vision  in  retinitis  pigmentosa  both 
with  deaf  and  hearing  patients  and  make 
use  of  the  many  talented  young  deaf  people 
with  Usher  Syndrome  to  improve  our  com- 
munication. On  another  level,  in  basic  sci- 
ence we  need  deaf  psychophysicists,  with 
or  without  retinal  degeneration,  to  work 
along  with  us. 

To  summarise:  we  must 

•  diagnose  RP  in  the  deaf  before  the  age 
of  five 

•  diagnose  RP  in  the  partially  hearing  at 
7-8  years  of  age,  earlier  if  there  are  any 
symptoms  of  RP 

•  improve  communication  about  vision, 
with  normal  and  impaired  people 

•  develop  video  material  for  schools  and 
interpreters 

•  use  youngsters  with  Usher  Syndrome  to 
inform  schools  about  what  visual  impair- 
ment means  in  sports,  in  communication,  in 
mobility,  etc. 

•  inform  the  deaf  community  about  the 
special  needs  of  children  with  Usher  Syn- 
drome 


Genetic  Cures,  another 
small  step  forward 

A  research  group  at  the  Salk  Laboratory 
in  La  Jolla,  California,  report  that  they 
have  succeeded  in  grafting  a  piece  of 
mouse  skin  carrying  a  human  gene  onto 
a  laboratory  mouse  and  found  that  the 
gene  functions  normally. 

The  aim  is  to  develop  a  simpler  method 
of  replacing  defective  human  genes  than 
the  difficult  technique  of  manipulating  bone 
marrow  cells  previously  used.  Skin  cells 
should  offer  several  advantages;  they  are 
accessible  without  major  surgery  and  skin 
is  rich  in  blood  vessels,  so  that  secretions 
from  skin  cells  can  reach  all  parts  of  the 
body  quickly, 

There  has  been  an  upsurge  in  interest 
in  skin  technology  in  the  USA.  One  com- 
pany is  working  on  growing  skin  whose 
cells  contain  medically  useful  substances 
such  as  insulin,  human  growth  hormone 
and  blood  clotting  factors  which,  when 
grafted,  could  release  these  substances 
into  the  patients  bloodstream. 

In  the  Salk  Laboratory  the  gene  for  a 
human  blood  clotting  factor,  the  lack  of 
which  accounts  for  a  form  of  haemophilia, 
was  successfully  secreted  into  the 
mouse's  bloodstream.  The  gene  was  first 
incorporated  into  the  genetic  material  of  a 
virus,  which  then  infected  cells  called 
fibroblasts  in  the  mouse  skin.  It  is  now 
hoped  that  the  output  of  this  beneficial 
protein  will  increase  with  a  larger  animal 
and  the  next  step  will  be  an  attempt  to 
cure  a  haemophiliac  dog  using  the  new 
technique. 

The  significance  of  this  line  of  biologi- 
cal research  is  that,  eventually,  it  could 
lead  to  cures  of  a  range  of  presently 
untreatable  human  diseases  -  some  of 
which  cause  deafness  and  blindness  -  by 
the  replacement  of  the  absent  or  defec- 
tive gene  -  sometimes  affecting  only  a 
single  cell,  which  lies  at  the  heart  of  the 
problem 
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The  Irish  Adventure 


A  Challenge 

This  was  some  challenge,  especially  as  I've 
never  had  a  real  job.  Planning  began  in 
August  '87  and  I  plunged  in  with  enthusi- 
asm. I  was  pleased  when  Doreen  Heath, 
who  is  also  deaf-blind,  and  Brian  Syming- 
ton of  Belfast  Social  Services  took  charge  of 
the  Belfast  end  of  the  visit,  and  shared  the 
administration. 

Dub!!. .  is  celebrating  its  millenium  (1 000 
years)  this  year  so  I  was  pleased  to  secure 
accommodation  for  our  guests  at  Tabor 
House,  which  stands  in  lovely  grounds,  and 
is  run  by  the  very  helpful  Sr  Coruna. 

When  fixing  our  programme  of  events 
we  encountered  an  uncomprehending  girl 
at  the  Tourist  Board  who  said,  'You  mean 


When  Anne  Murphy,  a  young  deaf- 
blind  woman,  suggested  that  Mobility 

International's  annual  meeting  for 
young  deaf-blind  Europeans  should  be 

held  in  Ireland  this  year  she  didn't 

expect  to  be  given  a  large  part  of  the 

task  of  organising  it. 


piglets  and  calves.  After  a  reception  at  a 
Belfast  Deaf  Club  and  a  dinner  with  the 
deputy  Lord  Mayor  we  went  off,  in  pairs,  to 
stay  with  our  host  families.  We  visited  the 
famous  Ulster  (Open-Air)  Folk  and  Trans- 
port Museum  and  tasted  traditionally  baked 
griddle  oaten  bread  in  one  of  the  old  cot- 


tages. Alas,  a  morning  was  far  too  little  time 
to  see  all  the  interesting  exhibits. 

A  Round  of  Hospitality 

We  came  back  to  Dublin  to  complete  the 
week.  Somebody's  idea  of  a  rest  was  a  trip 
round  the  shops  to  buy  booze  for  our  last 
night  party;  others  enjoyed  horse  or  car- 
riage rides  through  Phoenix  Park. 

The  Irish  Deaf  Society,  led  by  Helena 
Saunders,  entertained  us  to  a  supper  in  the 
Liberties  —  Old  Viking  Club.  On  other  eve- 
nings we  enjoyed  a  disco  supper  at  the 
Deaf  Centre  and  a  dinner  hosted  by  Des 
Kenny,  the  blind  chief  executive  of  the 
National  Council  of  the  Blind.  We  were 
pleased  to  be  joined  by  some  older  deaf- 
blind  people  in  our  festivities. 

Our  Dutch  helper  told  me,  'I  have  told 
everyone  how  hostile  you  are!'  ...  I  pre- 
sume he  meant  'hospitable'  —  I  hope  so! 

Last  Night  Fun 

Our  last  night  together  came  all  too  soon  — 
there  were  the  usual  speeches  afterdinner, 
then  Ruth  showed  us  how  the  harp  should 
be  played,  while  her  huge  irish  wolfhounds 
Siobhan  and  Ruari  gambolled  around.  Soon 
Maura  started  us  otf  on  Irish  Dancing.  When 
the  coffee  came  round  it  was  well  laced  with 
whiskey,  thanks  to  Roger  O'Connor  from 
Sense.  Towards  dawn  some  of  us  got  to 
bed  —  but  we  rose  again  at  seven  to  go  to 
say  farewell  at  the  airport. 

Now  I  have  a  sense  of  achievement, 
knowing  'I  can  do  it  with  the  right  help'. 
Sincere  thanks  to  Mobility  International,  to 
all  our  guests  and  to  all  our  helpers. 


Clockwise  from  top  left:  Peter  and  Claudia 
Stellmacher  from  West  Germany;  the 
Finnish  group;  the  Alvarez'  from  Spain; 
Clara  and  our  driver  Roger  discuss  the 
Alps. 


some  are  deaf  and  some  are  blind?'  My 
friend  and  helper  Olive  exclaimed  'You'd 
think  we  were  having  cannibals!' 

Apart  from  the  four  Finnish  girls  arriving 
two  days  early  —  they  were  soon  happily 
exploring  the  City  and  its  pubs  on  their  own, 
the  week  began  well.  We  welcomed  small 
groups  from  Holland,  Spain,  Switzerland, 
Germany  and  Scotland. 

A  Host  of  Activities 

We  were  blessed  with  strong  sunshine  every 
day,  which  was  lovely  as  we  made  our 
outside  visits  and  excursions.  At  Glendal- 
ough  we  felt  our  way  around  the  monks' 
living  quarters,  the  church,  the  Celtic  Cross 
and  the  round  tower . . .  alas,  all  in  ruins  for 
many  a  year!  We  toured  the  Irish  Parliament 
and  felt  the  old  furniture  in  Malahide  Castle. 
Some  rode  horses  whilst  others  walked  in 
the  Dublin  Mountains. 

At  intervals  I  looked  around  at  all  the 
people  chattering  and  laughing  and  I  felt  a 
deep  joy  and  contentment  that  I  had  helped 
to  bring  them  together. 

Off  to  Belfast 

On  our  way  north  we  stopped  at  Streamvale 
Farm  where  we  flung  seed  at  the  hens  and 
cuddled  and  fed  the  lambs,  young  goats, 


Dr  Derek  Ricks     1 928  —  1988 

All  the  families  whose  children  were  served  by  Derek  Ricks  firstly  on  the  wards  of  Har- 
perbury  Hospital  and  subsequently  at  Harper  House  will  be  saddened  at  the  news  of 
his  sudden  death  in  March.  Derek  was  a  pioneer  in  the  care  of  mentally  handicapped 
children.  Appointed  consultant  to  the  children's  department  of  Harperbury  Hospital  in 
1 970,  he  worked  for  over  a  decade  to  discharge  children  from  long-stay  wards  into  the 
community  and  to  eliminate  the  need  for  future  hospitalisation. 

Together  with  professionals  from  many  disciplines,  he  moved  to  Harper  House  in 
1981  to  develop  a  children's  service  that  would  allow  parents  and  professionals  to- 
gether to  learn  more  about  developmental  problems.  He  believed  that,  through  dia- 
logue and  shared  observations  and  impressions,  parents  would  get  a  clearer  picture 
of  the  handicap  imposed  on  developments  by  their  child's  disability  and  would  become 
better  advocates  of  their  child's  needs.  Professionals  would  extend  their  knowledge 
and  experience,  clarify  and  sharpen  their  ideas  and  become  better  equipped  to  help 
other  children  and  parents  with  similar  disabilities  and  problems. 

An  intensely  practical  orientation  did  not  prevent  Derek  from  devoting  much  energy 
to  research  and  teaching,  both  at  home  and  abroad.  His  combined  intellectual  ability. 
clinical  acumen,  depth  of  human  understanding  and  great  talent  for  interesting 
students  in  his  subject  (not  least  through  setting  an  example)  made  him  a  most  effec- 
tive teacher.  His  academic  contributions  were  recognised  by  the  inauguration  in  1 985 
of  a  sub-department  of  paediatric  mental  handicap  within  the  paediatric  department  of 
University  College  London. 

Derek  took  a  particular  interest  in  deaf-blind  children  and  was  responsible  for  the 
formation  of  a  deaf-blind  unit  within  the  school  at  Harperbury.  He  contributed  fully  to 
the  Medical  Workshop  at  the  1986  European  Conference  in  Bruges.  Belgium  on  the 
Education  and  Management  of  the  Deaf-Blind. 

Rodney  Clark 
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Medical  Retirement  —  Ten  years  on 


I  had  to  stop  work  completely  on  the  GP's 
advice  ten  years  ago  in  January  1978  be- 
cause I  no  longer  had  enough  stamina 
owing  to  the  rubella  heart  condition  I  was 
born  with.  They  have  been  10  very  trau- 
matic years  with  a  lot  of  ups  and  downs! 

I  am  a  rubella  adult,  now  42.  with  no  sight 
or  hearing  on  the  left  side  and  only  partial 
sight  and  partial  deafness  on  the  right  side. 
My  left  eye  was  removed  at  Moorfields  in 
December  1980.  Other  problems  are  Eis- 
enmengers  Syndrome  and  ASD  (Atrial 
Septum  Defect),  and  probably  VSD  (Ven- 
triculum  Septum  Defect)  heart  conditions. 
Unlike  many  people  with  rubella  syndrome 
I  do  not.  very  fortunately,  have  any  brain 
damage. 

The  first  year  I  stopped  working  I  felt  ill  all 
the  time  because  my  Oxygen  and  Synadrin 
tablets  had  not  been  properly  adjusted,  it 
took  sixteen  months  to  get  them  correct. 
Because  I  was  prescribed  Feospan  iron 
capsules  to  help  with  walking  I  got  out  of 
breath  in  a  few  yards.  Then,  a  further  six 
months  finding  out,  very  carefully,  what  I 
could  do  without  ending  up  in  the  Intensive 
Care  Unit.  Because  I  kept  getting  Angina 
chest  pain  when  I  should  not  have  done.  I 
found  I  could  manage  two  or  three  different 
things  once  a  month  plus  coffee  mornings. 
The  very  sensible  advice  I  got  from  my  GP 
was  that  I  should  find  a  hobby  and  turn  my 
life  completely  upside-down  with  a  new 
Lifestyle'  which  suited  me.  Easier  said  than 
done! 

Nowadays.  I  live  three  weeks  'on'  and 
three  weeks  'off'  resting,  going  to  a  few 
different  things  each  month  such  as  the 
Women's  Institute  and  out  on  Sundays  to 
Church.  I  chose  woodcarving  as  my  hobby, 
and  took  a  course  at  the  W.l.'s  Denman 
College.  On  Monday  evenings  I  go  to  a 
woodcarving  class  here  in  Eastbourne 
where  I  have  just  finished  Jonah  (my  three 
tailed  whale). 

With  a  grant  from  the  Eastbourne  Asso- 
ciation for  the  Disabled  I  have  a  few  gouges 


and  a  bench  to  work  at  home;  I  manage  half 
an  hour  a  day  when  I  feel  well  enough,  and 
greatly  enjoy  the  creativity. 

Four  years  ago  Mother  and  I  moved  into 
a  council  flat  in  Eastbourne  itself.  I  find  this 
far  better  as  I  am  now  central  to  most  things 
and  it  has  enabled  me  to  get  out  more.  I  find 


Ann  with  Jonah 

though.  I  need  to  take  a  taxi  more  often  as 
I  cannot  walk  as  far  as  I  used  to. 

About  eighteen  months  ago  I  became 
very  unwell.  My  GP  decided  another  Car- 
diac Catheter  Test  was  needed  to  find  out 
why,  because  he  did  not  think  my  Cardiac 
Diagnosis  was  complete.  I  then  learnt  that 
there  was  a  second  hole  (ASD),  and  highly 
probably  I  have  a  third  (VSD)  in  my  heart, 
plus  two  poor  valves. 

One  considerable  problem  lately  has 
been  the  sight  of  my  'good'  right  eye.  The 
focusing  ability  and  'accommodation'  of  the 
right  eye  lens  has  changed  and  causes 


A  Degree  of  Co-operation 


Helen  Browne  has  shared  her  proudest 
day.  June  30th,  with  her  guide  dog  Bess. 
The  occasion  was  the  degree  ceremony  at 
Durham  University  when  Helen  received 
her  Bachelor  of  Arts  after  successfully  study- 
ing Anthropology,  History  and  Politics  for 
three  years. 

This  triumph  over  adversity  —  Helen  is 
profoundly  deaf  and  registered  blind  from 
Usher  Syndrome  —  represents  a  collabora- 
tive effort  with  her  guide  dog  Bess  -  for 
Helen  was  on  the  point  of  giving  up  her 
course,  because  of  her  personal  difficulties, 
until  she  was  given  Bess. 

Helen  was  greatly  helped  too  by  the 
University's  unique  teaching  unit  for  hear- 
ing impaired  students  and  commented,  The 
University  has  altered  the  framework  so 
that  I  could  fit  in.  Overall  it  has  been  good 
fun,  though  for  some  of  the  time  early  on  it 
was  hell  because  people  did  not  under- 
stand that  I  am  profoundly  deaf  -  because  I 
can  talk  properly  and  can  hold  a  one-to-one 
conversation. 

Helen  is  getting  married  in  October  and 
would  like  to  work  as  a  journalist. 


quite  a  few  problems.  My  desk  and  table 
level  sight  has  gone.  I  lean  over  so  much  to 
see  now  that  it  badly  'pulls'  my  hip  and  lower 
back  ligaments  -  which  is  very  painful  in- 
deed. 

I  have  now  given  up  my  water-colour 
painting.  I  sharpen  up  the  inside  of  my 
woodcarving  gouges  three  inches  from  the 
end  of  my  nose,  being  very  careful  not  to 
chop  it  off!  A  much  larger  wedge  slip  sharp- 
ening stone  has  helped  a  lot  too. 

Recently  I  learnt  from  my  GP  that  I 
absolutely  must  go  to  an  exercise  class  all 
the  year  round  to  keep  fit  and  well  for  as  long 
as  possible.  A  'one  hour'  exercise  class  has 
proved  impossible.  Most  tutors  are  unwill- 
ing to  take  responsibility  for  heart  patients, 
or  to  allow  me  to  go  for  just  one  hour  (they 
are  usually  two  hour  Keep  Fit  classes).  So 
now  my  GP  suggests  the  The  Ball  Park 
Sports  Club  because  they  have  a  well 
equipped  gymnasium  and  it  is  all  under 
qualified  supervision.  I  am  now  taking  out 
membership,  with  some  help  from  Sense. 

The  past  1 0  years  have  been  extremely 
difficult  at  times.  I  still  have  to  work  hard  at 
'keeping  up',  some  days  are  better  than 
others.  Although  I  am  more  able  than  many 
rubella  adults  there  are  problems  -  but  they 
are  just  different  problems  from  those  more 
handicapped.  I  hope  that  the  next  ten  years 
will  not  be  quite  so  dramatic. 

Ann  Coles 

Bourne  Street 

Eastbourne 

East  Sussex  BN21  3SF 


Emrys  Lloyd 

Emrys  Lloyd,  Sense's  Head  of  Finance  and 
Treasurer  since  1984  was  70  years  old  on 
13  July.  On  the  following  Sunday,  Sense 
staff  and  members,  together  with  members 
of  Emrys'  family  and  friends,  gathered  at 
The  Family  Centre  in  Ealing.  West  London, 
to  celebrate  his  birthday  and  his  formal 
retirement  from  Sense's  payroll. 

Also  present  that  day,  by  coincidence, 
were  some  20  families  involved  with  our 
Family  Advisory  Service,  which  meant  that 
the  house  was  full  to  overflowing.  Thank  the 
Lord  the  rain  which  had  been  falling  heavily 
all  that  morning  departed  so  that  we  could 
use  the  garden.  The  presence  of  the  fami- 
lies really  made  the  occasion  a  very  joyful 
and  happy  one. 

During  his  five  years  of  service.  Emrys 
has  managed  the  demands  of  a  growing 
organisation  in  terms  of  finance  manage- 
ment and  control  with  concern  and  with  skill, 
not  least  during  those  times  when  money 
was  far  from  plentiful.  Brave  decisions  have 
made  during  the  last  five  years,  such  as  the 
development  at  Sense-in-the-Midlands, 
and  it  was  Emrys'  confidence  and  level- 
headedness that  informed  and  reassured 
our  Executive  Committee  at  such  times.  He 
has  also  developed  our  investment  portfolio 
with  astuteness  and  guided  managers 
through  the  complex  ways  of  our  budgeting 
process. 

We  are  very  pleased  that  Emrys  will 
continue  to  serve  as  Treasurer  on  our 
Council  of  Management,  undertaking  finan- 
cial consultancy  projects  as  they  arise. 
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Forging  Ahead  - 
The  Sense  South  West  Seminar 


Sense  South  West  has  always  placed  a 
high  priority  on  public  awareness.  Indeed, 
where  would  any  of  us  be  without  it?  Re- 
gardless of  how  often  we  engage  in  promot- 
ing the  need  for  awareness,  we  constantly 
meet  those  who  are  totally  unaware  that 
rubella  can  cause  such  disabling  handicaps 
as  it  does.  In  making  them  aware  we  feel  we 
win  a  few  more  friends. 

Unless  you  are  actively  involved,  it  is 
difficult  to  comprehend  the  problems  and 
difficulties  which  arise  from  caring  for  a  dual 
sensory  handicapped  person  -  who  may 
well  suffer  other  disabilities.  The  physical 
caring  is  not  all,  there  is  the  moral  caring, 
the  emotional  caring  and  the  practical  car- 
ing, all  rolled  into  one.  It  is  for  these  reasons 
that  we  believe  that  awareness  is  so  impor- 
tant. We  felt  that  it  was  time  we  drew  this  to 
the  attention  of  those  who  are  in  a  position 
that  will  probably  involve  them  at  some 
stage  in  their  career,  or  if  not  them,  perhaps 
a  colleague,  with  dually  handicapped  people. 

Forging  Ahead  was  an  exercise  in  pro- 
moting knowledge  of  the  difficulties  of  the 
carers;  be  they  parents,  teachers  or  resi- 
dential social  workers;  providing  the  dele- 
gates with  an  overview  of  the  medical,  social, 
and  care  aspects  of  dual  sensory  handicap. 
Those  invited  to  attend  came  from  the  Health 
Authorities,  Social  Services  Departments, 
Education  Departments  and  others  from 
the  voluntary  sector  with  an  interest  in 
sensory  handicap. 

Chaired  by  Air  Commodore  Christopher 
Neville,  Chairman  of  the  Board  of  Gover- 
nors at  the  Royal  School  for  the  Deaf,  the 
Seminar  opened  with  a  showing  of  the  new 
Jane  Asher  video  The  Gift  of  Sight  and 
Hearing',  providing  a  brief  overview  of  the 
work  carried  out  by  Sense  nationally. 

Professor  Catherine  Peckham  then 
began  by  providing  a  brief  history  of  the 
discovery  of  the  rubella  virus  in  Australia 
and  the  American  epidemic  in  the  1960's. 
She  described  some  of  the  signs  of  rubella 
in  babies;  the  rash,  small  heads,  heart  de- 
fects and  cataracts.  There  had  been  an 
increase  in  the  numbers  of  West  Indian 
babies  being  affected  as  their  parents  ar- 
rived in  this  country  with  a  high  susceptibil- 
ity to  infection,  having  missed  vaccination 
during  their  school  years. 

The  final  session  of  the  morning  was 
taken  by  Hywel  Jones,  Headmaster  of  the 
School  for  the  Deaf  in  Exeter.  Mr  Jones 
provided  a  list  of  staff  employed  by  the 
school  assisting  in  the  education  of  the  dual 
sensory  handicapped  pupils.  He  saw  the 
development  of  the  children  as  a  partner- 
ship between  the  staff  at  the  school  and  the 
parents,  and  that  the  children's  progress 
had  to  be  constantly  monitored.  Progress 
was  very  much  an  individual  state  depend- 
ent on  the  abilities  of  each  child.  Increments 
of  success  could  be  anything  from  achiev- 
ing 5  GCSE's,  to  achieving  a  toilet  pro- 
gramme. Monitoring  was  essential,  as  was 
the  accurate  maintenance  of  records  of  all 
aspects  of  work.  This  was  time  consuming 
but  vitally  important. 

There  existed  a  constant  analysis  of 
methods  of  teaching  and  this  meant  good 


communication  with  other  centres  of  excel- 
lence, evaluating  and  developing  pro- 
grammes and  sharing  experiences.  At  pres- 
ent two  staff  were  in  Holland  on  a  month's 
course,  building  on  their  experience  and 
skills.  The  key  words  were  'commitment  to 
task'  and  only  through  commitment  could 
progress  and  success  be  achieved. 

John  Hatton  from  Sense-in-the  Mid- 
lands first  described  what  was  available 
around  the  country  in  post-school  provision 
but  pointed  out  at  the  same  time  that  even 
these  options  were  limited  by  vacancies. 
The  average  1 6  year  old  has  a  high  degree 


the  School  for  the  Deaf,  who  were  recognis- 
ing the  needs. 

Long  term  care  was  a  vital  area  which 
required  addressing.  It  provided  love,  care, 
support,  attention  and  commitment.  For  our 
deaf-blind  young  adults  it  additionally  had 
to  be  a  communicating  environment,  with 
occupational  opportunities  and  day  activi- 
ties, but  above  all  it  had  to  be  a  structured 
environment  to  meet  individual  needs. 

The  first  Seminar  on  dual  sensory  handi- 
caps run  by  Sense  South  West  was  sum- 
marised by  Norman  Brown.  Norman  em- 
phasised to  delegates  the  importance  of  co- 


Prof.  Catherine  Peckham,  Norman  Brown  and  Peter  Holman 


of  choice  on  leaving  school  for  further  edu- 
cation, but  the  deaf-blind  student  has  none. 

Further  Education  was  not  short  term  -  it 
was  flexible,  dependent  on  the  needs  and 
the  skills  of  the  individual  student.  If  it  meant 
taking  years  to  enable  a  student  to  achieve 
a  degree  of  independence  then  surely  that 
was  their  right? 

The  final  session  of  the  afternoon  was 
given  by  Paul  Ennals,  Head  of  Welfare 
Services.  For  Sense  South  West  this  was 
perhaps  the  most  important  subject  -  long 
term  care.  Paul  pointed  out  that  at  the  age 
of  eighteen  years,  eleven  months  and  thirty 
days,  deaf-blind  young  adults  received  a 
high  degree  of  support  from  the  various 
statutory  authorities,  yet  two  days  later  none 
of  this  support  was  thought  necessary  by 
the  same  authorities.  Only  that  morning, 
Paul  said  a  student  had  left  a  School  for  the 
Deaf  because  she  had  reached  the  end  of 
her  education.  No  other  resources  or  help 
was  forthcoming  from  any  of  the  authorities, 
which  meant  that  the  student  returned  home, 
once  more  the  total  responsibility  of  her 
parents. 

Long  term  care,  therefore,  was  a  high 
priority.  From  a  teacher's  point  of  view,  it 
was  a  continuation  of  the  development  of 
the  individual  providing  new  opportunities. 
As  Hywel  Jones  had  pointed  out,  a  great 
deal  of  time  and  commitment  had  been 
invested  and  long  term  care  after  education 
helped  to  consolidate  and  improve  that 
investment.  Social  Services  and  Health 
Authorities  had  varying  roles  but  it  was  the 
special  interest  groups,  such  as  Sense  and 


operation  and  communication.  He  said  that 
Sense  was  doing  its  part  in  supporting 
parents  and  their  handicapped  children,  as 
well  as  supporting  their  brothers  and  sisters 
who  were  often  forgotten  in  families  with 
handicapped  siblings. 

There  is  little  doubt  that  the  Sense  South 
West  Seminar  made  its  mark  with  dele- 
gates. Feelings  were  particularly  strong 
among  those  who  were  aware  of  the  two 
cases  seeking  funding  from  the  Social 
Services  in  Devon  for  appropriate  place- 
ments and  this  was  highlighted  by  a  resolu- 
tion passed  at  the  Annual  General  Meeting 
which  followed  the  Seminar;  it  read,  'This 
Annual  General  Meeting  deplores  the  fail- 
ure of  the  Local  Authority  to  support  the 
placement  of  two  Sense  members  in  spe- 
cialist further  education  provision,  and  urges 
the  Committee  to  make  representations  on 
behalf  of  those  parents.' 

What  has  the  Seminar  achieved?  Firstly, 
it  has  brought  ninety  members  of  the  social 
services,  education,  health  authorities  and 
voluntary  sectors  together  in  one  place  at 
the  same  time  to  hear  of  the  problems 
associated  with  dual  sensory  handicaps, 
from  pre-birth,  through  childhood,  young 
adulthood  to  full  adulthood.  Secondly,  it  had 
addressed  some  vital  issues  on  health, 
education  and  care  of  dual  sensory  handi- 
capped people  in  the  South  West  and  thirdly, 
it  has  drawn  to  the  attention  of  the  delegates 
that  Sense,  both  nationally  and  locally  is 
fully  committed  to  ensuring  that  the  needs 
of  the  deaf-blind  will  be  met. 

Peter  Holman 
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Sense-Avon  Parents  Resource 

Healthy  pruning  in  the  branches.  We  have 
seen  some  changes  in  Avon.  Our  original 
group  of  parents  who  were  the  focus  of  the 
Branch  have  moved  on  or  moved  away  and 
there  were  scarcely  enough  to  balance  our 
trusty  'involved  professionals',  Sally  and 
Kate,  who  were  beginning  to  feel  a  little  too 
involved. 

Meanwhile  the  Toy  Library  was  ticking 
along  very  healthily  and  showing  every 
possibility  of  expansion. 

So.  at  the  AGM.  everyone  took  the  wise 
decision  to  amalgamate  the  two  and  Sense- 
Avon  Parents  Resource  was  born.  They 
also  decided  to  declare  their  special  area  of 
interest  and  let  it  be  known  that  really  they 
are  best  at  helping  the  families  of  younger 
children,  for  that  has  turned  out  to  be  their 
sole  membership  to  date. 

Anyone  else  is  of  course  welcome  to  join 
but  they  may  have  to  call  on  outside  help 
rather  than  give  it  themselves  if  faced  with 
something  outside  their  experience. 

It  is  good  to  see  such  clarity  of  purpose 
and  it  seems  to  be  bearing  fruit.  I  notice  from 
their  last  Toy  Library  Newsletter  that  40 
children,  parents,  helpers  and  friends  went 
to  the  Oasis  on  4  July.  Whether  that's  a 
night-club  or  a  watering  hole  the  report 
doesn't  say  but  it  certainly  drew  a  crowd. 

Judging  also  by  the  list  of  new  toys  and 
equipment  recently  added  to  their  collec- 
tion, they  must  be  drawing  in  support  and 
funds  equally  as  effectively.  In  its  new  guise 
the  branch  is  really  blossoming. 

Sense-Northern  Ireland 

Muriel  Mathers  sent  us  a  lovely  newspaper 
clipping  which  our  printer  says  he  cannot 
reproduce  well  enough  to  do  justice  to  the 
picture,  so  you'll  have  to  use  your  imagina- 
tions while  you  read  her  letter: 
Just  to  let  you  know  we  are  still  alive  and 
kicking,  I  enclose  a  photograph  of  these 
rather  lovely  mums  accepting  a  cheque  and 
video  camera!  Phylis  Wilson  -  mum  of  Sta- 
cey,  myself  -  mum  of  Sarah  and  Ann 
McManus  -  mum  of  Jill. 

We  do  not  seem  to  be  as  well  organised 
as  everyone  else  in  that  we  do  not  have  a 
magazine  in  circulation,  but  we  meet  once 
a  month  for  a  meal  and  a  chat  and  our 
numbers  seem  to  be  on  the  increase  rather 
slowly.  Some  rather  special  friendships  have 
developed  in  our  Branch  and  I  suppose  that 
really  is  what  Sense  is  all  about. 

We  would  welcome  any  advice  from 
other  Branches  on  how  they  got  estab- 
lished in  their  areas.  We  have  about  6  -  8 
families  and  find  the  going  rather  difficult  at 
the  moment.' 

If  only  Muriel  knew,  some  other  Branches 
would  greatly  envy  these  monthly  get-to- 
gethers and  would  want  advice  from  Muriel 
as  to  how  she  does  it. 

We  are  still  scheming  as  hard  as  we  can 
to  get  a  permanent  office  off  the  ground  in 
Northern  Ireland.  Any  leads  and  ideas  grate- 
fully received.  We  already  have  some  but 
need  that  elusive  source  of  funding. 

Sense-London? 

Our  two  London  Branches  have  started 
hink-tank.  At  the  moment  it's  deep 
enough  to  swim  in  but  they  are  determined 
to  get  to  the  bottom  of  things.  Just  how  do 
you  try  to  serve  the  needs  of  families  in  a  city 
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Regional 
Roundup 

with  the  population  the  size  of  a  country? 

A  very  good  first  meeting  found  every- 
one getting  down  to  basics,  looking  at  what 
they  themselves  valued  most  from  what 
they  had  found  in  Sense. 

Setting  aside  the  services,  the  campaign- 
ing and  the  other  responsibilities  which  we 
have  delegated  to  our  national  organisa- 
tion, it  seemed  to  come  down  to  three  core 
areas: 

1.  That  all-important  contact  with  an- 
other human  being  who  shares  enough  of 
your  experience  to  help  you  through  troub- 
led times, 

2.  The,  albeit  occasional,  meeting  with 
kindred  spirits  where  you  can  truly  relax  and 
unwind, 

3.  That  local  presence  which  can  ei- 
ther provide  answers  and  advice  or  knows 
where  to  get  them. 

Following  meetings  will  investigate  further 
where  that  leads  and  what  stands  in  the  way 
of  achieving  it.  It  may  be  that  a  new  structure 
will  emerge,  at  least  for  Branches  in  cities. 
Watch  this  space. 

Tyrannical  Editors 

Just  because  I'm  two  weeks  late  and  Talk- 
ing Sense  has  already  gone  to  press  there's 
no  need  for  both  Peter  and  Paul  to  stand 
behind  me  tapping  their  feet.  If  Mary  was 
here  they'd  probably  burst  into  song! 

It's  all  because  Linda  has  left  after  four 
years  of  putting  up  with  me  and  Derry  hasn't 
yet  had  time  to  turn  around,  let  alone  type 
Roundup.  I'll  tell  you  about  Derry  next  time 
when  we've  had  time  to  snatch  a  photo- 
graph too. 


YOUR  FACTSHEET 

We  are  very  conscious  of  the  need  to 
have  the  facts  right  about  those  we  rep- 
resent. We  are  also  conscious  that  we 
know  very  little  about  some  of  our  fami- 
lies and  those  without  families. 

Liz  Smith  has  spent  the  last  nine 
months  working  with  me  to  get  the  basic 
facts  in  order  and  on  the  computer,  so 
that  we  can  swiftly  summon  those  facts 
to  help  an  individual  or  to  provide  the 
relevant  statistics  to  help  us  campaign 
on  your  behalf. 

Her  last  task  before  leaving  us  to  take 
up  permanent  employment  has  been  to 
draw  up  a  simple  questionnaire  which 
we  are  sending  to  every  dually  impaired 
person  we  know,  in  order  to  be  sure  that 
we  have  the  right  facts  and  permission  to 
keep  them  on  the  computer. 

The  "factsheet"  is  at  the  printers  as  I 
write  and  should  be  arriving  shortly  after 
Talking  Sense.  Please  fill  one  in  if  it  is 
relevant  to  you  or  someone  you  are 
caring  for. 

If  you  do  not  receive  q  questionnaire 
within  the  month  and  are  therefore  car- 
ing for  someone  we  do  not  know  about, 
please  tell  me.  The  more  individuals  we 
can  identify,  the  stronger  is  our  voice  and 
our  case  for  services. 

Norman  Brown 

Parent  Liaison  Offficer 


Meanwhile  my  good  wishes  to  you  all 
and  my  very  grateful  thanks  on  your  behalf 
as  well  as  mine  to  Linda  Ricardo.  Colin  and 
Linda  may  well  bring  us  news  of  the  new 
baby  in  time  for  the  next  edition.. 

Keep  in  touch, 

Norman  Brown 


OBITUARIES 


Shirley  Ann  Priest 
22.4.66  —  29.4.88 

Shirley  lost  her  sight  three  years  ago 
following  a  brain  operation  and  inside 
two  more  painful  years  she  needed 
five  further  operations.  Following  one 
she  lost  her  hearing.  The  truly  remark- 
able thing  about  Shirley  was  the  way 
she  maintained  her  spirits  and  even 
her  sense  of  humour  throughout  the 
devastating  changes  she  faced. 
Shirley  even  managed  to  knit  and 
crochet  by  touch  and  started  raising 
money  for  the  disabled  and  for  famine 
victims.  Sadly  her  condition  continued 
degenerating  and  we  are  now  the 
poorer  for  the  loss  of  a  remarkable 
young  woman.  Our  sympathy  and  love 
go  to  all  the  family. 

Francis  Luke  Smart 
21.11.78  —  23.5.88 

Our  hearts  go  out  to  Bruce  and  Sue 
Smart  and  to  young  Christian  over  the 
death  of  Francis  in  May.  Although  badly 
affected  by  congenital  Rubella,  Francis 
had  always  been  a  fighter,  refusing  to 
have  his  spirit  dampened  by  a  succes- 
sion of  operations  and  a  continuing 
serious  heart  problem. 

Francis  started  his  education  at 
Sunshine  House  in  Southport  before 


going  on  to  the  Pathways  unit  at  Con- 
dover  and  won  hearts  all  the  way,  even 
during  the  last  months  when  his  condi- 
tion started  to  deteriorate  rapidly.  His 
parents  had  to  face  allowing  an  emer- 
gency operation  as  the  only  chance,  but 
this  time  it  was  too  much  even  for  Francis 
to  pull  through. 

To  Sue,  Bruce  and  Christian  who 
came  through  the  loss  of  Francis'  little 
sister  just  over  a  year  ago  we  give  our 
love  and  our  prayers. 

Sid  Hall     —17.7.88 

We  were  saddened  to  hear  of  the  death 
of  oneofoursingle  parents,  Sid  Hallfrom 
Clacton-on-Sea,  Essex.  Sid  discovered 
us  late,  when  his  son  Alan  was  moved 
from  a  hospital  setting  into  the  newly 
opened  Braiswick  Lodge  group  home  in 
Colchester.  Along  with  other  parents 
there,  he  formed  our  little  Sense-Colch- 
ester Branch  and  became  its  first  chair- 
man. 

Fortunately  Alan  is  among  friends, 
with  the  staff  of  Braiswick  Lodge  able 
and  ready  to  help  him  through  the  reali- 
sation and  grief  of  his  father's  loss  and  to 
ensure  his  future  care.  We  send  Alan 
and  all  those  at  Braiswick  Lodge  our 
thoughts  and  love. 


Members'  News 


James  Mann 

James  is  sixteen,  a  rubella  child,  he  has 
some  hearing  and  a  little  sight  in  one  eye. 
Despite  his  handicaps  James  is  a  fit  and 
energetic  fun-loving  teenager.  He  has  a 
great  sense  of  humour  and  is  full  of  'get-up 
and  go'  and  easily  gets  bored  sitting  around 
doing  nothing.  He  is  eager  to  try  new  expe- 
riences and  is  always  ready  to  laugh  with 
you.  Once  a  relationship  is  established  he  is 
a  very  affectionate  boy. 


James  has  some  basic  Paget  Gorman 
signs,  and  some  finger  spelling.  His  com- 
prehension is  remarkably  good,  with  ges- 
tures and  expressions.  James  uses  all  the 
senses  he  has  and  his  memory  to  help  him 
understand  most  situations.  He  has  no 
verbal  speech  but  he  lets  you  know  his 
needs  and  usually  comprehends  yours. 

James  will  be  sociable  to  any  adult  who 
takes  an  interest  in  him  and  shows  sociabil- 
ity to  him.  He  does  not  often  form  relation- 
ships of  his  own  accord  but  will  respond  to 
others  well.  He  prefers  adults  or  people  his 
own  age  to  younger  children  but  will  happily 
help  and  guide  younger  children  when  out. 
He  often  appears  to  be  in  his  own  world  but 
likes  to  be  reassured  that  he  is  with  others 
and  shown  affection. 

Despite  his  problems  James  loves  walk- 
ing and  outdoor  activities.  He  has  excellent 
balance,  co-ordination,  road-sense  and 
motor  skills.  He  loves  swimming.  While 
indoors  he  likes  anything  with  loud  music, 
bright  lights  and  colours.  He  will  enjoy  TV  if 
it  is  an  exciting  and  fast  moving  programme. 

Because  James  is  blind-deaf  he  can  be 
panicked  or  confused  by  a  situation  and 
display  a  'tempertantrum'.  These  situations 
can  be  firmly  controlled  however  and  he  will 
normally  calm  down  if  given  'thinking  time' 
and  confrontation  avoided. 

James  loves  food  and  drink  —  although 
he  can  be  fussy  if  he  thinks  that  it  is  not  up 
to  best  standard !  He  has  no  special  diet  and 
enjoys  most  things  so  he  will  usually  'eat  up' 
when  he  realises  that  there  is  nothing  better 
on  the  way.  He  loves  'meat  and  gravy'  and 
'pudding  and  custard'  meals.  He  likes  to 
choose  contents  for  sandwiches  and 
spreads. 

How  would  I  sum  him  up,  well  he  needs 
friends  and  to  feel  secure.  But  show  James 
that  you  are  his  friend  and  you  will  have  a 
friend  for  life. 

Janet  Mann 

31  Westmeston  Avenue 

Rottingdean 

East  Sussex  BN2  8AL 


Kevin  Murphy 

Kevin  is  1 9  years  old,  he  had  TB  meningitis 
when  he  was  1 4  months  which  has  left  him 
deaf-blind  and  mentally  handicapped.  Kevin 
needs  looking  after  24  hours  a  day. 

Kevin  left  Coles  Green  special  school  at 
Easter  —  and  I  was  hoping  to  get  him  into 
the  new  day  centre  in  Albert  Road,  Kilburn, 
but  because  of  council  cuts  they  have  not 
been  able  to  take  Kevin.  They  can  only 
accommodate  half  of  the  60  people  it  was 
designed  for.  I  was  very  worried  when  I  was 
told  that  I  would  have  to  keep  Kevin  at  home 
full  time  as  I  felt  I  could  never  cope,  so  I 
phoned  Sense,  and  I  was  glad  I  did,  as  they 
were  marvellous  —  they  told  me  they  would 
do  all  they  could  to  help.  They  put  a  lot  of 
pressure  on  the  council  and  in  the  end  I  was 
offered  day  care  for  Kevin  for  3  days  a  week 
at  Clemet  Close,  which  is  a  great  help. 

Clemet  Close  is  a  Respite  Care  Centre; 
it's  a  lovely  place  and  the  staff  are  marvel- 
lous, they  look  after  Kevin  very  well.  The 
only  problem  is  they  cannot  take  him  during 
school  holidays  as  there  are  a  lot  of  other 
parents  with  handicapped  children  who  will 
need  a  break. 

The  summer  holidays  are  not  far  away 
now  and  I  worry  as  to  how  I  am  going  to 
cope.  I  phoned  Mencap  to  find  out  if  they 
could  offer  me  any  help  during  the  holidays; 


they  will  be  running  a  play  scheme  for  one 
week  so  they  have  offered  to  take  Kevin  for 
that  week. 

Geraldine  Murphy 
102  Strode  Road 
Willesden 
London  NW10  2NH 


Ross  Fleming 

Ross  is  six  years  old,  he  is 
blind  and  mentally  handi- 
capped, he  does  not  have 
any  language  yet  but  under- 
stands most  of  what  is  said 
to  him. 

About  a  year  ago  we 
moved  to  Durham  where 
Ross  attends  Trouts  Lane 
School.  He  enjoys  music, 
swimming,  playing  on  his 
swing  and  rough  and  tumble 
games. 

For  nearly  three  years 
now  we  were  having  diffi- 
culty with  what  was  thought 
to  be  behaviour  problems, 
tantrums,  etc.  He  would  not 
sleep  well  at  night,  some- 
times he  was  awake  all  night. 

Since  moving  here  we 
have  discovered  from  his 
new  doctor  that  Ross  is  ex- 
periencing cerebral  activity 
which  is  causing  him  pain 
and  distress.  He  is  now  on  a 
drug  to  control  this,  which 
makes  a  tremendous  differ- 
ence to  him.  He  is  much  more 
co-operative  and  sleeps 
better,  and  although  he  has 
always  been  affectionate  he 
seems  calmer  and  shows  it 
rather  more  often. 

Catherine  Fleming 
16  Rowantree  Avenue 
Gilesgate  Moore 
Durham  DH1  1DU 


Members'  News  is  for  parents  and  families.  Don't  be  too  shy  to  write.  We 

aren't  bothered  about  style  or  spelling  but  we  do  want  you  to  share  your 

feelings  and  experiences  with  us. 
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Members'  News 


Dean  Behan 

Dean  is  now  a  15  year  old  young  adult.  In 
the  past  few  years  he  has  had  to  cope  with 
terrific  upheavals  in  his  life  and  has  come 
through  them  with  very  few  obvious  prob- 
lems. 

When  news  of  Dean  was  last  published 
in  Sense  it  was  sent  by  my  wife  and  Dean 
was  a  pupil  at  the  Deaf-Blind  Unit  at  the 
Royal  Victoria  School  for  the  Blind  at  New- 
castle. That  school  closed  about  three  years 
ago  and  he  transferred  to  the  Northern 
Counties  School  for  the  Deaf  which  is  also 


in  Newcastle.  Lots  of  the  staff  from  the  unit 
also  moved  and  Dean  continued  to  come 
home  every  weekend  and  on  school  holi- 
days so  there  was  lots  of  familiar  routine  for 
him  to  hang  on  to.  Although  the  move  to  a 
new  school  did  not  seem  to  upset  Dean  too 
much  there  was  quite  a  fast  turnover  of  staff 
following  the  move. 

Happily  the  new  staff  have  proved  to  be 
as  caring  as  the  old  were  and  Dean  is  very 
happy  at  school  and  is  making  slow  but 
steady  progress. 

Meanwhile  at  home  my  wife  was  en- 
gaged in  a  long  battle  with  cancer  to  which 
she  eventually  succumbed  about  1 9  months 
ago.  Dean  coped  very  well  with  my  wife's 
frequent  disappearances  into  hospital  and 
prolonged  periods  of  confinement  to  bed  at 
home  and  was  especially  gentle  and  loving 
during  this  period. 

Since  my  wife's  death  we  have  all  had  to 
pick  up  the  threads  of  life  again  and  I  think 
we  are  succeeding  in  this.  Last  year  we  had 
a  week  in  the  Sense  caravan  in  Lincoln  and 
the  photograph  shows  Dean  and  my  young- 
est child  Rebecca  sat  on  the  caravan  steps, 
one  of  the  few  times  during  that  week  that  it 
wasn  t  raining! 

Despite  the  weather  we  had  a  good  time 
and  so  are  going  to  repeat  the  experience 
again  this  year  and  hope  for  a  heat-wave. 

Because  Dean  is  now  approaching  six- 
teen we  are  having  discussions  with  his 
headmaster.  Mr  Lewis,  about  his  further 
education  and  hope  that  plans  for  a  unit  with 
accommodation  linked  to  the  school  will 
come  to  fruit.  The  will  to  provide  provision  is 
there  —  so  there  is  every  hope  that  funding 
will  be  found. 

Hopefully  my  next  update  on  Dean  in  a 
couple  of  years  time  will  tell  of  his  moving  in 
to  such  a  unit  and  the  progress  he  is  making 
in  rt. 

Norman  Rowe 

(Dean  s  foster  parent  since  1978) 
19  Longbeck  Lane,  New  Marske 
Redcar,  Cleveland  TS11  8AT 


Steven  Smith 

Steven  is  now  1 5  months  old  and  —  he  can 
sit  up  really  well  for  at  least  half  an  hour.  If 
his  toys  are  placed  on  his  knee,  he  will  play 
happily  with  them,  picking  up  one  after  the 
other  for  at  least  that  long.  He  loves  little 
rattles  and  (well,  you're  not  going  to  believe 
this)  little  furry  things,  plus  the  bright  shiny 
things  you'd  expect  him  to  like.  The  strange 
thing  is  his  passion  for  Teddy  Ruxpin  (also 
furry).  Ruxpin  has  a  tape  inside  and  he  has 
huge  eyes  that  open  and  shut  and  they 
would  terrify  any  kid  that  could  see  clearly. 
Steven  is  kept  to  his  few  favourite  toys  to 
prevent  confusion. 

Also  to  stop  confusion,  he  is  being  en- 
couraged to  make  a  good  job  of  sitting 
before  being  allowed  in  a  baby  walker  or 
similar  contraption  in  spite  of  pushing  like 
mad  to  get  on  his  feet.  (Make  a  good  job  of 
one  thing  at  a  time  instead  of  messing  up 
several!)  Steven  is  holding  his  bottle  really 
well  in  one  hand  and  feeding  himself  from  it. 
He  doesn't  use  the  other  hand  as  it's  a  bit 
erratic  and  shakes.  When  he's  had  enough, 
he  throws  it  away  and  that's  it  —  he  won't 
have  any  more! 

Last  December,  he  had  grommets fitted, 
but  since  then  he's  had  one  ear  infection 
after  another  and  so  he's  still  not  really  back 
to  using  his  hearing  aids.  Likewise  with  his 
injections  —  he's  been  ill  so  much  that  he's 
waiting  for  a  good  spell  then  he'll  have 
them.  At  the  moment  it's  quite  easy,  with 
being  small  —  after  all.  a  baby's  a  baby, 
small,  helpless  and  in  nappies!  In  fact,  with 
him  being  so  content,  he's  easier  to  look 


after  than  Kate  and  Paul  were,  (his  sister 
and  brother). 

He  certainly  seems  quite  well  now, 
whereas  before,  he  always  seemed  to  have 
something.  They  decided  to  give  him  some 
vitamin  tablets  and  these  seem  to  have 
helped.  He's  making  lots  of  different  noises 
now. 


Steven  seemed  to  be  quite  alright  until 
he  was  a  few  weeks  old.  and  then  no  one 
really  knows  what  happened.  He  was 
admitted  to  hospital  with  suspected  menin- 
gitis, but  when  they  ran  the  tests,  there  was 
nothing.  We're  going  back  to  the  hospital 
soon,  so  we'll  see  what  happens  then. 

Elizabeth  Smith 
1  Horbling  Lane 
Stickney 
Nr  Boston 
Lanes 


James  Gray 

James  is  thirteen,  totally  blind  from  birth, 
and.  as  can  probably  be  seen  from  the 
photograph,  is  a  happy  and  sometimes  very 
mischievous  boy.  His  smile  really  does  sum 
up  his  attitude  to  life  —  and  this  is  how  he  is 
most  of  the  time,  his  'downs'  are  more  than 
outweighted  by  his  'ups'. 

As  a  baby  he  decided  to  turn  the  clock 
round,  turning 
night  into  day. 
and  to  stay 
awake  all  night 
to  play  —  mak- 
ing life  a  little 
difficult  for  us! 
What  made 
him  suddenly 
revert  to  nor- 
mal at  the  age 
of  four  I  won- 
der? Ah,  the 
bliss  of  a  full 
nights  sleep 
again! 

Then  there 
were  the  fre- 
quent dashes 
to  hospital  be- 
cause of  illness 
—  why  do  they 
always  seem  to  start  at  night? 

Later  we  discovered  that  water  play  is 
James'  favourite  when,  alerted  by  the  flush, 
we  found  him  sitting  reversed  on  the  seat  — 
feet  in  the  bowl  —  complete  with  the  water- 
fall that  gushes  at  his  wish.  He  still  seems  to 
be  able  to  detect  water  a  mile  away  and  it 


gives  him  much  enjoyment. 

His  present  independence  is  the  result 
of  a  lot  of  hard  work  by  everyone.  He  has  a 
very  strong  will  and  was  reluctant  to  walk 
unaided  and  to  feed  himself.  He  can  now 
ride  bareback,  climb  Tors  and  camp  out  at 
night,  his  courage  and  determination  have 
lead  to  achievements  once  thought  impos- 
sible. 

Communi- 
cation has 
been  a  prob- 
lem, as 
James  is  a 
non-verbal 
child.  Now  he 
is  learning 
British  Sign 
Language 
and  we  are 
looking  for- 
ward to  the 
time  when  he 
can  speak  to 
us  —  even  if 
he  then  tells 
us  exactly 
what  he  feels 
about  us. 

All        we 

hope  is  that 

he  fills  our  lives  in  future  with  as  much  love 

and  fun  as  he  has  for  the  last  thirteen  years. 

Robert  Gray 

10  Cornwallis  Avenue 
Tonbridge 
KentTN10  4ES 
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Members'  News 


Paul  Taylor 

Our  Paul  is  now  nine  years  old  and  maturing 
fast.  No  longer  content  with  playing  with 
toys  or  amusing  himself  in  our  tiny  garden, 
he  wants  to  be  out  and  about  -  Mum  and 
Dad  are  boring  after  a  while!  Paul  wants  to 
meet  new  people  -  go  to  new  places  -  and  so 
holiday  times  are,  for  quite  new  reasons, 
becoming  exhausting. 

At  school  his  self-help  skills  are  coming 
along  very  well,  he  pops  the  bread  into  the 
toaster,  takes  knives  from  the  drawer,  butter 
from  the  fridge,  then  lays  the  table.  We 
continue  all  this  kind  of  activity  at  home,  to 
the  amazement  of  Mark,  his  brother,  who  is 
now  at  the  stage  of  'Why  do  I  have  to  do  it?' 

Paul's  dressing  and  undressing  is  also 
almost  there,  he  only  has  a  problem  with 
buttons  now,  but  he  can  put  his  socks  on  - 
as  long  as  you  keep  signing  'Socks  on 
please'. 

He  loves  to  swim,  being  one  of  the  chil- 
dren who  have  always  had  a  fascination  for 
water  of  any  kind.  Six  months  ago  he  began 
swimming  from  one  end  of  the  pool  to  the 
other,  now  he  does  not  have  a  stroke  all  of 


Paula  Bradbury 

It's  two  years  now  since  I  last  wrote  to  you 
with  news  of  Paula.  Fortunately,  she  is  still 
at  the  Northern  Counties  School  for  the 
Deaf  in  Newcastle  and  is  progressing  well. 
She  will  be  18  in  December  and  will  hope- 


fully be  able  to  remain  there  until  she  is  1 9. 
We  are  shortly  meeting  with  Chris  Lewis, 
the  Headmaster,  to  discuss  Paula's  future 
after  she  is  19.  Paula  has  been  at  New- 
castle since  she  was  seven  and  we  will 
have  to  go  a  long  way  to  find  a  placement  as 
good.  Obviously,  over  the  years  there  have 
been  staff  changes  but  Paula  has  always 
been  loved  and  well  cared  for.  Her  progres- 
sion has  been  slow  at  times  but  they  have 
persevered  and  achieved  some  excellent 
results  with  her. 

Paula  has  always  been  happy  to  make 
the  long  trips  to  and  from  school.  Next  time 
I  write  I  hope  to  have  some  more  good 
news. 

Carol  Bradbury 
69  High  Street 
West  Molesey 
Surrey 


his  own  but  he  gets  there  with  no  fear  at  all. 

He  is  becoming  quite  a  star  pupil  with  the 
computer  at  school,  his  teacher  is  very 
pleased  with  him.  Mark  lets  him  play  all  his 
'Space  Fighter'  games  on  our  home  com- 
puter, all  those  flashing  lights  really  keep 
Paul's  interest.  Whenever  I  visit  the  Re- 
becca Goodman  Centre  it  always  gives  me 
a  sense  of  pride  to  see  Paul  being  'signed' 
to  and  carrying  his  'object  of  reference'  off  to 
where  ever  he  is  told  to  go. 

Being  a  day  pupil  does  have  its  draw- 
backs, we  are  now  finding.  We  have  always 
had  good  respite  care  in  Waltham  Forest. 
This  year  most  of  this  has  been  saved  but 
Social  Services  have  had  a  big  cut  from 
their  budget,  nobody  knows  what  will  hap- 
pen next  year.  We  want  to  keep  Paul  living 
in  the  community,  giving  him  a  good  family 
background  and  so  far  this  has  been  pos- 
sible for  us.  As  Paul  grows  he  wants  more 
from  life,  which  is  his  right:  Gary  and  I  are 
growing  older  and  it  takes  us  longer  to 
recover  from  a  school  holiday  or  weekend 
or  Paul's  increasing  demands. 

Yes,  I  know  it's  wonderful  when  you  can 
see  and  take  part  in  their  natural  develop- 
ment, but  parents  only  grow  mentally  along 
with  their  child  -  not  physically.  We  all  want 
our  child  to  achieve  his  potential  but  there 
has  to  come  a  time  when  our  bodies  start  to 
tell  us,  'Slow  down,  you  cannot  keep  this 
pace  going'.  As  parents  we  are  all  thrown  in 
the  deep-end  at  the  beginning.  Now,  thank- 
fully, the  Family  Advisory  Service  team  are 
there  to  help  us  cope  with  our  children.  But 
as  the  child  grows  and  schooling  begins  we 
think  we  can  relax  for  a  few  years  -  this  is  the 
time  then,  for  a  few  hours  a  day,  to  take  it 
easy.  But  can  you  relax?  How  do  you  start? 
This  is  the  time  when  I  think  counselling 
should  help,  the  moment  when  a  nice  long 
chat  with  another  parent  is  very  therapeutic. 

Paul.'s  BSL  signing  is  slowly  coming 
along.  He  is  at  the  stage  which  most  parents 
must  know,  when  you  sign  more  to  him  than 
he  signs  back.  Paul  signs  more  at  home 
than  at  school.  Short  sentences  like  'new 
drink  please'  -  'want  biscuit  please'.  When 
we  go  out  in  the  car  Paul  always  speaks  the 
word  'car'. 

Paul's  vision  remains  the  same,  Mr  David 
Taylor,  that  wonderful  consultant,  is  very 
pleased  with  Paul's  'good'  eye.  The  left  eye 
which  has  no  lens  was  beginning  to  go  off 
centre,  but  Laura  Pease  wrote  a  programme 
for  the  computer  at  school  for  Paul,  which 
has  brought  the  eye  back  into  the  centre 
again.  Paul  does  seem  able  to  see  more  at 
a  distance,  this  we  put  down  to  his  growing 
awareness.  The  only  problem  is  balance.  At 
times  Paul  can  be  a  little  wobbly,  he  is 
unconfident  on  the  large  PE  equipment,  but 
a  lot  of  encouragement  will  help  we  hope. 
Paul  does  not  have  many  temper  tantrums 
(yes  -  I  know  we  are  lucky).  If  he  begins  to 
show  signs  of  distress  there  is  always 
someone  to  ask  him  what  is  wrong  and  he 
always  manages  to  tell  just  what  is  upset- 
ting him. 

Yes,  on  the  whole,  we  are  very  pleased 
with  our  boy.  He  has  a  very  happy,  bright 
and  cheerful  personality.  He  thrives  on 
routine,  but  can  be  quite  stubborn  if  he 
wants  to,  although  I'd  sooner  he  was  like 
that  than  just  plain  placid  all  the  time.  We 
have  high  hopes  for  his  future.  We  want  him 
to  be  able  to  write  -  read  through  signing  -  be 
able  to  handle  money,  and  have  as  inde- 


pendent a  life  as  possible. 

We  are  looking  forward  to  Paul  going  on 
his  Sense  holiday  in  the  Lake  District,  he 
thoroughly  enjoyed  it  last  year.  May  I  finish 
by  saying  thanks  to  Roger  O'Connor  for 
arranging  the  Sense  holidays.  Without  them 
I  think  August  would  be  unbearable. 

Christine  and  Gary  Taylor 
27  Albion  Road 
London  E1 7  3HX 


Cara  Clowes 

Cara  is  now  eight;  she  spent  eighteen 
months  at  the  Royal  School  for  the  Deaf, 
Derby,  where  she  was  making  progress  in 
understanding  some  social  skills,  but  our 
hopes  of  a  Deaf-Blind  Unit  for  her  were  not 
to  be. 

Cara  now  goes  to  Whitef  ields  as  a  weekly 
boarder.  She  has  been  there  for  about 
eighteen  months.  One  of  our  main  prob- 
lems is  her  temper  tantrums  —  when  she 
will  bite,  scratch  and  head  bang.  The  school 
have  managed  to  reduce  these  tantrums 


and  to  pinpoint  the  cause  of  them.  (Her 
teacher  calls  them  'blow  outs')  and  they 
now,  usually,  last  for  a  shorter  time.  Cara  is 
also  showing  an  understanding  of  signing, 
although  she  only  signs  'thank  you'. 

Cara  gets  ear  infections  which  put  her 
back  as  she  suffers  for  a  while  until  we  get 
an  appointment  with  an  ENT  specialist. 
Fortunately  we  have  a  Health  Visitor  who 
specialises  with  handicapped  people  and 
she  speeds  things  up.  Cara  has  been  fitted 
with  agrommetin  her  right  earwhich  should 
last  for  two  years. 

Cara  now  accepts  travel  to  and  from 
school  by  train  and  is  well  settled  and  happy 
there.  We  still  have  eating  and  sleep  prob- 
lems but  with  the  school  we  hope  to  over- 
come them.  In  August  Cara  is  going  on  a 
Sense  holiday  in  Devon. 

We  should  like  to  thank  everybody  who 
is,  and  has  been,  involved  with  Cara,  and 
also  Sense,  for  the  pressure  they  bring  to 
get  her  and  others  an  education  while  of 
school  age  and  later. 

David  and  Margaret  Clowes 
32  Meadow  Court  Road 
Earl  Shilton 
Leics  LE9  7FF 
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Is  this  an  appealing  picture? 


Ian  Wratislaw  grabs  a  smoked  salmon  and 
cream  sandwich  instead  of  lunch.  Now  read 
on  ... 

From  being  a  travelling  businessman  in  the 
Middle-East  to  Head  of  Appeals  for  Sense 
at  Kings  Cross  is  a  long  step,  but  such  has 
been  the  career  of  Ian  Wratislaw. 

A  business  graduate,  with  a  diploma  in 
marketing.  Ian  spent  seven  years  repre- 
senting British  power-generating  equipment 
manufacturers  in  the  East  for  his  father's 
company. 

In  1 982  Ian  decided  to  change  his  future 
and  joined  the  National  Children's  Home  to 
set  up  and  head  their  Appeals  to  Industry 
and  Charitable  Trusts.  He  was  able  to  in- 
crease their  income  fifteenfold  in  four  and  a 
half  years. 

Ian  came  to  Sense  in  1987  as  Head  of 
Appeals.  His  hopes  are  that  Appeals  will  be 
effective  in  raising  the  money  for  Sense's 
needs  today  and  in  the  future  and  that  they 
will  be  able  to  raise  the  profile  of  Sense  as 
the  major  charity  in  its  field  —  so  that 
recognition  of  Sense  and  deaf-blindness 
will  be  more  spontaneous  and  less 
prompted. 

Off  duty,  Ian  likes  to  spend  as  much  time 
as  possible  with  his  wife  Isobel  and  children 
Timothy  and  Megan  at  home  at  Leigh  on 
Sea.  Essex.  A  keen  and  committed  Meth- 
odist, lan's  interests  include  photography, 
reading,  listening  to  music  and  playing  gui- 
tar . .  DIY  comes  somewhere  down  the  list. 

Support  Groups 

One  of  the  tasks  being  undertaken  in  the 
Appeals  Department  is  the  setting  up  of 
support  groups.  These  'groups'  mostly 
beginning  with  one  or  two  people  will  even- 
tually form  a  nationwide  network  of  'troops 
on  the  ground'  who  will  perform  simple 
fund-raising  tasks  for  the  work  of  Sense.  A 
fund-raising  pack  is  now  being  produced 
and  will  be  mailed  to  those  interested.  Please 
contact  Maggie  Mooge. 

Ealing  Fete 

On  Saturday  June  4  Claire  Rayner  very 
kindly  opened  the  Ealing  Rotaract  Fete. 
The  downpours  of  the  previous  week  did 
nothing  to  dampen  the  enthusiasm  of  Fete 
Chairperson  Sue  Treadaway  and  her  col- 
leagues. Their  hard  work  paid  off,  the  sun 


Appealing  for 
Sense 

shone,  eventually,  and  an  amazing  £3,500 
was  raised  during  the  course  of  the  after- 
noon. This  contribution  will  certainly  help 
Lindy  Wyman  with  her  plans  for  the  Ealing 
Family  Centre.  A  company  that  Sue  works 
with  was  so  impressed  with  her  hard  work 
they  have  donated  a  further  £1 ,000.  So  a 
big  thank  you  to  The  National  Freight  Con- 
sortium of  Bedford. 

East  London  Rotaract 

June  29  saw  another  Rotaract  Club 
supporting  Sense.  East  London  Rotaract, 
which  has  just  six  members,  presented 
Christine  Taylor  with  a  very  welcome  £200 
cheque.  East  London  had  invited  in  neigh- 
bouring Rotaract  Clubs  to  the  evening,  and 
Christine  and  Gary  Taylor  had  a  very  busy 
time  explaining  the  problems  of  being  par- 
ents to  a  rubella  handicapped  child. 

Edgbaston  Efforts 

Since  joining  Sense  as  Appeals  Manager 
for  Sense-in-the-Midlands  Lorna  Sheldon 
has  let  no  grass  grow  under  her  feet  — 
some  of  the  things  she  has  been  involved  in 
organising  with  the  help  of  local  people 
have  been: 

•  A  Rock  Concert  —  June  1 988 

•  Luncheon  at  an  Exclusive  Restaurant  to 
launch  our  Appeal  —  September  1988 

•  Las  Vegas  night  at  the  Belfry  (National 
Golf  Course)  sponsored  by  Nicky  Steele  of 
BRMB  (Local  Radio)  —  October  1988 

•  Dinner/Dance  at  Liberty's  Nightclub, 
sponsored  by  Doug  Ellis  —  Chairman  of 
Aston-Villa  Football  Club  —  October  1988 

•  Sense  chosen  by  Aston  Villa  for  their 
Charity  1 988/89  season 

•  A  night  at  the  Alexandra  Theatre,  organ- 
ised by  Jan  Edge,  who  has  a  Public  Rela- 
tions Company 

•  Valentine  Ball  at  the  Metropole  Hotel  for 
700  people  —  February  1989 

•  Sponsorship  for  a  mail  shot  leaflet  to  go 
to  20,000  companies.  This  campaign  is 
headed  'Be  a  Brick  Buy  a  Brick' 

•  Finally  we  have  'Humphrey  Hedgehog'. 
A  soft  toy  designed  by  a  care  assistant. 
Humphrey  will  be  sold  through  our  local 
main  newspaper,  the  Birmingham  Post  and 
Mail.  One  day  will  see  a  full  page  given  over 
to  a  launch  of  this  toy.  On  the  same  day  at 
the  Luncheon  following  the  launch  of  our 
Appeal,  12  x  3  ft  'Humphreys'  will  be  auc- 
tioned. 

Sense  In  The  City  —  Progress 
Report 

Donations 

Total  donations  received  so  far  amount  to 
£48,100,  plus  a  minibus  donated  by  Na- 
tional Westminster  Bank  of  the  value  of 
£5,000.  Other  major  contributors  include 
Lazards  and  Trafalgar  house  who  have 
each  given  £5,000. 

Talking  Sense  is  published  quarterly.  Con- 
tributions for  our  next  edition  should  be  sent 
to  Peter  Bennett  at  311  Gray's  Inn  Road, 
London  WC1 X  8PT  by  28  October.  Photo- 
graphs are  copied  and  returned.  
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How  can  I  help 
Sense? 

We  do  rely  on  the  generous 
support  of  individuals,  compa- 
nies and  charitable  trusts  in  our 
work  of  helping  deaf-blind  chil- 
dren, young  people  and  their 
families.  Here  are  some  sug- 
gestions of  ways  in  which  you 
may  wish  to  help  us: 

♦  Organise  an  event  and  do- 
nate the  proceeds  to  Sense,  e.g. 
a  coffee  morning,  fete,  dinner/ 
dance,  car  boot  sale,  fashion 
show,  car/shoe  cleaning  service 
etc. 

♦  Undertakeasponsoredevent, 
e.g.  marathon,  swim,  silence, 
diet,  parachute,  trampolining, 
ride,  play-readings  etc. 

♦  Make  an  individual  donation 
(by  standing  order  if  you  wish). 

♦  Complete  a  Deed  of  Cove- 
nant. This  enables  Sense  to  re- 
cover the  taxed  element  of  your 
donation  from  the  Inland  Reve- 
nue. 

♦  Encourage  your  employer  to 
introduce  the  Give  As  You  Earn 
Scheme.  This  scheme  means 
that  your  contribution  can  now 
be  taken  direct  from  your  gross 
salary  or  wage  before  Income 
Tax  has  been  calculated.  It  is  an 
easy  and  regular  way  of  giving  to 
Sense. 

♦  Remember  Sense  in  your  will 

♦  Support  your  local  Sense 
Charity  Shop.  Sense  has  shops 
in  Petts  Wood  (Kent),  Stamford 
(Lines),  Peterborough  (Cambs), 
King's  Cross  (London),  Glasgow 
(Scotland)  and  Birmingham. 

♦  Start  a  Sense  Supporters 
Group.  A  special  support  pack  is 
available  on  request.. 

Further  information  and  leaflets 
on  many  of  the  above  schemes 
are  available  from  the  Appeals 
Department. 

Design  by  Intertype 
Printed  by  Adept  Press 
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WEEKEND 
AWAY 


23—25  September  1988 

Mason  Hall,  University  of  Birmingham 

Contact  Carmel  Perry  at  Sense  for  details 
as  soon  as  possible. 


COURSES 


■  Castle  Priory  College  Courses 

Contact:  CPC,  Thames  Street, 
Wallingford,  Oxon  OX10  OHE.  Tel: 
Wallingford  (0491)  37551. 

2-4  September  1988 

Autism  -  Adolescence  and  Adulthood  - 

Management  of  Challenging  Behaviours 

-  practical  workshop  for  teachers,  care 
staff  and  parents. 

Tuition:  £69  Residence:  £49  Non- 
residence:  £20 

6-8  September  1988 

Coping  with  Staff  Stress  in  the 

Residential  Situation 

-  a  basic  course  in  understanding  and 
coping  with  stress  for  carers  and  others 
involved.  Tutor:  Jack  Dunham 
Tuition:  £75  Residence:  £49  Non- 
residence:  £20 

19  September  1988 

Phonology  and  Articulation  Workshop 

-  for  speech  therapists  and  teachers  of 
children  with  special  learning  difficulties 
Fee:  £19.50  inclusive 

23-25  September  1988 

The  Hand  as  a  Guide  to  Learning 

-  a  repeat  course  for  teachers,  therapists 
or  care  staff  led  by  Ester  Cotton 
Tuition:  £69  Residence:  £49  Non- 
residence:  £20 

30  September  -  2  October  1988 
The  Makaton  Vocabulary 

-  a  practical  workshop  for  all  categories  of 
staff.  Beginners,  intermediate  and  follow- 
up  programmes.  Tutored  by  the  Makaton 
Project. 

Tuition:  £69  Residence:  £49  Non- 
residence:  £20 

19-21  October  1988 
Perception  -  a  hidden  handicap? 

-  for  teachers,  therapists  and  carers 
involved  in  helping  children  cope  with  the 
effects  of  cerebral  palsy,  spina  bifida, 
general  learning  difficulties  and  non 
specific  handicaps.  Tutor:  Pat  Kennedy. 
Tuition:  £69  Residence:  £49  Non- 
residence:  £20 

14-16  November  1988 

Behavioural  Difficulties  in  Children  with 


Special  Needs 

-  a  workshop  on  behaviour  modification, 
observation  techniques  and  goal 
planning,  based  on  the  work  of  Malcolm 
Jones  at  Beech  Tree  School.  Information 
regarding  additional  5  day  placement  at 
the  school  is  available. 

Tuition:  £69  Residence:  £49  Non- 
residence:  £20 

9-13  November  1988 
Music,  Art  and  Drama  Workshop  —  for  all 
categories  of  staff,  volunteers  and  others 
working  with  children  and  adolescents 
who  have  special  needs. 

1 8-20  November  1 988 

Working  with  the  Pre-school  Child  with 

Special  Needs 

-  for  home  liaison  staff,  pre-school 
counsellors,  health  visitors,  organisers  of 
pre-school  playgroups  or  nurseries. 
Tuition:  £69  Residence:  £49  Non- 
residence:  £20 

3-6  January  1988 

The  Young  Child  with  a  Visual  Disability 

-  a  repeat  of  the  course  held  in  1 988  for 
those  staff  with  little  or  no  experience  in 
this  field.  Tutors:  Elizabeth  Chapman  and 
Tony  Best. 

Tuition:  £89  Residence:  £73.50  Non- 
residence  £30 


■  Sing  it  in  Sign  Course 

5  November  1988.  City  University 

London 

A  day  of  enjoyment  of  signed  singing  by 

deaf  people  with  demonstrations  and 

talks  about  the  subject. 

Contact:  Disabled  Living  Foundation, 

Music  Advisory  Service,  380-384  Harrow 

Road,  London  W9  2HU.  Tel:  01  -289  61 1 1 

■  RNIB  Education  Courses 
Wednesday  14  September.  Jordanhill 
College,  Glasgow 

Mobility  and  the  Young  Person 
Aims:  To  increase  awareness  of  the  need 
for  good  mobility  and  consider  the 
practical  implications  for  additionally 
handicapped  children. 

Tuesday  27  September.  Beaumont 

College,  Lancaster 

Looking  Forward:  Special  Needs  of 

School  Leavers  with  Moderate  Learning 

Difficulties 

Aims:  To  identify  the  needs  in  relation  to 

preparation  for  the  transition  to 

employment.  To  discuss  appropriate 

schemes  and  placements. 

Tuesday  11  October.  Crossmead 
Centre,  University  of  Exeter 
Towards  Independence:  Daily  Living 
Skills  with  Multihandicapped  Adolescents 
Aims:  To  consider  practical  methods  of 
encouraging  personal  development  and 
self  care. 

Wednesday  12  October.  Royal 
Agricultural  College,  Cirencester 


Motor  Problems  of  Multihandicapped 

Children 

-  a  practical  workshop  day  limited  to  25 

persons. 

Aims:  To  promote  awareness  of 

developmental  needs.  To  enable 

participants  to  devise  practical  ideas. 

Further  details  and  application  forms  for 
all  these  courses  available  from:  Centre 
Administrator,  RNIB  Education  Courses 
Service,  Marlborough  House,  Holly  Walk, 
Leamington  Spa  CV32  4XP.  Telephone 
0926  452868. 

■  Understanding  &  Working  with 
Parents  of  people  with  severe  learning 
disabilities 

12-13  September  1988  City  University, 
London 

Contact:  Applied  Psychology  Services, 

Crewes  Place,  Crewes  Lane, 

Warlingham,  Surrey.  Telephone  08832 

2028 

Fee:  £80+  VAT. 


■  British  Institute  of  Mental  Handicap 

22  November  1988.  Birmingham. 

The  Special  Problems  of  Older  Parents 
and  Carers. 

A  one  day  conference.  Subjects  include: 
Older  Parents  and  their  sons  and 
daughters  with  mental  handicap  —  an 
overview.  Legal  aspects.  Exploring  issues 
in  a  parents  group.  Bereavement  and 
people  with  mental  handicap.  Making  the 
break.  Questions,  comment,  discussions. 
Contact:  BIMH,  Wolverhampton  Road, 
Kidderminster,  Worcs.  DY10  3PP.  Tel: 
0562  850251.  Closing  date  is  1 
November  1 988. 


■  British  Society  for  Music  Therapy 

Saturday  12  November  1988.  Maria 
Assumpta  Pastoral  and  Educational 
Centre,  23  Kensington  Square,  London 
W8. 

Annual  Conference  Music  and  the  Cycle 
of  Life.  Guest  speaker:  Dr  Anthony  Storr. 
Music  therapists  also  taking  part:  Mary 
Priestley,  Pamela  Steele,  Steve 
Dunachie,  Michele  Scott,  Maggie  Pickett 
and  Leslie  Bunt.  10am  -  4pm. 
Tickets  £25,  Concessions  £12.50 
(Applications  before  1  October  -  Price 
£20). 

Contact:  BSMT  Administrator,  69 
Avondale  Avenue,  East  Barnet,  Herts 
EN4  8NB.  Telephone:  01-368  8879 


■  British  Society  of  Audiology 
Meetings 

2  November  1988.  Central  London 

Glue  Ear  in  Children  with  Special  Needs. 

30  November,  1  day  meeting,  Central 

London,  The  History  and  Future  of 

Hearing  Aids  in  the  UK. 

17  February  1989,  1  day  meeting,  Central 

London,  Hearing  Aids  for  Babies  and 

Young  Children 

Contact:  British  Society  of  Audiology.  80 

Brighton  Road.  Reading  RG6  1PS.  Tel: 

0734  660622. 
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Christopher  Brock  tried  out  his 
Mum's  MBE  for  size  at  a 
reception  at  the  House  of 
Lords.  Margaret  Brock,  Sense's 
co-founder,  has  been  honoured 
by  the  Queen. 


As  we  go  to  press 

photos  and  stories  of 

Sense's  largest-ever 

holiday  programme  are 

pouring  in.  Next  issue 

will  have  a  decent 

selection.  Meanwhile, 

here  is  Clifford  giving 

his  all- 


Some  of  our  friends  with  Usher 
Syndrome  cruised  on  the 
canals  —  read  Russell's 
account  on  page  17. 
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Holidays 

It's  amazing  what  you 

find  on  a  holiday 

—  see  page  20 


MMR 

The  troubled  launch  of 
the  Three-way 

vaccine. 
— See  page  15 


Tadoma 

Joan  Shields  explains 

communication  by 

vibration. 

— See  page  4 


Weekend 
Away 

We  bring  a  bumper 

report  of  Sense's 

Conference. 

— See  page  8 


Seasons 

GreetingcS 

to  all  our 

readers 


Jense  The  eyes  and  ears  of  deaf-blind  people. 


SENSE 

The  National  Deaf -Blind 
and  Rubella  Association 

311  Grays  Inn  Road,  London  WC1X  8PT 
Tel:  01-278  1005  Fax:  01-837  3267 

President DrG  B  Simon  MB  ChB  DPM  FRCPsych 

Chairman Jessica  Hills  MBE 

Vice-Chairman Margaret  White 

Treasurer Emrys  Lloyd 

National  Director Rodney  Clark 

SENSE-IN-SCOTLAND 
168  Dumbarton  Road 

Glasgow  G11  6XE 

Tel:  041-334  9666  9675 

Scottish  Officer  Gill  Morbey 

Overbridge  Centre 

63  St  Andrews  Drive 

Poilockshields.  Glasgow  G41  5EY 

Tel:  041-423  2064 

Principal  Geoff  Aplin 

REGIONAL  CONTACTS 

SENSE  -  Avon  Parents  Resource: 

Kate  Sullivan.  41  Wigton  Crescent.  Southmead. 

Bristol  BS10  6DX 

SENSE  -  Colchester: 

Brendan  Giblin,  104  Bergholt  Road. 

Colchester.  Essex 

SENSE  •  Eastern: 

Elizabeth  Royle.  The  Lanterns.  Church  Lane, 

Playford.  Ipswich,  Suffolk  IP6  9DS 

Tel:  0473  622443 

SENSE  -  East  Midlands: 

Elizabeth  Holbrcok.  Post  Office.  12-16  High 

Street.Moulton.  Spalding.  Lines  PE12  6QB 

Tel:  0406  370201 

SENSE-  London  North  East: 

Christine  Taylor,  26  Albion  Road. 

Walthamstow.London  E17  3HZ 

Tel:  01-520  1736 

SENSE  -  London  West: 

Josie  Connolly.  299  West  End  Road.  South  Ruislip. 

MkJdx  HA4  6QS  Tel:  01-841  2374 

SENSE  -  Midlands: 

Margaret  Beattie.  The  Cottage' .  82  Hinckley  Road, 

Walsgrave.  Coventry  CV2  2EU. 

Tel:  0203  61 6962 

SENSE  -  Northern  Ireland: 

Munel  Mathers.  5  Old  Quay  Court.  Holywood. 

Co.  Down.  BT18  0HT  Tel:  023-174-242 

SENSE  -  North  West: 

Margery  Harnson.  6  Tidal  Lane.  Padgate, 

Warrington.  Cheshire  WA1  3DT 

Tel:  0925  81 3520 

Scottish  Branch: 

Jerry  Morbey.  3  Kersland  Street.  Hillhead. 

Glasgow  G12.  Tel:  041-339  9381 

SENSE  -  South  Wales 

Hazel  Benjamin.  8  Forest  View.  Cimla.  Neath, 

West  Glamorgan  SA1 1  3RS  Tel:  0639  57115 

SENSE  -  South  West: 

Mary  Holman.  15a  Powderham  Road.  Newton  Abbott, 

Devon  TQ12  1€V  Tel:  0626  69278 

SENSE  -Yorkshire: 

Pat  Machm.  10  Mayfield  Avenue.  Baiiiffe  Bndge. 

Bnghouse.  W  Yorks  HD6  4EF 

Tel:  0484  718226 

SENSE  CENTRES 


Ihi  ca-    i  •>'•-► 

86  Cleveland  Road 

EaSng 

London  W13  0HE 

Tel  01*910513 

Pmopal  Lndy  Wyman 


Sense  East 

72  Church  Street 

Market  Deeping 

Peterborough  PE6  SAL 

Tel  0778  344921 

Principal  officer  David  Ford 


Otoe  Hvtfio-asidlands 

4  Ouroh  Road  EdgbasWn.  Birmingham  B15  3TD 

T*  021-456  1564  Fa/  021-452  1656 

Principal  John  Hanon 

fltufl  Houston  -  Peripatetic  Advisory  Teacher 

c/o  Northern  Counaas  School  tor  the  Deaf. 

Ot  North  Road.  Newcaefle-upon-Tyne  NE2  386 

Tat  091  281  5060 

Caadeton  House 

70  CaasMon  Road.  London  E 1 7  4AR 

Tat  01  «1  8092 

Oscar  <n  cAarot  G»yn»  Ftotanson 


Editorial 


For  over  five  years  now  I  have  been  editing 
Talking  Sense,  and  this  is  now  my  final 
issue.  Colette  Mercer.  Sense's  new  Head 
of  Information,  will  be  taking  on  this  pleas- 
ant duty  and  already  I  am  trying  to  work  out 
how  I  can  keep  myself  involved  without 
getting  in  her  way.  Her  job  will  not  be  too 
hard.  All  the  real  work  has  been  done  over 
the  years  by  Peter  Bennett,  our  excellent 
Assistant  Editor,  who  shows  no  sign  of 
fading,  thank  God.  But  before  I  hand  over, 
I  want  to  look  back  at  how  the  Newsletter 
has  changed  over  those  years,  and  think 
about  whether  it  is  still  fulfilling  the  aims  that 
we  set  ourselves. 

Five  years  is  a  long  time  in  the  history  of 
Sense.  Five  years  ago.  we  were  not  even 
called  Sense.  At  the  time  we  felt  that  there 
was  very  little  attention  being  paid  to  the 
educational  needs  of  deaf-blind  children 
and  many  of  our  membership  felt  that  their 
children  were  like  the  ugly  duckling  —  all  the 
attention  being  given  to  the  children  around 
them  with  other  disabilities. 

So.  at  that  time,  we  felt  that  one  of  our 
main  tasks  was  to  raise  the  profile  of  deaf- 
blindness  and  of  deaf-blind  children  and 
young  people.  We  tried  to  create  a  Newslet- 
ter which  was  a  little  bit  smarter  than  many 
of  the  others  in  our  field,  with  a  little  bit  more 
professionalism,  that  showed  our  children 
and  our  families  in  a  positive  light.  We  then 
sent  copies  of  the  magazine,  free,  to  all 
schools,  hospitals,  education  advisers  and 
anyone  else  who  we  felt  needed  to  know 
that  deaf-blind  children  existed.  We  encour- 
aged people  to  write  articles  describing 
ways  of  working  with  deaf-blind  children 
and  we  tried  to  make  the  magazine  become 
a  vehicle  for  increasing  communication 
between  different,  isolated  teachers  and 
parents  who  were  facing  similar  problems 
all  over  the  country. 

I  think  we  were  successful  in  this  task. 
Now  there  is  much  more  consideration  of 
deaf-blind  children  than  previously.  Per- 
haps everyone  who  has  contributed  to  the 
magazine  over  the  last  five  years  should 
give  themselves  just  one  small  pat  on  the 
back. 

Talking  Sense  has  always  had  many 
other  roles  too.  Our  greatest  problem  has 
always  been  that  we  are  read  by  such  a 
wide  range  of  people.  At  first  it  was  just  a 
newsletter  for  parents.  Now,  we  are  read 
also  by  teachers,  nurses,  doctors,  psycholo- 
gists, social  workers  and  deaf-blind  people 
themselves  (through  our  braille  version). 
Bringing  together  material  that  will  satisfy  all 
those  needs  is  a  tricky  problem  and  we 
always  find  that  different  people  ask  us  for 
more  of  their  particular  area  of  interest. 

Our  greatest  worry  is  if  we  start  to  lose 
the  readership  of  our  parent  members.  Many 
years  ago,  when  Peggy  Freeman  first  started 
the  Newsletter,  it  consisted  almost  entirely 
of  reports  on  the  children,  written  by  parents 
or  compiled  by  Peggy  herself.  Each  issue 
might  have  up  to  forty  of  these  news  reports 


and  no  parents  felt  overawed  about  writing 
in  to  this  small,  duplicated  sheet.  Now. 
although  we  have  many,  many  more  parent 
members  than  we  ever  had  before,  less  of 
them  feel  happy  to  write  in  with  their  story  to 
a  magazine  that  may  appear  a  little  bit 
glossy  and  professional.  We  know  that  a 
large  proportion  of  our  readership  always 
turn  first  to  the  section  near  the  back  — 
Members  News  —  hoping  for  news  of  old 
friends  and  looking  for  what  we  are  talking 
about.  I  think,  perhaps,  we  will  never  regain 
those  cosy  days  when  everyone  felt  that  the 
Newsletter  was  for  them.  I  am  glad  that 
parents  do  still  write  in  and  I  desperately 
hope  that  parents  will  always  continue  to  do 
so,  since  that  is  the  life-blood  of  Talking 
Sense  and  well  as  the  life-blood  of  Sense 
itself. 

But  some  families  have  found  other  ways 
of  getting  that  close,  personal  contact.  With 
the  rise  of  Talking  Sense,  we  have  seen  the 
growth  of  a  number  of  regional  newsletters 
for  our  family  members  —  Vibrations  in 
South  Wales  and  Branching  Out  in  Scot- 
land, for  example.  Long  may  they  continue, 
but  let  us  never  lose  the  direct  input  from  the 
families  into  Talking  Sense  too. 

Another  change  i  n  recent  years  has  been 
the  increase  in  material  about  people  with 
Usher  Syndrome.  As  more  and  more  of  our 
membership  consists  of  this  group  and  their 
families,  so  must  their  needs  be  reflected 
within  the  articles  and  letters  we  publish. 

Talking  Sense  has  always  tried  to  be  all 
things  to  all  people.  Partly  it  is  a  News'etter, 
trying  to  present  the  news  about  our  own 
organisation  and  what  it  is  doing,  as  well  as 
other  developments  in  the  deaf-blind  world. 
Partly  it  is  a  magazine,  for  swapping  ideas 
and  gossip.  Partly  it  is  a  journal,  for  promot- 
ing new  developments  and  encouraging 
new  ways  of  thinking.  But  most  of  all,  we 
think  of  it  as  a  life-line  —  acting  as  our  link 
to  people  scattered  all  over  the  country  and 
indeed  the  world,  for  whom  deaf-blindness 
has  become  a  part  of  their  lives  through 
their  family,  their  work  or  their  own  personal 
experience. 

Paul  Ennals 


Council  Elections  1988 

Because  of  the  postal  dispute,  vot- 
ing papers  were  held  up  until  shortly 
before  the  closing  date.  Therefore 
the  results  of  the  election  could  not 
be  reported  to  the  AGM  in  Septem- 
ber. The  closing  date  was  put  back 
until  Friday  7  October  1988.  Six 
candidates  stood  for  4  places.  The 
successful  candidates  were  Gini 
Cloke,  Andrew  Congreve,  Jessica 
Hills  and  Peter  Holman. 


Talking  Sense  is  published  quarterly.  Contributions  for  our  next  edition  should  be 
sent  to  Peter  Bennett  at  31 1  Gray's  Inn  Road,  London  WC1X  8PT  by  23  January 
1989.  Photographs  are  copied  and  returned. 
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Talking  Point  is  becoming  a  regular  item  in  Talking  Sense.  It  provides  the  opportunity 
for  you  to  raise  a  question,  put  forward  a  'way  out'  idea  or  try  an  original  thought  on 
the  rest  of  us  and  see  what  we  think.  We  welcome  your  stimulating  contribution  —  to 
get  us  talking.  We  welcome  responses  to  any  ideas  put  forward.  We  will  accept 
anonymous  contributions  if  you  are  embarrassed  by  the  wildness  of  your  ideas,  so 
long  as  they  are  challenging. 


Who  is  Sense  to  Serve? 


One  of  the  talking  points  that  arose  at  the 
Sense  Weekend  Away  centred  around  who 
Sense  is  here  to  help.  Should  we  consider 
representing  the  needs  of  some  children  or 
adults  who  are,  say,  multi-handicapped  blind 
but  maybe  not  deaf?  Should  we  involve 
ourselves  with  deaf  people  with  a  mental 
handicap,  who  maybe  do  not  have  a  vision 
problem?  Should  we  try  to  extend  our  serv- 
ices to  elderly  deaf-blind  people  —  the 
largest  single  group  of  the  deaf-blind  popu- 
lation, who  presently  receive  very  little  help 
from  Sense? 

If  we  look  at  Sense's  brief  history,  we  see 
a  story  of  change.  Founded  by  parents  of 
rubella  children,  the  original  group  looked 
solely  at  the  needs  of  those  children  born 
deaf-blind  through  rubella.  As  the  children 
grew  older,  it  became  necessary  to  extend 
the  'range'  to  allow  us  to  provide  for  adults. 
Soon  it  became  clear  that  other  children, 
deaf-blind  through  causes  other  than  ru- 
bella, had  similar  needs  and  these  families 
came  under  Sense's  umbrella.  Some  of  the 
rubella  children  were  not  deaf-blind  —  deaf 
perhaps  with  other  disabilities,  or  blind  and 
physically  handicapped.  As  'rubella  chil- 
dren' they  came  within  our  brief,  even  if 
sometimes  their  need  was  for  slightly  differ- 
ent services. 

In  recent  years  we  have  become  more 
aware  of  the  needs  of  people  with  Usher 
Syndrome  —  born  deaf,  and  gradually  los- 
ing vision  later.  We  are  in  contact  with  over 
450  people  with  Usher  Syndrome  and  their 
families  —  nearly  as  many  as  the  number  of 
families  with  rubelladeaf-blind  children  who 
we  know. 

"To  change  the  whole 
criteria  by  bringing  in  more 
multi-handicapped  deaf  and 
multi-handicapped  blind  will 
open  a  floodgate  which  could 
get  completely  out  of  hand." 

In  some  areas  of  Sense's  work  —  par- 
ticularly in  the  provision  of  direct  services  — 
we  need  to  be  quite  firm  that  we  only  serve 
children  with  a  dual  sensory  impairment. 
Our  Family  Advisory  Service,  for  example, 
is  stretched  enough  working  with  over  200 
deaf-blind  children  and  their  families.  Try 
suggesting  to  the  teachers  that  they  should 
accept  referrals  from  multi-handicapped 
blind  or  multi-handicapped  deaf  children 
and  see  what  they  say! 

It  can  be  hard  to  say,  though,  exactly 
what  disabilities  a  very  young  child  has 
when  we  first  see  them. 

In  some  of  our  work,  however,  joint  ac- 
tion is  essential.  If  we  are  campaigning  for 
better  teacher  training,  our  aim  is  strength- 
ened by  working  with  other  agencies.  In 


fighting  for  rubella  immunisation,  we  serve 
all  future  children  by  co-operating  with  oth- 
ers. When  we  run  training  courses  in  hospi- 
tals, staff  learn  how  to  work  with  all  their 
sensorily  impaired  clients,  not  just  the  deaf- 
blind  ones. 

So,  how  wide  should  we  cast  our  net? 
Should  we  refuse  membership  of  Sense  to 
afamily  whose  child  is  multiply  handicapped 
deaf,  but  who  isn't  deaf-blind?  Should  we 
consider  opening  a  group  home  for  people 
with  different  disabilities,  in  order  to  help 
one  deaf-blind  person? 

There  are  a  lot  of  points  that  need  to  be 
made.  At  the  Weekend  Away  lots  of  discus- 
sion arose,  and  many  members  wrote  in 
with  their  thoughts.  Here  are  a  few  of  the 
arguments  we  have  heard: 

Unfinished  Business? 

'There  are  still  lots  of  deaf-blind  people, 
especially  young  adults,  who  are  living  in 
inappropriate  places  with  insufficient  sup- 
port. Until  we  are  satisfied  that  all  our  origi- 
nal members  are  well  care  for,  how  can  we 
think  of  looking  further  afield?' 

Or ...  7  can  fully  understand  that  the  fu- 
ture of  Sense  will  have  to  change  because 
babies  now  and  in  the  future  are  being  born 
with  totally  different  handicaps  to  the  ru- 
bella baby.  But  to  change  the  whole  criteria 
by  bringing  in  more  multi-handicapped  deaf 
and  multi-handicapped  blind  will  open  a 
floodgate  which  could  get  completely  out  of 
hand. ' 

Changing  our  Original 
Direction? 

'We  are  so  proud  of  what  Peggy  Freeman 
and  Margaret  Brock  started  for  us.  Sense 
has  given  my  family  a  sense  of  belonging. 
Why  do  we  need  to  change  from  that  early 
purpose?' 

Uniqueness  of  Deaf-Blindness? 

'You  have  always  argued  that  deaf-blind- 
ness is  a  special  disability  —  not  just  a 
multiple  handicap  —  and  that  deaf-blind 
children  need  special  attention.  If  you  now 
start  extending  your  brief  to  other  children, 
don  'tyou  shoot  yourself  in  the  foot?  You  will 
get  the  situation  like  in  the  USA,  where 
deaf-blind  children  are  educated  in  'severe 
handicap  units'  and  all  the  deaf -blind  units 
and  special  teacher  training  programmes 
are  closed  or  threatened  with  closure. ' 

Other  people  have  also  argued  for  the 
benefits  of  extending  our  beneficiaries 
group,  at  least  in  some  areas  of  work. 


The  Needs  are  the  Same? 

Some  children  may  not  actually  be  deaf- 


blind,  but  their  needs  are  so  similar.  My  little 
girl  is  mentally  handicapped  and  blind.  She 
can  hear,  but  she  can't  speak  at  all.  Her 
teachers  all  go  to  Sense  courses  and  meet- 
ings because  they  say  that  the  methods 
talked  about  are  useful  to  them.  I  think  my 
needs,  as  a  parent,  wouldn't  be  so  much 
different  if  my  daughter  lost  her  hearing.  Am 
I  going  to  be  excluded?' 


"When  q  parent  phones  me 
up  and  they  have  no-one  to 
turn  to  because  all  other 
agencies  have  turned  them 
downf  am  I  going  to  say  'no' 
too?  Tell  me  the  words  to 
use." 


Impossible  to  Separate? 

'At  my  child's  school  there  are  a  significant 
number  of  deaf-blind  children  but  they  are 
integrated  into  the  deaf  school  at  all  levels, 
both  in  class  and  in  the  residential  homes. 
Activities  are  run  for  all  the  children  who  can 
benefit  from  them,  without  first  doing  an 
eye-check!  Two  children  could  be  in  the 
same  class,  taught  by  the  same  teacher 
and  sleep  next  to  one  another.  They  will 
both  need  signing,  a  structured  teaching, 
loving  care  and  understanding.  One  is  deaf- 
blind,  the  other  is  deaf  with  learning  difficul- 
ties. Do  we  draw  the  line  between  them?' 

Helps  us  to  Help  More? 

In  some  districts,  there  are  only  a  very  few 
deaf-blind  young  adults.  Perhaps  the  best 
way  of  helping  them  would  be  to  start  a 
service  for  multi-handicapped  deaf  people 
—  a  home  maybe  —  which  would  be  just 
right  for  our  deaf-blind  person. 


Someone  Has  To  Do  It? 

'When  a  parent  phones  me  up  and  they 
have  no-one  else  to  turn  to  because  all 
other  agencies  have  turned  them  down,  am 
I  going  to  say  no  too  ?  Tell  me  the  words  to 
use.' 

So,  what  should  Sense's  stance  be?  Should 
we  stay  true  to  our  original  intentions  and 
concentrate  all  our  services  on  deaf-blind 
children  and  adults  alone?  Can  we  better 
serve  ourdeaf-blind  members  by  extending 
our  client  group  in  some  limited  areas? 
What  are  the  risks  we  run  by  stretching 
ourselves  wider? 

What  do  you  think?  Write  in  and  tell  us. 

Paul  Ennais 
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Tadoma — the  Vibration  Method  of 

Teaching  Speech 


Those  who  know  about  deaf-blind  education  in  the  past  will  say  that  many  of  the 

older  deaf-blind  children  learned  to  speak.  They  also  learned  to  understand 

speech,  through  vibration.  One  of  the  staff  in  Sense's  office,  Sheila  Anderson, 

uses  this  system  herself  to  understand  the  speech  of  others  but  it  is  not  widely 

used  nowadays.  In  fact,  it  is  very  difficult  to  find  much  material  written  that 

explains  the  vibration  method,  or  Tadoma. 

Joan  Shields  has  been  teaching  deaf-blind  children  for  42  years.  She  has  received 

all  the  International  Awards  going  —  at  her  retirement  last  year  she  received  the 

Oscar  Myers  Award  at  Sense's  Weekend  Away  and  the  Anne  Sullivan  Award  at  the 

International  Conference.  Retired  or  not,  Joan  is  still  involved  and  this  year  at  the 

Weekend  Away  she  spoke  about  Tadoma  and  its  use  with  very  young  children. 

Are  there  people  still  teaching  this  method  in  Britain?  Please  write  in  with  details 

if  you  are. 


How  it  Began 

Children  who  do  not  see  well  enough  to 
speech  read  may  learn  to  understand  the 
speech  of  others  and  to  speak  themselves 
by  reading  speech  by  touch. 

Miss  Sophie  Alcorn  taughttwo  American 
deaf-blind  children,  Tad  Chapman  and  Oma 
Simpson  to  speak  by  this  method.  Hence  its 
name.  Since  then  the  method  has  been 
used  more  widely.  Carol  Chomsky  tested 
some  adults  who  were  taught  by  this  method 
when  they  were  children.  She  said,  The 
subjects'  language  abilities  prove  to  be 
extensive,  comparing  favourably  in  many 
areas  with  hearing  individuals.  The  results 
illustrate  a  relatively  minor  effect  of  limited 
language  exposure  on  eventual  language 
achievement'. 

The  three  adults  she  tested  had  all  lost 
their  sight  and  hearing  as  a  result  of  spinal 
meningitis,  two  boys  at  the  age  of  eighteen 
months,  and  the  one  girl  when  she  was 
about  seven  years  old.  She  had  the  linguis- 
tic command  of  a  highly  literate  and  sophis- 
ticated adult.  Her  spoken  and  written  lan- 


guage were  mature,  fluent  and  error-free. 
One  of  the  men  is  described  as  having 
spoken  language  comparable  to  that  of 
individuals  with  normal  hearing,  and  an 
excellent  command  of  English.  The  third 
man,  had  some  problems  common  to  deaf 
speakers,  his  vocabulary  was  just  below 
that  of  hearing  speakers  and  his  syntax  well 
above  norms  for  the  deaf.  He  now  uses 
Tadoma  only  part  of  the  time  and  signs  with 

';<■.■■;'  '.j'-.'Aj^':  'S'  HttlX'M 


The  Method 

The  child  who  is  being  taught  Tadoma  has 
to  place  one  and  initially  both  hands  on  the 
face  of  the  speaker.  He  puts  his  thumbs 
either  lightly  on  the  lips  or  just  in  front  of 
them,  his  little  fingers  along  the  jaw-bones, 
and  the  other  fingers  on  the  cheeks.  To  try 
the  position  on  oneself  one  needs  to  cross 
one's  arms. 

It  is  difficult  for  lipreaders  to  see  the 
difference  between  certain  sounds  on  the 
lips.  P,  B  and  M  are  each  made  by  closing 
the  lips.  F  and  V  are  both  made  by  putting 
the  teeth  on  the  bottom  lip. 

The  forty  seven  or  so  English  sounds  are 
divided  into  vowels  and  consonants.  All  the 
vowel  sounds  are  voiced.  Breath  comes 
from  the  lungs,  through  the  vocal  chords, 
and  finds  its  way  out,  unobstructed,  through 
the  mouth.  The  difference  between  the  vowel 
sounds  is  made  by  opening  the  mouth  wider 
or  less  wide,  and  by  shaping  the  lips.  Feel 
the  difference  between  the  vowel  sounds  in 
the  word  BARBEQUE  —  AH,  EE,  00. 

The  consonants  are  made  by  interrupt- 
ing the  escape  of  breath  with  the  lips,  tongue 
and  teeth.  About  half  of  them  are  made 
using  voice,  breath  from  the  lungs  going 
through  the  vocal  chords  like  the  vowels. 
The  breathed  sounds,  the  other  half,  expel 
the  breath  in  the  mouth  without  the  air 
coming  through  the  vocal  chords.  Three 
sounds  are  made  by  breathing  out  through 
the  nose  —  M,  N  and  NG.  the  temperature 
of  air  coming  from  the  vocal  chords  is  very 
slightly  warmer  than  air  just  breathed  out. 

Vibrations  from  the  vocal  chords  can  be 
felt  along  the  jawbone.  It  is  also  possible  to 
feel  the  position  where  a  consonant  is  made. 
Compare  P,  Tand  K,  or  B,  D  and  G.  P,  Band 
M  (nasal)  are  made  with  the  lips.  T,  D  and  N 
(nasal)  are  made  just  behind  the  top  teeth, 
or  to  the  front  of  the  hard  palate.  K,  G  and 
NG  (nasal)  are  made  at  the  back  of  the 
mouth.  There  is  a  difference  too,  in  the  way 
air  is  expressed.  It  may  come  out  in  a  little 
explosion,  or  in  a  slow  stream.  Compare  P 
and  S.  So  each  sound  can  be  identified, 
with  training  and  practice.  Words  have  dif- 
ferent numbers  of  syllables,  and  a  child  can 
learn  to  tell  the  difference  between  CAR, 
LORRY,  AEROPLANEand  HELICOPTER. 
One,  two,  three  and  four  syllable  words. 

Start  Early 

The  best  time  to  begin  using  Tadoma  is  as 


soon  as  deaf-blindness  is  suspected.  A  tiny 
baby  being  nursed  and  sung  to,  or  chatted 
to  will  feel  vibrations  in  the  chest.  His  little 
fingers  can  be  encouraged  to  come  into 
contact  with  the  face.  This  closeness  means 
that  any  sounds  that  can  be  heard  will  be 
heard.  The  baby's  closeness  means  that  he 
may  make  use  of  any  difference  between 
someone  speaking  and  not  speaking.  An 
older  child  can  feel  two  people,  with  one 
hand  on  each  face,  and  become  aware  of 
the  'to  and  fro'  of  conversation. 

The  first  step  is  for  the  baby  to  enjoy 
feeling  speech  and  the  variation  of  move- 
ments on  the  face.  The  repetition  of  action 
songs  with  their  movements,  chanting  for 
non-singers,  will  be  enjoyed  and  the  move- 
ments may  be  anticipated  by  the  words  felt. 
Toys,  clothes  and  food  can  be  named  while 


the  child  feels  the  object  with  one  hand  and 
the  speaker's  face  with  the  other,  or  both 
hands  can  be  used  for  both,  speech  first.  At 
bathtime  the  parts  of  the  body  will  be  re- 
peated as  they  are  soaped,  rinsed  and 
dried. 

Deaf-blind  children  often  enjoy  actions 
more  than  things.  UP  and  DOWN  may  make 
a  good  game,  when  the  child  feels  a  word 
and  then  is  lifted  high  or  lowered  from  a 
middle  point.  The  order  should  be  random 
after  a  little  so  he  can  tell  which  way  he  is  to 
move  from  the  word.  A  whole  phrase  is 
sometimes  easier,  UP  IN  THE  AIR,  or  NOW 
DOWN  BELOW.  Fun  and  enjoyment  are 
most  likely  to  result  in  a  child  wanting  to  feel 
speech,  and  understanding  the  message. 

Gradually  as  the  infant  grows  in  atten- 
tiveness  he  can  be  asked  to  find  things  and 
learn  to  distinguish  between  his  SHOE  and 
his  SOCK,  or  his  ARM  and  his  FOOT.  Some 
words  are  easier  than  others,  and  ARM  is 
easier  than  HAND,  FOOT  than  LEG.  With 
growing  skill  the  harder  words  will  be  under- 
stood in  isolation. 

Once  a  reasonable  vocabulary  is  obvi- 
ously understood  and  words  using  all  the 
sounds  are  recognised,  the  child  can  be 
encouraged  to  imitate.  The  baby  may  have 
been  helped  to  babble  and  move  his  mouth 
with  his  parent's.  The  older  child  can  be 
helped  to  imitate  words  he  likes.  ARM  is  an 
easy  word  to  imitate  and  so  is  BATH.  Choose 
words  with  longer  vowels  for  imitating. 
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From  this  stage  onwards  the  teaching  of 
speech  and  the  understanding  of  language 
should  progress  as  it  does  for  a  hearing 
baby.  It  entails  patience  on  the  part  of  the 
teacher  and  both  patience  and  motivation 
from  the  child.  The  teacher,  preferably  a 
parent,  has  to  talk  about  everything  that  is 
going  on  and  to  tell  stories  and  rhymes.  The 
language  must  be  connected  to  the  experi- 
ence of  the  child,  so  lots  of  experience  is 
necessary.  The  more  concrete  experience 
a  child  has,  the  more  he  will  be  able  to 
understand  those  things  he  has  to  imagine. 
He  needs  to  feel  the  speech  of  as  many 
people  as  possible. 

Using  the  Tadoma  method  does  not 
exclude  signing  or  finger-spelling  but  it  can 
be  used  in  the  pre-school  years  when  the 
child  is  with  his  hearing  family  and  other 
methods  can  be  added  when  he  is  older. 
Not  every  person  is  prepared  to  have  hands 
on  their  face.  Not  every  deaf-blind  child  can 
be  kept  in  a  state  of  perpetual  cleanliness. 
There  is  no  doubt  that  the  method  works 
best  with  the  totally  blind,  who  do  not  hear 
speech  and  that  it  works  best  when  it  is  used 
by  nearly  everybody  in  contact  with  the  child 
during  his  school  life.  After  school  it  must  be 
kept  up,  or  speech  will  fade  just  as  it  does 
when  someone  loses  his  hearing. 

Tadoma  Now 

One  reason  that  Tadoma  is  not  extensively 
used  is  that  hearing-aids  are  so  much  more 
effective  to-day  and  speech  can  often  be 
heard  at  no  more  than  arm's  length.  The 
other  reason  is  that  Rubella  has  for  a  long 
time  been  the  major  cause  of  the  dual 
handicap.  Most  ofthese  children  have  useful 


Joe  Hatton  is  one  of  the  few  deaf-blind  people  in  Britain  who  communicates  by  Tadoma. 


residual  vision.  They  are  not  famed  for 
sitting  still  and  the  method  has  not  been 
tried  while  they  are  too  young  for  easy 
escape! 

Tadoma  can  be  used  with  any  person 
who  really  wants  to  learn  speech.  It  can  be 
used  to  help  people  who  are  losing  their 
speech,  to  correct  faults.  Many  people  can 


finger  spell  to  deaf-blind  people  but  not  all 
can  follow  it.  The  deaf-blind  person  who  has 
intelligible  speech,  even  if  it  is  only  a  few 
clear  words  like  YES  and  NO,  and  can 
follow  finger-spelling  will  attract  more  con- 
tact than  one  who  has  no  speech  at  all. 

Joan  Shields 


The  Oscar  Myers  Award 


Each  year  when  there  is  a  suitable  nomi- 
nee, Sense  makes  an  Oscar  Myers  Award 
at  its  Weekend  Away 
and  Annual  General 
Meeting.  For  new- 
comers to  the  deaf- 
blind  scene,  Oscar 
'Mike'  Myers  was  one 
of  the  founding  fa- 
thers of  deaf-blind 
education  in  the  UK, 
for  it  was  he  who 
founded  Pathways, 
the  first  deaf-blind 
unit  at  Condover  Hall 
School  in  the  early 
1950's. 

The  award  is 
made  to  someone 
who  has  made  a 
significant  contribu- 
tion to  the  develop- 
ment of  services  to 
deaf-blind  children. 
This  year  it  was 
awarded  to  Olive 
Whittingham  who  re- 
tires next  March  af- 
ter a  life-time  of  serv- 
ice in  education,  lat- 
terly as  a  member  of 
Her  Majesty's  In- 
spectorate (of  schools). 

Olive  Harrison  as  she  was  then,  was  a 


member  of  the  staff  of  Elmete  Hall  School  in 
Leeds,  Yorkshire  when  the  families  of  local 


deaf-blind  children  were  pressing  for  spe- 
cific educational   provision.   A  specially- 


designed  unit  was  built  and  Olive  was  its 
first  Teacher-in-Charge.  The  unit  prospered, 
with  a  positive  and 
able  staff  group  who 
provided  sound  pro- 
grammes based  on 
developmental  phi- 
losophies. 

Since  thattime,  Ol- 
ive has  supported  and 
helped  many  families 
and  professionals. 
She  has  recently  been 
involved  in  the  crea- 
tion of  the  new  Re- 
becca Goodman 
Centre  for  deaf-blind 
children  at  Whitefield 
School  in  East  Lon- 
don and  has  also  been 
crucially  involved  in 
the  joint  Sense/De- 
partment of  Education 
and  Science  project  to 
achieve  nationally  co- 
ordinated provision  of 
education  for  deaf- 
blind  children.  This 
four-year  project  is 
about  to  reach  its  cul- 
mination in  the  pro- 
duction of  a  Govern- 
ment paper  prescribing  ways  in  which  these 
objectives  may  be  obtained. 


Talking  Sense  Winter  1988 5 


Home  Visiting 
from  a  Parent's  Perspective 

Nowadays,  thank  goodness,  more  families  with  a  deaf-blind  or  a  blind 

child  get  support  from  an  early  stage.  What  do  the  parents  feel  about 

this  support?  Is  it  what  they  want? 

Juliet  Stone  is  a  lecturer  at  the  Department  of  Special  Education  at 

Birmingham  University.  In  this  paper,  which  she  presented  at  the 

Edinburgh  Conference,  she  explains  some  of  the  issues  around  home 

visiting  from  the  parents'  perspective. 


There  are  clearly  many  benefits  for  both  the 
family  and  professionals  when  visits  are 
made  to  the  home.  One  of  these  benefits  is 
that  families  are  saved  difficult  and  exhaust- 
ing journeys  to  the  hospital,  clinic  or  school, 
often  followed  by  long  waiting  times  before 
the  actual  appointment  takes  place.  The 
child,  by  this  time,  is  often  frac- 
tious and  performs  well  below 
his  best.  In  addition,  many 
people  find  the  'professional' 
setting  hard  to  relate  to.  They 
feel  nervous,  unable  to  ask  the 
questions  or  make  the  com- 
ments they  would  like.  Home 
visits,  on  the  other  hand,  give 
the  opportunity  for  observing 
and  playing  with  the  child,  and 
talking  with  the  parents  in  a 
familiar  and  relaxed  setting. 

But  through  my  work  over 
many  years  as  a  visiting 
teacher  of  the  visually  handi- 
capped and  through  my  con- 
tacts with  the  parents  of  chil- 
dren with  other  handicaps,  I 
became  aware  that  there  is 
less  than  total  satisfaction  with 
the  service  delivery  to  the 
home.  There  are  questions  that 
need  to  be  asked  and  issues 
that  need  to  be  discussed  if 
parents  are  to  be  supported  There 

effectively.  Questions  such  as 
Who  is  and  who  should  be 
visiting  the  home?  What  is  their 
role?  What  are  the  expecta- 
tions of  the  parents?  What  can  be  done  to 
improve  the  expertise  of  professionals  in- 
volved in  this  area  of  support  services  for 
the  family?' 

I  have  picked  out  a  few  areas  of  concern 
to  consider: 

•  the  different  problems  that  arise  when 
either  several  workers  or  when  only  one 
worker  is  visiting  the  home; 

•  the  danger  of  giving  too  much  or  the 
wrong  sort  of  information  and  guidance; 

•  the  parents'  reactions  to  the  attitudes  of 
some  professionals; 

•  some  practical  difficulties  caused  to 
parents  by  home  visits. 


Visiting  Workers 

The  variety  of  professionals  who  now  visit 
the  home  as  part  of  their  involvement  with 
families  of  young  handicapped  children  has 
increased.  Social  workers,  doctors,  teach- 
ers, educational  psychologists,  therapists 
and  counsellors  may  all,  as  an  integral  part 
of  their  role,  visit  the  home  to  work  with  the 
child  or  support  the  family. 


According  to  the  availability  and  organi- 
sation of  services  in  an  area  there  may  be 
one  worker  visiting  the  family  or  there  may 
be  any  number  of  the  list  just  mentioned. 
The  latter  situation  brings  the  danger  of  the 
family  being  inundated  with  visits,  reflected 
in  the  mothers  comment:  'It  was  the  physio 


may  be  a  strong  argument  for  having  only  one 
who  relates  to  the  family. ' 


on  Monday  the  social  worker  on  Tuesday 
and  the  teacher  on  Wednesday  —  I've 
hardly  had  a  free  day  this  week. '  This  surely 
should  not  happen.  If  several  workers  are  to 
be  involved,  there  must  be  effective  com- 
munication and  close  co-operation  between 


"Far  from  being  supportive  I 
had  added  yet  another 
pressure  on  her. 


them  to  avoid  a  multiplicity  of  visits.  How- 
ever, this  takes  time  and  commitment. 
Organising  one's  own  diary  is  difficult 
enough.  To  organise  it  in  conjunction  with 
colleagues  from  other  services  and  co- 
ordinate not  only  visits  to  the  family  but 
meetings  between  the  team,  almost  daunt- 
ing. But  service  providers  must  see  this  co- 
ordination as  an  essential  part  of  any  home 
visiting  service.  Such  co-operation  will  also 
prevent  the  family  being  given  conflicting 
advice,  information  and  guidance.  Although 


each  service,  medical,  psychological,  so- 
cial and  educational  will  have  its  own  per- 
spective to  offer  the  family,  parents  can  be 
confused  and  worried  if  these  perspectives 
seem  diametrically  opposed.  'Who  do  I 
believe?'  said  one  mother.  There  is  the 
world  of  difference  between  offering  par- 
ents or  caregivers  an  al- 
ternative viewpoint  to 
consider  and  being  dog- 
matic about  one's  own  bit 
of  expertise. 

But  there  can  also  be 
problems  when  only  one 
professional  is  involved. 
Teachers  may  find  them- 
selves advising  on  mat- 
ters far  more  related  to 
the  therapist's  role,  social 
workers  may  have  to 
answer  questions  on 
educational  provision  or 
programme  planning.  One 
workercannot  be  all  things 
to  all  people  (though  I  have 
met  the  individuals  who 
teltthatthey  could!).  There 
may  be  a  strong  argument 
for  having  only  one  key 
worker  who  relates  to  the 
family  but  this  must  not 
inhibitthe  access  to  a  wide 
key  worker  range  of  professionals  and 

the  expertise  they  can 
offer,  so  that  the  total 
needs  of  both  child  and 
family  can  be  met. 

What  Guidance  Should  We 
Give? 

How  much  guidance  we  give  and  what  sort 
is  also  important.  With  the  very  best  of 
intentions  we  can  be  less  than  helpful.  One 
day  when  I  visited  a  mother  for  my  regular 
fortnightly  visit,  she  said  'Oh  help,  Juliet,  I 
hoped  you  wouldn't  come  today.  I  haven't 
tried  half  the  things  you  suggested  last 
time'.  Far  from  being  supportive,  I  had  added 
yet  another  pressure  on  her.  Fortunately 
she  knew  me  well  enough  to  tell  me. 

I  suppose  that  one  difficulty  that  troubles 
many  of  us  who  work  within  the  home  situ- 
ation is  how  far  our  involvement  with  fami- 
lies may  interfere  with,  or  cut  across  the  in- 
dividual culture  or  dynamics  of  that  family.  It 
is  recognised  that  supporting  families  of 
minority  groups  within  a  community  calls  for 
specific  training,  knowledge  and  sensitivity. 
But  some  of  the  issues  are  the  same  for  any 
professional  working  within  the  home  envi- 
ronment. An  unguarded  remark  or  attitude 
conveyed  may  cause  offence.  Specific 
advice  in  the  self-help  skills  areas  may 
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"It  was  a  beautiful  sunny 
morning.  Charlie  had  just 
taken  his  first  steps  and  I  was 
feeling  really  great  His 
teacher  started  talking  to  me 
about  whether  I  resented 
Charlie  ...  it  was  a  real 
downer." 


suggest  the  imposition  of  standards  which 
are  not  the  family's  own,  and  should  we, 
where  books  and  reading  are  not  a  regular 
part  of  a  household,  be  suggesting  that 
parents  read  to  their  children?  There  is  no 
easy  answer,  but  we  need  to  discuss  these 
issues  if  our  aim  is  to  support  the  child  within 
the  family. 

There  is  a  wealth  of  literature  which 
discusses  the  reactions  of  families  to  the 
birth  of  a  handicapped  child.  But  as  each 
visually  handicapped  child  is  an  individual, 
so  is  the  family.  Parents  come  to  the  birth  of 
a  handicapped  child  with  different  person- 
alities, feelings,  beliefs  and  backgrounds. 
We  must  not  hold  pre-conceived  ideas  or 
make  judgements  about  what  their  individ- 
ual reactions  may  be.  These  will  vary  from 
parent  to  parent,  from  year  to  year  and  from 
day  to  day:  'It  was  a  beautiful  sunny  morn- 
ing. Charlie  had  just  taken  his  first  few  steps 
and  I  was  feeling  really  great.  Then  along 
comes  Miss  Johnson,  his  teacher  and 
starts  talking  to  me  about  whether  I 
resented  Charlie  and  whether  I  had 
accepted  him  and  what  I  was  feeling.  It 
was  a  real  downer'. 

Unfortunately,  such  tactless  intrusion  is 
not  rare:  'They  ask  me  questions  and  I  feel 
every  word  I  utter  is  being  analysed.  I  feel  I 
can't  have  a  normal  conversation'. 

When  we  make  assumptions  about  our 
role  and  generalisations  about  families  we 
are  in  danger  of  causing  this  sort  of  reaction. 
Even  if  parents  choose  to  do  so,  it  may  be 
a  long  time  before  they  feel  comfortable 
enough  in  the  parent/professional  relation- 
ship to  do  so.  Susan  was  a  little  blind  girl 
whom  I  had  been  visiting  for  nine  months  — 
since  she  was  three  weeks  old.  One  day 
when  we  were  bathing  Susan  together  and 
water  was  flying  everywhere,  her  mother 
said :  7  wonder  what  she  'II  be  like  when  she 
grows  up  .  .  .  you  know,  whether  she  'II  get 
married. . .  what  she'll  do'.  It  could  well  have 
been  a  casual  remark  but  it  turned  out  to  be 
the  beginning  of  a  long  conversation  as  we 
discussed  the  possible  effects  of  Susan's 
visual  handicap  on  her  future  life.  The  point 
is,  it  was  her  mother  who  after  nine  months 
initiated  the  conversation  as  and  when  she 
chose  to  do  so. 

Attitudes 

The  increased  attention  paid  by  media  to 
'disability'  and  'handicap'  with  documenta- 
ries, dramatised  life  stories,  has  raised 
awareness  and  we  hope,  understanding 
amongst  the  general  public.  But  it  has  also 
increased  the  danger  of  generalisations 
being  made  about  all  families  involved  with 
a  handicapped  member.  Similarly  the  phrase 
'a  handicapped  child  means  a  handicapped 


family'  has,  without  doubt  led  to  an  improve- 
ment in  provision,  service  delivery  and 
resources.  But  there  are  many  families  who 
would  argue  that  it  has  had  the  effect  of 
putting  them  more  on  the  defensive,  of 
setting  them  more  apart.  The  extra  atten- 
tion from  professionals,  including  home  visits 
can  exacerbate  these  feelings.  'I'm  not 
handicapped'  said  one  mother,  'I  just  have 
Steven  who  is'.  7  feel  quite  normal  'said  one 
father,  'but  at  times  I'm  made  to  feel  I 
shouldn't'. 

A  further  comment:  'No-one  visited  me 
because  of  my  other  children  but  because 
James  is  handicapped,  it  seems  that  any- 
one can  come  and  I'm  expected  to  invite 
them  in.  If  I  don't,  it  will  seem  as  if  I  don't 
want  to  do  the  best  for  him'. 


Practical  Difficulties 

It  is  not  only  the  emotional  pressure  that 
some  parents  react  to.  One  mother  com- 
mented on  the  practical  difficulties:  'I  dread 
the  visits  —  not  the  people  particularly  but 
the  bother  of  it  all.  I  have  to  get  the  house 
tidy,  feed  the  baby  early,  keep  the  kids  quiet 
when  they're  here.  It  would  be  so  much 
easier  if  I  could  visit  them'. 

The  following  point  made  by  another 
parent  is  particularly  illuminating:  'It's  diffi- 
cult to  disagree  with  Mrs  Chambers  when 
she 's  in  my  sitting  room,  drinking  my  coffee 
and  playing  with  my  child.  She's  a  guest'. 
The  social  customs  of  hospitality,  far  from 
making  home  visits  conducive  to  discus- 
sion can  inhibit  it. 

Perhaps,  ratherthan  assuming  that  home 
visits  will  always  be  acceptable  to,  and 
appreciated  by,  parents,  some  alternatives 
could  be  offered.  There  is  much  to  be  said 
for  meeting  on  neutral  ground.  An  example 
of  a  setting  that  can  be  successful  is  the 
nursery  school,  opportunity  group  or  parent 
and  baby  group  and  many  localities  have 
assessment  centres  which  are  run  on  infor- 
mal lines,  where  professionals  and  parents 
can  meet  together.  Such  settings  avoid  the 
danger  of  parents  feeling  that  one  aim  of  a 
visit  is  to  assess  and  judge  the  home. 

Another  element  of  the  relationship  be- 
tween parent  and  professional  that  causes 
much  distress  for  parents  is  when  they  are 
not  believed.  One  mother  told  the  paediatri- 
cian who  was  visiting  her  that  Lizzie  was 
now  drinking  from  a  cup  —  an  enormous 
achievement  for  this  particular  child.  The 
doctor  replied  that  there  was  no  need  to 
worry  about  impressing  him,  Lizzie  was 


"It's  difficult  to  disagree 
when  she's  in  my  sitting 
room,  drinking  my  coffee 
and  playing  with  my  child. 


precious  anyway,  whether  she  reached 
certain  milestones  or  not  and  that  frankly, 
mother  was  being  unrealistic.  This  conver- 
sation was  confirmed  by  the  Doctor's  own 
report  to  me.  But  I  had  seen  Lizzie  drink 
from  a  cup  and  needless  to  say,  when  I 
communicated  this  to  the  doctor,  as  an- 
other professional,  I  was  believed.  The 
mother  was  very  upset  and  distressed  by 


this  incident  and  there  would  seem  here  to 
be  a  role  for  the  key  worker,  that  of  a  neutral 
adviser  who  can  help  communication  be- 
tween the  parents  and  other  professionals 
and  act  as  an  advocate  where  necessary. 
Nevertheless,  if  parents  as  partners  is  to  be 
a  reality,  there  needs  to  develop  a  greater 
trust  from  each  side,  if  the  partnership  is  to 
work. 

So  What  Should  We  Do? 

I  have  not  meant  to  suggest  in  any  way  that 
the  views  expressed  are  those  of  the  major- 
ity of  parents  or  that  the  majority  of  profes- 
sionals involved  with  families  in  the  home 
are  anything  less  than  competent,  sensitive 
and  fully  professional.  But  how  can  we 
ensure  that  such  harmful  interactions  as 
have  been  mentioned  be  kept  to  the  mini- 
mum? 

Firstly,  by  recognising  the  importance  of 
discussing  with  parents  what  their  expecta- 
tions of  a  home  visiting  service  are.  These 
will  not  only  vary,  from  family  to  family  but 
will  also  change  in  each  situation  as  the 
child  develops.  Parents  may  be  seeking 
straightforward  information  on  schools, 
parent  groups,  benefits  or  guidance  on 
management  problems  —  feeding,  toilet- 
ting,  or  sleeping.  They  may  want  ideas  for 
adapting  toys  or  help  in  implementing  indi- 
vidual programmes.  Later  they  may  look  for 
advice  on  educational  placement.  In  addi- 
tion, as  their  own  knowledge  of  services 
increase  their  expectations  and  needs  may 
change.  Professionals  must  make  sure  that 
they  know  what  these  expectations  are  and 
keep  up  to  date  with  changing  situations. 

Parents  should  also  have  a  say  in  the 
selection  of  personnel  who  will  work  with 
them.  Rapport  and  a  comfortable  relation- 
ship is  essential  and  this  naturally  occurs 
more  easily  between  some  people  than 
others.  It  may  also  be  appropriate  to  have  a 
change  of  key  worker  as  the  child  pro- 
gresses. A  parent  may  not  wish  to  continue 
with  the  same  worker  who  helped  them 
through  the  early,  perhaps  traumatic  pe- 
riod, once  the  child  reaches  the  nursery 
school  stage.  A  different  working  relation- 
ship may  be  called  for. 

A  home  visiting  service  can  also  be 
improved  if  the  service  providers  are  far 
more  selective  of  the  personnel  who  will  be 
visiting  homes.  This  work  has  very  special- 
ised aspects  to  it  and  is  not  just  an  extension 
of  any  teacher's,  therapist's  or  doctor's  role. 
Being  an  excellent  teacher  does  not  neces- 
sarily mean  one  is  an  excellent  home  visi- 
tor. Training  should  be  given  to  those  who 
are  selected  to  do  so.  Home  visitors  should 
also  be  professional  enough  to  be  able  to 
say  in  a  particular  situation:  'I  should  not  be 
working  with  this  family.  Mrs  Spencer  does 
not  like  me  and  I  do  not  like  her'.  To  say  this 
to  a  colleague  may  seem  a  statement  of 
failure.  It  is  not.  It  is  the  recognition  of  one's 
own  limits,  the  mark  of  a  truly  professional 
worker.  We  must  also  know  when  to  with- 
draw from  a  family  or  when  to  pass  on  to 
other  colleagues.  This  requires  maintaining 
a  sense  of  objectivity,  difficult  for  some  of 
us.  Finally,  a  successful  home  visiting  serv- 
ice depends  on  an  evaluation  of  and  pro- 
gression towards  a  real  and  equal  partner- 
ship between  parents  and  professionals. 
This  is  the  only  basis  from  which  effective 
early  intervention  can  take  place. 

Juliet  Stone 


Talking  Sense  Winter  1988. 


SENSE  1988  WEEKEND  AWAY 


A  word 
from  the 
organiser 

Question:  How  do  you  get  over  500  people 
of  different  backgrounds,  ages  and  inter- 
ests together  for  a  fun  packed,  informa- 
tive and  informal  weekend?  Answer:  Get 
a  University  Hall  and  call  the  event  a 
Sense  Weekend  Away. 

This  year,  despite  the  fact  we  almost 
had  to  start  asking  people  to  time-share 
bedrooms,  the  Weekend  still  managed  to 
retain  its  friendly  atmosphere.  Still,  it's  a 
good  way  to  meet  people:  wandering  round 
looking  for  rooms  and  moaning  about  the 
queues  at  the  bar  whilst  waiting  for  a 
drink  are  excellent  icebreakers! 

How  we  managed  to  grab  so  many  good 
speakers  to  talk  on  so  many  subjects  re- 
mains a  complete  mystery  to  those  in- 
volved in  organizing  the  programme.  We 
managed  to  look  at  technology,  behaviour 
problems,  different  countries'  education 
techniques,  communication,  campaign- 
ing and  partnership  issues,  different  tech- 
niques with  different  ages  and  abilities  of 
youngsters,  medical  issues,  benefits  and 
educational  policy.  We  even  managed  to 
slip  in  a  few  sessions  on  good  old  fash- 
ioned fun. 

We  had  a  magnificent  Hasicom  contin- 
gent this  year,  through  the  superb  man- 
agement of  Sarah  Forde.  There  was  also  a 
really  impressive  overseas  contingent: 
Malta,  Norway,  Sweden,  France,  East 
Germany  and  Iceland  were  represented 
among  the  delegates. 

The  Market  Place  bustled  with  inter- 
est; brothers  and  sisters  got  together  and 
talked  and  people  fingerspelled  rude  jokes 
to  one  another.  New  families  met  'old 
families'  and  best  of  all,  children  played. 

THANK  YOUS  .  .  .  well  I'd  need  a 
whole  edition  of  Talking  Sense  to  myself, 
to  mention  everyone,  so  here  are  just  a  few 
general  thanks.  Firstly  to  the  magnificent 
speakers,  both  for  the  main  talks  and  the 
smaller  sessions,  to  people  who  chaired 
talks  and  meetings,  staff  who  did  recep- 
tion, moved  chairs,  sign  posted.  Thanks 
too  to  the  babysitters  and  creche  workers 
who  are  vital  to  such  an  event  and  to 
minibus  drivers.  Shop,  information  room 
and  Market  Place  organisers  were  all  splen- 
did. 

A  special  mention  must  go  to  that  fabu- 
lous duo  Tony  and  Veronica  Kirk  for  creche 
and  babysitting  organisation,  to  Frank 
Ropei  arid  Josiane  Trouillet  who  worked 
so  hard  . . .  after  they'd  left  Sense  (but  we 
don't  lot  ex-employees  off  that  easily), 
and  to  the  staff  of  Castleton  House  whose 
help  was  tremendous. 

Lastly,  thank  you  all  for  coming  (the 

weekend  wouldn't  be  the  same  without 

!]  and  for  your  observations  on  the 

Weekend,  which  are  useful  for  planning 

■.■ear . . .  speaking  of  which ...  22  -  24 
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The  Parents  View  of  Change 


This  was  the  opening  platform  discus- 
sion, chaired  by  Margaret  Brock  who, 
together  with  the  other  two  families,  de- 
scribed how  changes  in  a  child's  life  can 
affect  the  families.  Unfortunately  Nor- 
man and  Heather  Chapman  could  not 
attend  but  they  have  given  us  a  written 
account  of  recent  changes  in  Jennifer's 
life  in  Members  News  on  page  31. 

Changes  happen  throughout  the  deaf- 
blind  child's  life  as  he  progresses  to  adult- 
hood. Both  parents  and  child  may  experi- 
ence discovering  the  child's  abilities,  mov- 
ing house,  discovering  sexuality ,  the  death 
of  a  parent,  leaving  home,  etc.  Parents 
may  not  feel  the  'normal'  reactions  to 
these  events.  They  may  have  unnatural 
selfish  feelings  when  the  child  leaves  home 
and  then  returns 
having  learnt 
things  that  the 
parents  were  un- 
able to  teach. 
Change  is  not  al- 
ways gloomy  and 
often  turns  out  to 
be  for  the  better  but 
at  the  time  it  can 
produce  all  kinds 
of  unwanted  emo- 
tions in  the  parent 
and  child. 

John  and 

Suzanna  Todd  ex- 
plained the 
changes  they  had 
to  make  in  their 
lives  when  Paul 
was  born  with  Cat 
Eye  Syndrome. 
They  suspected  he 

was  deaf  at  an  early  stage,  he  had  a  heart 
murmur  and  some  vision  which  has  since 
deteriorated.  One  change  they  would  like 
to  see  was  in  the  way  medical  staff  did  not 
seem  to  have  a  policy  on  how  to  deal  with 
parents  in  this  situation!  It  was  just  as- 
sumed they  could  cope  with  the  practical 
problems  such  as  feeding  —  they  relied  on 
instinct  and  found  in  this  as  in  Paul's 
early  diagnosis,  they  were  usually  right. 
Suzanna  asked  the  question  'If  medical 
science  has  advanced  to  save  children 
like  Paul,  why  does  it  then  leave  them 
dangling,  confused  and  bewildered'.  John 
remembered  how  difficult  it  was  to  break 
the  news  to  other  members  of  the  family  at 
a  time  when  he  was  still  coming  to  terms 
with  it  himself.  It  had  also  been  difficult  to 
choose  between  Paul's  constant  appoint- 
ments at  hospitals  and  John's  work  com- 
mitments. He  had  eventually  decided  to 
choose  the  appointments  to  get  informa- 
tion as  soon  as  possible  ana  to  provide 
support  for  Suzanna. 

Taking  help  and  support  from  Sense 
and  giving  it  back  to  other  families  as  John 
and  Suzanna  were  doing  in  the  talk,  was 
another  change.  Looking  back  they  felt 
they  had  had  a  mixture  of  good  and  bad 


John  and  Susan 
changes  in 


experiences  with  support  services  and 
would  do  things  differently  now. 

Peter  and  Mary  Holman's  son  Richard 
was  born  with  Congenital  Rubella  Syn- 
drome nine  years  ago.  He  is  partially 
sighted,  profoundly  deaf,  has  a  heart 
condition  and  walking  problems.  He  has 
been  attending  a  school  for  the  deaf  in 
Exeter  since  he  was  three  and  a  half.  Mary 
remembered  wondering  why  he  was  so 
happy  and  didn't  seem  to  be  missing  her 
when  he  changed  from  attending  daily 
and  became  a  weekly  boarder.  He  has 
been  happily  settled  there  for  years  now 
and  has  changed  from  a  baby  to  a  young 
boy. 

Medical  check-ups  have  also  changed 
for  Richard  and  have  become  more  like 
social  occasions,  no 
longer  to  be  dreaded. 
After  a  catalogue  of 
"I  am  sorry  your  son 
is  deaf ...  I  am  sorry 
your  son  ..."  they 
would  like  to  take 
him  back  to  those 
people  who  wrote 
him  off  and  show 
them  what  he  has 
achieved.  Nine  years 
ago  they  would  never 
have  thought  of  ar- 
guing with  a  doctor 
but  they  have 
changed  a  lot.  They 
are  no  longer  upset 
by  people  staring  at 
Richard  although 
they  are  still  a  bit  pro- 
tective of  him.  On  a 
Sense  holiday  he 
went  canoeing,  caving  and  camping  — 
this  took  a  change  in  attitude  and  they  had 
had  to  learn  that  with  support,  Richard 
was  able  to  do  things  that  other  children 
can.  One  final  big  change  (until  the  next 
one  anyway),  five  years  ago  they  felt  guilty 
—  now  they  are  ready  to  fight  for  Richard 
and  are  optimistic  about  the  future. 

Those  who  have  read  Margaret's  book 
will  recognise  the  story  of  how  Christo- 
pher Brock  came  to  terms  with  the  change 
of  moving  house.  Furniture  began  to  dis- 
appear as  they  gave  it  away  to  prepare  for 
the  new,  smaller  house.  Christopher,  who 
had  always  been  a  good  sleeper,  started  to 
get  up  in  the  middle  of  the  night  to  check 
if  it  was  there  or  not!  He  was  allowed  to 
knock  down  some  cupboards  to  see  if  this 
would  help  him  understand.  During  the 
actual  move  he  went  to  stay  with  his  aunt 
but  when  he  came  to  the  new  house  he 
wouldn't  settle  and  was  obviously  un- 
happy and  confused.  Margaret  decided  to 
take  Christopher  back  to  the  old  house 
and  show  him.  Then  he  must  have  under- 
stood and  accepted  it;  he  walked  out 
smartly  and  sat  in  the  car  to  return  to  his 
new  home! 


Todd  describe 
their  lives 
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Parent  Support  Groups 

Moira  Leahy  led  a  workshop  on  some  of  the  trials,  tribulations  and 

joys  of  setting  up  parents'  groups.  Margaret  White,  who  has  seen  a 

few  set  up  in  her  time,  was  our  reporter  there. 


What  can  a  support  group  do? 

It  can  reduce  the  isolation  when  the  par- 
ent feels  alone  in  the  larger  non-handi- 
capped community.  The  crucial  thing 
about  the  Parent  Support  Group  is  the 
sharing  and  coping  together.  As  Jack 
Ashley  once  said  'The  sense  of  isolation 
created  by  social  or  medical  problems 
often  makes  a  situation  unbearable.  Nor- 
mal relationships  with  others  are  severed 
or  impaired  so  that  afflicted  persons  are 
denied  help  or  encouragement  when  they 
need  them  most'.  A  parent  support  group 
can  enhance  the  individual's  self  esteem 
and  give  confidence  to  cope  better. 

It  can  enable  parents  to  share  their 
problems  with  others.  Had  anyone  found 
a  certain  reluctance  to  discuss  a  certain 
aspect  of  a  child's  unsocial  behaviour 
with  a  social  worker  or  health  visitor? 
This  may  be  because  we  feel  they  may  not 
understand  or  be  truly  sympathetic.  The 
behaviour  in  question  may  produce  a 
personal  reaction  overriding  their  profes- 
sional impartiality.  Talking  with  another 
parent  means  not  having  to  explain  or 
make  excuses  for  behaviour  like  head 
rolling,  constant  teeth  grinding  or  smear- 
ing faces.  Parents  seem  less  shockable  and 
simply  getting  a  problem  off  your  chest  by 
discussing  it  with  another  kindred  spirit 
can  relieve  a  lot  of  tension  and  stress. 

It  can  prepare  you  for  what  is  to  come; 
one  parent  remembered  being  warned 
about  how  people's  attitudes  changed  as 
the  children  grew  up.  This  has  prepared 
her  for  a  situation  she  is  now  beginning  to 
meet. 

How  to  get  started 

Setting  and  running  a  support  group  — 
above  all  the  members  of  the  group  must 
allow  plenty  of  time  for  fun  together! 

•  The  following  contacts  may  be  useful: 
The  local  Council  for  Voluntary  Service, 
Social  Services,  hospital  consultants  and 
educational  establishments. 

•  Speakers:  can  be  an  attraction. 


Meanwhile,  in  the  creche,  children 
were  popping  out  of  everywhere. 


•  Students:  Nurses,  social  workers,  youth 
and  community  workers  may  be  involved 
in  some  way  and  it  sometimes  pays  to  gain 
the  sympathy  of  these  budding  profes- 
sionals. 

•  Outside  facilities:  courses  and  confer- 
ences to  which  your  group  can  send  rep- 
resentatives; increasing  the  groups  exper- 
tise. There  is  also  a  forty-hour  course 
available  leading  to  'Certificate  in  the  Or- 
ganisation of  Community  Groups'. 

•  Meeting  places  .-this  can  be  in  your  home 
but  if  you  expand  or  want  to  concentrate 


on  the  social  aspects  of  the  group  a  pub, 
church  or  community  centre  may  have 
room  —  although  they  are  not  as  warm 
and  friendly. 

•Organisers:  you  may  need  several  people 
to  organise  meetings  and  be  involved  e.g. 
a  chairperson,  secretary  and  treasurer. 
•  Resources:  will  be  governed  by  how 
large  and  ambitious  a  group  is.  Sense  will 
give  a  grant  of  £100  to  a  branch  if  it  adopts 
the  Sense  formal  constitution.  If  there  is 
not  a  branch  or  'twiglet'  near  you  and  you 
have  needs  common  to  other  families  with 
handicapped  children  you  may  like  to  set 
something  up  or  join  a  larger  group.  Your 
local  CVS  may  be  able  to  help  with  advice 
on  grants,  etc.  Sometimes  Health  Authori- 
ties will  offer  funding  —  one  group  re- 
cently received  £2,000  to  fund  a  play- 
group for  special  needs  children. 

Margaret  White 


Movement,  Dance  and  Drama 

Tinneke  Smith  showed  a  fascinating  video  of  the  movement 

workshops  held  at  the  Henshaws  Deaf-Blind  Unit.  A  lot  of  new 

ideas  were  stimulated. 


This  workshop  looked  at  how  movement, 
dance  and  gymnastics  are  incorporated 
in  the  curriculum  at  the  Deaf-Blind  Unit 
at  Henshaws  School,  Harrogate. 

Gymnastics  involves  the  exercise  of 
certain  muscle  groups  which  have  been 
underdeveloped  as  a  result  of  under  use, 
physical  impairment,  etc.  For  example, 
the  student's  gait  may  be  improved  as 
well  as  his  or  her  balance,  posture  and 
hand/eye  movement. 

Movement  is  a  general  concept  aimed 
at  increasing  the  student's  awareness  of 
his  orientation  within  those  surround- 
ings. 

Dance  allows  students,  who  may  find 
some  communication  difficult,  to  express 
emotions  as  well  as  developing  themes 
from  the  other  two  categories.  Students 
are  encouraged  to  develop  confidence  and 
initiative  through  dance.  Wherever  pos- 
sible the  dance  arises  from  the  spontane- 
ity of  expression  of  the  students,  rather 
than  the  helpers  (who  are  often  trained 
dancers). 

Body  contact  and  awareness  are  very 
important.  Appropriate  behaviour  arising 
from  them  is  encouraged  i.e.  it  is  OK  to 
touch  certain  places  when  dancing  —  but 
not  when  out  shopping!  Rhythm  is  devel- 
oped within  the  student  and  when  danc- 
ing the  helpers  pick  up  cues  from  the 
students.  Co-operation  is  encouraged 
rather  than  competition  and  students 
sensitivity  to  each  other's  limitation  within 
movement  is  highlighted  in  each  of  the 
three  categories. 

The  programmes  have  been  running  for 
three  years  and  at  the  end  of  each  year  the 
school  has  a  'Labyrinth  Day'  to  present 
what  they  have  learned.  Significant  prog- 
ress has  been  seen  in  the  students  aware- 
ness and  communication  as  a  result  — 


and  particularly  an  increase  in  confidence. 

A  video  was  shown  at  the  workshop 
showing  the  latest  'Labyrinth  Day's'  ac- 
tivities including  these  exercises  for  groups 
of  three,  working  in  pairs  with  an  individ- 
ual: 

-the  helpers  'clay  model'  the  student's 
body  into  various  positions.  The  roles  are 
then  reversed. 

-  the  helpers  and  the  student  form 
linked  postures  creating  a  human  chain  of 
movement. 

-the  helpers  each  receive  the  weight  of 
the  student,  who  falls  back  —  a  trust  exer- 
cise. 

-  the  student  and  the  helpers  perform 
an  improvised  dance  routine  to  music 
with  a  strong  rhythmical  beat,  with  each 
taking  it  in  turns  to  lead  the  movement. 

-  a  young  woman  with  Usher  Syn- 
drome performs  a  dance  she  devised  her- 
self, with  helpers  dancing  to  her  choreog- 
raphy. The  dance  seems  to  express  the 
young  woman's  apparent  adolescent  trau- 
mas. 

-  a  mime  sequence  is  performed  with  a 
student  (a  rubella  girl  who  is  deaf  and  par- 
tially sighted)  using  masks.  The  mask  ap- 
parently helped  the  girl  to  express  feel- 
ings from  within  the  safety  of  the  'charac- 
ter' the  mask  provided. 

The  workshop  group  was  then  shown 
the  following  exercises: 

-  everyone  joined  hands  in  a  big  circle. 
The  circle  moved  toward  the  centre  and 
out  again.  The  students  took  turns  to  per- 
form a  motif  which  the  rest  of  the  circle 
copied. 

-  the  circle  surrounded  a  large  para- 
chute, which  was  raised  so  that  the  par- 
ticipants could  run  in  and  out  of  the  circle 
before  the  parachute  could  smother  them. 
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Getting  Help  for  your  School-aged  Child 


This  workshop  was  perhaps  wrongly  titled  as  it  was  not  a  list  of 

ways  to  get  help,  though  a  list  began  to  emerge,  but  rather  a 

statement  of  the  fact  that  parents  can  get  a  great  deal  of  help  for 

their  school  age  children  at  the  risk  of  becoming  demented  in  the 

process.  Carolyn  Finlayson  and  Keith  Maloney  gave  this  account 

of  their  fight  to  get  their  son  appropriate  education. 


The  subject  of  this  workshop  was  our 
seven  year  old  son  Ailill  who  was  born 
with  Rubella  Syndrome,  bilateral  cata- 
racts and  a  severe  hearing  loss.  His  cata- 
racts were  removed  at  four  months  and 
he  has  since  worn  contact  lenses,  making 
good  use  of  his  residual  sight. 

I  shall  set  down  the  thoughts  which 
formed  the  basis  of  what  we  proposed  to 
talk  about  rather  than  try  to  relate  the  dis- 
cussions   that    took 
place.  I  shall  begin 
by  pinching  a  point 
that  was  made  by  a 
teacher    at    another 
workshop.    He   said 
that  the  two  points 
which  annoyed  him 
most  about  'his  par- 
ents' are: 

1.  They  are  often 
grateful  for  lousy 
services. 

2.  They  complain 
about  having  to  co- 
ordinate the  services 
for  their  children. 

We  have  com- 
plained frequently 
about  having  to  be  the 
co-ordinators  be- 
cause of  the  emo- 
tional and  financial 
cost  to  the  family  and 
because  the  fairly 
substantial  salaries 
paid  to  many  of  the 
professionals  in- 
volved (i.e.  heads  of 
services)  have  been 
of  little  benefit  to  Ailill.  Our  phone  bills 
have  been  astronomical  and  Ailill  now 
answers  the  phone  himself,  perhaps  be- 
cause he  knows  that  calls  frequently  give 
rise  to  bouts  of  rage,  as  in  an  incident  six 
months  ago  when  I  was  interrupted,  while 
writing  a  loaded  letter  to  the  Education 
Department,  by  a  call  to  say  that  the  re- 
placement hearing  aids  we  were  expect- 
ing had  not  been  delivered.  Ailill  then 
persisted  in  doing  something  I  had  told 
him  not  to  do  and  I  hurled  a  wooden  fruit 
bowl  full  of  bananas  at  the  wall.  He  looked 
at  me  in  amazement  and  I  apologised, 
saying  I  was  very  angry  about  his  hearing 
aid.  He  nodded  wisely  and  said  'Hearing 
aid  will  come  next  week'.  He  too  does  the 
co-ordinating. 

Servif.es  foi  children  with  special  needs 
in  the  t,'K  are  not  good  and  arc;  subject  to 
huge  regional  limitations.  While  the  low 
incidence  of  deaf-Uindnev,  and  conse- 


quent lack  of  services  for  our  children  is  a 
fundamental  issue,  the  problem  is  exacer- 
bated by  the  fact  that  we  are  trying  to  graft 
good  services  for  deaf-blind  children  onto 
systems  which  are  more  sensitive  to  po- 
litical than  social  needs.  Faced  with  the 
lack  of  a  nationally  recognised  centre  for 
assessing  the  educational  needs  of  deaf- 
blind  school  age  children  we  have  had  to 
spend  much  time  sifting  out  the  few  pro- 
fessionals in  the  local  authority  whose 


Members  discuss  the  future  work  of  Sense 

commitment  to  their  jobs  seemed  suffi- 
cient to  inspire  them  to  actually  try  to 
understand  the  needs  of  our  son.  Whether 
or  not  parents  should  have  to  play  a  co- 
ordinating role  is  beside  the  point.  If  they 
wish  to,  there  are  many  reasons  for  doing 
so;  in  particular,  parents  are  often  accused 
of  having  unrealistically  high  expecta- 
tions of  what  their  children  can  achieve. 

The  expectations  for  deaf-blind  chil- 
dren in  this  country  are  generally  very 
low  compared  to  countries  where  exper- 
tise has  been  developed  over  many  years. 
Parental  involvement  could  help  to  raise 
this  level  of  expectation. 

Resources  and  expertise  are  still  very 
thinly  spread  over  the  deaf-blind  school 
age  population.  Once  Ailill  had  grown 
beyond  the  scope  of  the  Family  Advisory 
Services  Sense  played  an  important  role 
by  providing  access  at  conferences  to  in- 
formation about  deaf-blind  education  in 
other  countries.  Armed  with  the  relevant 


information  we  were  able  to  present  Ailill 's 
case  to  the  authority  and  eventually  ar- 
rived at  an  acceptable  compromise.  He 
now  attends  a  local  village  primary  school 
where  he  receives  full-time  one-to-one 
teaching  and  much  support  and  under- 
standing based  on  the  willingness  of  the 
staff  to  learn  with  him. 

For  18  months  before  this  Ailill  at- 
tended one  and  then  another  school  for 
the  deaf  in  Edinburgh.  We  indulged  in 
periods  of  misplaced  relief,  as  opposed  to 
gratitude,  thinking  that  the  professionals 
involved  were  coming  to  grips  with  the 
situation.  Gut  reactions  and  anxieties 
about  the  education  he  was  receiving  and 
the  distance  involved  which  excluded 
him  from  the  local  community,  were  fi- 
nally channelled  into  an  outburst.  This 
was  caused  by  the  appearance  of  the  draft 
Record  of  Needs  (statement)  and  by  the 
fact  that  we  were  refused  access  to  the 
reports  on  which 
the  draft  was  based. 
One  fact  that  had 
been  stressed  over 
the  years  by  profes- 
sionals working 
with  deaf-blind 
children  was  that 
Ailill  is  an  intelli- 
gent child,  this  is 
shown  by  the  way 
in  which  he  is  over- 
coming the  losses 
of  his  distance 
learning  senses  and 
making  very  ac- 
ceptable deduc- 
tions about  a  con- 
fusing world.  The 
psychologist's  re- 
port stated  how- 
ever, that '  due  to  the 
nature  and  degree 
of  Ailill's  handi- 
caps, it  is  difficult 
to  assess  his  cogni- 
tive faculties'. 

We  had  always 
believed  that  Ailill 
is  capable  of  receiving  information  to  en- 
able him  to  make  choices  like  other  chil- 
dren. Problems  that  may  arise,  were  not 
his  but  his  educators.  Suddenly  this  as- 
sumption was  being  questioned;  he  was  at 
risk  of  being  condemned  at  best,  to  a  half- 
baked  education  or  at  worst,  a  very  costly 
form  of  child-minding.  Meetings  ensued, 
our  views  were  heard  and  Ailill  was  prom- 
ised a  community  based  education. 

If,  as  in  our  case,  where  nobody  has 
emerged  in  seven  years  as  a  co-ordinator, 
parents  are  accepted,  be  it  reluctantly  by 
many,  as  the  people  best  placed  to  act  on 
relevant  information,  they  are  more  likely 
to  have  access  to  that  information  and  use 
it  effectively.  Most  of  the  important  infor- 
mation that  has  reached  us,  apart  from  the 
99%  supplied  by  Sense,  has  done  so  from 
grass  roots  sources  and  chance  encoun- 
ters, rather  than  via  specialised  profes- 
sional channels. 
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The  Parent  as  a  Consumer 


This  discussion  came  in  response  to  a 
comment  by  a  parent  which  can  be  para- 
phrased like  this:  'We  all  seem  to  move 
along  the  same  road  and 
meet  much  the  same  dif- 
ficulties — can't  someone 
who  has  been  along  the 
road  provide  short-cuts 
and  signposts  for  those 
behind?'  People  in  the 
meeting  were  asked  for 
practical    ideas,   big   or 
small,  which  might  help 
other  parents,  and  this 
was  the  response: 

1.  Keep  all  papers  relat- 
ing to  your  child  in  one 
place,  in  a  file,  preferably 
in  date  order,  so  you  know 
where  things  are.  Remem- 
ber to  keep  copies  of  any 
letters  you  write  or  forms 
you  have  to  fill  in. 

2.  Ask  all  professionals 
involved  with  your  child 
who  they  are,  job  title, 
address    and    telephone 

number,  and  what  they  do  with  your  child 
and  how  often.  Write  it  all  down  for  the 
file.  Remember  to  update  as  new  informa- 
tion comes  to  you. 

3.  Before  seeing  any  professionals  write 
out  a  list  of  the  questions  you  want  to  ask, 
and  if  you  have  difficulty  remembering 
what  was  said  then  scribble  some  notes  as 
people  speak.  If  people  speak  too  quickly 
for  you  to  write  adequate  notes  ask  them 
to  slow  down  a  bit. 

4.  Ask  for  explanations  to  be  repeated  if 
you  have  not  understood  them  the  first 
time  round.  Ask  for  any  unknown  words 
to  be  explained  in  normal  language. 

5.  Discover  the  line  of  command  in  any 
service  by  using  a  library,  town  hall,  Com- 
munity Health  Council  or  the  service  it- 
self, etc.  Get  names,  job  titles,  addresses 
and  telephone  numbers  and  an  idea  of 
who  is  above  them. 

6  Go  to  the  top  if  there  are  problems,  or  at 
least  to  the  boss  of  the  person  with  whom 
you  are  having  difficulty.  (This  was  also 
put  forward  as  'Save  anger  for  important 
people,  don't  waste  it  on  workers  with  no 
power  to  change  things'.) 

7.  Contact  and  meet  your  local  councillors 
and  the  Chairman  of  the  Education  Com- 
mittee. These  people  know  nothing  about 
special  education  except  what  they  are 
fed  by  the  Education  Department;  you 
must  break  this  circle  and  inform  council- 
lors about  your  child,  about  your  child's 
current  needs,  and  about  your  child's 
possible  future  needs.  It  could  be  useful  to 
send  your  councillor  copies  of  all  your 
correspondence  about  your  child. 

8.  Never  go  to  meetings  of  any  kind  about 
your  child  unless  you  have  someone  else 
with  you  (relative,  friend,  neighbour,  even 
another  professional)  as  two  heads  re- 
member better  than  one  after  the  event. 

9.  Use  independent  advice  when  your 
child  is  being  Statemented.  Sense,  Men- 
cap,  Spastics  Society  and  lots  of  other  vol- 
untary groups  offer  this  service. 


10.  Remember  your  right  (your  child's 
right)  to  a  second  opinion  and  seek  it  if 
you  are  at  all  unsure. 


11.  Take  an  interest  in  upcoming  case 
conferences  or  annual  reviews,  find  out 
the  date  in  advance  and  request  details  of 
who  will  be  present  and  copies  of  their 
reports  in  advance  (and  then  read  them!). 


If  people  not  really  involved  with  your 
child  are  going  to  be  there  ask  why  and  if 
not  satisfied  suggest  the  meeting  would 
work  more  effectively  without  them. 
Generally  the  fewer  peripheral  profession- 
als at  such  meetings  the  better. 

12.  Keep  professionals  informed  about 
your  child's  progress,  e.g.  send  school 
reports  to  medical  consultants  or  ask 
school  to  do  so.  If  you  come  across  articles 
about  your  child's  condition,  or  new 
developments  in  teaching,  diagnosis,  tech- 
nology etc.  you  could  copy  these  and  send 
them  to  involved  professionals  as  a  help- 
ful gesture. 

13.  Next  time  you  say  to  yourself  'I  wish 
those  doctors  (or  that  teacher  or  social 
worker  or  whoever)  could  see  my  child 
now',  try  to  think  if  you  can  let  them  know 
how  wrong  their  predictions  were.  They 
may  not  be  involved  with  you  any  more 
but  they  could  still  be  making  the  same  in- 
correct predictions  to  new  parents. 

14.  You  are  a  consumer  and  should  be- 
have as  such.  One  parent  put  it  simply 
'You  work  for  me  and  my  child  —  I  elect/ 
pay  you  —  this  is  what  we  need  —  now 
please  do  your  job'. 

P.S.  This  list  may  not  contain  all  wisdom. 
Talking  Sense  would  like  to  hear  from  you- 
if  you  can  add  to  it  or  suggest  other  useful 
ideas  for  parents  to  follow. 

David  Brown 
Sense  Advisory  Teacher 


Brothers  and  Sisters  Workshop 

Throughout  the  weekend  a  group  of  brothers  and  sisters  met  to 
talk  through  a  range  of  issues.  Takki  Sulaiman,  Jennifer's  brother, 

sent  us  this  report. 


It  would  be  a  breach  of  confidence  for  me, 
here,  to  recount  the  exact  problems  raised 
by  the  group  so  I  shall  merely  touch  upon 
the  themes  raised. 

A  major  problem  area  between  parents 
and  siblings  of  disabled  people  which 
needs  to  be  tackled  is  that  of  communica- 
tion (or  the  lack  of  it).  This  lack  of  commu- 
nication, the  group  agreed,  leads  to  pent 
up  feelings  of  frustration,  neglect,  insecu- 
rity and  sometimes  even  sibling  jealousy. 
Several  participants  spoke  of  their  par- 
ents' involvement  in  Sense  to  the  detri- 
ment of 'everyday'  family  life.  It  is  some- 
times assumed  that  brothers  and  sisters  of 
disabled  people  mature  earlier  than  other 
children  by  necessity  due  to  the  excep- 
tional problems  faced  by  each  family.  This 
is  in  part  a  nonsense.  It  seems  that  we  only 
learn  to  expect  less  and  to  keep  our  emo- 
tions to  ourselves.  However  it  would  be 
wrong  to  generalise  and  each  family  deals 
with  these  issues  in  their  own  way  and  it 
is  up  to  each  family  to  be  aware  of  the 
problems  facing  the  other  children  —  the 
brothers  and  sisters. 

Another  theme  that  was  broached  upon 
which  seemed  to  contradict  the  bitterness 
encountered  in  the  previous  theme 
(though  it  aptly  demonstrates  the  contra- 
dictions we  face  between  our  needs  and 


the  needs  of  our  disabled  brothers/sis- 
ters), was  the  sending  away  of  our  dis- 
abled brothers  and  sisters  to  residential 
homes/schools  and  the  ensuing  transfer- 
ence of  love  to  their  new  providers.  The 
group  realised  that  this  was  a  painful 
though  necessary  step  forward  in  the 
development  of  our  siblings  and  that  our 
dislike  of  the  new  state  of  affairs  was  born 
out  of  possessiveness  and  not  a  recogni- 
tion of  what  was  best  for  them  as  individu- 
als. 

Other  important  topics  were  raised 
during  the  weekend  over  three  meetings 
but  it  would  be  impossible  to  do  them  all 
justice  by  just  a  fleeting  mention. 

This  workshop  seemed  to  be  the  only 
valve  for  letting  off  steam  for  many  of  the 
participants  and  as  a  result  of  this  and  of 
our  unique  experiences  there  was  a  great 
feeling  of  unity  within  the  group  which 
facilitated  a  mature,  frank  and  at  times 
emotive  discussion. 

The  workshop  was  most  valuable  and 
the  concept  should  be  expanded  in  order 
to  encourage  channels  of  communication 
between  all  members  of  the  family  as  only 
a  cohesive,  united  family  can  provide  the 
best  environment  for  our  disabled  rela- 


tives. 


Takki  Sulaiman 
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SENSE  1988  WEEKEND  AWAY 


The  Trouble  with  Parents 

Daxid  Brown  provoked  a  lot  of  discussion,  both  with  his  title  and 
with  his  topic.  Takki  Sulaiman  took  a  few  notes. 


In  this  workshop  the  group  leader,  David 
Brown,  wanted  to  concentrate  on  the  posi- 
tive means  of  partnership  between  par- 
ents and  professionals  rather  than  the 
negative  experiences  that  every  parent 
must  have  had  to  face  in  searching  for  the 
best  provision  for  their  child. 

The  group  came  up  with  various  fac- 
tors that  could  help  in  dealing  with  pro- 
fessionals. An  important  point  raised  was 
our  attitude  to  social  provision  and  that 
often  reflected  the  way  we  present  our- 
selves to  the  welfare  services  in  meetings 
etc.  In  Britain  people  still  feel  grateful 
when  receiving  a  right  that  is  conferred  on 
us  by  citizenship.  It  is  our  human  right  to 
expect  fair  and  equitable  treatment  for  our 
disabled  children  and  our  approach  should 
reflect  this. 

Another  point  raised  was  that  parents 
should  not  waste  their  time  with  the  people 
who  carry  out  the  directives  of  the  direc- 


tors of  education  or  social  service  depart- 
ments but  should  gain  access  to  the  deci- 
sion makers  themselves.  This  can  be 
achieved  by  using  other  parents  as  a  re- 
source or  by  taking  your  case  to  your  local 
councillor.  In  other  words  parents  should 
speed  up  and  streamline  the  bureaucratic 
process  by  cutting  out  the  'middleman'. 

A  major  stumbling  block  for  parents  is 
the  case  conference  where  parents  are 
bombarded  with  information  they  have 
never  seen  before.  The  remedy  is  to  get 
hold  of  these  reports  beforehand  (which  is 
our  right)  in  order  to  use  them  to  our  ad- 
vantage and  to  question  the  professional's 
conclusions. 

It  was  a  very  useful  discussion:  not  a 
therapy  session  where  parents  aired  their 
grievances  but  a  tactical  meeting  where 
parents  exchanged  ways  of  making  their 
views  known  and  of  ultimately  getting 
them  put  into  effect. 

Takki  Sulaiman 


Norman  Brown,  Gill  Kilby  and  Geoff  Murills  lead  the  discussion  on  the  parents'  view 
of  partnership  with,  and  between,  professionals 


Overcoming 
Resistance  to 
Professionals 

Margaret  and  Geoff  White 

have  overcome  plenty  in  their 

time.  In  their  workshop  they 

got  everyone  swapping  tales. 

It  was  generally  agreed  that  the  weekend 
was  providing  an  effective  forum  for  hor- 
ror stories  to  be  discussed  under  this  title. 
The  question  was  asked  'What  do  you  do 
if  a  parent  slams  a  door  in  your  face?'  Get 
another  parent  to  help  you  perhaps?  Much 
of  the  resistance  and  solutions  seemed  to 
apply  to  both  sides  —  parents  and  profes- 
sionals not  co-operating  with  each  other. 
The  following  suggestions  were  made  to 
improve  communication: 

-  More  co-ordination  was  needed  among 
professionals  themselves 

-  Both  parties  needed  to  look  at  the  child 
and  not  at  the  handicaps 

-  Nearby  families  could  help  with  com- 
munication and  support 

-  Parents  should  go  to  local  level  profes- 
sionals first  —  don't  rush  to  the  elected 
representatives 

-  Community  Health  Councils  can  also 
help 

-  Try  and  have  a  named  person  to  contact 
-Emotion  is  a  good  last  resort — burst  into 
tears  in  front  of  the  heartless  professional 

-  When  all  else  fails  contact  the  All-Party 
Disablement  Committee  in  the  House  of 
Commons 

A  final  conclusion  was  that  there  might 
be  less  resistance  on  both  sides  if  profes- 
sionals were  given  more  resources. 

The  problem  of  finding  long  term  place- 
ment for  people  needing  rehabilitation 
was  particularly  difficult. 

Margaret  and  Geoff  White 


A  final  note  of  appreciation  . . . 


Shortly  after  arriving  at  Mason  Hall  for  the 
Weekend  Away  early  on  the  Friday  eve- 
ning, I  was  asked  if  I  would  write  a  general 
article  for  Talking  Sense.  Having  agreed  to 
do  so,  I  have  been  wondering  what  to 
write  ever  since.  It  is  not  that  there  is 
nothing  to  write  about,  on  the  contrary  it 
is  nigh  impossible  to  cover  everything 
that  was  going  on  and  even  more  difficult 
to  sum  up  those  intangible  feelings  of 
welcome,  friendship,  fun,  warmth  and 
r.ommitment  which  are  all  part  of  being 
involved  with  Sense.  Even  though  I  had 
experienced  this  last  year,  I  was  once 
again  staggered  by  the  atmosphere  —  a 
great  celebration  for  everyone  involved 
with  deaf-blind  people  and  in  the  work  of 

I'm  sure  that  people  who  regularly  at- 
tend the  Weekend  Away  feel  thesameand 
vet  I'm  also  sure  that  with  over  500  people 
present  for  some  it  r.an  all  be  a  bit  over- 
whelming. The  amount  happening  is  also 


rather  daunting — over  the  weekend  there 
were  nearly  30  workshops,  over  15  talks, 
numerous  meetings,  showings  of  videos, 
computer  demonstrations,  the  Market 
Place,  the  information  resource  and  the 
Hasicom  room.  Of  course,  for  some,  the 
talking  continues  well  into  the  night.  There 
is  a  danger  of  feeling  that  things  are  being 
missed  and  of  wanting  to  be  involved  in 
everything  —  which  is  impossible.  I  have 
to  admit  that  my  stint  of  baby-sitting  actu- 
al ly  came  as  a  relief,  an  opportunity  to  be 
quiet  for  a  while  and  take  stock  of  all  that 
had  been  discussed. 

The  two  main  sessions  were  very  much 
forums  for  the  parents  to  put  forward  their 
views  and  share  their  experiences,  taking 
the  cue  from  the  setting  up  of  the  Associa- 
tion by  a  group  of  dedicated  parents  and 
returning  the  initiative  to  parents  once 
more.  Many  aspects  of  family  life  with  a 
disabled  child  were  raised,  from  the  joys 
and  struggles,  to  the  embarrassments  and 


the  fun.  It  was  a  forceful  reminder  that  the 
Association  represents  deaf-blind  people 
and  that  despite  their  difficulties,  these 
people  have  great  courage  and  can  achieve 
much.  This  theme  pervaded  many  of  the 
workshops  and  talks  and  with  so  many 
deaf-blind  people  present,  the  point  was 
very  real  indeed. 

There  is  always  a  twinge  of  sadness  at 
the  end  of  these  weekends  as  farewells  are 
said  and  people  begin  to  drift  away  to 
journey  home.  Yet  with  so  much  intensity 
and  so  much  energy  expended,  there  is 
also  perhaps  a  slight  feeling  of  relief  — 
there  will  always  be  next  year,  when  once 
more  there  will  be  the  opportunity  to 
catch  up  with  friends  again  and  meet  new 
people.  I  know  one  person  who  would 
have  felt  great  relief  that  it  was  all  over 
and  thanks  must  go  to  Carmel  and  all  her 
helpers  who  made  it  all  possible  and  seem 
to  happen  so  effortlessly.  Thank  you  and 
see  you  all  next  year.  Ben  Spencer 
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Young  Deaf  Achievers  '88 


November  16  was  an  exciting  day 
or  ten  regional  finalists.  They  were 
o  dine  at  the  Grocers  Hall  in  the 
)ity  of  London  and  be  presented 
vith  awards  by  Princess  Diana, 
^mong  them  were  Julia  Gates, 
telen  Buckley  and  runner-up  to 
he  national  winner  Alan  Mather. 

Julia  Gates,  regional  winner  for 
•ast  Anglia  is  deaf-blind.  She  is 
«enty-six  years  old  and  recently 
ompleted  a  bicycle  mechanics 
ourse.  Now  she  has  opened  a 
workshop.  Julia  had  a  long  chat 
i/ith  Princess  Diana  which  was 
hown  on  television  news. 

Helen  Buckley,  nee  Browne,  re- 
lional  winner  North-West,  is  also 
leaf-blind.  At  times  hitting  emo- 
onal  rock  bottom  Helen's  sheer 
letermination  saw  her  through  to 
niversity  where  she  gained  a 
legree  in  History,  Politics  and  An- 
iropology.  Regular  Talking  Sense 
aaders  will  be  familiar  with  her 
tory. 

The  runner-up  Alan  Mather,  regional 
/inner  North  East  is  22.  Alan  is  deaf  par- 
ally  sighted  and  has  other  disabilities.  He 
as  had  many  major  operations  but  finally 
ained  a  B-Tech  National  Certificate  for 
lusiness  &  Financial  Studies  at  Newcastle 
College  of  Arts  &  Technology  and  was 


Lucy 


Evening  Standard 

Smith  greets  Princess  Diana 

declared  their  most  outstanding  student. 

The  national  winner  was  Mathew  James 
21 ,  who  is  profoundly  deaf.  Mathew's  all 
round  athletic  and  adventurous  life  and  his 
studentship  at  university  won  him  first  place. 

The  awards  were  certificates,  engraved 
goblets  and  awards  of  money  for  the  first 
three  winners. 


Castleton  House  —  One  Year  On 

v  year  ago  in  June,  Castleton  House  was 
xmally  opened.  It  is  a  unique  project  inte- 
rating  a  school  and  a  home.  Local  authori- 
es  and  independent  charitable  trusts  got 
jgethertofurtherthe  advancement  of  multi- 
ensory  impaired  children.  We  have  set 
urselves  high  standards  and  these  are 
eing  achieved  through  structured  learning 
/ithin  a  homely  environment. 

Castleton  House  is  the  residential  unit 
ttached  to  the  Rebecca  Goodman  Centre 
t  Whitefield  School.  A  well  equipped  large 
onverted  house,  close  to  the  school  in  a 
uburban  street,  it  is  the  ideal  setting  to 
rovide  the  children  with  a  variety  of  social 
ontacts  and  experiences.  Ten  children 
etween  six  and  fifteen  years  live  there,  it  is 
leir  week-day  home.  The  children  attend 
ie  Rebecca  Goodman  Centre  and  close 
ontact  is  maintained  between  the  staffs  of 
)astleton  House  and  the  Centre.  As  the 
hildren  differ  in  age  and  ability  our  re- 
ponse  to  their  varied  learning  needs  is 
arefully  planned.  Educational,  communi- 
ation  and  social  programmes  are  discussed 
nd  agreed  with  parents,  school  and  the 
ouse  staff;  allowing  complete  consistency 
f  approach.  Developing  from  this,  routines 
re  established  to  help  each  child  towards 
chieving  these  targets.  Sometimes  prog- 
3ss  is  slow  but  with  the  advantage  of  twenty- 
)ur  hour  programming,  close  collaboration 
II  round  and  ability  to  use  the  relaxed 
omely  environment,  each  child  gets  there 
i  the  end. 

We  use  pastimes,  hobbies  and  play 
reatively  so  that  each  child  gains  the 
laximum  possible  learning  from  each  situ- 
tion  and  makes  step-by-step  progress 
wards  independence. 

The  day  revolves  around  an  established 


Annabelle  Burke  celebrates  her  eighth 
birthday  in  her  second  home 

routine.  We  encourage  the  children  to  take 
an  active  part  in  some  of  the  household 
activities  such  as  helping  with  the  weekly 
shopping.  We  have  regular  extra-curricular 
activities  like  swimming  and  horse-riding, 
and  often  participate  in  group  outings,  for 
example  trips  to  the  countryside  and  boat- 
ing. 

Within  the  house  many  independence/ 
self-care  skills  are  carried  out  co-actively 
and  to  ensure  a  consistent  approach  and 
individual  attention  a  key-worker  system 
operates.  Each  child  has  a  key-worker  who 
is  responsible  for  every  aspect  of  the  child's 
daily  routine  before  and  after  school. 

One-to-one  working  provides  us  with  the 
fullest  opportunity  to  involve  the  child  in 
work  and  play. 

As  the  new  term  has  just  begun  we  are 
all  looking  forward  to  the  coming  year  and 
we  are  planning  exciting  activities  and 
pastimes  for  the  children. 
Adele  Horner 
James  Rice 
Residential  Social  Workers 


Residential  Care 
Staff  Weekend 


The  Second  Care  Staff  Weekend  was  held 
on  3  June  1 988.  The  Care  Staff  from  various 
establishments  joined  us  and  were  wel- 
comed by  John  Hatton,  the  Principal  of 
Sense-in-the-Midlands.  This  year  we  di- 
vided the  weekend  into  workshops,  which 
proved  to  be  successful. 

Music  Therapy 

Kate  Baxter,  from  Rutland  House,  in  Not- 
tingham gave  a  lively  and  informative  ses- 
sion on  Friday  evening.  She  introduced  us 
to  various  methods  of  making  music  both 
old  and  new.  Kate  made  us  aware  of  our 
body  as  a  'paintbox  of  sounds'  and  by  using 
our  bodies  to  receive  tactile  and  vibration 
impressions  the  effects  became  obvious. 
These  sensations  can  greatly  benefit  our 
deaf-blind  people. 

Most  of  the  instruments  were  home  made 
from,  for  example,  a  corn-on-the-cob,  (dried 
out  and  polyurethane  coated),  a  car  inner 
tube  drum  to  chroma  harps  and  whirlies. 
We  could  not  have  started  the  weekend  off 
with  a  better  session;  it  really  made  us 
aware  of  ourselves  and  our  musical  capa- 
bilities. 

Challenging  Behaviour 

Virginia  Mallet,  Deputy  Head,  Sense-in-the- 
Midlands  explained,  very  clearly,  about 
challenging  behaviour;  what  it  is,  when  it 
occurs,  its  various  causes  and  how  we  can 
make  a  record  of  its  pattern.  In  the  work- 
shop accompanying  this  session  the  group 
developed  a  wonderful  dynamism  as  they 
clarified  their  ideas  on  the  topic. 

Coping  with  Stress  in 
Residential  Work 

Steve  Kiekopf,  who  is  Head  of  a  Unit  at 
Edgbaston,  started  the  Open  Forum  by 
explaining  briefly  about  stress.  He  affirmed 
the  importance  of  recognising  it,  not  only  in 
yourself,  but  also  in  your  fellow  workers  and 
clients.  After  a  long  discussion,  we  came  to 
certain  conclusions.  Overstress  reduces 
efficiency.  There  are  ways  of  reducing  stress. 
Care  staff,  in  co-operation  with  their  direct 
managers,  should  avoid  a  work  load  which 
taxes  them  beyond  their  capacity. 

They  should  retain  'a  listening  ear',  to 
listen  to  problems  and  come  to  decisions 
that  they  can  implement. 

The  should  support  each  other  in  all  as- 
pects connected  with  our  caring  for  the 
children. 

Care  staff  met  other  care  staff,  shared 
ideas  and  thoughts  and  experiences, 
throughout  the  weekend. 

For  many  years  care  staff  have  worked 
for  recognition  as  'professionals'.  We  have 
now  the  opportunity  to  enhance  this  by 
involving  ourselves  with  other  profession- 
als. 

Steve  Kiekopf 
Sense-in-the-Midlands 
Vanessa  Hutchinson 
Castleton  House 
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The  Editor  has  been  able  to  obtain,  at  enormous  expense,  a  copy  of  this  draft  examination  paper  which,  it  is 
thought,  will  be  compulsory  for  Sense  professionals  from  1992  onwards.  It  will  also  be  used  throughout  all 
the  EEC  countries,  but  of  course  it  will  be  harder  for  them  to  understand  because  they  have  the  misfortune 

of  not  being  silly. 


SENSE  Professionals  Distance  Learning  Course 


Final  Examination 


Chief  Examiner:  Norman  Brown,  Parent  Liaison-Officer 


Paper  3:  Dealing  with  Parents 


(All  quotations  are  genuine  except  those  which  are  not) 

1.  Instead  of  writing  a  record,  why  not  write  me  a  letter? 

Write  a  letter  to  a  parent  in  such  a  way  that  nothing  you  say  could 
possibly: 

a)  offend  the  Head  of  your  department  or  school 

b)  annoy  your  colleagues 

c)  cause  the  parent  to  reply 

d)  lead  to  a  disciplinary  hearing  or  libel  suit 

e)  be  used  in  any  way  whatsoever. 

2.  Save  time  by  preparation  rather  than  time-limits. 

a)  Explain  to  a  parent  why,  although  this  is  your  fervent  belief  and  wish, 
it's  all  the  Head's  fault  that  it  is  not  done,  and, 

b)  Explain  to  the  Head  why  this  is  an  unnecessary  complaint  since  the 
parent  has  ample  opportunity  to  take  advantage  of  your  generous  offers 
of  frankness  and  availability  any  time. 

3.  Let  us  learn. 

Explain  the  dangers  of  learning  for  those  without  relevant  paper 
qualifications. 

4.  Don't  want  to. 

List  the  commonest  expressions  of  horror  used  by  professionals  when 
faced  with  parents  who  wilfully  refuse  to  do  what  the  professionals 
want.  Do  not  digress  into  considerations  of  ingratitude,  the  meaning  of 
'nice'  or  what  they  told  you  on  that  course. 

5.  What  do  you  mean  by  copel 
Define  with  reference  to: 

a;  an  unarmed  man  locked  in  a  cage  with  a  ravening  tiger,  or, 

b)  a  mother  on  her  own  dealing  with  the  frustrated  sixteen-year-old  you 

won't  take  without  two  assistants. 

6.  If  you  don't  let  us  into  partnership,  you  are  letting  yourself  in  for  a 
lot  of  stress. 

Why  give  yourself  all  that  trouble? 

7.  The  more  power  you  have  to  make  decisions,  the  less  in  touchyou  are. 

a)  If  you  hold  an  administrative  position,  expose  the  scandalous 
assumptions  in  this  trumped  up  charge. 

b)  If  you  are  not  in  an  administrative  position,  smile  quietly  to  yourself 
and  proceed  to  the  next  question. 

8.  When  something's  started  working  well,  leave  well  alone. 
Explain  briefly  why  you  find  this  impossible  to  do. 

9.  h  the  parent  the  hammer  or  the  anviP. 

Without  recourse  to  crude  cartoons,  try  to  justify  your  ambivalence  in 
your  use  of  parental  involvement  in: 

a)  your  work 

b)  your  career  plans  for  fears) 
(.)  the  interests  of  a  quiet  life 
d)  scaring  your  colleagues 

10.  Don't  set  me  up,  back  me  up. 

Give  three  good  reasons  why  what  you  say  to  a  parent  in  private  rarely 
corre*ponds  to  what  they  hear  you  say  in  the  presence  of  your  superiors. 


1 1 .  We  must  learn  to  give  away  skills. 

Try  to  explain  in  polite  terms  why  you'll  be  damned  if  all  the  secret 
tricks  of  the  trade  you  amassed  by  theft  from  other  people  are  going 
to  be  used  to  further  someone  else's  career. 

12.  If  you  are  on  a  pedestal,  you  are  not  going  anywhere. 

a)  Explain  why  your  pedestal  is  much  nicer  than  anyone  else's  and 
that  you  are  perfectly  willing  to  speak  to  anyone  as  important  as 
yourself  as  long  as  they  keep  looking  up,  or, 

b)  Design  a  pedestal  on  wheels,  indicating  attachment  points  for 
handles  for  others  to  carry  you,  or, 

c)  Explain  that  lonely  feeling. 

13.  Confidentiality  may  be  a  breach  of  trust. 

Discuss  the  clash  of  the  need  for  co-operation,  honesty,  frankness  and 
putting  people  in  touch  and  your  professional  responsibility  for  play- 
ing safe. 

14.  Mix  and  match: 

a)  'Why  are  you  so  afraid  of  me?' 

b)  'Why  am  I  so  afraid  of  you?' 

If  cowering  under  the  table  at  this  point,  dictate  a  vociferous  but  polite 
denial  to  whoever  is  on  top.  If  on  top  of  the  table,  bang  it  and  shout 
comforting  slogans  to  whoever  is  below. 

15.  If  you  don't  want  to  be  a  stress-responder,  don't  make  me  one. 
Take  note. 

16.  What  are  you  going  to  do  about .  .  .  ? 

List  all  those  important  things  you  have  not  prepared  for  and  are 
hoping  to  escape  by  pretending  they  are  the  parent's  responsibility. 

17.  Which  bit  is  yours"? 

Illustrate  with  anatomical  or  metaphorical  drawings  those  areas  of 
interest  or  preoccupation  which  keep  you  from  looking  at  the  whole 
person  and  make  everyone  think  you  are  a  specialist. 

18.  How  much  do  you  need  to  know! 

Write  a  brief  dissertation  on  the  use  of  detailed  questioning  to  defer 
the  need  for  action  and  add  spice  to  later  conversations  at  dinner 
parties. 

1 9 .  If  you  need  to  know  that  much  about  me  to  work  with  me ,  shouldn '  / 
/  know  as  much  about  youl 

Attempt  a  string  of  feeble  excuses. 

20.  What  are  you  trying  to  sayl 

List  as  many  euphemisms  as  you  can  for  all  the  things  you  are 
normally  too  embarrassed  to  mention  by  name. 

21 .  If  you're  that  good  at  stress  management  and  behaviour  modifi- 
cation ,  how  come  you '  re  still  smoking! drinking  loo  muchl kicking  the 
cat? 

Discuss  with  reference  to  value  judgement,  target-setting.  New 
Year's  resolutions,  private  pleasures  and  what  a  hard  life  you're 
having. 


14 Talking  Sense  Winter  1988 


Usher  Syndrome  in  the 
School  Population 

Mary  Guest  and  Frank  Roper,  on  behalf  of  the  Usher  Syndrome  Awareness  and 

Education  Project,  have  carried  out  a  survey  of  pupils  with  Usher  Syndrome  in 

schools  for  the  deaf,  units  for  hearing  impaired  children,  and  in  mainstream 

education  in  the  United  Kingdom. 


Summary  of  the  Conclusions 

The  survey  of  education  provision  for  hear- 
ing impaired  children  has  identified  the 
existence  of  54  pupils  who  are  diagnosed 
as  having  Usher  Syndrome.  Pupils  with 
Usher  Syndrome  have  congenital  hearing 
loss  and  an  additional  degenerative  eye 
condition,  Retinitis  Pigmentosa,  which  is 
characterised  by  progressive  night  blind- 
ness and  tunnel  vision.  While  most  of  the 
identified  pupils  are  in  their  mid  to  late 
teens,  three  pupils  have  been  identified  at 
the  age  of  seven  years  or  below. 

The  survey  reveals  a  large  proportion  of 
teachers  who  are  seeking  information,  guid- 
ance and  support  in  their  work  with  these 
children.  It  highlights  the  need  for  earlier 
identification,  and  for  the  development  of 
expertise  in  educational  management  of 
pupils  with  Usher  Syndrome. 

The  Survey  in  Detail 

•  The  age  range.  The  students  diagnosed 
as  having  Usher  Syndrome  were  aged 
between  five  and  twenty-three  years,  the 
majority  falling  between  eleven  and  eight- 
een, with  a  peak  at  sixteen  years. 

•  Sexual  differences.  Both  sexes  were 
equally  represented. 

•  Educational  placings.  Twenty-six  were 
in  schools  for  deaf  children.  Twenty  others 
were  mainly  in  mainstream  education.  Eight 
were  in  units  for  hearing  impaired  children. 

•  Geographical  distribution.  Seven  were 
in  schools  in  Wales.  Five  were  in  Northern 
Ireland.  None  were  reported  from  Scotland. 
Forty-five  pupils  were  being  educated  in 
England. 

Where  are  schools  looking  for  help? 

The  returns  suggest  that  schools  look  to  a 
wide  variety  of  sources  for  help  when  they 
consider  how  to  manage  the  education  of 
the  newly  diagnosed  pupil. 

Obstacles  to  schools  receiving  help 

Two  major  obstacles  frequently  mentioned 
in  the  survey  which  can  hamper  this  proc- 
ess are: 

a)  insufficient  medical  information  about  the 
vision  of  the  diagnosed  pupil. 

b)  parental  refusal  for  their  child  to  be  in- 
formed of  the  diagnosis. 

Need  for  information  on  vision  to 
schools 

An  unsatisfactory  situation  prevails  for 
schools  who  need  information  about  the 
way  in  which  the  vision  of  the  deaf  pupil  who 
has  an  eye  defect,  is  functioning.  Schools 
mention  three  areas  of  difficulty  in  particu- 
lar: 

a)  the  process  of  obtaining  a  clear  diagno- 
sis. 

b)  information  on  the  pupil's  vision  at  diag- 
nosis and  how  his  vision  is  functioning  in  the 


school  setting. 

c)  prognosis  for  the  pupil  particularly  during 

his/her  time  of  full-time  education. 

Difficulty  in  obtaining  a  diagnosis 

Diagnosing  retinitis  pigmentosa  and,  in  the 
case  of  a  born  deaf  child  —  Usher  Syn- 
drome, is  not  difficult  in  itself,  provided  the 
correct  diagnostic  tests  are  used. 
The  difficulty  for  the  schools  with  pupils  who 
may  have  Usher  Syndrome  lies  in  getting 
them  referred  for  the  appropriate  tests  in 
the  first  place. 

Problems  during  the  process  of 
diagnosis 

It  may  be  difficult  to  obtain  a  correct  diagno- 
sis because  of  communication  problems 
between  the  deaf  child  and  the  person  who 
is  doing  the  optical  tests;  sometimes  a  cor- 
rect diagnosis  is  delayed  for  years. 

Lack  of  information  about  the 
diagnosis  of  Usher  Syndrome 

What  schools  lack  is  information  on  how  the 
diagnosis  can  be  interpreted  in  terms  of 
visual  functioning  of  the  individual  pupil  at 
school.  For  example: 

1 )  How  much  can  he/she  see  now? 

2)  How  quickly  is  the  condition  progress- 
ing? 

3)  How  much  field  vision  has  he/she  lost? 

4)  Will  he/she  go  blind? 

Confidentiality 

Confidentiality  between  the  patient  and  his 
doctor  is  important.  However  lack  of  infor- 
mation about  the  diagnosis  to  schools  and 
particularly  the  results  of  tests  can  severely 
hamperthe  way  in  which  the  school  handles 
the  education  of  the  pupil  with  Usher  Syn- 
drome. 

The  survey  considers  other  topics,  such 
as: 

•  Familiarity  with  medical  records 

•  The  value  of  information  on  visual  fields 

•  Prognosis  of  the  eye  condition 

•  Parental  refusal  to  give  information  to  their 
child  with  the  consequent  problems  for  the 
school 

Recommendations 

The  report's  recommendations  fall  into  four 
areas: 

1)  The  procedures  for  diagnosis  of  Usher 
Syndrome  within  the  deaf  school  popula- 
tion. 

2)  Information  on  vision  as  part  of  the  train- 
ing of  teachers  of  the  deaf. 

3)  More  systematic  approach  to  counselling 
and  support  for  the  family  as  well  as  for  the 
individual  child  and  young  person. 

4)  Research  into: 

a)  the  effects  of  loss  of  vision  combined  with 
deafness  particularly  in  the  educational 


setting,  and 

b)the  cause  of  Usher  Syndrome. 

The  full  report,  entitled  Usher  Syndrome  in 
the  School  Population  is  available  for  £1 .50 
post-free  from  Sense  Head  Office;  please 
contact  Mary  Guest,  Usher  Syndrome  Proj- 
ect Co-ordinator. 


'Keeping  in  Touch' 

'Keeping  in  Touch',  is  a  20-minute  video 
about  communication  between  deaf-blind, 
deaf  and  hearing  people,  in  which  the 
camera  observes  how  the  methods  nor- 
mally used  by  hearing  people  (speech)  and 
by  deaf  people  (sign  language)  can  be 
adapted  to  touch  methods  with  deaf  blind 
people. 


Keeping 
inTouch 


A  video  guide  to  the  various  methods 

of  communicating  with  deat-blind  people 

or  those  whose  sight  or  hearing 

are  impaired 


The  video  will  officially  be  launched  on 
27  January  1 989  when  Jack  Ashley  MP  will 
speak  at  British  Telecom's  offices  in  the  City 
of  London. 

Copies  will  be  available  price  £25  (in- 
cluding p&p)  from  Sense  Head  Office.  For 
further  information  contact  Mary  Guest. 


Usher 

Syndrome 

Study  Group 

The  Usher  Syndrome  Study  Group 
will  be  meeting  at  Warwick  University 
during  the  weekend  of  4-6  August 
1 989.  On  5  August  1 989,  it  is  hoped  to 
organise  a  mini  conference  on  Usher 
Syndrome,  which  is  open  to  people 
who  are  not  part  of  the  Study  Group. 
Further  details  on  this  weekend 
are  available  from  Mary  Guest  at 
Sense,  31 1  Gray's  Inn  Road,  London 
WC1 X  8PT.  Telephone:  01  -278  1 005 
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Princess  Diana  visits  the  Northern 
Counties  School  for  the  Deaf 


The  Northern  Counties  School  for  the  Deaf 
in  Newcastle  is  1 50  years  old  this  year.  The 
highlight  of  the  year's  celebrations  was  on 
Thursday.  21  July,  when  Her  Royal  High- 
ness The  Princess  of  Wales  came  to  visit 
us.  Visiting  the  Primary  Department  of  the 
school,  not  only  was  she  able  to  fingerspell 
to  some  of  the  children,  she  also  happily 
tried  to  sign  too.  Throughout  her  visit  she 
wore  a  radio  hearing  aid  system.  This  al- 
lowed many  of  the  children  to  'tune  in'  to 
whatever  she  said !  The  Princess  had  a  lot  to 
say  and  the  children  asked  all  sorts  of 
questions.  Perhaps  one  that  will  stick  in 
everybody's  mind  was  'Are  you  really  The 
Princess  of  Wales?' 

Later  she  spent  nearly  half  an  hour  in 
the  new  Special  Needs  Department  of  the 
school.  She  took  a  particular  interest  in  the 
needs  of  those  children  with  multiple  handi- 
caps and  was  at  great  pains  to  congratulate 
the  staff  on  the  tremendous  work  they  are 
doing  with  these  youngsters. 

Most  of  the  visit  was  quite  rightly  devoted 
to  the  children  but  in  between  times  Prin- 
cess Diana  managed  to  unveil  a  plaque 
commemorating  the  one  hundred  and  fifti- 
eth anniversary  of  the  School,  have  lunch, 
meet  dozens  of  friends,  parents,  staff,  and 
past  pupils  of  the  School.  All  in  all,  a  thor- 
oughly enjoyable  day  —  well  worthwhile 
and  never  to  be  forgotten. 
Cris  Lewis 
Head  Teacher 


Image  Photographic  Services 


In  the  Primary  Special  Needs  Class  Princess  Diana  had  quite  a  battle  with  Barry  who 
was  determined  that  the  radio  transmitter  she  was  wearing  needed  continual  adjustment. 
Not  many  children  can  claim  to  have  pulled  over  a  Princess,  but  Barry  nearly  did! 


Call  for  Action  for 
six  Million  Disabled 


A  report  on  the  financial  circumstances  of 
disabled  people  finally  saw  the  light  of  day 
on  1 5  November  1 988.  This  was  the  second 
in  a  series  of  six  published  by  the  office  of 
Population,  Censuses  and  Surveys,  and 
commissioned  by  the  Department  of  Health 
and  Social  Security.  The  research  was 
carried  out  between  1985  and  1988. 

This  followed  the  report  published  on  28 
September  1 988  aimed  to  shed  new  light  on 
the  numbers  of  people  with  a  disability  and 
took  into  account  the  level  of  severity  as  well 
as  the  type  of  disability.  According  to  the 
OPCS  the  survey  adopted  a  lower  thresh- 
old of  disability  which  'means  that  it  is  all  the 
more  important  to  avoid  any  sweeping 
conclusions  —  for  instance  that  all  those 
included  in  this  study  are  unable  to  support 
themselves  ...  or  are  necessarily  depend- 
ent on  services  or  social  security  benefits. 

The  next  four  reports  due  to  be  pub- 
lished will  provide  estimates  about  the  preva- 
lence of  disability  amongst  children  and  will 
present  other  areas  of  significance  such  as 
employment  and  use  of  services.  Unlike 
earlier  surveys  (the  last  one  took  place  in 
1969)  it  includes  children  and  adults  in 
residential  accommodation  and  provides 
information  on  all  types  of  disability  includ- 
ing those  caused  by  mental  illness  and 
handicap. 


The  survey  was  welcomed  by  welfare 
rights  groups  and  voluntary  organisations 
—  with  some  misgivings!  At  the  launch  of 
the  report  in  September  the  Minister  for  the 
Disabled,  Nicholas  Scott  appeared  unwill- 
ing or  unable  to  say  how  the  results  of  the 
survey  would  be  used  in  conjunction  with 
the  Griffiths  Review  of  Community  Care. 
His  reference  to  disability  in  old  age  as 
being  'normal'  added  insult  to  injury  in  the 
eyes  of  the  umbrella  group,  Disability  Alli- 
ance. According  to  the  alliance  this  was  an 
attempt  on  the  part  of  the  Minister  to  'play 
down'  the  most  unequivocal  conclusion  of 
the  report,  namely  the  fact  that  over  six 
million  people  have  been  identified  as  dis- 
abled. 

This  presents  the  Government  with  a 
sizeable  'minority'  of  people  who  appear  to 
have  been  short  changed  in  the  past.  They 
are  now  finding  strength  in  their  numbers  — 
hopefully  enough  to  make  a  case  for  the 
long  discussed  introduction  of  a  compre- 
hensive income  for  disabled  people.  Nicho- 
las Scott  seemed  to  consider  the  idea  as  a 
concept  at  least,  when  he  said  in  a  recent 
BBC  interview  'I  think  we  would  want  to  look 
at  that.  The  costs,  an  extra  £3  billion  would 
obviously  be  a  factor'. 

Maria  Hatzipetrou 


Community  Care 

A  big  increase  in  the  number  of  mentally 
handicapped  people  being  cared  for  in  the 
community,  rather  than  living  long-term  in 
NHS  hospitals,  was  welcomed  by  Edwina 
Currie,  Parliamentary  Secretary  for  Health. 

A  Statistical  Bulletin  published  by  the 
Department  of  Health  shows  that  between 
1976  and  1986  there  was  a  decrease  of 
15,000  in  the  number  of  NHS  resident  pa- 
tients, from  49,000  in  1976  to  34,000  in 
1 986.  During  the  same  period  there  was  an 
increase  of  26,000  places  in  residential 
homes,  Adult  Training  Centres  and  Special 
Needs  Units. 

Mrs  Currie  said:  'I  am  pleased  to  see  that 
care  in  the  community  is  really  happening 
and  that  overall  the  number  of  places  avail- 
able is  increasing,  with  more  variety  than 
before. 

There  will  always  be  a  place  for  hospitals 
to  care  for  the  mentally  handicapped,  but  I 
am  glad  that  families  and  professionals  in 
many  parts  of  the  country  have  some  choice 
about  when  and  whether  hospital  is  appro- 
priate for  the  handicapped  person.  In  the 
end,  we  want  what  is  best  for  the  individual 
concerned  and  that  includes  giving  them 
some  say  in  the  matter  too.' 

Talking  Sense  would  be  glad  to  hear 
your  views  on  this  trend.  Has  it  been  your 
experience  that  choice  has  been  improved? 
We  will  no  doubt  be  hearing  more  about 
community  care  in  the  future  as  implemen- 
tation of  the  Griffiths  Report  is  discussed. 
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GIVE  YOUR  CHILD  SOMETHING 
YOU  NEVER  HAD. 

THE  MMR  VACCINATION. 

(Measles,  Mumps  and  Rubella) 


MMR 

THREE  WAY 
PROTECTION 

FOR  YOUR 

CHILD 

HIALTH  UMfCATKNt  AUTHORITY 
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MMR 


The  immunisation  programme  was 
welcomed  by  Sense  as  a  more 
effective  way  of  preventing 
Congenital  Rubella  Syndrome. 
Unfortunately,  since  the 
government  launched  the  vaccine 
there  has  been  confusion  among 
health  authorities  about  almost 
every  aspect  of  this  immunisation 
drive.  The  main  problems  seem  to 
come  from  shortage  of  supplies, 
confusion  about  how  it  is  being 
allocated  and  establishing  who  will 
pay  for  it.  Stories  about  shortage  of 
the  vaccine  have  been  all  over  the 
local  papers  since  it  was  launched 
on  3  October.  For  the  immunisation 
programme  to  succeed  a  90% 
uptake  is  necessary  and  there  are 
growing  fears  that  the  initial 
enthusiasm  will  be  lost  amid  the 
confusion. 


The  Vac 


Colette  Mercer,  Sense's  new 
Head  of  Information,  looks  at 

the  Government's  new 

campaign  against  measles, 

mumps  and  rubella. 


The  vaccine  was  launched  in  a  flurry  of 
press  coverage,  Health  Minister  Edwina  Cur- 
rie  was  kissing  babies  and  Princess  Diana 
was  wincing  at  the  sight  of  the  injection.  All 
this  was  presumably  to  get  parents  to  rush 
along  to  their  clinics  without  delay.  In  many 
areas  these  parents  were  disappointed  — 
inadequate  supplies  of  the  vaccine  led  to 
many  clinics  only  being  able  to  vaccinate  the 
target  groups  of  1  -2  year  olds  and  4-5  years. 
In  areas  where  supplies  are  extremely  short 
only  14-15  month  old  babies  who  have  not 
received  the  measles  vaccine  are  being  called 
with  the  4-5  year  olds. 

The  'opportunistic'  parents  whose  chil- 
dren are  not  in  these  groups  will  have  to  wait 
until  more  vaccines  are  available  or  until  their 
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U  B  E  L  L  A 


Tlie  use  o/  fee  vaccine  MMR  is 
a  new  initiative  to  eradicate 
measles,  mumps  and  rubells. 

Up  to  now  the  strategy  to 
prevent  Congenital  Rubella 

Syndrome  has  been  to 

vaccinate  girls  and  women  to 

prevent  them  contracting  the 

virus  during  pregnancy. 

Despite  this  schoolgirl  and 

pre-natal  programme,  one 

pregnant  woman  in  every  20 

or  30  is  still  not  immune. 


children  reach  the  correct  age.  Obviously  the 
fewer  children  vaccinated  the  longer  it  will 
take  for  the  programme  to  succeed. 

Health  Authorities  across  the  country  are 
critical  about  these  shortages.  Many  had 
feared  there  would  not  be  enough  supplies 
before  the  launch  but  had  apparently  been 
reassured  by  the  Department  of  Health.  Some 
authorities  had  not  known  that  the  vaccine 
would  be  supplied  on  a  quota  basis  —  540 
vaccines  per  month  per  Health  Authority, 
regardless  of  its  population.  In  some  areas 
such  as  Leeds  the  two  authorities,  Leeds  East 
and  West  have  only  received  one  batch  be- 
tween them.  In  cases  where  the  authority  has 
re-ordered  stocks  they  have  eventually  ar- 
rived   but  authorities  are  never  sure  when 

they  will  arrive. 


By  making  children  immune 

with  MMR,  the  virus  should  be 

prevented  from  circulating 

and  pregnant  women  will  not 

come  into  contact  with 
rubella.  Measles  and  mumps, 
although  widely  regarded  as 

harmless,  can  also  lead  to 

serious  complications  and  are 

best  avoided. 

Some  rather  unscientific  research  carried 
out  by  Sense,  monitoring  the  situation  in  vari- 
ous Health  districts,  shows  a  general  feeling 
of  confusion  and  varying  degrees  of  short- 
age. The  main  complaint  seems  to  be  that  it  is 
very  difficult  to  plan  an  immunisation  pro- 
gramme without  clear  facts  about  the  availa- 
bility of  the  vaccine  and  how  it  is  to  be  found. 
One  immunisation  co-ordinator  said: 

We  haven't  run  out  because  we  are 
not  calling  people  to  come  to  the  clinics 
In  case  we  run  out!  Which  means  we 
aren't  vaccinating  people  either'. 
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ne  is  Launched 


The  shortage  of  supplies  appears  to  have 
arisen  because  only  one  manufacturer  was 
licensed  in  time  for  the  launch.  According  to 
an  article  in  The  Independent  by  Oliver  Gillie 
on  13  October,  the  shortage  was  due  to 
stricter  guidelines  for  screening  the  blood 
product  albumen  used  in  the  vaccine.  Gillie 
alleges  that  although  this  was  discussed  by 
the  DHSS  Committee  on  Safety  of  Medicines 
in  August  1987  it  took  a  year  for  them  to 
decide  on  their  requirements  and  make  them 
known  to  Merieux,  one  of  the  contenders  for 
the  licence.  This  shortage  has  allowed  Smith 
Kline  and  French  the  sole  manufacturers,  to 
negotiate  a  specially  favourable  price  while 
they  enjoy  this  monopoly. 

The  vaccine  is  extremely  expensive 
compared  with  the  old  single  measles 
jab  —  nearly  five  pounds  for  MMR 
compared  to  about  75p  for  measles. 

According  to  Edwina  Currie,  it  was  ex- 
pected that  the  price  would  come  down  as 
companies  competed  for  the  Health  Service 
market.  The  opposite  appears  to  have  hap- 
pened. An  even  higher  price  is  being  paid  by 
desperate  GP's  who  are  ordering  straight 
from  the  manufacturers  and  are  therefore  not 


getting  the  bulk  purchase  price. 

With  these  increased  costs  the  question 
of  who  pays  for  MMR  is  even  more  crucial. 
Some  of  the  cost  was  expected  to  be  paid  for 
from  money  saved  by  Health  Authorities  not 
having  to  treat  victims  of  three  diseases. 
However  this  also  seems  to  be  part  of  a 
government  miscalculation — the  £3.50  which 
is  expected  to  be  saved  for  every  £1  spent, 
cannot  be  realised  for  at  least  ten  years  ac- 
cording to  Chief  Medical  Officer,  Sir  Donald 
Acheson.  Another  £1 .4m  has  been  found  by 
the  government  for  the  programme  this  year 
but  authorities  still  do  not  know  how  much 
each  of  them  will  get.  This  means  the  immu- 
nisation programme  cannot  be  budgeted  for 
and  with  the  increasing  demands  on  Health 
Authority  funds  there  may  not  be  enough  to 
pay  for  it. 

All  this  confusion  is  not  going  to  help  a 
campaign  which  depends  on  public  aware- 
ness and  good  organisation.  For  it  to  be 
possible  for  the  three  diseases  to  be  eradi- 
cated a  90%  uptake  is  necessary  —  the  cost 
of  the  vaccine  and  the  shortage  of  supplies  is 
unlikely  to  achieve  this  by  1990,  the  target 
date  set  by  the  World  Health  Organisation 
and  accepted  by  the  government. 


iy  Health  Authorities 

ewe  determined  to  see  a 

high  uptake  of  MMR.  Local 

immunisation  drives  in 

schools  and  town  centres 

with  badges,  T-shirts  etc. 

are  being  planned.  Sense 

in  conjunction  with  the 

National  Rubella  Council 

will  be  looking  at  methods 

of  good  practice  in 

particular  Health 

Authorities  and  looking  at 

ways  that  other  areas  can 

use  these  ideas  to  improve 

their  uptake. 


hanina'S  ajab 
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Much  of  the  enthusiasm  which  greeted  the  new  vaccine  was  lost  as  conflicting  headlines  appeared  in  the  local  press: 
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Kanhai  and  Andy  went  from  the  Manor  House  to  Spain  where  they  joined  up  with  Rachel  and 
Pat  from  Edgbaston  and  Ian  and  Lewis  from  Overbridge.  Here  is  Kanhai's  account . . . 


■ 

i 

■ 


Kanhai  delights  in  the  sun 
and  the  pool. 


met  some  new  friends  in  Spain  from  Scotland  Ian  and  Lewis  from  Glasgow  and 

Leon  and  Jan  from  Holland,  Rachel  and  Pat 

from  Birmingham,  Anna,  Helena  and  Rosa 

from  Spain.  I  like  talking  with  new  friends 

from  different  countries.  I  like  swimming  I 

like  riding  on  bicycle  in  Sitges,  laying  on  the 

beach  and  on  boats. 

We  went  out  on  train  to  Barcelona  and 

saw  the  big  church  we  went  for  a  drink  and 

lunch.  We  went  to  the  big  Aquapark.  We 

went  on  the  big  slides  and  in  swimming 

pool.  We  went  Spanish  dancing  with 

Spanish  lady  Anna.  We  went  shopping, 

I  bought  after-shave,  T-shirt,  books  and 

fan.  We  playing  animal  games  and 

j    having  beer  at  hotel. 

The  waiters  were  giving  dinner  and 
lunch  very  funny  men. 

I  had  a  good  time  in  Spain  and  met 
many  new  friends. 


Pat  Munro  enjoys  a  donkey  ride. 


We  took  over  three  chalets  at  Bu 
filling  them  with  Shari,  Alistair,  Justin,  T 
Beulah  and  Brian  —  not  to  mention  al 
helpers. 


Adam  Ockelford  writes  . . . 

Sunday  morning  was  spent  exploring  some 
of  the  many  attractions  Butlins  had  to 
offer,  a  fairground,  horse-riding  and  a 
pleasant  sandy  beach.  We  took  our  first 
dip  in  the  'Aquasplash'  swimming  complex, 
and  the  braver  enjoyed  the  waterslides  and  wave-ma- 
chine. Cool  water,  but  a  hot  day.  On  Monday,  we  ventured 
beyond  the  perimeter  fence  for  the  first  time — just  across 
the  road  to  'Rainbow's  End'  —  a  most  attractive  leisure 
park  specially  designed  for  children,  with  numerous  ani- 
mals, slides,  climbing  frames,  a  ball  pool  and  a  bouncy 
castle. 

Later  in  the  week  the,  by  now,  traditional  holiday  rain 
was  falling  so  we  took  advantage  of  Smart's  amusement 
park  instead.  Some  people  enjoyed  the  upside-down  rides 
more  than  others,  whilst  none  of  the  children  having  the 
weaker-stomached  helpers  (such  as  myself)  expressed 
any  interest  in  the  more  vertiginous  rides  at  all!  After  lunch 
it  was  back  to  Butlins  for  a  little  walking,  shopping,  swim- 
ming or  simply  lazing.  (It's  all  go  on  these  Sense  holidays!) 

On  Thursday  we  took  the  hovercraft  to  the  Isle  of  Wight, 
where  we  spent  a  happy  day  in  Ryde,  getting  to  know  the 
natives,  and  having  fun  on  the  trampolines,  pedal  boats 
and  the  helter-skelter. 

Eventually  Saturday  came,  after  the  packing  and  moving 
all  the  furniture  back  —  the  journey  home. 

Adam  Ockelford 


A  good  romp  in  the  'soft  room 
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ays 


We  have  been  on  our 

holidays  this  summer  —  to 

the  seaside,  to  the  hills,  even 

to  Spain.  Here  are  just  a  few 

of  our  holiday  snaps  and  a 

few  comments. 


Rumour  has  it  that,  after  two  experiences  of  Sense 
holidays,  the  River  Dart  Country  Park  in  Devon 
has  had  to  close  down  for  a  while  to  allow 
instructors  and  staff  to  regain  their 
sanity. 


Robbie  Beattie  rock 
climbing,  assisted 
by  Nigel  and  Jeff 


Chris  Gelder  had  his 
camera  handy 


Meanwhile,  back  at  the  Centre,  kitchen  staff  were  saying, '.  . .  and  what's  so  wrong  with 
our  cheese  sandwiches?',  whilst  domestic  staff  were  trying  to  decide  whether  the  removal 
of  the  roof  of  one  of  the  bedrooms  to  let  in  more  air  was  a  good  idea  or  not.  At  the  Shire  Horse 
Centre  there's  a  huge  horse  nursing  a  bruised  chin. 
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On  Tuesday  25  October,  over  50  people 
gathered  together  in  Glasgow  to  celebrate 
the  first  three  years  of  Sense-in-Scotland  by 
looking  back  at  what  had  been  achieved  in 
that  time  and  by  looking  forward  to  set  goals 
for  the  future.  Indeed  it  was  noted  that  the 
day  was  something  of  a  milestone.  It  marked 
the  emergence  of  Sense-in-Scotland  as  a 
fully  fledged,  professional  organisation. 

We  welcomed  people  from  all  over 
Scotland  and  from  a  wide  variety  of  back- 
grounds —  but  particularly  special  was  the 
presence  of  several  deaf-blind  people  and 
the  group  of  Overbridge  students  who  joined 
us  for  lunch.  We  were  very  glad  they  could 
come  along. 

Our  thanks  to  all  the  speakers,  espe- 
cially to  Jessica  Hills  who  travelled  up  from 
England  to  be  with  us  for  the  morning  and  to 
Carolyn  Finlayson,  SheenaTulloch  and  Neil 
Farquharson  who  spoke  in  the  afternoon 
from  the  parents  point  of  view  and  put  the 
morning's  rather  more  'official  business' 
into  perspective. 

Next  year  Sense-in-Scotland  will  hold  its 
bi-annual  conference  in  Glasgow,  but  this 
day  was  as  important.  It  kept  up  the  profile 
of  Sense-in-Scotland  and  attracted  interest 
from  Radio  Clyde,  Radio  Scotland  and  the 
Daily  Record.  Ben  Spencer 


Adult  Services 
Survey 

The  Adult  Services  Working  Group  of  Sense- 
in-Scotland  conducted  a  small  survey  by 
postal  questionnaire,  of  the  opinions  of 
parents  of  young  deaf-blind  adults  in  Scot- 
land, in  an  attempt  to  find  out  whether  our 
plans  for  the  future  services  to  this  age 
group  came  near  the  actual  needs  as  per- 
ceived by  the  families. 

We  received  a  40%  return  and  would 
extend  our  thanks  to  the  parents  who  re- 
sponded so  fully  and  helpfully.  We  would 
reassure  these  parents  that  all  the  informa- 
tion received,  as  promised,  was  treated  in 
the  strictest  confidence  and  will  continue  to 
be  held  in  confidence. 

The  opinions  of  the  parents  coincided  on 
the  whole,  with  the  thoughts  we  had.  With 
some  modification,  we  will  attempt  to  imple- 
ment our  plans  —  as  funds  become  avail- 
able of  course! 

It  was  heartwarming  (but  hardly  surpris- 
ing) that  all  parents  want  their  deaf-blind 
son  or  daughter  to  be  valued  for  the  quali- 
ties they  have  as  a  person  rather  than  pitied 
for  the  abilities  they  lack.  Most  parents  felt 
that  quality  was  more  important  than  locality 
when  it  came  to  services  for  their  young 
person  in  adult  life. 

Sadly,  one  third  of  the  parents  had  no- 
body they  could  talk  to  who  fully  understood 
the  needs  of  the  whole  family,  and  of  the 
other  two  thirds,  only  a  minority  found  that 
person  within  the  Social  Work  field. 

Although  our  numbers  are  relatively 
small,  rt  is  clear  that  the  need  for  Adult 
Services  is  big  —  we  will  do  our  best  to  fill 
this  need  as  fast  as  we  practically  can. 

Sheena  Tulloch,  Chairman 
Adult  Services  Working  Group 
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Mark  Horton  is  becoming  something  of  a  celebrity.  In  the  last  edition  of  Talking  Sense 
we  described  how  he  had  taken  part  in  a  sponsored  walk  on  behalf  of  Sense-in- 
Scotland.  He  has  now  really  excelled  himself,  completing  the  Glasgow  Half  Marathon 
held  on  1 1  September  in  the  Overbridge  record  time  of  2  hours  21  minutes.  He  has  kept 
his  views  on  his  performance  to  himself  so  we  don't  know  if  he  felt  he  was  held  back  by 
his  two  sighted  guides  Alison  Bingham  (Key  Tutor)  and  Colin  McKillop  (Shawlands 
Harriers).  What  we  do  know  is  that  he  appeared  ready  to  continue  to  the  full  Marathon 
distance. 


Round  and  About 


Sense-in-Scotland  are  going  up  in  the  world 
—  literally!  The  office  has  been  relocated 
from  behind  the  shop  to  new  premises 
across  the  alley  and  up  three  flights  of 
stairs.  Our  address  and  'phone  number 
remain  the  same,  but  we  now  have  win- 
dows. Until  the  lift  is  installed,  we  are  all 
getting  fit  going  up  and  down  those  stairs. 
The  end  of  August  saw  the  end  of  the 
MSC  Community  Programme  and  with  it 
changes  in  staff.  Sadly  we  had  to  say  fare- 
well to  Neil  MacLean,  our  information  worker, 
who  has  gone  on  to  work  at  Overbridge 
where  we  wish  him  all  the  best.  Our  growing 
resource  of  information  is  now  back  in  the 
hands  of  Joyce.  We  also  had  to  say  goodbye 
to  Ben  Spencer,  only  to  see  him  return  the 
following  week  as  a  Sense  employee!  We 
welcome  to  the  office,  Alex  Duguid  and  his 
guide  dog  Lyric,  to  work  on  raising  funds 
primarily  for  Overbridge  and  also  Jimmy 


Lynch  who  joins  us  as  a  support  worker  foi 
Alex  in  particular  —  and  for  the  office  ir 
general. 

On  1 2  September,  our  new  caravan  was 
officially  opened.  Mr  John  Tacchi,  Manag 
ing  Director  of  Johnstons  &  Paton,  whiskec 
Gill  up  to  Aviemore  in  his  fully  computerisec 
car  to  perform  the  ceremony.  Also  presen 
were  Roy  &  Elizabeth  Cox  who  have  nobl} 
taken  on  the  organisation  of  the  caravan 
Now  that  the  caravan  has  been  declarec 
formally  open,  bookings  will  be  welcome.  I 
is  available  52  weeks  of  the  year  and  wil 
sleep  six  in  luxury.  For  full  details  please 
contact: 

Mrs  Elizabeth  Cox 
28  Blantyre  Crescent 
Duntocher 
Clydebank  G81  6JW 
Tel:  Duntocher  76061 


The  Scottish  Association  for  the  Deaf 


The  first  area  conference  was  held  at  the 
end  of  September  this  year.  Gill  Morbey  is 
the  chairman  of  the  Glasgow  &  West  area 
and  was  therefore  fully  committed  over  the 
weekend. 

There  was  a  variety  of  well  qualified  and 
interesting  speakers  ranging  from  Dr  Har- 
lan Lane,  Dr  Barry  McCormack,  Ivy  Gibson, 
Chris  Jones  and  many  others.  Gill  and 
Patrick  also  gave  a  talk  on  deaf-blindness. 
Our  thanks  to  Patrick  Murphy  and  Ann 
Barnett  for  coming  so  far  to  take  part. 

For  people  wishing  more  information, 
papers  will  be  available  shortly  by  contact- 
ing Gill  at  the  Sense  Scottish  Office. 
Joyce  Wilson 


THIRD  SENSE-IN-SCOTLAND 
CONFERENCE 

23 -25  JUNE  1989 
JORDANHILL  COLLEGE 
GLASGOW 

Keynote  Speaker: 

John  Mclnnes  from  Canada 

Chairman  of  the  International 
Association  for  the  Education  of  the 
Deaf-Blind 


» 
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Overbridge  Officially  Opened 

Overbridge  was  officially  opened  by  the  Countess  Strathmore  on  10  November. 
Geoff  Aplin,  the  Principal,  reflects  on  the  big  day  in  Scotland's  residential  training 

centre  for  young  adults. 


We  started  at  1 .30pm  when  I  had  the  privi- 
lege of  taking  Lady  Strathmore  and  Sheena 
Tulloch  on  a  tour  of  Overbridge.  The  stu- 
dents had  established  themselves  in  differ- 
ent parts  of  the  building  with  staff  members 
and  volunteers  to  demonstrate  the  kind  of 
work  they  do.  Everything  went  according  to 
plan.  That  is  not  to  say  everyone  concen- 
trated single  mindedly  on  the  work  in  hand, 
Brian  in  the  gym  working  on  a  co-ordination 
exercise  with  hoops,  introduced  a  variant 
that  had  everyone  hurrying  for  cover.  This 
apart,  Scott  worked  in  exemplary  fashion  in 
the  classroom,  as  did  Lewis,  David  and 
Lesley  in  the  different  unit  kitchens.  Alison 
was  deeply  engrossed  in  art  therapy.  Nicky 
and  Mark  were  in  music  therapy.  Paul  was 
on  his  third  helping  of  pudding.  The  others 
were  at  siesta. 

Lady  Strathmore  took  a  close  interest  in 
everything  that  was  going  on  and  would 
happily  have  remained  with  the  students 
and  staff  for  longer.  But  the  formal  part  of 
the  proceedings  brought  a  delightful  re- 
laxed tour  to  an  end. 

The  speeches  by  Lord  Muirshiel,  Chair- 
man of  Quarriers  Council,  Dr  John  Tulloch, 
Chairman  of  the  Sense-in-Scotland  Execu- 


tive, and  Lady  Strathmore  took  place  in  the 
Dalmeny  Hotel,  across  the  road  from  the 
Centre.  This  is  because  Overbridge  has  no 
suitable  accommodation  for  a  large  group 
of  people.  For  this  reason  only  a  small  party 
of  guests  returned  to  attend  the  unveiling  of 
the  plaque  commemorating  Lady  Stra- 
thmore's  visit. 

At  the  unveiling  all  but  two  of  the  stu- 
dents stood  in  a  semi-circle  around  Lady 
Strathmore.  Immediately  behind  each  of 
them  a  staff  member  and  behind  them  the 
guests  all  crowded  into  the  vestibule.  Eve- 
ryone remained  silent  and  still  throughout 
the  prayer  of  dedication  given  by  Reverend 
Bob  Montgomery,  Chaplain  to  Quarriers, 
the  actual  unveiling,  the  floral  presentation 
(by  Lesley)  and  the  concluding  remarks. 
Only  then  did  Brian  round  off  the  ceremony 
with  a  short  spontaneous  break  dance,  as 
we  made  our  way  back  to  the  Dalmeny  for 
some  excellent  food  and  drink. 

Lady  Strathmore's  close  interest  and 
affection  for  the  students  was  greatly  ap- 
preciated by  everyone  in  Overbridge.  It  was 
a  great  pleasure  too  to  have  with  us  so 
many  of  our  friends  who  have  supported  us 
and  helped  us  overthe  last  eighteen  months. 


Sheena  Tulloch 
wins  Award 


Sheena  Tulloch  of  Edzell,  Angus  has  for  1 5 
years  devoted  her  time  to  caring  for  others, 
now  her  work  is  being  publicly  recognised. 
For  Sheena,  a  retired  nurse,  has  won  a 
Whitbread  Community  Care  Award  for  her 
dedication  to  Sense-in-Scotland. 

Sheena  has  been  a  leading  light  in  Sense 
and  was  instrumental  in  the  founding  of  the 
Overbridge  Centre,  the  first  residential  train- 
ing centre  for  deaf-blind  teenagers  in  Scot- 
land. 

Sheena  wins  £1,000,  which  she  has 
donated  to  Sense-in-Scotland:  she,  her 
husband  John  and  deaf-blind  son  Richard 
travelled  to  London  as  guests  of  Whitbread 
&  Co  for  a  special  Celebration  Day  on  2 
November. 

The  Awards  are  given  to  individuals  or 
groups  who,  in  the  opinion  of  the  independ- 
ent judging  panels,  have  made  a  significant 
contribution  to  community  care  in  their  area. 

Whitbread  Director  for  Community  Rela- 
tions, Mark  Tabor,  said,  'Sheena  and  the  1 4 
other  winners  deserve  a  tremendous  vote 
of  thanks  for  their  efforts.  The  2,000  or  so 
nominations  we  have  received  this  year  and 
the  depth  of  caring  which  they  demonstrate, 
show  how  great  a  contribution  is  made  by 
the  voluntary  sector. 

Foster  Murphy,  Director  of  the  Volunteer 
Centre  UK,  which  supports  the  scheme 
said,  'We  were  particularly  impressed  with 
Sheena's  long  dedication  to  deaf-blind 
people.  Her  work  in  helping  to  found  Over- 
bridge  has  been  outstanding'. 


Barcaple  Holiday  1988 


As  we  look  back  and  review  our  1988 
'season'  without  a  doubt  the  Sense  holiday 
remains  one  of  the  absolute  highlights  for  all 
of  us. 

To  accommodate 
the  disabilities  of  the 
young  people  we  had 
decided,  in  collabo- 
ration with  David 
Hughes  from  Over- 
bridge,  to  modify  our 
usual  adventure  pro- 
gramme and  to  bal- 
ance it  out  with  activi- 
ties of  a  gentler  na- 
ture. In  this  way  we 
felt  that  although 
there  would  be  chal- 
lenges and  achieve- 
ments for  everybody 
during  the  week  the 
schedule  would  not 
be  overtaxing  and, 
we  hoped,  there 
would  be  something 
to  suit  all  tastes.  I 
think  that  this  worked 
very  well  and  conse- 
quently the  young 
people  found  them- 
selves taking  part  in 
a  wide  range  of  ac- 
tivities. These  ranged 
from  canoeing  on 
Loch  Ken,  climbing 


David  (an  Overbridge  student)  on  the 
Barcaple  holiday,  August  1988 


up  walls  and  rockfaces,  abseiling  off  a  ninety 
foot  viaduct,  pony  trekking  along  the  coast 
to  visiting  an  excellent  local  farm  where  they 
were  encouraged  to 
touch  and  feed  the 
animals.  Not  forget- 
ting the  Kirkudbright 
potter  who  let  them 
take  turns  on  his 
potters  wheel  in  the 
sunshine  outside  his 
workshop.  Photo- 
graphs, we  now  have 
adorning  our  picture 
board  in  the  hallway 
of  the  Centre,  high- 
light many  of  these 
activities,  although 
the  one  that  is  com- 
mented on  most  is  of 
Andy,  one  of  our  in- 
structors, giving 
Brian  from  Overbr- 
idge a  piggy-back  up 
the  Centre's  climbing 
wall.  Brian  was  obvi- 
ously safely  roped- 
up,  but  just  needed  a 
bit  of  a  helping  hand 
to  get  the  idea.  From 
that  moment  he  was 
'hooked'  for  the  rest 
of  the  week! 

At  the  start  of  the 
week   we   all   won- 


dered what  we  had  to  offer  the  young  people 
from  Sense.  As  it  happened  that  thought 
soon  became  reversed  to  marvelling  at  all 
the  things  the  young  people  had  to  offer  us. 
Feedback  from  the  holiday  has  been  great 
and  yet  really  we  feel  that  it  should  be  Bar- 
caple and  its  people  who  extend  the  thanks. 
We  had  a  fabulous  week;  we  were  privi- 
leged to  share  in  all  the  aspects  of  the 
holiday  —  you  let  us  share  in  your  laughter 
and  sometimes  in  yourtears,  in  your  frustra- 
tions but  more  importantly  your  achieve- 
ments. 

So  thank  you  Nikki,  Dawn,  Brian,  Julie, 
Lesley,  David,  David,  Mark  and  all  your 
helpers.  We  will  keep  in  touch  and  very 
much  hope  that  we  will  see  you  and  many 
others  from  Sense  next  year. 

Sue  Grout 

Joint  Centre  Manager/Course  Co- 
ordinator 
Barcaple  Centre 


Betty  McKenzie 

With  great  sorrow  I  have  to  tell  you  that 
Betty  McKenzie  died  in  November. 
Betty  worked  for  Sense-in-Scotland 
from  our  beginning  in  1985  and  was  a 
friend  and  valued  colleague.  All  of  us 
who  knew  her  feel  very  sad  and  will 
miss  her  greatly.  We  send  our  deepest 
sympathy  to  her  family. 

Gillian  Morbey 
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Branch  Officers'  Weekend 
4-6  November  1988 


The  weekend  started  deceptively  easily, 
with  a  leisurely  Friday  evening  meal  and  a 
meeting  with  members  of  our  new  York- 
shire Branch  that  combined  social  and 
serious  elements  and  left  us  all  feeling 
happy  and  motivated. 

Sense  as  it  Stands 

Early  on  Saturday  we  got  down  to  work,  the 
first  session  being  one  of  Norman's  now 
famous  scene  settings  that  means  he  is 
going  to  make  you  sweat  later.  He  reminded 
us  that,  even  without  considering  future 
developments,  we  have  moved  quite  a  way 
from  the  composition,  although  not  the  spirit, 
of  the  pioneers  of  our  Association.  Although 
still  heavily  weighted  towards  those  whose 
impairments  of  sight  and  hearing  started 
early  in  their  lives,  our  list  of  contacts  shows 
that:  Rubella  families  now  number  about  a 
third  of  our  beneficiaries.  Another  third  have 
Usher  Syndrome  while  the  remaining  third 
share  a  wide  range  of  causes,  many  as  yet 
unknown. 

The  challenge  was  whether  we,  as 
Branch  Officers,  were  willing  to  embrace 
them  all  and  maybe  more,  or  whether  we 
wanted  to  attempt  to  remain  basically  car- 
ers and  family  groups  of  the  old  school. 

We  looked  at  possible  divisions  of  Sense 
into  sections  serving  particular  groups  but 
there  was  general  reluctance  to  discuss 
that  yet,  although  the  problems  of  combina- 
tion were  recognised. 

We  also  saw  how  the  growth  of  actual 
services  brought  staff  members  into  our 
responsibility  as  well  as  parents  and  that 
they  also  had  needs  and  stresses  to  be 
considered  if  we  were  to  help  those  they 
now  cared  for. 

Ethnic  and  Minority  Groups 

After  coffee,  we  went  back  to  look  at  how 
well  or  badly  we  were  serving  ethnic  and 
minority  groups.  As  far  as  preventative 
measures  like  the  vaccination  campaign 
were  concerned,  we  could  readily  recog- 
nise that  the  best  approach  would  be  through 
those  who  shared  a  common  language  and 
that  we  would  often  have  to  rely  on  finding 
someone  within  a  community  with  those 
skills  to  pass  on  the  message  for  us. 

A  greater  problem  was  the  desire  to 
involve  families  from  ethnic  groups  in  our 
Branches  but  we  were  reminded  that  such 
involvement  might  not  be  desired  and  might 
even  be  seen  as  a  threat  to  some  commu- 
nities trying  to  preserve  their  own  faiths  and 
cultures. 

With  differing  religious  and  social  beliefs 
as  well  as  different  languages,  we  have  to 
tread  carefully  and  respectfully,  offering  help 
and  information  but  realising  the  difficulties 
which  might  make  involvement  by  some 
families  very  hard.  We  have  to  be  prepared 
to  go  a  little  further  in  welcoming  families 
from  other  backgrounds  who  take  the  step 
of  coming  to  meet  us.  The  major  thing  we 
could  concentrate  upon  would  be  seeing 
that  everyone  learns  of  the  services  avail- 
able and  it  was  felt  that  maybe  some  of  our 
literature  giving  details  of  services  could  be 


You  would  be  surprised  how  much 
can  go  on  in  a  hotel  in  Leeds  over 
one  November  weekend.  No,  not 

that  —  at  least  not  to  my 

knowledge!  I  am  speaking  of  30 

people  from  ten  of  our  Branches 

plus  Head  Office  facing  some    ■ 

issues  very  fundamental  to  the 

direction  and  development  of 

Sense. 


translated  into  other  languages  as  the  ru- 
bella leaflets  have  been. 

Professionals  and  Parents  in 
Sense 

Following  lunch  there  was  no  let-up,  for  we 
were  asked  to  consider  the  difference  made 
by  having  a  growing  number  of  parents 
employed  by  Sense  as  well  as  a  growing 
number  of  professionals  joining  the  Asso- 
ciation as  members  or  looking  to  it  for  ad- 
vice and  support. 

Naturally  some  mourned  the  loss  of  the 
old  cosiness  when  everybody  knew  every- 
body else  and  we  were  all  united  by  the 
campaign  for  non-existent  services.  But 
new  parents  found  no  problem  here,  having 
joined  Sense  when  it  had  grown  and  was 
itself  a  provider  of  services.  They  had  ac- 
cepted it  as  they  found  it. 

We  realised  that  the  rapid  growth  of  the 
last  ten  years  had  to  mean  quite  a  traumatic 
and  continuing  adjustment  for  long-stand- 
ing members  and  that  we  had  to  be  careful 
that  bad  experiences  in  the  past  were  not 
transformed  into  fears  of  the  present. 

It  really  did  emphasise  the  role  family 
members  and  Branches  still  had  to  play  in 
backing  up  one  another  and  the  Associa- 
tion. Parents  definitely  wanted  services  and 
provision  for  their  children  first.  As  the 
Association  geared  itself  up  to  provide  or 
stimulate  services,  we  had  to  provide  the 
human  face  and  mutual  personal  support 
which  had  often  been  all  the  original  Asso- 
ciation could  offer. 

Considering  Change 

We  were  lucky  to  have  been  joined  that 
afternoon  by  Rodney  Clark  and  it  was  he 
who  gave  the  lead  in  the  last  session  of  the 
day.  Seeing  the  development  of  Sense  from 
the  viewpoint  of  someone  who  was  asked  to 
direct  its  day-to-day  running  and  respond  to 
all  the  dream,  fears  and  requests  of  its 
members  was  not  only  valuable  in  restoring 
perspective  but  also  reassuring  and  re- 
freshing to  many. 

We  were  able  to  explore  those  fears  of 
dilution  of  services  and  loss  of  original  aims 
which  many  voiced  as  they  heard  of  pos- 
sible future  developments.  What  did  emerge 
was  that  everyone  was  still  united  in  the  aim 
to  improve  the  lives  of  deaf-blind  people 
and  their  families  and  that  co-operation 
with,  even  at  times  the  inclusion  of,  other 
multiply  handicapped  young  people  with 
maybe  only  one  sensory  impairment  would 
be  no  threat  if  it  enabled  the  establishment 


of  a  service,  unit  or  home  where  the  deaf- 
blind  could  be  happy. 


Fireworks 

No,  the  next  session  was  not  a  bust-up.  It 
was,  after  all,  fireworks  night.  Some  of  us 
collapsed  in  the  bar  to  while  away  the  eve- 
ning with  strengthening  beverages  and  re- 
laxing talk.  Other  intrepid  adventurers  rode 
out  to  do  the  same  in  nearby  hostelries 
which  had  bonfires  and  fireworks  and  new 
friends  to  add  to  the  occasion. 

The  fact  that  the  revellers  returned  to  join 
the  resting  and  stayed  up  talking  until  thrown 
out  did  not  arouse  Norman's  pity  in  the 
slightest,  so  the  following  morning  found  us 
all,  nearly,  on  time  for  the  first  session. 

Another  Committee? 

The  two  Sunday  morning  sessions  really 
ran  into  one.  We  were  even  forced  to  take 
our  coffee  back  into  the  session  and  con- 
tinue. Rodney  added  his  Directorial  whip  to 
Norman's  gentler  goading  and  propelled  us 
through  to  committing  ourselves  to  a  defi- 
nite step. 

We  started  by  considering  the  possible 
function  of  a  committee  drawn  from  among 
Branch  Officers  and  others  wishing  to  rep- 
resent people  outside  Branch  boundaries. 
Such  a  committee  could  take  responsibility 
for  overseeing  such  inter-Branch  activities 
as  the  Branch  Officers'  Weekend  but  would 
also  be  a  valuable  link  between  the  grass 
roots  and  Council.  It  could  also  play  a  valu- 
able part  in  supporting  and  developing  a 
Branch  network. 

In  sharing  with  us  thoughts  of  the  future 
and  how  the  accepted  aim  of  regional  de- 
velopment might  work,  Rodney  was  able  to 
help  us  towards  a  definite  proposal  to  be 
considered  by  Council  and  the  Branches. 
When  all  has  been  thought  through  and 
agreed  we  should  be  able  to  give  details  of 
yet  another  step  forward  for  Sense. 

We  did  however  agree  that  the  next 
Branch  Officers'  Weekend  would  be  hosted 
by  our  South  West  Branch  next  May  and  we 
set  up  a  working  party  both  to  plan  its 
contents  and  to  look  at  the  whole  issue  of  a 
regionally  representative  committee  of 
Branch  Officers  and  others.  The  members 
of  that  working  party  are:  Ian  Beattie  (Mid- 
lands), Peter  Holman  (South  West  and 
Chairman),  Ben  Spencer  (Scotland),  Geoff 
Murrills  (Eastern)  and  Pat  Machin  (York- 
shire). Do  not  be  afraid  to  let  them  know 
your  thoughts. 

Finally  we  were  allowed  home,  with  brains 
reeling  and  much  to  digest.  Obviously  there 
was  much  that  we  just  mentioned  and  started 
to  explore  over  the  weekend  but  it  is  all  part 
of  an  on-going  process  and  there  is  time 
enough  yet.  Certainly  we  were  grateful  for 
the  opportunity  and  challenge  of  discussing 
the  topics  raised  and  felt  it  a  valuable  and 
enjoyable  weekend.  I  only  hope  the  bed- 
rooms are  warmer  next  time! 

One  weary  but  satisfied  delegate. 
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For  our  regular  readers  a  little  celebra- 
tion is  in  order;  Linda  and  Colin  Ricardo 
have  a  son,  Harry,  who  arrived  on  2 
October  and  gave  his  sister  a  good 
excuse  for  not  going  to  school  the  next 
day.  Mother  and  baby  are  doing  fine, 
Dad's  not  so  sure  and  sister's  very  ex- 
cited. Congratulations  to  all. 

Taking  Linda's  place  at  the  office  is  Derry 
Newton,  who  pretends  to  be  shy  and  retiring 
until  you  run  into  her  wicked  sense  of 
humour. 

Aside  from  arranging  the  Branch  Offi- 
cers' Weekend,  Derry's  overwhelming  task 
has  been  to  help  me  deal  with  the  response 
to  my  letter  and  Factsheet  seeking  the 
correct  facts  about  every  sensorily  impaired 
person  we  know  of.  It  is  the  end  of  a  long- 
held  dream  of  mine,  to  gather  in  usable  form 
the  facts  we  most  need  to  know  and  I  do 
thank  all  of  you  who  have  responded  so  well 
to  my  letter.  If  anyone  has  not  received  one, 
then  that  is  evidence  of  a  fault  in  the  system 
and  I  would  appreciate  hearing  from  you. 

An  amazing  amount  of  work,  as  well  as 
information,  is  generated  by  many  of  the 
replies,  which  shows  up  areas  of  need  of 
which  we  were  unaware.  Derry  has  already 
proved  invaluable  in  helping  us  through  it  all 
and  there  is  much  more  to  come.  You  can 
read  more  about  Derry  on  page  29. 

Again  I  shall  have  to  be  selective  in 
picking  just  some  of  our  Branches  to  write 
about  or  Talking  Sense  will  run  to  fifty  pages. 


Sense-South  West 

Down  in  the  South  West  a  Regional  Devel- 
opment Officer  has  already  been  appointed, 
although  he  will  not  start  until  April. 

Having  built  up  his  region  while  being 
Chairman  of  the  Branch  and  having  brought 
the  dream  of  a  group  home  to  the  reality  of 
an  accepted  project,  Peter  Holman  will  be 
using  his  experience,  as  well  as  that  of 
being  a  parent  and  Social  Worker,  to  serve 
the  families  and  involved  professionals  in 
the  South  West. 

We  wish  him  every  success  and  con- 
gratulate the  committee  members  of  Sense- 
South  West  who  have  worked  so  well  to 
make  this  step  possible. 


Sense-North  West 

Not  too  far  away  from  Yorkshire,  two  of  our 
real  stalwart  families  are  still  holding  their 
Branch  and  themselves  together.  In  report- 
ing new  Branches  and  developments  it  is 
easy  to  forget  to  mention  the  consistent 
support  and  continuing  hard  work  of  fami- 
lies on  whom  we  have  come  to  rely. 

Margery  and  Henry  Harrison  and  Brenda 
and  Jack  Carter  have  established  a  firm 
foothold  for  us  in  the  North  West.  Picking  up 
all  the  contacts,  raising  awareness  and 
giving  out  talks  and  information,  as  well  as 
holding  their  own  now  famous  annual  events, 
they  have  not  only  been  the  cause  of  much 
good  work  themselves  but  they  have  also 
made  it  easier  for  us  to  take  up  any  leads 
that  may  arise  in  the  region. 

We  hope  it  will  not  be  too  long  before 
they  also  will  see  something  permanent 
arise  in  their  region.  I  shall  embarrass  them 
by  singling  them  out  this  time  as  represen- 
tatives of  our  unsung  heroes.  We  value  and 
need  you  all. 


fiomall 


Northern  Ireland 

I  have  to  mention  Northern  Ireland  again 
because  so  much  is  on  the  boil  there.  We 
are  making  a  very  strong  drive  to  establish 
a  Research  and  Development  Officer  in 
Northern  Ireland. 

In  late  October,  Lindy  Wyman,  Christine 
Laffan  and  Margaret 
Goff  from  the  Family 
Centre  went  with  me 
to  Belfast. 

Not  only  were  we 
able  to  see  what  was 
going  on  at  the  Jor- 
danstown  Schools 
and  the  St  Francis  de 
Sales  School  where 
some  of  our  children 
attend  but  also,  while 
the  experts  were 
learning,  advising  and 
assessing,  I  was  able 
to  fit  in  meetings  with 
representatives  of 
eight  voluntary  or 
statutory  bodies  con- 
cerned about  the  fate 
of  deaf-blind  children 
or  adults.  I  am  in- 
debted to  Deane  Houston  for  arranging 
many  of  those  meetings  and  allowing  me  to 
use  the  Blind  Centre  for  them. 

What  was  remarkable  was  the  level  of 
positive  concern  and  support  shown  for 
what  we  are  trying  to  do.  It  reminded  me 


very  much  of  the  welcome  we  received 
when  we  were  able  to  establish  a  presence 
in  Scotland  and  I  can  only  hope  the  results 
will  be  as  successful. 

A  highlight  of  the  visit  was  the  meeting  of 
parents  arranged  by  Muriel  and  Tom  Math- 
ers at  their  house.  You  can  guess  we  were 
well  fed  and  'watered'  as  well  as  gaining  all 
the  benefits  of  being  together  and  talking 
freely. 

One  of  the  parents,  Trevor  Higgins,  had 
managed  to  inspire  his  workmates  at  the 
Bedford  Manufacture  Company  to  get  in- 
volved in  fundraising  events  which  brought 
a  total  of  £4,000  to  Sense-Northern  Ireland. 


The  fundraising  continues  with  the  help  of  the  workforce  of  the 
Bedford  Manufacturing  Company. 


You  can  imagine  what  that  did  for  morale. 
I  must  thank  Tom  and  Muriel,  as  well  as 
Jim  and  Ann  McManus  who  put  up  half  our 
team  despite  having  their  house  rebuilt 
around  them.  Let  us  look  forward  to  another 
trip  there  soon  to  build  on  success. 


Sense-Yorkshire 

Our  baby  group  is  growing  up  fast,  as  we 
learnt  at  the  meeting  shared  with  them 
during  the  Branch  Officers'  Weekend.  They 
have  not  only  been  surprisingly  successful 
in  the  events  they  have  staged  or  taken  part 
in  but  they  have  gained  the  loyalty  and 
enthusiasm  of  a  keen  band  of  supporters.  In 
the  light  of  the  troubled  times  ahead  for 


Mr  R  Roberts 

Mr  Roberts  was  one  of  the  founder 
members  of  Sense-Colchester,  having 
met  us  when  his  son  Vernon  moved  into 
Braiswick  Lodge  in  his  home  town  of 
Colchester.  Along  with  Vernon's  brother 
and  sister-in-law,  Mr  Roberts  faithfully 
attended  all  the  meetings  as  long  as  his 
health  allowed  and  always  kept  in  very 
close  contact  with  his  son. 

When  Mr  Roberts  had  to  go  into 
hospital,  Vernon  was  able  to  visit,  help- 
ing him  to  understand  the  situation  and 
perhaps  preparing  him  for  the  greater 
change  which  came  when,  in  Septem- 
ber, his  father  died. 

We  know  that  Mr  Roberts  was  glad 
to  have  seen  his  son  at  last  in  a  good 
placement  and  we  are  sure  that  the 
staff  at  Braiswick  Lodge,  as  well  as  his 
own  family,  will  help  Vernon  through 
the  period  of  grief  and  loss.  Our  hearts 
go  out  to  all  of  them. 


deaf-blind  education  in  and  around  Leeds, 
this  may  well  prove  crucial.  We  fear  that  an 
over  enthusiasm  for,  or  a  misunderstanding 
of,  integration  may  well  allow  wishful  think- 
ing to  damage  the  chances  of  some  of  our 
children.  Not  all  dreams  can  come  true  and 
we  may  well  have  to  challenge  some. 

Sense-South  Wales 

There's  no  need  to  stand  on  my  hand,  Paul; 
I've  nearly  finished.  But  I  must  mention  our 
Welsh  branch,  'cos  I  like  them. 

Having  hijacked  Barney  the  owl,  they 
have  rechristened  him  Hywel  (pronounced 
Howell)  and  sent  him  out  looking  for  hedge- 
hogs, especially  any  straying  from  the 
Midlands. 

Apart  from  doing  good  works,  like  invit- 
ing me  to  their  Christmas  party,  they  are 
pushing  hard  again  for  the  development  of 
life-long  provision  and  the  involvement  of 
more  than  just  South  Wales  in  their  activi- 
ties. 

Here  is  another  area  where  local  activity 
and  expertise  may  give  us  a  Development 
Officer  sooner  than  we  might  have  expected. 
Meanwhile,  they  are  certainly  raising  aware- 
ness and  making  contacts.  Well  flown, 
Hywel. 

To  our  other  Branches  and  Twiglets  I 
say,  forgive  me  for  not  mentioning  you  all.  It 
is  not  because  you  are  forgotten. 
Take  care  of  one  another, 

Norman  Brown 
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Appealing  for  Sense 


I  CAN'T  SEE  YOU. 

I  CAN'T  HEAR  YOU. 

LET  ME  TOUCH  YOU. 


We  are  writing  regularly  to  our  donors  and 
supporters  to  ask  for  their  continuing  sup- 
port and  also  to  tell  them  a  bit  about  Sense's 
work  and  how  the  money  is  spent.  So  far 
three  letters  have  been  sent  and  we  are  now 
about  to  send  our  fourth  letter  this  financial 
year,  which  will  be  our  Christmas  Appeal 
letter.  It  is  a  new  and  innovative  way  for 
Sense  to  approach  its  supporters  and  with- 
out wanting  to  give  too  much  away,  I  hope 
that  Father  Christmas  will  be  calling  at 
Sense's  house  this  year. 

If  you're  intrigued  and  want  to  know 
more  and  want  to  be  put  on  Sense's  mailing 
list  then  please  contact  the  Appeals  Depart- 
ment at  Sense. 

Christmas  Catalogue 

Trading  on  the  Christmas  catalogue  is  lively 
and  our  Christmas  cards  are  selling  very 
well.  If  you  haven't  placed  your  order  yet 
then  please  do  so  immediately  by  tele- 
phone as  stocks  are  running  low. 

We  have  no  calendar  for  1 989  this  year, 
as  it  was  an  expensive  item  to  publish  last 
year  even  though  it  was  very  well  made  and 
a  delightful  present.  We  must  look  to  being 
cost-effective  and  unfortunately  the  calen- 
dar was  just  too  expensive  to  produce. 

Sense  in  the  City  Appeal 

This  Appeal  is  going  well  and  we  have  made 
a  lot  of  contacts  in  the  business  world  who 
will  help  to  raise  funds  for  Sense's  work. 


Support  Groups 

From  having  no  Support  Groups  at  the 
beginning  of  this  year  we  can  now  count  on 
the  support  of  15  groups  around  the  coun- 
try. When  we  have  enough  groups  we  can 
really  get  into  some  'big  time'  fundraising 
such  as  national  house-to-house  collec- 
tions. Any  help  that  you  can  give  us  to  form 
more  groups  will  be  greatly  appreciated. 
Please  contact  Maggie  Mooge  if  you  would 
like  further  information  and  if  you  would  like 
to  be  sent  a  special  Supporters  Pack. 


Legacies 

Legacies  are  a  very  important  source  of 
income  for  Sense.  We  recently  received  a 
wonderful  legacy  from  the  estate  of  the  late 
Mrs  Elizabeth  O  Leary,  which  is  to  be  used 
primarily  for  our  Ealing  Family  Centre  to 
build  a  new  Water  Experience  Area.  When 
it  is  built  it  will  be  a  wonderful  memorial  to  a 
caring  lady. 


Dinner/Dance  at  the  Waldorf 

A  Dinner/Dance  at  the  Waldorf  Hotel  is 
being  organised  for  Sense  on  16  March 
1989.  So  get  out  your  dancing  shoes  and 
your  1 920s  gear  as  that  will  be  the  theme  of 
the  evening.  Tickets  are  available  at  £52.50 
each  or  tables  of  ten  for  £525.  Truly  an 
evening  to  remember  and  to  treat  yourself 
with  and  at  the  same  time  to  help  Sense. 
Tables  are  selling  very  well  so  get  your 
orders  in  now  if  you  want  to  come 

Ian  Wratislaw 


Sense-ible 
Shopping 

Sense  is  actively  involved  in  the  setting  up 
of  charity  shops  in  order  to  raise  both  funds 
and  public  awareness  to  our  benefit.  Over 
the  last  eighteen  months  we  have  opened 
four  Sense  Charity  Shops'  and  together 
with  our  established  Petts  Wood  and  Glas- 
gow shops  we  now  have  six  shops  trading. 
It  is  our  aim  to  open  four  or  more  shops  per 
year  over  the  next  five  years.  Shops  will  be 
grouped  round  existing  Sense  centres  or 
projects  in  order  to  promote  each  other  and 
cause  a  ripple'  effect  of  interest. 

Facts  and  Figures 

Ourfive  shops  (excluding  the  Glasgow  shop) 
have  raised  £74,81 8.31  gross  in  the  first  six 
months  of  this  financial  year.  Expected 
income  for  the  full  year  should  be  approxi- 
mately £180,000.  this  figure  is  reached  by 
taking  account  of  new  shops  opening  dur- 
ing the  current  financial  year. 

What  is  a  Sense  Charity  Shop? 

The  aims  for  a  Sense  Charity  Shop  are  to: 

•  project  an  excellent  retailing  image,  both 
professional  and  welcoming. 

•  be  a  localised  centre  for  Sense,  providing 
a  full  range  of  relevant  information. 

•  raise  the  public's  awareness  of  Sense,  our 
cause,  aims  and  activities. 

•  to  raise  substantial  funds  for  the  benefit  of 
those  we  seek  to  help. 

Each  shop  has 
a  paid  shop 
manageranda 
small  army  of 
volunteers. 
Our  shops  sell 
second-hand 
clothing  and 
bric-a-brac, 
plus  an  excel- 
lent range  of 
craft  goods 
made  by  deaf- 
blind  people  at 
Manor  House 
Crafts.  Most 
people  are 
used  to  the 
sight  of  the 
ubiquitous 
charity  shop' 


Emrys  pictured  outside  the  Sheldon  shop 


in  our  high  streets.  What 
happens  inside  a  charity  shop  is  not  such 
widespread  knowledge.  For  instance,  on 
average  a  'Sense  Charity  Shop'  prices,  and 
puts  on  display  for  sale,  upwards  of  900 
items  every  week  and  will  sort  through  twice 
that  amount  of  stock  in  order  to  obtain  only 
the  best  quality  stock.  No  item  is  left  on  dis- 
play for  more  than  two  to  three  weeks 
before  it  is  removed  from  display  to  make 
room  for  fresh  stock.  It  would  be  easy  to 
liken  a  busy  charity  shop  to  a  factory  pro- 
duction line  —  to  say  a  shop  is  a  hive  of 
industry  is  a  gross  understatement.  Con- 
stant attention  is  given  to  display,  stock 
emphasis,  look,  use  of  space  etc.  In  order  to 
run  a  successful  shop  the  shop  manager 
and  her  volunteers  need  to  be  highly  profes- 


A  new  advertising  campaign  was 

launched  in  September  which  has 

received  a  very  good  response. 


sional  and  very  committed. 

New  Shops 

Our  next  shop  to  open  will  be  at  Margate.  All 
being  well  the  shop  should  be  ready  to  open 
early  in  December.  Following  that  we  shall 
open  a  shop  located  at  Castle  Vale.  Bir- 
mingham which  will  be  our  third  in  the  city. 
Both  shops  are  large  and  will  really  adver- 
tise the  presence  of  Sense  in  their  local 
communities. 

Before  and  After 

It  is  a  long  and  sometimes  treacherous  road 
in  attempting 
to  acquire  a 
shop  unit  (no 
disrespect  to 
estate 
agents!)  and 
can  take  from 
three  months 
to  a  year 
(Margate 
shop)  to  finally 
acquire  the 
shop.  The  look 
and  image 
projected  by 
ourshopsisall 
important  and 
takes  careful 
planning  and 
thought.  If 
more  information  on  'Sense  Charity  Shops' 
is  required  please  contact:  Adrian  Barker, 
Shops  Development  Manager,  through 
Sense  Head  Office. 

Shop  Openings 

The  Sheldon  shop,  Birmingham,  opened  its 
doors  on  Friday  29  July  to  a  crush  of  eager 
buyers,  we  feared  for  Emrys  Lloyd's  health 
as  he  attempted  to  do  his  impression  of  'Are 
You  Being  Served?' 

The  Wylde  Green  Shop.  Birmingham. 
was  opened  by  Central  Television's  Gary 
Newbon  on  Friday  1 9  August  to  an  equally 
enthusiastic  crowd  of  buyers.  Both  open- 
ings were  extremely  successful  and  trade 
continues  to  build  up. 
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Introducing 

Sense's  First 

Director  of 

Education 


Charles  Byrne  joined  Sense  on  1  Decem- 
ber as  the  new  Director  of  Education.  His 
job  will  be  to  manage  and  support  all  Sense's 
Educational  Services,  including  the  Family 
Advisory  Service,  and  to  promote  the  devel- 
opment of  improved  services  for  deaf-blind 
children. 

He  comes  to  us  with  a  wealth  of  experi- 
ence in  working  in  the  field  of  special  educa- 
tion. After  teaching  children  with  learning 
difficulties  in  primary,  secondary  and  com- 
prehensive schools  he  lectured  in  special 
education  on  teacher  training  courses.  His 
most  recent  work  has  been  as  General 
Inspector  for  Special  Education  at  North- 
amptonshire County  Council. 


Outside  work,  Charles  confesses  to  being 
stage  struck  and  has  spent  many  years  in 
amateur  dramatics  and  operatics  —  talents 
which  should  come  in  very  useful  at  Sense. 
His  wife  Renee  and  son  Gerard  claim  that 
he  will  sing  at  the  drop  of  a  hat.  He  also  plays 
golf  but  only  to  find  places  where  he  will  be 
allowed  to  sing! 

Attending  the  'Weekend  Away'  Charles 
said  he  had  never  enjoyed  a  conference  so 
much  and  for  the  first  time  he  wished  he  had 
brought  his  wife.  Despite  the  current  difficul- 
ties facing  the  education  system  he  feels 
optimistic  about  the  development  of  special 
education  and  the  important  contribution 
Sense  can  make. 


HASICOM— 

A  New  Liaison 
Officer 


You  may  be  aware  that  Sarah  Forde,  the 
Liaison  Officer  for  HASICOM,  left  at  the  end 
of  September  in  order  to  follow  a  career  in 
the  development  of  computer  software  for 
disabled  people. 

The  person  who  has  now  taken  over  as 
Liaison  Officer  at  HASICOM  and  who  will  be 
continuing  the  job  of  training  and  support  is 
Shamus  Reddin. 

Hasicom  is  short  for  Hearing  And  Sight 
Impaired  COMmunication.  It  is  a  system 
using  the  telephone  network,  some  com- 
puter equipment  and  a  braille  keyboard.  It 
enables  deaf-blind  people  to  communicate 
with  one  another  and  with  sighted  hearing 
people. 

Shamus,  a  graduate  of  Bristol  Univer- 
sity, is  a  comparative  newcomer  to  the  field 
of  working  with  deaf-blind  people.  How- 
ever, having  run  the  Department  of  Medical 
Photography  and  Illustration  Services  for 
the  Peterborough  Health  Authority  he  is  no 
stranger  to  working  with  hearing  or  sight- 
impaired  patients. 

As  Senior  Medical  Photographer  for  a 
number  of  years,  Shamus'  work  included 
the  development  of  effective  communica- 
tions in  the  medical  environment  and  he 
feels  perfectly  suited  to  continuing  the  pro- 
motion of  communication  skills,  in  a  differ- 
ent field. 

Shamus  hopes  to  continue  Sarah's 
strong  advocacy  of  the  aims  of  HASICOM, 
and  will  continue  to  attend  conferences  and 
demonstrations.  In  his  previous  position  he 
gave  a  variety  of  presentations,  from  speak- 
ing at  an  international  conference  to  ad- 
dressing the  heads  of  services  at  the  Royal 
College  of  Midwives,  so  has  experience  of 
large  scale  meetings.  He  still  admits  to  a 
little  nervousness  before  speaking.  'Out- 


ward calm  is  just  a  fear  response',  he  says. 

Shamus  is  based  in  Peterborough,  and 
so  will  travel  from  there  to  each  venue.  His 
hobbies  are  gardening  and  enjoying  the 
produce  of  his  labours,  in  which  he  is  ably 
assisted  by  his  wife  Sharon,  an  ex-Nurse 
from  whom  he  originally  learned  the  manual 
alphabet. 

'Over  the  coming  year',  he  said,  'we 
hope  to  continue  the  growth  of  HASICOM, 
to  bring  more  people  on  line  and  to  widen 
the  circle  of  deaf-blind  people  who  derive 
pleasure  and  benefit  from  the  service.  We 
have  a  programme  of  assessment  for  po- 
tential new  users  and  look  forward  to  using 
this  programme  to  the  full,  to  provide  as 
many  people  as  we  can  with  the  advan- 
tages of  quick,  relatively  simple  and  often 
immediate,  long-distance  communication'. 

Anyone  interested  in  further  details,  or 
who  might  wish  to  discuss  HASICOM  may 
contact  Shamus  at: 

HASICOM 

c/o  National  Deaf-Blind  League 

18  Rainbow  Court 

Paston  Ridings 

Peterborough  PE4  6UP 

Tel:  (0733)  73511 


Development 
Officer  for  Multi- 
Handicapped 

A  development  officer  has  been  appointed 
to  expand  services  for  multi-handicapped 
and  visually  impaired  people.  The  appoint- 
ment has  been  made  by  the  South  Regional 
Association  forthe  Blind  and  the  South  East 
Thames  Regional  Health  Authority. 

The  officer  is  Diana  Harries.  She  will  be 
working  on  a  three-year  project  covering: 

-  evaluating  the  needs  of  people  with  multi- 
handicaps  who  may  require  special  serv- 
ices because  of  visual  impairment; 

-  preparing  and  encouraging  programmes, 
training  and  models  of  service; 

-  identifying  skills  and  good  practices  and 


helping  to  investigate  the  resources  neces- 
sary to  develop  services; 

-  providing  information  about  sources  of 
expertise  and  training  available  nationally 
and  within  the  Regional  Health  Authority; 

-  encouraging  the  introduction  of  joint 
schemes  involving  the  NHS,  local  authori- 
ties and  voluntary  groups; 

-  maintaining  close  contact  with  officers 
from  national  organisations  who  are  devel- 
oping services  for  mentally  handicapped 
visually-impaired  people; 

-  giving  regular  reports  on  developments  to 
the  Regional  Health  Authority's  Steering 
Group  for  Mental  Handicap  Developments 
and  to  the  Committee  on  the  Multi-Handi- 
capped Blind,  whose  members  represent 
statutory  and  voluntary  agencies. 

Diana  will  share  Sense  offices  at  33-39 
Pancras  Road,  London  NW1  2QB.  Tel:  01- 
278  1005 
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Derry  &  Cleer  Heather  Newton 

I  first  encountered  Sense  about  twenty-two 
years  ago  when  I  remember  taking  my  baby 
to  a  Sense  building  at  Ealing  for  help  and 
advice;  this  was  long  before  the  present 
Family  Advisory  Centre  existed. 

Little  did  I  realise  that  many  years  later  I 
would  come  to  work  for  Sense,  as  Norman 
Brown's  assistant  in  the  Welfare  Depart- 


Mothers  and 
Daughters 

Two  mothers  of  deaf-blind  daughters 

have  joined  Sense  staff  recently.  We 

asked  them  to  introduce  themselves 

and  their  daughters  to  you. 


Maria  &  Jennifer  Hatzipetrou 

My  arrival  at  Sense  was  an  accident,  or  so 
I  believed  —  I  now  know  it  was  divine 
interference!  Whatever  it  was  I  am  very 
happy  to  be  here. 

After  four  'ivory  tower'  years  at  college  I 
spent  some  time  working  as  a  volunteer 
with  various  organisations  including  the 
Citizens  Advice  Bureau  and  The  Literacy 
Centre.  I  call  this  period  my  years  in  the 
wilderness. 

All  this  time  my  daughter  Jennifer  was 
fortunate  enough  to  be  attending  the  Royal 
School  for  Deaf  Children  at  Margate.  She  is 
severely  deaf  and  mentally  handicapped 
with  the  heart  defects  often  associated  with 
a  rubella  damaged  child.  She  is  17  and 
ready  to  move  into  a  permanent  long-term 
placement. 

Jennifer  is  the  apple  of  her  brother's  eye; 
Takki,  in  turn,  enjoys  her  highest  esteem 
and  affection.  I,  myself,  come  second  best 
in  her  rating  but  I  am  making  good  progress. 

Maria 


Cleer  Heather 


ment.  It  is  quite  a  change  from  the  Unem- 
ployment Benefit  Office  and  the  Job  Centre 
where  I  had  spend  the  last  three  years, 
working  as  a  Civil  Servant. 

My  husband  and  I  have  a  rubella  af- 
fected daughter  who  is  now  twenty-two 
years  old.  Cleer  Heather,  although  deaf  and 
blind  is  very  loveable  and  affectionate  and 
has  a  happy  disposition.  She  is  in  residen- 
tial care  in  Surrey. 

Cleer  seems  to  enjoy  listening  to  music 
and  enjoys  her  personal  stereo  a  lot.  Earlier 
this  year  a  video  was  made  of  her  to  illus- 
trate what  a  deaf-blind  person  can  do. 


.and  Derry  Newton 


Derry 


Left:  Maria  Hatzipetrou.  Right:  Jennifer  on  the  Edgbaston  Holiday  with  volunteer  Jenny 


Readers  will  remember  that  Margaret 
Brock,  Sense's  co-founder,  received  her 
MBE  in  July.  She  writes . . . 

The  twenty  seventh  of  July  seems  a  long 
time  ago,  but  my  lovely  party  in  the  House 
of  Lords  coincided  with  the  publication  of 
the  Summer  Talking  Sense  and  I  was  not 
able  to  send  a  thank  you  letter  in  time. 

As  I  admire  my  rug  and  watch  my  new 
television  set,  I  realise  that  in  the  excite- 
ment of  the  occasion  I  didn't  express  my 
gratitude  for  the  generosity  of  the  ninety  or 
so  people  who  had  contributed  to  these 
presents,  so  I  should  like  to  do  so  now. 
Many  of  them  who  made  the  effort  to  come 
to  the  party,  came  from  enormous  distances 
to  be  with  me  and  my  family  on  that  wonder- 
ful day,  and  I  was  particularly  touched  by  the 
presence  of  so  many  parents  whose  own 
children  have  lost  the  battle,  and  also  some 
of  those  whom  we  have  been  unable  to 
help. 

The  family  of  Sense  seems  able  to  pro- 
vide some  warmth  and  comfort  to  them,  and 
for  this  too  I  am  very  thankful. 

Personal  letters  of  thanks  have  of  course 
been  written,  but  this  is  a  thank  you  to  all  the 
rest.  Unforgettable  —  unforgotten  July  27th. 

Margaret  Brock 
Willow  Cottage 
Burcombe 
Salisbury  SP2  OEJ 

28 Talking  Sense  Winter  1988 


sassasi 


Please  send  your  letters  to: 

The  Editor 

Talking  Sense 

31 1  Grays  Inn  Road 

London  WC1X8PT 


Too  Political? 

Dear  Sir, 

I  will  not  renew  my  annual  subscription. 
Several  articles  in  the  magazines  forwarded 
to  me  during  the  year  showed  that  an  impor- 
tant section  in  Sense  now  regards  Sense  as 
part  of  what  appear  to  be  called  The  Welfare 
Lobby  —  articles  criticizing  government 
changes,  calls  for  money,  from  a  political 
stance. 

I  believe  many  of  those  working  for  Sense, 
and  the  parents,  still  regard  Sense  in  the  old 
way  —  an  excellent  self  help  and  mutual 
help  organisation. 

I  regret  the  change  in  Sense  —  not  the 
centres,  but  solely  the  political  approach  it 
now  takes. 
Yours  faithfully, 

Mary  Ogdon 
95  Whitehall 
Reabrook 
Shrewsbury  SY3  7TE 


Dear  Sir, 

I  would  like  to  thank  Rodney  and  the  others 
on  the  Committee  for  nominating  me  to 
receive  the  Oscar  Myers  Award  and  then 
giving  me  your  votes.  I  still  feel  that  this  is 
undeserved  but  I  am  proud  and  thrilled  with 
it  and  have  promised  to  go  to  Elmete  Hall  for 
a  little  celebration  with  the  parents  and  staff 
who  worked  with  me  or  are  working  there 
now. 

The  award  is  sitting  on  top  of  my  newly 
acquired  and  highly  prized  piano;  a  tempo- 
rary arrangement  until  I  have  time  to  put  a 
nail  in  a  wall.  The  money  I  am  using  to  help 
a  family  I  know  who  are  materially  poor  but 
who  are  supporting  their  handicapped  child 
marvellously.  It  should  buy  them  a  few 
treats. 

Next  year,  when  I  have  retired,  I  hope  to 
be  a  better  attender  at  Sense  functions  and 
to  offer  a  little  more  support!  Until  then  the 
time  is  practically  all  taken  up  with  the  usual 
round  of  working  engagements  and  school 
visiting.  I'm  so  glad  that  I  did  find  the  time 
this  year  to  come  to  the  Weekend  Away  — 
it  was  a  happy  time  for  me  and  I'm  sure  for 
all  those  who  attended. 

Olive  Whittingt.dm 
Ancrum  House 
Monk  Green 
Alne 
York 


Members'  News 


Simon  Lloyd 

Simon  is  19  years  old:  he  is  a  deaf-blind 
epileptic  with  mental  and  physical  handi- 
caps. Two  years  ago  I  wrote  to  Sense  with 
lots  of  news  on  Simon  and  how  he  had 
progressed  in  his  first  year  at  a  special  unit 
in  Reading.  He  is  looked  after  by  Dr  David 
Byrne  who  has  opened  several  houses  for 
youngsters  like  Simon.  The  house  Simon 
lives  in  is  a  large  Victorian  house  where 
eight  handicapped  youngsters  live  together 
with  very  caring  staff.  All  the  young  people 
continue  an  educational  programme  de- 
spite having  reached  19+.  The  days  are 
well  structured  and  each  youngster  receives 
individual  time  and  attention  for  their  own 
work  programme.  These  programmes  are 
updated  frequently. 

Simon  was  1 6  and  6  months  when  he 
went  away  from  home.  He  was  incontinent 
and  unable  to  do  anything  for  himself.  His 
concentration  was  poor  and  the  effort  he  put 
into  anything  constructive  was  NIL.  By  far 
the  biggest  achievement  has  been  his  toilet 
training  —  Simon  is  now  in  control  of  his 
body  functions  to  the  point  he  takes  himself 
to  the  toilet  by  day  and  by  night,  and  back  to 
bed  again.  He  uses  signs  for  FOOD,  DRINK, 
PLEASE  and  TOILET.  He  has  been  taught 
to  concentrate  on  what  is  going  on  around 
him  and  despite  a  60%  hearing  loss  and  no 
aids  and  almost  total  optic  atrophy  he  has 
been  taught  to  LOOK  and  to  LISTEN.  He 
can  even  use  a  computer  for  specially 
adapted  games. 

Simon's  placement  with  Dr  Byrne  was 
not  easy  to  achieve.  We  had  been  looking 
into  possible  placements  for  about  two  years 
when  we  had  our  first  contact  with  Dr  Byrne. 


Jessica  Healing 

Jessica  is  now  13,  and  in  her  first  year  of 
senior  school  at  a  convent  a  few  miles  from 
Woking.  She  is  very  happy  there  —  the 
teachers  say  that  she  is  'wonderful'  and  'an 
inspiration',  and  the  girls  in  her  class  are 
extremely  caring.  At  the  beginning  of  term, 
Jessica  was  elected  Form  Captain  by  the 
other  girls,  which  made  us  very  proud! 


During  the  summer,  Jessica  made  a  trip 
on  her  own  as  an  'able  pilgrim'  to  Lourdes — 
very  difficult  for  us  all,  as  it  was  the  first  time 
she  had  been  away  from  home.  After  some 
initial  homesickness  and  because  every- 
one was  so  kind  to  her,  she  enjoyed  it 
enormously  and  can't  wait  to  go  back. 

Rosemary  Healing 

25  Mount  Hermon  Road 

Woking 

Surrey  GU22  7TX 


It  took  another  two  years  from  that  first 
contact  before  County  Hall  agreed  to  fund  a 
trial  period  of  six  weeks.  That  gradually 
extended  to  a  further  three  months,  then 
one  year  and  eventually  two  years.  By  now 
we  approached  the  dreaded  19th  birthday 
and  Simon  was  destined  to  be  returned 
home.  There  were  numerous  meetings  and 
discussions.  A  tremendous  amount  of  work 
from  Simon's  Social  Worker  locally  and 
from  the  house  in  Reading.  We  finally  heard 
two  days  before  his  1 9th  birthday  that  we 
had  been  given  continued  funding.  District 
Health  have  agreed  to  continue  to  finance 
his  placement  and  so  his  future  is  as  secure 


as  we  can  hope.  Let's  hope  a  Home  for  Life 
means  just  that. 

Simon  comes  home  for  a  weekend  most 
months  and  we  visit  him  between  home 
visits.  At  home  he  quickly  becomes  disori- 
entated and  loses  interest  in  things  around 
him.  He  loves  all  the  activity  in  Reading. 

There  is  still  a  degree  of  guilt  felt  at  letting 
go  —  but  our  eldest  son,  now  21 ,  is  away 
studying  foradegree,  and  ourtwo  youngest 
children  aged  14  and  15  are  fully  involved 
with  home  and  school  activities.  In  fact  the 
family  has  grown  and  developed  beyond  all 
measure.  We  continue  to  foster  young  chil- 
dren and  have  a  seven  month  boy  and  a  six 
week  old  Down's  Syndrome  baby  with  us 
now,  so  life  is  by  no  means  dull. 

It  is  thanks  to  Sense  that  we  achieved 
Simon's  placement.  Emotionally  it  has  been 
extremely  difficult  but  my  tip  to  all  parents  is 
'Don't  give  up'.  You  will  achieve  what  you 
want  and  what  is  right  for  your  youngster. 

Simon  is  always  pleased  to  see  us  and  to 
come  home  with  us  but  he  enjoys  going 
back  to  his  Home  at  Reading. 

Mollie  Lloyd 
20  Ashton  Road 
Trowbridge 

WiltsBA14  7BQ 


Helen  Ryles 

I  am  Helen  Ryles  and  I  would  like  a  visually 
and  hearing  impaired  penfriend.  I  can  write 
in  braille  or  print.  I  have  been  partially  deaf- 
ened and  blinded.  I  have  a  deaf  blind  boy- 
friend who  lives  in  Dublin.  He  is  20  and  I  am 
17. 

My  boyfriend  and  I  have  a  lot  of  similar 
interests.  We  both  like  reading,  walking, 
travelling,  fair  rides  and  swimming.  I  like 


listening  to  music  and  watching  films  as 
well.  My  favourites  at  the  moment  are  'Short 
Circuit'  and  'Coming  to  America'.  My  fa- 
vourite book  is  'Wuthering  Heights'  and  I  am 
reading  that  book  at  the  moment.  My  fa- 
vourite subject  is  Biology.  I  dislike  bossy 
people  and  wearing  boots,  also  cold  water. 

My  hearing  has  deteriorated  ever  since 
I  was  4  years  old.  I  was  40dB  then.  A  year 
ago  it  was  80dB.  Since  then  the  cat  seems 
to  have  stopped  purring  and  my  walkman 
was  passed  on  to  my  brother  because  it 
would  not  go  loud  enough.  My  sight  has 
deteriorated  since  Christmas. 

As  well  as  my  sight  and  hearing  I  have 
epilepsy  and  theroxine  deficiency  which  is 
under  control  with  medicine.  According  to  a 
biology  text  book  I  am  supposed  to  be  fat 
and  stupid  and  I  am  not. 

My  address  is 
Doncaster  School  for  the  Deaf 
Leger  Way 
Doncaster  DN2  6AY 


Nicholas  Thompson 

Nicholas  is  just  three  years  old,  and  was 
diagnosed  as  deaf  at  eight  months  following 
routine  screening.  He  seems  to  be  pro- 
foundly deaf,  except  for  some  hearing  in  the 
lower  frequencies  which  is  now  helped  by 
two  post-aural  aids.  Because  he  made  no 
attempts  to  develop  speech  we  started  to 
use  sign  language  with  him  just  over  a  year 
ago  and  were  delighted  when  he  signed  for 
'drink'  some  months  later.  Since  then  he 
has  made  only  tentative  additions  to  his 
active  vocabulary  by  signing  for  some  of  his 
favourite  foods  —  it's  easy  to  understand 
where  his  passions  lie — but  he  is  beginning 
to  understand  some  of  what  we  communi- 
cate to  him. 

At  fifteen  months  Nicholas  developed  a 
squint  due  to  long-sightedness.  Thankfully 
this  is  corrected  by  glasses  which  provide  a 
secure  resting-place  for  his  aids. 

Nicholas's  problems  do  not  end  there  — 
he  is  developmental^  delayed  and  has  only 
recently  managed  to  walk  bearing  his  full 
weight,  although  he  still  needs  a  hand  for 
guidance  which,  it  seems  likely,  is  the  cause 
of  the  last  of  these  problems,  although  his 
deafness  and  visual  impairment  cannot  be 
ascribed  to  this  defect  with  certainty. 

Nicholas  is  not  just  a  catalogue  of  medi- 
cal diagnoses  —  he  is  a  very  happy  and 
especially  affectionate  little  boy  who  clearly 
enjoys  most  of  what  life  offers  him  —  his 
toys  and  books,  his  family  and  friends,  the 
countryside  that  he  is  lucky  enough  to  be 
surrounded  by  and,  particularly,  physical 
activities  like  walking  (pushing  his  buggy) 
and  swimming.  He  is  now  finding  particular 
pleasure  in  our  local  Playgroup  and  will  start 
at  the  Nursery  end  of  a  special  school,  for 
just  a  day  a  week,  from  September. 
Dinah  Thompson 
Millstone 
Mill  road 
Reepham 
Norfolk  NR10  4JX 
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The  Slingsby  Family 

Readers  may  remember  that  in  the 
Summer  1986  edition  of  Talking  Sense 
we  featured  Guy  Slingsby,  then  a  four 
year  old.  Guy  is  profoundly  deaf,  a 
spastic  quadriplegic  with  additional 
problems.  His  parents  were  battling 

with  their  LEA  for  a  suitable 
educational  placement.  We  continue 
their  story  with  extracts  from  a  long 
letter . . 
We  came  to  Derbyshire  two  years  ago  after 
winning  Guy's  secure  placement  at  Rutland 
House  School.  Nottingham,  to  begin  a  brand 
new  life  in  the  country  trying  to  set  up  'Care 
Cottages',  a  holiday  project  for  families  like 
ourselves.  We  bought  this  lovely  (but  then 
very  derelict)  old  Peak  Districtfarmhouse,  a 
range  of  old  barns  and  five  acres  —  previ- 
ously a  dairy  farm.  We  worked  so  hard  and 
spent  a  lot  of  our  money  on  renovating  the 
house  so  we  could  provide  B+B  whilst  get- 
ting the  project  off  the  ground.  We  had  much 
support  locally  and  nationally,  with  Jane 
Asher  being  our  Patron. 

Theirplans  included  activity  rooms,  such 
as  a  ball  pool,  soft  play  areas  and  a  wheel- 
chair nature  trail.  It  would  all  cost  a  great 
deal  of  money  and  a  trust  was  set  up  to 
attempt  to  bring  it  into  being.  The  Slingsby's 


worked  seven  days  a  week,  whichprovedto 
be  too  much  for  Carolyn. 

We  have  had  to  come  to  an  abrupt  end 
as  my  old'  body  told  me  I  had  better  listen! 
A  mild  heart  attack  being  the  culprit  in  July. 
I  was  read  the  riot  act  by  the  doctor  and  told 
to  give  up  my  lifestyle,  so.  B+B  had  to  end 
—  it  was  going  very  well  too.  After  much 
heartsearching  we  decided  the  project  must 
end  too  and  as  we  cannot  live  on  lovely 
fresh  air  alone,  our  property  is  up  for  sale! 

As  you  can  imagine  we  were  and  are  still 
very  upset  at  not  being  able  to  complete  our 
much  needed  project. 

Now  to  Guy  William,  who,  after  all  was 
the  reason  for  us  coming  to  Derbyshire!  He 
is  now  six  and  a  half  years  old  and  has  been 
settled  at  Rutland  House  School  for  three 
years.  —  unbelievable  to  us.  He  has  really 
astounded  the  headmistress  and  staff  in  his 
achievements  and  is  quite  a  star  pupil  —  but 
then  when  wasn't  Guy  creating  charisma! 
He  can  now  sit  at  a  plinth  table  grasping  and 
on  a  ladderback  chair  holding  his  head  mid- 
line. He  also  is  sitting  beautifully  on  his  potty 
and  regularly  performs,  he  is  dry  all  day  at 
school  —  we  have  yet  to  get  that  at  home. 
We  have  finally  sorted  out  his  hearing  prob- 
lems after agan  having  to  stand  ourground': 


his  hearing  aids  are  now  tuned  correctly  for 
his  huge  hearing  loss  and  as  a  result  his 
vocalising  is  coming  more  and  more.  No 
definite  words  but  he  can  communicate  in 
his  own  way  and  with  lots  of  accurate  eye- 
pointing.  At  Rutland  House  the  consistent 
24-hour  handling  and  the  discipline  of 
Conductive  Education  is  proving  beyond 
any  doubt  in  Guy's  case  that  all  our  fighting 
was  more  than  right  and  it  was  definitely  the 
school  for  him  —  we  are  really  proud  of  him. 
Adam,  Guy's  brother,  is  nearly  10  now 
and  has.  after  being  very  unsettled,  adapted 
very  well  to  country  living  and  has  made 
friends  at  school.  His  confidence  is  coming 
much  more  now  and  he  wants  to  help  with 
Guy  far  more,  even  though  we  still  can  walk 
an  emotional  tightrope  at  times.  Naturally, 
he  does  not  want  to  leave  Mouldridge 
Grange  and  move  yet  again.  But  he  has.  we 
think,  like  ourselves,  resigned  himself  to 
just  all  being  together  and  healthy  and  happy! 
Goodness  knows  where  we  will  end  up! 

Carolyn  and  Brian  Slingsby 

Mouldridge  Grange  Farmhouse 

Pikehall 

Matlock 

Derbyshire  DE4  2PG 


Justin  Nightingale 

Justin  is  now  eight  years  old  and  has  just 
started  Lickey  Grange  School  for  Blind  and 
Partially  Sighted  Children.  He  attends  as  a 
weekly  boarder  and  seems  to  be  happy  and 
settling  in  okay:  although  he  has  only  been 
there  a  few  weeks. 

All  the  staff  have  been  very  co-operative 
and  friendly  and  are  working  well  with  Justin. 
He  is  enjoying  mixing  with  the  other  children 
and  joining  in  with  activities  such  as  swim- 
ming. What  is  also  pleasing  is  that  he  is 
having  Speech  Therapy  twice  a  week  and, 
hopefully,  this  will  encourage  him  even  more 
to  attempt  to  talk.  He  has  been  very  respon- 
sive to  spoken  language  and  finger  spelling 
at  home. 


Justin  has  also  enjoyed  his  Sense  holi- 
day to  Bognor  very  much.  He  had  great  fun 
and  arrived  home  tired  out  but  happy  and 
content.  A  swing  in  the  garden  has  also 
been  a  godsend  this  summer.  He  has  spent 
many  happy  hours  in  the  garden. 

We  also  attended  the  Weekend  Away. 
This  was  our  fourth  and  as  usual  we  had  a 
fantastic  time  and  returned  home  tired  after 
a  very  full  weekend.  It  is  lovely  to  meet  up 
with  so  many  old  and  new  friends. 

Lynne  Nightingale 
56  Allen  Road 
Irthlingborough 
Northants  NN9  5QX 


Robert  Beattie 

Having  decided  to  update  you  on  Robbie's 
progress  I  set  about  looking  through  my  old 
newsletters  to  see  what  and  when  I  last 
wrote. 

An  hour  later  I  finished  and  reflected 
what  a  lot  had  happened  both  to  the  Asso- 
ciation and  to  us  since  we  first  joined  in 
1981.  The  Association  has  grown 
enormously  as  has  our  involvement  in  it  and 
looking  back  made  me  realise  how  much 


the  reason  for  our  involvement  had  grown 
too.  It  is  difficult  to  relate  the  picture  of  a  3 
year  old  Robbie  with  fair  curly  hair  that  I 
found  in  an  early  newsletter  to  the  4ft  6ins 
young  man  whose  physique  resembles  that 
of  an  American  football  player! 

How  many  tears  and  how  much  laughter 
have  been  fitted  into  that  growing  and  how 
many  more  are  to  come? 

Robbie  is  now  in  his  third  year  as  a 
weekly  boarder  at  Castleton  House  and  his 
progress  has  been  good.  Over  the  years  his 
behaviour  has  improved  alo  'lfh  his  will- 
ingness to  work  and  learn.  Ht  .iatured 
out  of  all  recognition  and  becor,  >e  very  inde- 
pendent. Although  communication  is  still 
very  limited  you  are  left  in  no  doubt  that 
Robbie  is  in  charge  of  his  life. 

At  the  moment  Robbie  seems  to  have 
the  best  of  both  worlds,  a  happy,  loving 
residential  home  whose  stability  is  helping 
him  to  overcome  his  insecurity  at  school 
due  to  staff  changes,  a  school  who  under- 
stand his  educational  needs  and  provide  a 
good  continuing  programme  despite  the 
changes  and  a  loving  family  who  look  for- 
ward to  his  return  at  the  weekends  because 
they  have  had  a  break. 

Finally  I  should  like  to  say  a  big  thank  you 
to  RogerO'Connorfororganising  and  Peter 
Holman  for  running  Rob's  best  Sense  holi- 
day yet.  What  with  canoeing  and  caving, 
rock-climbing  and  rope  slides  my  main 
problem  is  going  to  be  convincing  his  sister 
that  she  can't  go  too!! 

Margaret  and  Ian  Beattie 
The  Cottage 
82  Hinckley  Road 
Coventry  CV2  2EU. 
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Jennifer  Chapman 

Jenny  was  born  on  1 7  November  1 940.  She 
had  a  bad  forceps  injury  which  caused 
blindness  in  one  eye  and  damage  to  the 
other.  She  was  very  much  underweight, 
retarded,  had  a  heart  murmur  and  was  later 
found  to  be  severely  deaf.  Virus  damage  to 
the  foetus  was  unknown  then,  but  I  had  had 
rubella  early  in  the  pregnancy,  in  the  1940 
epidemic. 

It  was  wartime  —  Norman  was  in  the 
army  for  six  years.  Hertfordshire  offered  no 
help  with  education,  so  I  went  to  Manches- 
ter University  and  qualified  as  a  Teacher  of 
the  Deaf  in  1946,  the  course  paid  for  by 
Norman  out  of  army  pay.  My  parents  helped 
to  look  after  Jenny  while  I  was  away  on  the 
course. 

Then  followed  nine  years  of  education  — 
at  home,  at  Tottenham  Deaf  School  and  at 
a  private  school. 

I  first  heard  about  rubella  damage  in 
1946,  from  our  GP  who  had  read  in  the 
Lancet  about  Australian  research. 

Somehow  we  coped  with  Jenny,  our  son 
(born  1947)  and  our  jobs  until  1955,  when 
Jenny  left  school  and  I  'retired'  for  our  sec- 
ond daughter's  birth.  There  followed  ten 
years  of  home  life,  trying  to  educate  and 
occupy  Jenny,  with  nowhere  for  her  to  go. 

Thanks  to  a  Social  Worker  at  the  Alban 
Deaf  Association,  Jenny  was  taken  on  at 
the  Jarman  Adult  Training  Centre  in  Hemel 
Hempstead.  She  went  there  daily  for  22 
years,  with  many  ups  and  downs  —  much 
kindness  was  shown  her  but  it  was  a  hear- 
ing environment. 

As  we  grew  older,  we  became  increas- 
ingly worried  about  the  future  and  whether 
we  could  cope  much  longer,  especially  as 
Jenny,  now  in  her  forties,  has  some  very 
difficult  days. 

It  seemed  a  miracle  when  we  read  about 
Sense-in-the-Midlands  and  we  set  about 
persuading  Herts  that  Jenny  MUST  go.  It 
took  a  long  time,  and  countless  letters  and 
meetings. 

Well,  we  did  succeed  and  Jenny  has 
been  at  Sense  for  just  a  year  now.  We  look 
back  on  the  months  leading  up  to  that 
enormous  upheaval  in  our  own  lives  and 
wonder  how  we  coped.  I  could  think  of 
nothing  else  and  planning  and  cogitated 
about  'how  to  tell  Jenny'  and  about  'all  the 
things  we  must  tell  Sense'.  In  the  end,  I 
wrote  a  loose-leaf  book  with  everything  I 
could  think  of,  under  headings.  The  day  we 
went,  the  Sense  staff  read  it  all  avidly,  and 
passed  it  round. 

Chris  Peatman  came  to  see  us  for  the 
day,  so  did  Bob  Snow  and  Helen  Bradley. 
They  were  wonderful  and  gave  us  great 
confidence.  We  went  to  Sense  to  see  it  all. 
Chris  made  us  a  book  for  Jenny  about  her 
new  home;  it  contained  photographs  of  her 
new  surroundings.  Jenny  took  it  to  her 
Training  Centre  at  Hemel  Hempstead  and 
showed  it  to  the  staff  who  showed  it  to 
Jenny's  fellow  trainees.  They  gave  her  a 
lovely  'Goodbye'  party  and  presents.  We 
felt  shattered.  How  could  we  bear  to  part 
with  Jenny  after  nearly  47  years?  How  would 
she  cope?  Jenny  isn't  easy.  Perhaps  she 
will  have  her  bad  days  and  scratch  and 
pinch  everyone  and  that  will  be  that.  Fears 
and  hopes  —  emotional  turmoil. 

Then  the  great  day  came.  Our  son  came 
up  all  the  way  from  Hampshire  and  drove  us 


to  Sense,  Jenny  well  tranquillized  as  she 
always  has  to  be  for  long  journeys.  We  felt 
numb.  Jenny  felt  strange  when  she  eventu- 
ally came  to  after  the  tablets.  We  took  her  to 
see  the  grounds  and  the  swimming  pool, 
with  Chris  Peatman.  We  spent  the  rest  of 
the  day  unpacking  and  talking  to  the  staff.  In 
great  trepidation  we  left  Jenny  in  her  new 
bed  and  went  to  spend  a  sleepless  night 
nearby. 

Morning  —  breakfast  —  time  to  say 
goodbye  —  make  it  quick  —  and  then  into  a 
taxi  (our  son  had  gone  home  the  previous 
day)  to  New  Street  station  and  then  the  long 
slow  journey  back  to  Berkhamsted. 

The  house  seemed  empty  —  we  lis- 
tened. We  woke  at  night  as  we'd  had  to  for 
years  —  we  laid  three  places  at  the  table  — 
we  didn't  know  what  to  do  with  ourselves  in 
the  evenings  and  at  weekends,  all  'Jenny' 
times.  We  hung  on  to  phone  calls  to  Sense, 
'How  is  she?  How  is  she  coping?'  We  still 
do. 

We  did  not  go  to  see  Jenny  until  Novem- 
ber, when  she'd  been  at  Sense  for  two 
months.  We  went  for  her  birthday,  complete 
with  cake.  The  staff  gave  her  a  lovely  party 
and  had  taken  so  much  trouble  —  Jenny 
seemed  to  have  settled  quite  well.  We  were 
able  to  help  with  a  few  problems  which  had 
arisen. 


The  next 
hurdle  was 'Jenny 
coming  home  for 
Christmas'.  How 
would  she  take 
going  back?  We 
made  her  the 
usual  calendar, 
so  did  the  staff  — 
she  understood 
what  was  hap- 
pening, so  took  it 
really  well,  and 
really  enjoyed 
Christmas,  and 
so  did  we.  She 
has  been  home  at 
EasterandinJuly 
since  then  and 
each  time  has 
gone  back  to 
Sense  happily. 
How  are  we  feeling  now?  Great  relief 
that  the  worry  about  'keeping  well  if  you 
possibly  can'  is  much  less  now.  Very  happy 
that  Jenny  has  so  many  new  opportunities 
which  we  did  not  think  possible.  We  are 
getting  used  to  being  without  her  but  old 
habits  die  hard  and  we  still  feel  we  must  'fill 
the  unforgiving  minute'.  We  still  worry  about 
the  Sense  staff! 

Jenny  has  had  a  turbulent  time  with  the 
menopause  since  she  was  about  40  (nearly 
eight  years  now).  She  has  migraine  and 
gets  very  distressed  and  cross  on  those 
days.  It  is  hard  for  her  and  for  the  staff — she 
has  psoriasis  and  this  has  worsened  in  her 
forties.  On  other  days  she  is  happy  and  full 
of  energy.  Older  ladies  will  know  that  they 
felt  just  the  same.  They  understood  why 
(but  were  cross  and  depressed  too!)  —  but 
Jenny  does  not.  She  does  not  know  that  one 
day  she  will  feel  calmer  all  the  time  —  or 
most  of  it!  May  that  day  come  soon  for  her. 
I  am  so  sad  that  we  have  missed  seeing  you 
all  at  the  Weekend  Away  —  so  is  Norman. 
Perhaps  another  year. 

Heather  and  Norman  Chapman 
18  Hall  Park  Hill 
Berkhamsted 
Herts.  HP4  2NH 


First  Time  Fund 
Raising  Success 

Congratulations  to  Yvonne  Mqadi  on  over- 
achieving  her  fundraising  target. 

Yvonne,  who  has  Usher  Syndrome  and 
is  a  student  at  the  Essex  Institute  of  Higher 
Education,  decided  that  she  needed  a 
computer  to  help  with  her  studies. 

Starting  in  March  this  year  she  began  a 
campaign  of  appeals  and  sponsored  sports 
activities  which  eventually  raised  the  sum  of 
£766. 

Now  Yvonne  plans  to  buy  a  twin-disc 
drive  Amstrad  PC1512  with  a  printer  and 
other  accessories. 

Pictured,  Yvonne  on  her  sponsored 
exercise  bike  ride  at  the  New  River  Stadium 
in  North  London,  when  she  clocked  up  22 
miles  and  a  ravenous  appetite. 
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The  visually 


can  bank  on 


NatWest 


NatWest's  full  range  of  banking  ser- 
vices in  Braille  and  Large  Print  give  the 
visually  handicapped  the  independence 
they  deserve  and  enjoy. 

Translation  of  all  information  into 
Braille  is  carried  out  by  bank  staff  to 
ensure  absolute  confidentiality.  This  also 
enables  us  to  provide  a  quick,  efficient 
and  personal  service. 

Statements  in  Braille  and  correspon- 
dence when  necessary  are  just  part  of 
the  service.  Our  Brailled  Cheque  Writing 
Template  assists  visually  handicapped 
people  to  write  their  cheques  with  confi- 
dence. NatWest  also  provides  specially 
written  Braille  instructions  to  help  non- 
sighted  customers  use  Servicetills  for 
easy  cash  withdrawals.  All  these  services 
are  also  available  in  Large  Print  to  assist 
partially  sighted  customers. 

The  visually  handicapped  may  also 
use  the  convenient  Access  Credit  Card 


service  through  NatWest.  Statements, 
literature,  card  number  and  credit  limit  all 
being  provided  in  Braille  or  Large  Print. 

NatWest  Braille  and  Large  Print  ser- 
vices are  available  through  our  network 
of  over  3,000  branches  and  are  free  to 
visually  handicapped  customers. 

Your  local  NatWest  branch  will  be 
pleased  to  provide  full  details  and  a 
friendly  welcome;  alternatively  write  to: 
General  Administration  Services 
National  Westminster  Bank  PLC 
1  Prescot  Street,  London  El  8RN 
or  telephone  01-480  2285  and  ask  for  a 
copy  of  our  booklet  "Make   NatWest 
Work  For  You  — in  Braille"  (copies  are 
available  in  Braille  and  inkprint). 

NatWest  appreciates  the  importance 
of  independence  to  the  visually  handi- 
capped. 
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NatWest  The  Action  Bank 


PRESS 


FOR 


A     C     T     I 


& 


N 


Independent 
Experts 


4pM«h  'Hello  ...  is  that  the  Independent 
^QP  Panel  of  Special  Education 
""  Experts  .  .  .?  We  need  some  ad- 
vice on  our  child's  Statement  of  Special 
Educational  Needs.  The  LEA  has  ignored 
everything  we've  said  and  the  school  they've 
named  is  totally  unsuitable. . . .' 

Could  you  help  this  parent? 

The  Independent  Panel  of  Special  Educa- 
tion Experts  is  a  registered  charity  which 
aims  to  provide  parents  with  expert  second 
opinions  on  the  special  educational  needs 
of  their  children.  In  most  cases  these  will  be 
children  who  are  being,  or  have  been,  as- 
sessed under  the  provisions  of  the  1981 
Education  Act. 

The  expert  second  opinions  come  from 
IPSEE's  panel  of  volunteers,  who  are  all 
qualified  and  experienced  professionals  in 
the  field  of  special  education  e.g.  teachers, 
teacher-trainers,  educational  psychologists, 
lecturers  in  University  Departments  of  Child 
Development  and  Educational  Psychology, 
doctors,  speech  therapists,  physiother- 
apists, etc. 

IPSEE's  volunteers: 

•  act  independently  of  LEAs  and  provide 
parents  with  an  entirely  confidential  serv- 
ice. Any  reports  produced  become  the  sole 
property  of  the  parent,  to  use  or  not  as  they 
decide. 

•  involve  both  the  parent  and  the  child/ 
young  person  in  any  assessment  they 
undertake. 

•  are  committed  to  taking  full  account  of  the 
feelings  and  perceptions  of  the  child/young 
person  concerned.  These  are  ascertained 
wherever  practicable  and  the  young  per- 
son's welfare  is  at  all  times  the  paramount 
consideration. 

•  believe  that  special  educational  needs 
should  be  met  in  an  ordinary  setting  when- 
ever that  is  in  the  best  interests  of  the  child/ 
young  person  concerned. 

For  further  information  on  IPSEE  and/or 
on  becoming  a  member  of  the  panel  of 
volunteers,  return  to:  IPSEE,  1 2  Marsh  Road, 
Tillingham,  Essex  CMO  7SZ.  Tel:  0621  87 
781. 


The  International  Congress 
on  Education  of  the  Deaf 

The  17th  meeting  of  the  International 
Congress  on  Education  of  the  Deaf 
(ICED)  will  be  held  July  29  -  August  3, 
1990,  in  Rochester,  New  York,  USA. 

The  five-and-a-half-days  meeting  will 
focus  on  issues  related  to  the  advance- 
ment of  educational  opportunities  for 
deaf  persons  worldwide. 

The  1990  ICED  Office  will  send  a 
'call  for  papers'  and  other  pertinent  in- 
formation about  the  Congress  early  in 
1989. 

For  more  information  contact:  Jean 
DeBuck,  ICED  Administrator,  National 
Technical  Institute  for  the  Deaf,  One 
Lomb  Memorial  Drive,  PO  Box  9887, 
Rochester,  New  York,  14623-0887, 
USA. 


Education  Authorities  may  provide 
speech  therapy 


AFASIC,  (the  Association  for  all  Speech 
Impaired  Children),  won  an  important  vic- 
tory in  Parliament  last  month  in  the  battle  to 
make  speech  therapy  more  widely  avail- 
able to  children  who  need  it. 

Baroness  Darcy  (Independent)  success- 
fully put  through  an  amendment  which  says 
that  an  education  authority  may  pay  for  any 
therapy  included  on  a  child's  statement  of 
special  needs.  This  includes  speech  ther- 
apy. 

Last  year  two  AFASIC  members,  par- 
ents of  a  child  statemented  as  needing 


Job  Vacancy 

Overbridge  Centre,  Glasgow 

Deputy  to  the  Principal 

Salary  Scale:  NJC  32-40 

£12,729  to  £15,945 

We  need  someone  who  is 

adventurous  and  creative  with  the 

sensitivity  and  experience  to  help  lead 

an  enthusiastic  and  committed  staff 

team  in  this  innovative  new  residential 

training  centre  for  deaf-blind  young 

people. 
The  successful  candidate  will  assist 
the  Principal  in  the  general  oversight 

of  the  centre  but  will  carry  special 

responsibility  for  advising  on  student 

programmes  and  co-ordinating  staff 

training. 

Applicants  should  have  some 

management  experience  and  have 

worked  with  mental  or  sensory 

handicapped  people.  Previous 

experience  with  the  deaf-blind  would 

be  an  advantage  but  is  not  essential. 

A  thorough  induction  and  training 

programme,  supervision  and  support 

will  be  provided.  Closing  date  for 

applications  is  23  January  1 989. 

Further  details  from  Dr  Geoff  Aplin 

Principal  of  Overbridge 

c/o  Sense-in-Scotland 

168  Dumbarton  Road 

Glasgow  G11  6XE 
Tel:  041  334  9666/9675 


Social  Services 
Failure 


A  government  report  has  revealed  that  social 
services  provision  for  deaf  people  is  often 
poorly  planned,  inadequately  staffed  and 
fails  to  meet  their  needs. 

The  report  entitled  'Say  it  Again  — 
Contemporary  Social  Work  Practice  with 
People  who  are  Hard  of  Hearing'  highlights 
the  low  priority  given  to  deaf  people  by  local 
authorities  and  calls  for  new  written  opera- 
tional strategies  for  social  services  depart- 
ments. 

RNID  Director  of  Community  Services, 
Doug  Alker  endorsed  the  findings  of  the 
report  and  said,  at  its  launch  in  Birmingham, 
that  it  gave  'a  clear  indication  of  the  need  to 
rethink  the  whole  philosophy  and  mode  of 
delivery  of  social  services  to  deaf  people.' 

The  report  is  by  the  Social  Services 
Inspectorate,  published  by  the  DHSS. 


speech  therapy,  took  Oxfordshire  educa- 
tional authority  to  the  High  Court  in  an 
attempt  to  get  them  to  provide  it. 

But  the  court  ruled  that  speech  therapy 
should  be  provided  by  the  health  authority, 
not  the  education  authority.  On  the  strength 
of  this  ruling  the  Department  of  Education 
made  it  clear  that  education  authorities  were 
not  allowed  to  provide  it. 

Some,  including  Somerset,  Berkshire 
and  St  Helen's,  have  continued  to  do  so 
anyway.  Now  others  will  be  able  to  follow 
suit. 

There  is  still  no  obligation,  however,  for 
any  authority  to  provide  the  therapy. 

AFASIC  will  now  put  pressure  on  those 
education  authorities  which  said  they  would 
have  offered  speech  therapy  if  only  the  High 
Court  ruling  and  the  DES  had  not  prevented 
it. 

A  new  survey  by  the  National  Associa- 
tion of  Health  Authorities  finds  that  a  short- 
age of  professional  therapists,  particularly 
speech  therapists,  is  preventing  children 
assessed  as  needing  therapy  under  the 
1981  Education  Act  from  getting  it.  More 
money  must  be  spent  on  paying  for  extra 
therapists  if  the  Act  is  to  be  implemented 
successfully,  says  the  report. 

—  Disability  Now  September  1 988 


<If  only  Pd 
known  that  a 
year  ago . .  •' 


A  Guide  for  Newly  Disabled 
People,  Their  Families  and 
Friends 

The  Royal  Association  for  Disability  and 
Rehabilitation  (RADAR)  has  become  con- 
cerned at  the  number  of  people  who,  when 
faced  with  disability  for  the  first  time,  are 
given  little  or  no  information  on  the  services 
and  facilities  available  to  them.  Too  fre- 
quently people  are  left  to  fend  for  them- 
selves, suffering  an  increasing  sense  of 
isolation,  frustration  and  despair. 

This  applies  equally  to  younger  people 
who  become  disabled  because  of  an  acci- 
dent, for  instance,  or  as  a  result  of  a  condi- 
tion such  as  multiple  sclerosis;  parents 
whose  baby  is  born  disabled;  or  elderly 
people  whose  increasing  age  and  frailty 
render  them  less  able. 

To  try  to  ensure  that  basic,  practical 
information  is  readily  available  at  the  time  of 
need  RADAR  has  produced  a  booklet  giv- 
ing a  general  overview  of  subjects  such  as 
aids  and  equipment,  education,  employ- 
ment, holidays,  mobility,  personal  relation- 
ships and  leisure  activities,  at  the  end  of 
each  section  sources  of  further  information 
and  lists  of  useful  addresses  are  given  for 
the  reader  to  follow  up  as  appropriate. 

To  obtain  a  copy  send  a  large  self- 
addressed  envelope  stamped  to  the  value 
of  14p  to  RADAR,  25  Mortimer  Street. 
London  W1N8AB. 
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This  book  is  an  absolute  must  for  all  parents 
of  handicapped  children  and  I  would  also 
hope  that  it  is  read  by  a  good  cross  section 
of  professionals.  There  is  a  lot  to  be  learnt 
from  it  by  both. 

Barbara  Furneaux,  although  herself  a 
professional,  has  written  this  book  with  the 
needs  of  parents  very  much  in  mind  and  had 
my  full  attention  from  the  first  line  of  chapter 
one  with  a  heartfelt  quote  from  a  parent  that 
I  could  instantly  relate  to.  This  pattern  con- 
tinues throughout  the  book,  with  parents 
talking  very  frankly  about  their  needs  and 
worries  through  every  stage  of  our  special 
children's  lives.  I  really  felt  I  was  amongst 
friends  and  people  who  were  voicing  my 
own  views  and  worries.  It  made  me  realise 
that  there  are  a  lot  of  people  out  there 
sharing  exactly  the  same  feelings  as  my- 
self. 

Through  each  section  Barbara  Furneaux 
examines  the  problems  raised  and  then 
considers  what  practical  solutions  and  re- 
sources there  are  around  to  help  ease  the 


Special  Parents 

Barbara  Furneaux 

Open  University  Press 
160pp 
Paperback     £7.95 
ISBN  0  335  15122  1 
Hardback    £25.00 
ISBN  0  335  15123  X 


situation.  For  example,  in  the  early  days  of 
a  child's  life  the  general  view  of  parents  of 
what  was  really  needed  was  someone  to 
talk  to,  some  support  and  more  information 
and  practical  advice  as  to  what  they  could 
do  to  help  their  child.  She  discusses  three 
places  which  offerthis  kind  of  help — namely 
parent  groups,  community  centres  and 
family  centres. 

She  does  not  claim  to  find  magical  an- 
swers to  every  problem  but  what  she  gives 


is  sound  practical  information  and  clear 
examples  of  how  developments  in  some 
areas  can  provide  a  model  for  us  to  build  on. 

Moving  on  to  the  school  years  she  has 
taken  the  trouble  to  explain  in  some  detail 
the  parts  of  the  1981  Education  Act  which 
relate  directly  to  the  rights  of  the  parents.  I 
am  sure  this  will  be  an  invaluable  chapter  for 
those  parents  embarking  on  the  state- 
menting  procedure  but  still  provides  ex- 
tremely informative  reading  for  the  rest  of 
us. 

The  worries  that  we  all  have  about  post- 
school  provision  for  our  children  were  dis- 
cussed frankly  by  the  parents  together  with 
a  look  at  what  options  are  available. 

I  found  this  a  very  easy  to  read  book  with 
two  very  definite  themes.  One  was  the 
desire  to  portray  the  parents  views  with  as 
much  understanding  and  compassion  as 
possible  and  the  second  was  an  attempt  to 
consider  what  assistance  is  available  to 
meet  those  needs. 

Suzanne  Todd 


University 
Course  in 

Birmingham 

At  the  beginning  of  October  six  teachers 
arrived  in  Birmingham  to  begin  a  year's 
course  in  the  education  of  children  with 
multi-sensory  impairments.  They  comefrom 
a  wide  range  of  special  education  back- 
grounds, including  advisory  work  with  hear- 
ing-impaired children,  teaching  in  assess- 
ment and  observation  units,  and  work  with 
pre-school  deaf-blind  children  and  their 
families.  One  teacher,  from  Malta,  will  be 
returning  at  the  end  of  the  year  to  set  up  a 
special  class  for  five  deaf-blind  children. 

The  course,  which  is  jointly  organized 
and  taught  by  the  University  School  of 
Education  and  Westhill  and  Newman  Col- 
leges, consists  of  six  modules.  Five  of  these 
consider  the  specific  needs  of  deaf-blind 
children  and  include  the  following  areas: 
Sensory  Impairment;  Communication; 
Aspects  of  Development;  Curriculum  and 
Teaching;  Population  Characteristics  and 
Provision.  For  the  sixth  module,  students 
choose  from  several  options  which  provide 
a  broader  perspective  on  important  issues 
in  special  education. 

Much  of  the  work  is  directly  related  to 
acquiring  practical  skills  in  working  with 
children  and,  on  average,  two  days  a  week 
are  spent  in  schools.  The  course  is  de- 
signed so  that  information  from  course  work 
leads  to  practical  work  with  multi-sensory 
impaired  children,  which  in  turn  feeds  back 
into  seminar  and  workshop  discussions. 
The  course  includes  a  four  week  placement 
in  a  specialist  service  for  deaf-blind  children 
or  young  adults,  either  in  this  country  or 
abroad.  Students  also  undertake  small  scale 
research  projects  for  their  dissertations  and 
these  should  result  in  new  information  and 
materials  being  available  to  other  teachers 
of  deaf-blind  children. 

It  is  hoped  that  the  course  will  give  teach- 
ers a  firm  theoretical  and  practical  basis  for 
their  future  work  with  deaf-blind  children. 

For  further  information  contact: 

Tony  Best,  School  of  Education,  Univer- 
sity of  Birmingham,  PO  Box  363,  Birming- 
ham 2TT.  Tel:  (021)  414  4798 


Edinburgh 
Conference 


Not  only  was  the  date  8.8.88  significant  in 
being,  for  Buddhists,  the  luckiest  day  of  the 
century,  it  was  also  a  good  one  for  us.  It  also 
saw  the  start  of  the  Conference  for  pre- 
school education  held  by  the  International 
Council  for  Education  of  the  Visually  Handi- 
capped, previously  called  the  International 
Institute  for  Visually  Impaired  (IIVI).  Two 
earlier  meetings  had  been  held  in  Israel, 
1 981  and  in  Austria,  1 983.  On  this  occasion 
Edinburgh  was  host  to  300  delegates  from 
47  countries.  The  theme  'Realities  and 
Opportunities' broughttogether  participants 
to  contribute  to  over  200  papers,  posters, 
workshops,  discussion  groups,  films  and 
videos. 

Speakers  included  Kevin  Carey  of  the 
Royal  Commonwealth  Society  for  the  Blind, 
who  drew  on  his  experience  as  Director  of 
Overseas  Services.  Alistair  Milne,  HMI, 
suggested  ways  to  understand  what  might 
be  good  practice  for  all  young  children, 
regardless  of  the  level  of  wealth  or  poverty 
in  their  countries.  Lilli  Nielsen  discussed 
how  we  might  extend  opportunities  for  the 
child.  John  Dudgeon  gave  an  overview  of 
some  recent  ophthalmological  advances 
with  young  visually  impaired  children.  Paul 
Ennals  discussed  how  better  to  prepare 
children  for  life  in  the  community.  Helen 
Penn,  director  of  a  major  new  initiative  in 
pre-school  education  in  Strathclyde,  spoke 
about  children  who  have  special  needs, 
within  an  overall  framework  for  pre-school 
children. 

Sessions  were  run  on  many  other 
themes.  Concluding,  Susan  Spungin,  Vice- 
President  of  ICEVH  pointed  to  ways  for- 
ward and  announced  the  next  conference  in 
Singapore  in  1992. 

Stuart  Aitken  and  Marianne  Buultjens 
will  edit  the  proceedings  for  publication  by 
the  American  Foundations  for  the  Blind. 

If  any  readers  are  interested  there  are 
available  lists  of  names  and  addresses  of 
delegates  —  a  handy  reference  guide.  This 
is  free  on  a  first-come  first-served  basis. 
There  are  copies  of  the  book  of  Abstracts  of 
papers  delivered  at  the  conference.  These 


cost  £2.50  including  postage  and  packing. 
If  you  require  one,  send  a  cheque  for  the 
required  amountto:Dr  Stuart  Aitken,  Sense- 
in-Scotland,  168  Dumbarton  Road,  Glas- 
gow G11  6XE.  Make  crossed  cheques 
payable  to  GHU  Handicapped  Fund. 

Stuart  Aitken 


WARWICK 


The  International  Association  for  the 

Education  of  the  Deaf-Blind  (IAEDB)  in 

conjunction  with  Sense  and  the  RNIB 

present 

WARWICK  89' 

A  European  Conference  at 

Warwick  University 

6-11  August  1989  on 

SENSORY  IMPAIRMENT  WITH 

MULTI  HANDICAP 

Current  Philosophies  and  New 

Approaches 

Conference  Programme 

Plenary  sessions  will  include 

descriptions  of  educational 

programmes  in  various  parts  of  the 

world  and  explanations  of  their 
underlying  theories  and  philosophies. 
Short  responses  will  also  be  invited. 

Parallel  sessions  will  include 

discussions  and  descriptions  of  new 

practice  on  the  following  themes: 

•  Working  with  other  professionals/ 

interdisciplinary  collaboration 

•  The  child  with  a  degenerative 

condition 

•  Sensory  stimulation 

•  Training  staff 

•  Sex  education,  awareness  and  abuse 

•  Working  with  families 

For  further  details  contact: 

CONFERENCE  ASSOCIATES 

WARWICK  89 

Congress  House 

55  New  Cavendish  Street 

London  W1M7RE,  UK. 

Telephone:  01-486  0531 

Telex:  934346  CONFAS  G 

Facsimile:  01-936  7559 
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Castle  Priory  College  Courses 

Contact:  CPC,  Thames  Street, 
Wallingford,  Oxon  0X1 0  OHE. 
Tel:  Wallingford  (0491)  37551 

9-11  December  1988 

Working  with  Parents  —  Transition  to 
Adulthood 

-  for  those  involved  with  parents  of  people 
with  special  needs. 

Tuition:  £69  Resident:  £49  Non-resident: 
£20 

3-6  January  1989 

The  Young  Child  with  a  Visual 
Disability 

-  an  introductory  course  for  all  staff. 
Tuition:  £89  Resident:  £73.50  Non- 
resident: £30 

16-20  January  1989 

Communication  through  Music  and 
Special  Needs 

-  a  basic  workshop  for  non-musicians. 
Tuition:  £89  Resident:  £98  Non-resident: 
£38 


British  Society  of  Audiology 
Meetings 

2  November  1 988.  Central  London 

Glue  Ear  in  Children  with  Special  Needs. 

30  November,  1  day  meeting.  Central 

London 

The  History  and  Future  of  Hearing  Aids  in 

the  UK. 

17  February  1989,  1  day  meeting.  Central 

London 

Hearing  Aids  for  Babies  and  Young 

Children 

Contact:  British  Society  of  Audiology,  80 

Brighton  Road,  Reading  RG6  1  PS. 

Tel:  0734  660622. 


British  Deaf  Association 
Courses  1989 

School  Leavers'  Course 

Barrowby,  near  Harrogate,  North 

Yorkshire. 

March  14-17.  Age  group  15+ 

The  BDA  Youth  Rally  -  United  World 

College  of  the  Atlantic 

Provisionally  June.  Age  group  14  to  18. 

Summer  School,  Chester. 

August  5-12.  Age  group  adults. 

Welsh  Adventure  Week 

15-22  July.  Age  group  9  to  13. 

*26  Aug  -  2  Sept.  Age  group  5  to  8 

For  further  details  or  to  reserve  a  place  on 

any  of  these  courses,  please  write  to:  The 

Education  Service,  The  British  Deaf 

Association,  38  Victoria  Place,  Carlisle, 

CA1  1HU. 


22-24  January  1 989 

What  is  Normalisation? 

-  workshop  based  upon  the  Five  Essential 
Accomplishments  Framework. 

Tuition:  £75  Resident:  £49  Non-resident: 
£20 

13-15  February  1989 

Bridging  the  Gap  -  transition  from 
school  to  adulthood  for  those  with 
Special  Needs 

-  for  staff  in  schools/colleges  or 
residential/day  adult  and  other  relevant 
situations. 

Tuition:  £75  Resident:  £49  Non-resident: 
£20 

17-19  February  1989 

The  Needs  of  Siblings 

-  for  staff  from  all  professions. 
Tuition:  £75  Resident:  £49  Non-resident: 
£20 

20-24  February  1 989 

Micros  in  Special  needs 

-  no  prior  computer  experience 
necessary. 

Tuition:  £175  Resident:  £102.75  Non- 
resident: £40 


24-26  February  1989 

Self  Injurious  Behaviour  -  Management 
and  Amelioration 

-  participation  welcomed  from  parents  and 

professionals. 

Tuition:  £75  Resident  £:40  Non-resident: 

£20 

•  27  February  -  1  March  1 989  • 

•  • 

•  Working  with  the  Deaf/Blind  Child     • 

•  -  organised  in  association  with  Sense.  * 
I  Tuition:  £85  Resident:  £49 


Non-resident:  £20 


17-19  March  1989 

Profoundly  Handicapped  Children  - 
Management  and  Teaching 

-  for  teachers,  carers,  classroom 
assistants  and  others. 

Tuition:  £75  Resident:  £49  Non-resident: 
£20 

12-14  May  1989 

Teaching  Functional  Language  to 
Young  Language  Impaired  Children 

-  workshop  focussing  on  four  inter-related 
therapy  procedures.  Mainstream  and 
special  school  staff. 

Tuition:  £75  Resident:  £49  Non-resident: 
£20 


Definitions 

The  World  Health  Organisation  (WHO)  have  made  clear  the  meaning  of  the 
following  words. 

Impairment  is  loss  or  abnormality  of  structure  or  function. 

Disability  is  the  restriction  or  lack  of  ability  to  perform  normally  as  a  result  of 
impairment. 

Handicap  is  the  disadvantage  that  an  individual  suffers  in  society  as  a  result  of 
impairment  of  disability. 

Please  —  let  us  all  conform  to  this  usage  in  Talking  Sense. 


CAMBRIDGE  INSTITUTE  OF  EDUCATION 
ADVANCED  DIPLOMA  IN  EDUCATIONAL  STUDIES: 

DISABILITIES  OF  SIGHT 

This  two-year  part-time  course  of  study  will  provide  specialist  training  for 
teachers  of  children  with  disabilities  of  sight. 

It  includes  a  six-week  block  in  the  Autumn  term  1989  followed  by  one- 
week  blocks  in  the  following  four  terms,  alongside  two  supervised  place- 
ments over  a  period  of  twelve  weeks. 

The  course  includes  units  in: 

-  ophthalmic  and  visual  perception 

,  -  child  development  and  psychology 

-curriculum  and  organisation 

-  professional  issues 

-  consultancy  and  interpersonal  skills 

For  further  details,  write  to: 

The  Secretary,  CIE,  Shaftesbury  Road,  Cambridge  CB2  2BX 

or  telephone  (0223)  69631 . 
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LETTER 


Changes  are  being  planned  to  Sense's  structure 


We  have  been  looking  at  all  the  different 
areas  of  our  work  to  consider  Sense's 
present  and  future  needs.  Very  important, 
as  far  as  our  wider  membership  is  con- 
cerned, is  our  committee  structure.  It  is 
through  our  committees  that  all  the  differ- 
ent interests  of  Sense  from  individual 
members  to  groups,  centres  and  services 
are  represented.  With  the  new  manage- 
ment structure,  we  shall  have  a  national 
committee  overseeing  and  supporting  the 
work  of  each  of  our  departments.  This  will 
be  at  different  levels:  the  national  commit- 
tees; regional  committees  and  local  com- 
mittees. The  three  national  committees  will 
be  a)  Welfare  and  Information,  b)  Educa- 
tion and  c)  Appeals.  There  will  also  be 
national  and  regional  committees  at  Sense- 
in-Scotland  and  the  other  committees  will 
comewithinthe  responsibility  of  these  major 
committees  which  will  be  responsible  to  the 
Executive  and  the  Council. 


There  will  be  much  more  opportunity  for 
you  as  members  to  participate  in  the  deci- 
sion making  processes  of  Sense  at  the 
level  at  which  you  wish  to  be  involved  and 
i n  the  areas  of  ou r  work  that  are  of  particu lar 
interest  to  you. 

We  do  ask  you  to  become  involved  if  you 
can,  even  if  only  at  a  local  level.  If  you  have 
an  interest  which  you  feel  is  not  adequately 
represented,  let  us  know  and  we  will  be 
happy  to  consider  it.  If  you  want  to  be  in- 
volved, but  do  not  know  how,  phone  Sense 
and  we  will  discuss  with  you  the  various 
possibilities. 

In  the  next  issue  of  'Talking  Sense'  we 
will  include  a  chart  of  the  committee  struc- 
ture which  will  help  you  to  decide  where  you 
may  fit  in.  Please  put  yourself  forward.  We 
do  need  new  people  to  give  us  their  new 
ideas  and  interests  and  become  involved. 

Please  join  us,  you  will  be  very  wel- 
come. 


■^LSfr- 


Jessica  Hills 


Editorial 


Welcome  to  aslightly  new  look  Talking  Sense. 
As  Paul  Ennals  has  now  retired  from  the  job 
of  editor,  his  new  role  is  to  scribble  off  last 
minute  two-page  long  articles  just  as  we  are 
applying  the  finishing  touches.  Partly  to  find 
him  something  else  to  do  we  are  establishing 
an  editorial  group.  Nothing  very  formal  but 
aiming  to  represent  the  wide  readership  of 
Talking  Sense.  We  hope  that  they  will  make 
sure  that  Talking  Sense  keeps  in  touch  with 
its  readers  and  what  is  happening  'out  there'. 

Welcome  also  to  the  completely  new  look 
'Uptake'  included  with  this  issue.  The  Na- 
tional Rubella  Council  will  be  producing  this 
bi-monthly  in  future  to  send  to  everyone  who 
is  involved  in  Rubella  immunisation.  It  is  full  of 
news  about  the  new  vaccine,  MMR  and  other 
ways  that  rubella  immunisation  is  being  tack- 
led by  Health  Authorities.  Sense  Branches 
and  individuals  are  often  asked  about  rubella 
and  we  hope  that  this  will  help  them  answer 
at  least  some  of  the  questions. 

Comments,  ideas  and  criticisms  are  al- 
ways welcome. 

Colette  Mercer 


Talking  Sense  in  Braille 

Talking  Sense  is  available  in  braille  and  also, 
experimentally,  in  a  photocopied  large-print 
version.  If  you  would  like  to  receive  a  copy  of 
either  of  these  versions  please  write  to  Gra- 
ham Hicks  at  the  Sense  London  office. 


Talking  Sense  is  published  quarterly.  Contri- 
butions for  our  next  edition  should  be  sent  to 
Peter  Bennett  at  31 1  Gray's  Inn  Road,  Lon- 
don WC 1 X  8PT  by  29  April.  Photographs  are 
returned  and  copied. 
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Emergency  Operation  for  Katy 


Like  all  our  students  Katy  has  been  faced  with 
many  challenges  since  her  arrival  at  Overbr- 
idge,  Sense's  Independence  Training  Centre 
in  Glasgow.  For  Katy,  these  have  included 
learning  to  dress  and  to  use  the  beginnings  of 
signed  communication.  However,  perhaps 
her  greatest  challenge  began  the  day  she 
was  taken  into  the  Southern  General  Hospi- 
tal as  an  emergency  admission.  That  day 
was  also  the  beginning  of  two  weeks  that 
would  present  the  staff  with  challenging  and 
at  times,  very  emotional  experiences. 

Katy's  troubles  all  began  with  what  seemed 
to  be  a  bout  of  sickness.  However,  it  soon 
became  apparent  that  she  did  not  merely 
have  an  upset  tummy.  Our  GP  made  the 
appropriate  arrangements  and  within  the  hour 
the  round  of  x-rays  and  blood  tests  had 
begun. 

Early  indications  suggested  a  puncture 
'somewhere'!  Not  too  encouraging  to  us  lay 
medics.  Katy  certainly  seemed  to  have  the 
doctors  confused  as  they  were  astounded 
that  someone  with  her  symptoms  could  stand, 
let  alone  walk! 

After  being  admitted  to  the  ward  the  first 
task  was  to  fit  Katy  with  a  drip  as  she  was  very 
dehydrated.  To  anyone  who  knows  Katy  it 
will  come  as  no  surprise  that  the  drip  was  no 
sooner  in  than  it  was  out! 

Overbridge  staff  were  deployed  to  the 
hospital  so  that  Katy  would  have  familiar 
people  around  her,  her  family  came  to  be  with 


Katy  with  Charlene 

her,  she  had  everybody  rooting  for  her. 

However,  after  a  reasonably  comfortable 
night  for  Katy  and  a  sleepless  night  for  us,  it 
was  apparent  that  by  the  next  day  Katy's 
condition  had  deteriorated  and  surgery  was 
now  essential. 

Waiting  for  her  to  go  theatre  seemed  to 
take  for  ever.  Katy  was  in  a  great  deal  of  pain 
and  was  very  thirsty,  watching  her  try  to  sign 
for  a  drink  through  all  the  bandages  she  had 
on  to  keep  the  drip  in  was  upsetting  but  was 
also  an  indication  of  how  far  we  had  all  come 
in  the  last  nine  months. 


When  the  time  came  for  her  operation  we 
we  were  prepared  to  leave  Katy  in  the  very 
capable  hands  of  the  ward  staff  but  it  soon 
became  clear  that  we  were  going  too!  We 
were  asked  to  go  and  prepare  ourselves  in 
theatre  clothes  and  wait  for  Katy  to  be  brought 
down.  This  was  indeed  a  challenge  that 
brought  out  many  emotions:  terror,  panic  and 
disbelief!  They  didn't  really  want  us  to  watch 
the  operation,  not  on  our  Katy.  Did  they? 

They  didn't  (relief!).  However,  we  did  feel 
it  was  important  to  be  with  her  when  the 
anaesthetic  was  administered  and  to  be  there 
when  she  woke  up. 

It  wasn't  long  before  we  were  informed 
that  Katy  had  damage  to  her  bowel  and  was 
also  suffering  from  peritonitis.  All  repairs  were 
carried  out  and  she  was  soon  back  with  us  in 
the  ward  to  carry  out  the  process  of  recupera- 
tion. 

Thankfully  Katy  has  made  a  full  and 
speedy  recovery.  She  has  very  quickly  picked 
up  where  she  left  off  prior  to  her  hospitaliza- 
tion and  there  is  no  doubt  that  she  is  back  in 
business! 

It  is  impossible  to  know  what  the  entire 
experience  was  like  for  Katy  but  to  those  who 
went  through  it  with  her  it  is  very  clear  that  she 
is  an  extraordinarily  brave  and  courageous 
young  woman. 

As  forthe  staff  there  is  no  doubtthat  during 
those  two  weeks  many  of  us  did  a  lot  of  things 
that  we  didn't  know  we  were  capable  of.  And 
it  was,  indeed,  a  learning  experience  but, 
please  Katy,  don't  do  it  again! 

Charlene  A  Gallagher 


A  New  Voice 
in  Parliament 


Deaf  Accord  has  recently  appointed  Jane 
Obermann  as  its  Parliamentary  Officer,  to 
ensure  that  the  needs  of  deaf  and  deaf- 
blind  people  are  heard  within  the  Palace  of 
Westminster. 

Deaf  Accord  is  an  informal  consortium 
of  deaf  and  deaf-blind  consumer  organi- 
sations. All  the  organisations  are  quite 
small  and  they  came  together  with  the 
idea  that  unity  would  give  them  greater 
strength.  The  first  activity  they  organised 
jointly  was  the  Young  Deaf  Achievers 
Award,  reported  in  Talking  Sense  last 
issue.  The  appointment  of  a  Parliamen- 
tary Officer,  is  their  second  major  project. 

Sense  is  one  of  the  five  Deaf  Accord 
members,  along  with  the  National  Deaf 
Children's  Society,  the  British  Deaf  Asso- 
ciation, the  National  Deaf-Blind  League 
and  the  British  Association  for  the  Hard  of 
Hearing. 

Jane  Obermann  started  work  at  the 
end  of  February.  She  will  be  seeking  to  es- 
tablish good  contacts  with  MPs  from  all 
parties,  to  make  sure  that  the  needs  of 
deaf  and  deaf-blind  people  are  consid- 
ered whenever  new  legislation  is  being 
passed.  In  her  early  months  she  will  be- 
come involved  with  the  Mobility  Allow- 
ance Campaign,  the  reform  of  the  Hearing 
Aid  Council,  and  the  implementation  of 
the  Disabled  Persons'  Act. 


'Keeping  in  Touch'  Video  launched 


Jack  Ashley  MP  joined  deaf-blind  people 
and  nineteen  organisations  from  the  fields 
of  deafness  and  blindness  as  well  as  repre- 
sentatives from  the  Department  of  Educa- 
tion and  Science  and  the  Department  of 
Health  to  launch  the  new  Sense  video, 
'Keeping  in  Touch'. 

The  video  was  produced  following 
Doreen  Woodford's  research  into  what 
happens  to  the  communication  methods 
used  by  deaf  people  when  they  lose  their 
sight  and  how 
hearing  people 
keep  in  contact 
with  deaf-blind 
people. 

It  shows  the 
wide  range  of  com- 
munication tech- 
niques that  have 
developed  among 
the  deaf-blind 
population. 
Hands-on  signing, 
for  example,  al- 
though not  widely 
used  in  this  coun- 
try, could  have 
enormous  benefits 
to  the  adventi- 
tiously deaf-blind. 
Some  of  these 
techniques    were 

also  being  used  at  the  launch,  especially  by 
the  residents  from  Poolemead  Centre,  some 
of  whom  appear  in  the  video. 

Jack  Ashley  welcomed  'Keeping  in 
Touch',  saying  how  important  it  was  that 
deaf-blind  people  who  want  to  communi- 


cate are  given  the  co-operation  to  enable 
them  to  do  so.  Techniques  shown  in  the 
video  could  be  used  by  anyone  who  comes 
into  contact  with  deaf-blind  people,  so 
avoiding  the  solitary  confinement  which 
becomes  the  lot  of  so  many  deaf  people 
who  losetheirsight.  Graham  Hicks,  Sense's 
Development  Officer,  also  mentioned  that 
the  video  could  be  being  used  by  London 
Regional  Transport  as  part  of  their  staff 
training. 


Liz  Greenhalgh  fingerspells  to  Michael  Corney  at  the  launch 

Copies  of  Keeping  in  Touch'  are  for  sale 
from  Sense's  London  office,  price  £25 
(including  postage  and  packing). 

As  a  result  of  Jack  Ashley's  enthusiasm 
the  video  will  be  shown  to  an  audience  of 
MPs  on  2  March  at  Westminster. 
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One  Step  at  a  Time  —  Guide  Dog 


Traditionally,  guide-dog  training  has  only  been 
available  to  blind  people  with  good  hearing. 
Over  the  years,  the  Guide  Dogs  for  the  Blind 
Association  (GDBA)  have  trained  many  blind 
people  with  some  hearing  loss,  but  it  is  only 
recently  that  they  have  started  exploring  the 
possibilities  of  profoundly  deaf-blind  people 
receiving  training. 

In  Talking  Sense  (Summer  1987)  we 
reported  on  the  training  of  Clark  Stevens  and 
his  dog.  Nelson.  Clark  has  Usher  Syndrome 
and  was  born  profoundly  deaf.  The  training 
had  to  be  adapted  considerably,  to  cope  with 
his  profound  deafness,  limited  use  of  English 
Language  and  partial  sight.  It  was  a  success- 
ful experience  and  the  GDBA  went  on  to  train 
at  least  two  other  people  with  Usher  Syn- 
drome, at  their  centres  at  Forfar  and  Mid- 
dlesborough. 

However,  progress  is  necessarily  grad- 
ual. Working  in  a  team  with  a  guide  dog  is 
extremely  challenging  and  carries  great  re- 
sponsibility. Only  a  small  proportion  of  people 


Training  starts  with  a  human  dog 


have  the  qualities  necessary  to  understand  a 
dog,  build  up  a  close  relationship  and  work  as 
a  colleague  with  them.  Few  people  have  the 
ability,  the  stamina  and  the  intelligence  to 
manage  the  demanding  training  that  is  in- 
volved in  becoming  a  Guide  Dog  Owner.  And 
for  many  deaf-blind  people,  even  a  brilliantly 
trained  guide  dog  would  not  guarantee  safety 
for  both  of  them. 

So,  training  for  deaf-blind  people  is  pro- 
gressing 'one  step  at  a  time'  —  each  person 
carefully  selected,  each  dog  meticulously 
assessed  and  trained,  each  course  well 
considered. 

The  latest  giant  step  came  last  Novem- 
ber, with  the  training  of  Julia  Gates. 

Previously,  all  deaf-blind  applicants  for 
guide  dog  training  had  had  some  residual 
vision.  Julia  has  none,  and  relies  entirely  on 
fingerspelling  for  communication. 

Julia,  however,  had  many  strengths  which 
made  the  Guide  Dogs  for  the  Blind  Associa- 
-  v  -:<:'.';<:  •',  ■■//.<:;/  rt  <-.  challenge  Before 
she  lost  her  hearing,  she  had  owned  a  guide 
dog  —  she  therefore  understood  the  de- 


Last  November,  Julia  Gates  trained  as  a  guide  dog  user.  Her  trainer,  Jim 

Powell,  worked  with  Julia  and  her  dog  Judd  to  overcome  the  challenges  that 

Julia's  deaf-blindness  presented.  Here  Paul  Ennals  reviews  the  gradual 

process  of  developing  guide  dog  training  for  a  few  deaf-blind  people. 


mands  of  ownership  and  the  techniques  of 
working  with  a  dog.  She  has  a  natural  way 
with  animals  —  anyone  who  has  spent  any 
time  with  Julia  is  struck  by  her  gifts  for  com- 
municating with  dogs  and  horses.  She  has  a 
keen  brain  and  clear  speech.  Most  of  all  she 
had  the  determination  to  succeed  and  the 
burning  desire  to  become  once  again  a  guide 
dog  owner. 

Jim  Powell,  the  Guide  Dog  Trainer  at 
Middlesborough's  Training  Centre,  described 
some  of  his  experiences: 

^^  Last  summer  my  boss  passed  me  a 
fM)  letter  from  Sense,  about  a  deaf-blind 
girl  who  was  keen  to  apply  for  training  with  a 
Guide  Dog.  I  had  recently  finished  training  a 
dog  forayoung  man  with  Usher  Syndrome — 
the  outcome  was  successful  and  the  partner- 
ship will  grow  and  prosper.  With  this  fresh  in 
my  mind,  I  was  attracted  to  the  idea  of  training 
another  deaf-blind  person  of  similar  under- 
standing and  determination. 

I  visited  Julia  at  home  with  my  boss  Mr 
Csernovits  to  assess  her  needs  and  to  look  at 
the  routes  that  she  could  safely  travel  with  a 
dog.  One  clear  conclusion  from  the  assess- 
ment was  that  myfingerspelling  needed  some 
polish — I  still  never  get  T  and  'e'  the  right  way 
round! 

Finding  the  right  dog  takes  patience. 
Having  found  one,  preparing  and  training  it  is 
•  a  lengthy  process.  I  selected  Judd  —  a  cross 
between  a  Yellow  Labrador  and  a  Golden 
Retriever,  who  showed  a  sound  tempera- 
ment, a  friendly  nature  and  a  bright  intelli- 
gence. With  help  from  the  other  training  staff, 
I  trained  Judd  in  all  the  basic  skills  and  then 
planned  for  Julia's  arrival  for  the  final  training. 

Julia  stayed  at  the  centre  for  ten  days, 
Paul  Ennals  from  Sense  accompanying  her 
as  interpreter.  Soon  the  relationship  between 
Julia  and  Judd  flourished,  with  Julia's  natural 
skill  in  understanding  dogs  combining  with 
Judd's  co-operative  nature.  Julia  soon  learnt 
to  pick  up  information  through  Judd's  har- 
ness and  follow  his  movements  and  correct 
any  of  Judd's  mistakes.  With  a  few  visits  to 
local  hostelries  to  restock  our  energy  levels, 


Jim  Powell  polishes  his  fingerspelling 


Safely  round  obstacles 

the  hard  work  at  the  centre  soon  passed. 

Now  the  real  work  began  back  at  Julia's 
home,  putting  into  practise  all  the  new  skills 
that  the  partners  had  learnt.  Establishing 
safe  local  routes  took  time  and  each  walk  was 
repeated  and  repeated. 

One  walk  is  a  pathway  alongside  a  park. 
At  one  point,  I  scattered  pebbles  on  the  path 
to  give  a  clue  to  Julia's  footsteps  where  she 
would  need  to  turn. 

Having  a  Guide  Dog  means  a  great  deal 
more  than  just  putting  on  a  harness  and 
telling  the  dog  where  to  go  and  where  to  turn. 
It  is  about  responsibility  and  concern  for  a 
dog  that  relies  on  you  as  the  provider,  com- 
forter and  leader.  Not  an  easy  task  and  a  task 
that  is  learnt  gradually. 

Training  a  deaf-blind  person  with  a  Guide 
Dog  on  routes  that  are  set  and  agreed 
beforehand  can  be  successful.  The  number 
of  deaf-blind  people  who  could  benefit  from 
this  way  of  getting  around  will  always  be 
small  —  those  who  do  succeed  must  be  real 
achievers  with  stubborn  determination. 

But  anything  worthwhile  will  always  ££ 
be  hard  work.  ~yy 

Julia  is  now  working  with  Judd  successfully  in 
her  home  area.  Each  month  strengthens  the 
relationship  and  increases  the  skill  of  the 
team.  They  continue  to  receive  regular  sup- 
port from  the  local  Guide  Dog  centre  and 
gradually  she  is  able  to  travel  with  Judd  on 
longer  journeys. 

Can  we  pick  out  any  factors  that  influence 
the  successful  training  of  a  deaf-blind  person 
and  their  guide  dog? 

Careful  Assessment 

Most  deaf-blind  people  will  not  be  able  to 
become  guide  dog  owners.  So  the  initial 
assessment  of  an  applicant  must  be  sensi- 
tively carried  out.  It  is  easy  to  build  up  expec- 
tations which  cannot  be  fulfilled.  Yet  it  is  also 
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Training  for  Deaf-Blind  People 


possible  to  see  only  the  problems  and  as- 
sume that  the  task  is  too  difficult.  The  first 
assessment  of  an  applicant  needs  to  be  done 


Guide  dogs  are  not  trained  whether  it  is 
safe  to  cross  the  road. 

by  someone  with  good  communication  skills 
and  an  experienced  instructor  who  can  look 
beyond  immediate  difficulties. 

Realism 

It  could  be  that  there  will  be  some  skills  that 
a  deaf-blind  person  simply  cannot  acquire. 
Training  may  need  to  be  limited  —  perhaps 


Repeated  route  training 

only  learning  to  travel  on  a  few  set  routes. 
Guide  dogs  are  not  trained  to  make  the 
decision  as  to  whether  it  is  safe  to  cross  roads 
—  if  a  deaf-blind  person  can  neither  see  nor 
hear  enough  to  help  with  road  crossing, 
perhaps  they  will  only  be  able  to  travel  in  quiet 
areas.  There  must  be  clear  understanding 
from  the  beginning  as  to  what  is  ikely  to  be 
possible. 


Adapting  Techniques 

Successful  training  has  always  involved 
creative  thinking  from  an  experienced  in- 
structor. If  the  deaf-blind  person  has  no 
speech,  how  can  they  instruct  the  dog?  A 
series  of  hand  movements  may  be  used. 
How  can  they  reward  the  dog  without  the 
normal  constant  stream  of  friendly  com- 
ments? How  do  lessons  need  to  be  adapted 
when  you  cannot  simply  call  out  instructions 
from  a  distance?  Can  the  instructor  train  the 
dog  to  carry  out  tasks  in  a  different  way  — 
touching  the  owner  more,  responding  to  dif- 
ferent signals  etc?  Should  there  be  a  longer 
training  period  available?  Certainly  the  train- 
ing of  adeaf-blind  person  places  much  greater 
demands  on  staff  time.  Should  more  of  the 
training  be  carried  out  at  the  deaf-blind  per- 
son's home,  as  happened  with  Julia? 

Communication 

It  is  vital  to  have  full-time  interpreting  avail- 
able during  the  training  period.  Maybe  we 
can  expect  the  Guide  Dog  Instructors  to  gain 
basic  communication  skills,  but  it  is  too  easy 
to  start  reducing  the  information  you  teach  if 


Julia  touching  Judd 

you  are  not  a  fluent  communicator.  There  is 
so  much  to  learn  —  getting  information 
cannot  be  left  to  chance.  Often,  too,  it  may  be 
necessary  to  talk  over  the  experiences  of  a 
lesson  afterwards,  to  describe  again  the 
lessons  learnt  and  the  points  picked  up,  to 
avoid  any  easy  misunderstandings. 

Interpreting  is  also  needed  during  the 
social  periods.  Much  of  the  success  of  Guide 
Dog  training  comes  from  the  system  where  a 
group  of  blind  people  work  hard  together 
during  the  day,  then  socialise  together  at 
night  when  the  events  of  the  day  can  be 
discussed  and  put  into  perspective.  It  is 
important  for  the  deaf-blind  person  to  be  able 
to  join  in  this  process  —  so  that  the  evenings 
are  relaxing  and  the  informal  learning  is  done. 
While  it  is  great  for  the  other  students  to  learn 
basic  communication  skills  themselves,  the 
deaf-blind  person  will  still  need  an  interpreter. 


Stepping  out  with  confidence 


Openness 

There  needs  to  be  a  real  commitment  from  all 
the  people  involved  to  make  it  work.  At  the 
Middlesborough  Centre  and  at  the  Forfar 
Centre  where  Clark  trained,  the  staff  wel- 
comed the  chance  to  learn  some  communi- 
cation and  made  great  efforts  to  be  welcom- 
ing. They  tolerated  the  occasional  disrup- 
tions to  normal  routine  and  opened  them- 
selves to  the  possibilities  of  taking  on  a  new 
challenge. 

Over  the  next  few  years,  perhaps  we  can 
hope  for  more  deaf-blind  people  to  be  trained. 
The  Guide  Dogs  for  the  Blind  Association 
have  expressed  a  commitment  to  try  and 
both  Sense  and  the  National  Deaf-Blind 
League  are  committed  to  working  with  them 
to  make  a  success  of  it. 


A  rewarding  pat 
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Breaking  Through  Local  Authorit 
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The  Background 

Three  years  ago.  Sense  and  The  National 
Deaf-Blind  League  wrote  to  the  Minister  for 
the  Disabled.  We  argued  that  deaf-blind 
people  and  their  families  had  no  clear  voice 
within  Government.  Deaf  Groups  and  Blind 
Groups  met  with  the  Minister  regularly  — 
we  always  had  to  plead  to  be  heard.  We 
asked  for  a  National  Forum  —  some 
method  of  transmitting  our  views  regularly 
to  the  Minister. 

At  that  stage,  the  Government's 
response  was  lukewarm.  They  proposed 
organising  a  seminar  for  Social  Services 
Directors  to  look  at  the  problem  locally.  The 
DHSS  joined  with  the  King's  Fund  in 
organising  a  seminar,  and  invitations  were 
sent  out.  The  result  was  a  resounding 
failure  —  only  a  handful  of  Directors  were 
interested.  This  was  the  starkest  possible 
way  of  demonstrating  the  need  for  greater 
awareness  among  local  authorities. 

A  post-mortem  meeting  was  called  and 
a  new  proposal  put  forward.  Emlyn 
Cassam,  Norfolk's  Social  Services  Director 
and  one  of  the  early  advocates  of  the 
needs  of  deaf-blind  people,  proposed  that 
a  major  report  was  needed  to  state  the 
case,  putting  the  needs  clearly  in  local 
authority  language'.  The  Deaf -Blind 
Services  Liaison  Group  (D-BSLG)  had  just 
been  formed  by  the  few  national 
organisations  offering  services  to  deaf- 
blind  people —  what  could  be  a  more 
appropriate  early  task?  A  working  party 
was  formed  to  draft  the  report  and  a  target 
of  nine  months  set  for  completing  the  task. 
Remarkably,  at  the  end  of  nine  months,  the 
report  was  ready. 

Now,  'Breaking  Through'  is  starting  to 
have  effects  around  the  country.  The 
Government  has  agreed  to  a  regular  yearly 
meeting  with  the  Deaf-Blind  Services 
Liaison  Group  to  hear  directly  the  needs  of 
deaf -blind  people  and  their  families.  A  new 
seminar  is  planned  for  the  autumn  —  this 
time  the  response  will  be  different. 


October  1 988  saw  the  launching  of  a  major 
new  report  on  services  for  deaf-blind  people. 
'Breaking  Through'  was  produced  by  mem- 
bers of  the  Deaf-Blind  Services  Liaison  Group 
(D-BSLB)  and  offered  a  series  of  recommen- 
dationsto  local  authorities  on  howthey  should 
develop  their  services  to  deaf  blind  people  in 
their  areas. 

The  report  was  first  revealed  at  the  Na- 
tional Conference  of  the  Association  of  Direc- 
tors of  Social  Services  (ADSS).Atthe  launch, 
three  deaf-blind  people  addressed  a  collec- 
tion of  conference  delegates  about  the  is- 
sues within  the  report.  Graham  Hicks,  Sense's 
Development  Officer,  outlined  some  of  the 
difficulties  that  deaf-blind  people  and  their 
families  can  face.  Dorothy  Barr  spoke  of  her 
experiences  of  losing  her  sight  after  fifty 
years  of  deafness,  and  swayed  the  hearts  of 
many  a  crusty  administrator.  Patrick  Murphy, 
the  League's  Consultant,  called  for  action  in 
favour  of  a  long-neglected  group.  The  Chair- 
manship of  Emlyn  Cassam,  Director  of  So- 
cial Services  for  Norfolk,  gave  added  weight 
to  the  presentation. 

At  the  same  time,  the  Minister  for  the  Dis- 
abled, Nicholas  Scott,  was  presented  with  a 
copy  of  Breaking  Through  by  the  Chief  Ex- 
ecutives of  the  four  member  organisations  of 
the  D-BSLG  (Sense,  RNIB,  RNID,  and  the 
National  Deaf-Blind  League).  Copies  of  the 
report  were  mailed  to  every  Director  of  Social 
Services  and  Director  of  Education  in  Britain. 

Breaking  Through  received  an  enthusias- 
tic early  reception.  In  a  decade  of  weighty 
official  reports  that  were  destined  to  prop  up 
shelves,  'Breaking  Through'  was  hailed  as 
practical,  readable  and  realistic  —  written 
with  an  understanding  of  the  difficulties  fac- 
ing local  authorities  as  well  as  the  pressing 
needs  of  deaf-blind  people  themselves. 

Since  then,  much  work  has  taken  place  to 
keep  the  report  off  the  shelves  and  in  the 
minds.  The  D-BSLG  are  targeting  a  handful 
of  local  authorities  with  whom  to  work  —  to 
help  them  to  consider  the  needs  in  their  own 
areas  —  so  that  we  can  all  learn  from  each 
other's  experiences.  Meanwhile,  the  Gov- 


There  is  a  tide  of  change  in  deaf- 
blind  services  at  the  moment.  It 
is  vital  that  this  opportunity  be 
grabbed  and  that  this  new  level 
of  awareness  is  turned  into 
concrete  action.  What  is  hap- 
pening in  your  local  authority? 
Every  local  authority  has  re- 
ceived the  report.  It  has  been 
endorsed  by  the  Association  of 
Metropolitan  Authorities  and  the 
Association  of  Directors  of 
Social  Services.  If  you  are  not 
satisfied  with  the  quality  of  so- 
cial services  support  you  are 
receiving,  write  to  your  Director 
of  Social  Services  asking  them: 

•  What  is  their  response  to 
the  report  Breaking 
Through? 

•  Has  it  been  discussed  by 
their  Social  Services  Com- 
mittee? 

•  Do  they  intend  to  establish  a 
local  forum  to  review  their 
own  services? 
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The  Minister  for  the  Disabled,  Mr  Nicholas  Scott,  is  presented  with  a  copy  of 
"Breaking  Through"  by  the  Chief  Executives  of  the  four  groups. 


ernment's  own  Social  Services  Inspectora 
is  carrying  out  an  inspection  of  services 
deaf-blind  people  in  five  local  authorities  ar 
aims  to  publish  its  own  view  this  autumn. 

At  the  beginning  of  February,  represent 
fives  of  the  D-BSLG  met  once  again  with  tr 
Minister  for  the  Disabled  to  try  to  ensure  th, 
the  momentum  for  change  is  kept  up.  Nichi 
las  Scott  agreed  to  host  a  seminar  this  ai 
tumn,  inviting  Directors  of  Social  Services 
discuss  progress  on  implementing  the  repc 
and  to  share  examples  of  good  practice.  E 
this  time  we  anticipate  that  the  Social  Ser 
ices  Inspectorate  Report  will  be  complete* 
The  Minister  also  agreed  to  consider  how 
Code  of  Practice  might  be  produced  for  loc 
authorities. 

In  individual  local  authorities,  changes  ai 
underway.  In  Norfolk,  a  new  Coordinator  f< 
Deaf-Blind  Services  is  being  appointed.  I 
Sunderland  a  full-day  meeting  of  over  £ 
people  established  a  standing  forum  to  pla 
their  own  services.  In  Strathclyde  a  propos 
for  the  appointment  of  a  Coordinator  of  Dea 
Blind  Services  is  under  consideration.  R< 
views  are  now  beginning  in  many  other  a 
eas. 


■- 
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Copies  of  Breaking  Through  — 

Developing  Services  for  Deaf-Blind 

People  are  available  from  Sense 

price  £2.50  inc.  postage  and 

packing. 


Summary  of  the  recommendations 

1 .  Local  authorities  should  seek  to  identify  the  numbers  and  identity 
of  deaf-blind  people  in  their  areas. 

2.  Social  workers  should  seek  to  ensure  that  deaf  people  have  their 
vision  regularly  tested,  that  blind  people  have  their  hearing 
regularly  tested  and  that  any  indication  of  the  development  of  a 
second  sensory  impairment  should  result  in  referral  to  the  appro- 
priate services. 

3.  Local  agencies  should  undertake  a  critical  reappraisal  of  the 
extent  to  which  deaf-blind  people  are  adequately  served  by 
existing  facilities  provided  by  them  for  disabled  people  in  general 
and  by  facilities  for  deaf-blind  people  in  particular. 

4.  Multi-disciplinary  assessments  should  be  led  by  a  qualified  social 
worker  specialising  in  the  problems  of  disability  and  able  to 
communicate  with  the  deaf-blind  clientdirectlyorthroughaskilled 
and  trusted  communicator. 

5.  Social  services  departments  should  produce  codes  of  practice 
covering  the  processes  of  assessment  and  reassessment  and 
the  formulation  of  attainable  life  plans. 

6.  Agencies  responsible  for  work  with  deaf-blind  people  should 
regularly  monitor  the  accessibility  of  local  information  services 
and  the  extent  to  which  deaf-blind  people  make  use  of  them.  They 
should  encourage  steps  to  widen  clients'  horizons,  enlisting 
where  possible  the  services  of  suitable  voluntary  workers. 

7.  Local  authority  and  voluntary  bodies  should 
encourage  self-advocacy  and  advocacy 
under  the  letter  or  within  the  spirit  of  the 
Disabled  Persons  (Services,  Consultation 
and  Representation)  Act  1986\o  ensure 
that  clients'  interests  and  wishes  are  fully 
considered. 


8.  Local  authorities  should  consider  the  de- 
velopment of  Guide-Help  Services  for  deaf- 
blind  people  where  they  do  not  presently 
exist.  They  should  ensure  that  they  have 
access  to  the  use  of  suitable  trained  inter- 
preters for  deaf-blind  people,  and  that 
guidelines  are  available  for  the  deaf-blind 
person  on  how  their  services  can  be  ob- 
tained. 


The  Working  Party 


Sense:  Norman  Brown,  Paul  Ennals 
Graham  Hicks 


9.  The  contribution  which  technical  assistance  and  equipment  can 
make  to  the  quality  of  individual  lives  should  be  evaluated 
periodically.  RNIB  and  RNID  should  develop  the  provision  of 
expert  technical  advice  on  request. 

1 0.  A  written  Rehabilitation  Plan,  on  a  multi-disciplinary  basis,  should 
be  prepared  for  each  deaf-blind  client  by  a  key  worker.  It  should 
be  regularly  reviewed  and  revised. 

11.  A  nominated  social  worker  should  be  given  specific  responsibil- 
ity for  carer/family  support. 

12.  Local  authorities  should  identify  and  utilise  specialised  centres 
offering  Further  Education  and  rehabilitation  training  for  deaf- 
blind  school-leavers  and  forthose  coming  out  of  mental  handicap 
hospitals. 

13  Training  and  support  should  be  offered  to  staff  in  residential 
homes  for  the  elderly  and  in  hospitals,  on  how  to  meet  the  needs 
of  deaf-blind  people. 

14  Local  authorities  should  accept  a  strategic  responsibility  for 
ensuring  that  the  residential  needs  of  deaf-blind  persons  in  their 

areas  are  appropriately  met.  They  should 
consider  in  addition  to  or  in  place  of  locally 
provided  accommodation  the  feasibility  of  joint 
arrangements  or  the  use  of  facilities  provided 
by  the  private  sector  or  voluntary  organisa- 
tions. 


National  Deaf-Blind  League:  Ann  Barnett, 
Patrick  Murphy 

RNID:  Derek  Burton,  Mike  Whitlam 

RNIB:  Mavis  Sutter,  John  Stephenson 

Professional  Organisations:  Emlyn 
Cassam,  Bob  Hankinson,  Chris  Davies 

The  main  task  of  drafting  the  report  was 
undertaken  by  John  Stephenson. 


1 5  Local  authorities  should  ensure  that  their 
personnel  departments  are  aware  of  the 
services  available  to  facilitate  employ- 
ment placements  for  deaf-blind  people 
and  for  their  retention  in  work. 

1 6  Every  Social  Services  Department  should 
establish  a  standing  Forum  for  the  forma- 
tion of  a  comprehensive  strategy  and  plan 
of  action  for  the  furtherance  of  the  welfare 
of  deaf-blind  people. 
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lason  strives  hard  to  integrate 
with  'the  regular  kids'  at  school 

The  process  of  integration  of  deaf-blind  students  into  the  ordinary  local  authority  schools  has 

developed  further  in  Canada  than  in  Britain.  It  is  not  all  plain  sailing  as  this  anonymous  article, 

adapted  from  our  Canadian  sister  magazine  Intervention,  Autumn  1988  makes  clear. 


Jason  Pero  is  a  bright  kid. 

He's  also  a  bit  of  a  technical 
whiz  with  time  pieces.  When 
schoolmates  give  him  their 
broken  watch  to  repair,  Jason 
takes  less  than  a  day  to  return 
it  in  working  order  —  with  a  bill 
for  his  services. 

Recently  Jason  won  a 
public  speaking  contest  at  his 
school  and  went  on  to  finish 
second  in  acompetition  among 
nine  area  elementary  schools. 

So  it's  no  wonderthat  Jason 
—  who  is  profoundly  deaf  and 
legally'  blind  —  reacts  angrily 
to  the  labels  society  ascribes 
to  him. 

"I  am  not  disabled.  I  can  do 
anything  like  any  other  normal 
person.  I  just  simply  can't  hear 
sounds  and  I  can't  talk,"  Jason 
explained  in  sign  language. 

Jason  uses  two  hearing 
aids  to  bolster  his  minimal 
auditory  senses.  Although  he 
wears  glasses  and  appears  to 
get  around  just  fine,  he  has  only  20-per-cent 
vision  in  his  right  eye  and  an  artificial  left  eye. 

Jason  lives  the  integration  concept.  He 
attends  Winston  Churchill  Public  School 
where  he  takes  Grade  8  subjects  with  stu- 
dents who  can  hear  and  speak. 


"/  am  not  disabled.  I  can  do 
anything  like  any  other  normal 
person.  I  just  simply  can 't  hear 
sounds  and  I  can 't  talk. " 


When  Jason  was  born  almost  16  years 
ago,  a  lot  of  people  told  his  mother  he  should 
be  institutionalized  because  he  was  thought 
to  be  "mentally  retarded." 

Jan  Calver  wanted  her  son  educated  at  a 
local  school,  but  the  best  programme  to  suit 
his  needs  was  in  Brantford. 

Jason  spent  six  years  living  at  the  school, 
making  the  six-hour  bus  trip  home  to  King- 
ston on  weekends. 

When  he  was  1 1  years  old ,  Jason  decided 
he  was  homesick  and  wanted  to  come  home 
permanently. 

Jason  is  one  of  only  two  children  now 
enrolled  in  the  local  authority  schools  who 
communicate  through  sign  language.  The 
other  child  is  in  kindergarten. 

Jason  learns  in  a  normal  classroom  with 
the  assistance  of  his  "intervener",  Liz.  She 
signs  to  Jason  the  lessons  and  instructions  of 
the  teacher  and  the  comments  of  the  class- 


Jason  Pero  talks  by  sign  language 


mates.  She  also  gives  voice  to  Jason's  sign 
language  so  the  non-signing  teacher  and 
students  can  understand  him. 

As  an  intervenor,  Liz  does  not  merely 
interpret  for  Jason,  but  uses  her  discretion  in 
deciding  on  appropriate  methods  for  dealing 
with  various  issues  in  both  educational  and 
social  situations. 

In  the  three  years  Jason  has  been  at 
Winston  Churchill,  he  has  matured  tremen- 
dously. There  were  many  childhood  activities 
that  Jason  had  not  experienced  at  the 
Brantford  school. 

Jason  said  he  knows  that  much  of  his 
behaviour  when  he  first  started  local  school 
was  inappropriate  for  his  age.  He  blames  his 
experience  in  Brantford.  He  said  he  decided 
to  leave  the  residential  school  because  he 
knew  his  progress  had  begun  to  deteriorate 
there. 

"I  wanted  to  be  free.  In  Brantford,  I  always 
had  to  stay  in  the  building  until  the  keepertold 

"The  fact  that  people  were  always 
watching  me  —  not  just  me,  but 
other  children  —  and  always 
making  notes  about  whatever  we 
did,  I  thought  that  was  terrible. " 

me  what  to  do.  I  always  had  to  ask  permission 
before  I  could  do  something. 

"The  fact  that  people  were  always  watch- 
ing me  —  not  just  me,  but  other  children  — 


and  always  making  notes 
about  whatever  we  did,  I 
thought  that  was  terrible," 
Jason  said. 

During  the  night,  he 
added,  someone  would 
also  come  in  to  the  room  he 

"If  he  pushes  you, 
and  you  push  him 
back,  you're  the 
one  who  gets  in 
trouble. " 

shared  with  two  other  stu- 
dents and  feel  through  the 
covers  to  make  sure  the 
children  were  in  bed,  al- 
most always  waking  him  in 
the  process. 

Jason's  school  class- 
mates first  heard  about  his 
experiences   in   Brantford 
when  Jason  entered  the 
public  speaking  contest  this  year.  Using  the 
memories  of  his  residential  school  days, 
Jason  spoke  on  invasion  of  privacy. 

Aclassmate  said  the  speech  had  changed 
his  view  of  Jason:  "I  didn't  really  know  he  had 
gone  through  all  that.  I  figured  he  had  grown 
up  just  like  us.  Then,  in  his  speech,  he  told  us 
he  never  had  his  own  privacy  and  he  never 
got  to  sleep  for  a  full  night  and  he  was  always 
being  watched." 

Classmate  Tasha  thinks  it's  a  good  idea  to 
integrate  children  with  learning  difficulties 
into  ordinary  school. 

"If  you  put  them  all  in  one  place  together, 
they're  not  going  to  learn  how  to  get  along 
with  other  kids. 

"And  it's  good  for  the  other  kids  too.  When 
Jason  first  came  here,  I  didn't  talk  to  him  very 
much,  not  because  I  was  being  mean,  but  I 
just  didn't  know  what  to  do,"  Tasha  said. 

It's  a  view  Jason  shares.  He  believes  that 
no  child  should  be  institutionalized  and  that 
segregation  prevents  children  from  learning 
to  get  along  with  one  another. 

Not  every  child  would  benefit  from  inte- 
gration, Jason  said.  He  prefers  set-ups  like 
the  one  that  now  exists  at  his  school  where 
children  with  special  needs  are  part  of  the 
student  body,  but  participate  in  special  les- 
sons in  separate  classrooms. 

"I  think  that  there  are  certain  times  during 
the  day  when  the  kids  with  special  needs  can 
be  integrated  with  the  regular  kids  —  at 
breaks,  for  instance,"  Jason  said. 

While  Jason's  three  classmates  agreed 
integration  benefited  both  groups  involved, 
they  believe  special  needs  children  who 
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participate  in  normal  classes  should  be  treated 
equally.  They  think  teachers  tend  to  favour 
the  child  who  has  been  integrated. 

"If  he  pushes  you,  and  you  push  him  back, 
you're  the  one  who  gets  in  trouble,"  said 
Tommy. 

Tommy  and  the  others  do  understand  that 
school  work  is  much  more  difficult  for  a  child 
with  special  needs  like  Jason. 

"It  must  be  hard  because  he  can't  listen  to 
the  sound  of  the  words  when  he's  trying  to 
learn  spelling  or  English.  He  has  to  memorize 
it  all,"  Tommy  said. 

"It  must  be  frustrating  for  Jason  to  be  with 
kids  like  us.  When  he  wants  to  sign  some- 
thing to  us,  we  don't  understand  it  or  when 
he's  having  a  disagreement,  but  he  can't  say 
anything  so  he's  always  got  to  write  it  down 
on  paperorgogethisintervenor,"said  Shawn. 

Jason  said  he  has  few  friends  at  the 
school  and  he  doesn't  know  why.  Other  chil- 
dren blame  both  themselves  and  Jason  for 
failing  to  make  an  extra  effort.  All  the  children 
said  the  school  system  doesn't  do  enough  to 
help  bridge  the  communication  gap  between 
special  needs  students  and  their  classmates. 

"When  Jason  wants  to  tell  you  something, 
he  has  to  write  it  down.  But  when  he  trans- 
lates it  from  sign  language  it  doesn't  always 


"When  the  kids  don't  understand, 
Jason  gets  frustrated  and  starts  to 
sign.  The  kids  don't  understand 
and  they  get  frustrated. " 


make  sense.  You  have  to  really  look  at  what 
he  writes  to  figure  it  out,"  Shawn  explained. 

"When  the  kids  don't  understand,  Jason 
gets  frustrated  and  starts  to  sign.  The  kids 
don't  understand  and  they  get  frustrated." 

The  students  said  they  were  given  some 
books  on  sign  language  but  little  extra  in- 
struction. 

Tommy  said  kids  feel  embarrassed  to  use 
the  little  sign  language  they  know  because 
they're  afraid  of  making  a  mistake  and  look- 
ing foolish. 

"People  are  afraid  they'll  do  it  wrong  and 
Jason  will  laugh  at  them,  but  he  doesn't.  He 
corrects  you,"  Tommy  said. 

Jason  suggested  school  officials  ought  to 
do  more  to  prepare  regular  students  for  the 
arrival  in  their  classroom  of  a  child  with  spe- 
cial needs.  He  thinks  it  would  be  best  for  the 
child  with  special  needs  to  spend  the  first  few 
days  in  class  getting  acquainted  with  the 
students  and  the  process  before  trying  to 
understand  the  teacher's  lessons. 

Other  students,  he  added,  should  be 
taught  not  to  tease  special  needs  children. 

"I  think  a  lot  of  hearing  people  label  us  as 
mentally  retarded,"  he  said. 

His  classmate  Shawn  said  that  no  matter 
how  well  other  students  are  prepared,  it's 
impossible  to  eliminate  all  the  social  prob- 
lems students  like  Jason  will  face.  It's  a  fact, 
Shawn  said,  that  has  little  to  do  with  problems 
of  children  like  Jason  and  more  to  do  with  the 
attitudes  of  other  children. 

"Some  kids  don't  like  Jason  just  because 
he's  deaf.  But  some  kids  don't  like  me  be- 
cause of  the  way  I  am.  It's  like  saying  I  don't 
like  Tommy  because  he  wears  glasses  or  I 
don't  like  Tasha  because  she  has  long  hair. 
There's  no  real  reason  for  it." 


Assessment 


talking]— 
point 


Assessment:  Able  to  put  tongue  in  cheek 

(Tick  and  date 

□  yes 

as  appropriate) 

□  no 

Q  with  help 

Q  working  on 

j  achieved 

j checked 

For  the  past  ten  years  or  so,  certainly  since 
the  1 981  Act,  assessment  has  been  the  buzz 
word  in  most  areas  of  special  education,  or 
should  I  say  special  educational  need?  From 
the  towers  of  academia  to  the  Portakabins  of 
staffrooms.  From  the  corridors  of  Parliament 
to  the  toilets  of  the  special  care  department 
—  everyone  is  using  it. 

Is  it  making  any  difference?  Is  Gemma 
Bloggs  being  treated  any  differently  as  a 
result?  Is  her  routine  altered  as  a  result  of  this 
frenetic  assessment?  Is  she  being  handled 
differently?  Does  it  make  any  difference  to 
the  experiences  that  are  offered?  Do  people 
talk  to  her  differently?  Is  she  given  different 
sorts  of  play  material?  Or  is  it  what  would 
have  happened  anyway? 

Does  assessment  really  have  a  purpose 
beyond  being  an  end  in  itself? 

□  Yes 
J  No 

□  Sometimes  (give  details) 
j  Working  on  it 

_i  Achieved 

-j  Just  checking! 

Well,  if  I'm  honest  I'm  still  at  the  'working 
on  it'  stage.  To  make  sure  that  assessments 
result  in  some  change,  try  this: 

Assessment  Action  Plan 

1.  Copy  of  assessment  report  to  be  sent/ 
given  to  every  individual: 

a.  who  has  contributed  any  item  of  informa- 
tion; 

b.  who  will  be  responsible  for  making  any 
decisions  regarding  subject; 

c.  who  will  be  responsible  for  implementing 
any  of  the  implications; 

d.  who  will  be  responsible  (in  any  way  at  all) 
for  the  daily  care/education  of  the  subject. 

Make  a  list  in  advance  through  consultation. 
Don't  be  put  off  by  "She  needn't  have  one."  Or 
"Save  yourself  time  dear,  just  give  one  to 
me". 

2.  Receipt  of  report  should  be  acknowledged 
by  the  dated  signatures  of  all  those  to  whom 
a  copy  has  been  given.  A  time  limit  should  be 
imposed  to  speed  up  distribution  and  to 
ensure  that  assessment  isn't  negated  by 
being  out  of  date  because  of  the  tardiness  of 
the  friendly  peripatetic  teacher  or  the  photo- 
copying machine  going  bust.  Keep  copies  of 
dated  signatures  as  no  opportunities  to  be 
allowed  for  later  excuses — "I  didn't  know  she 
could  do  that,  no-one  told  me". 

3.  An  undertaking  should  be  made  by  all 
individuals  to  abide  by  collective  decisions 
taken  in  further  stages.  If  this  undertaking  is 
not  made  then  the  individual  should  cease  to 
hold  a  copy  of  the  report  and  to  take  part  in  the 
stages  below.  This  might  be  the  tricky  one, 


no-one  is  going  to  say  'no'  but  they  might 
think  it.  A  bit  of  thinking  on  one's  feet  might  be 
necessary  here  ...  group  pressure  is  always 
useful. 

4.  Consult  with  everyone  holding  a  copy  of 
report  to  make  sure  that: 

a.  there  is  full  understanding  of  points  made 
and  jargon  used; 

b.  it  doesn't  contain  any  ambiguities  or  mis- 
leading statements; 

c.  if  there  is  any  disagreement  it  is  fully 
discussed  and  either  agreement  is  reached 
or  it  becomes  a  subject  for  further  mini- 
assessment. 

5.  Implications  of  the  assessment  should  be 
understood  by  all  holders  of  the  report.  Pos- 
sible areas  of  these  implications  should  be 
explored  using  a  quick  check-list  to  ensure 
that  nothing  is  forgotten.  The  type  of  check- 
list will  depend  on  situation  and  the  type  of 
assessment  carried  out.  One  for  a  school  on 
a  child's  use  of  functional  vision  might  in- 
clude: 


the  implications 
for  optimum 
use  of: 

•materials  (size, 

colour,  pattern, 

shape) 

•backgrounds 

•direction 

•distance 

•lighting 


•toilet/bathroom  time 

•eating  &  drinking 

seating  arrangements 

•skills  being  taught 

■skills  needing  teaching 

•modes  of  approach 

communication 

methods 
mobility 
clothing 


6.  An  action  plan  should  be  agreed  based  on 
Stage  5  and  a  time  limit  be  set  for  review, 
assessment  and  adoption  of  the  action  plan 
to  which  all  report  holders  should  give  their 
written  agreement  (through  signatureor other 
mark).  Name  names  in  the  action  plan:  "Mrs 
X  will  always  use  an  orange  plastic  spoon 
when  feeding",  "Physio  Y  will  always  ap- 
proach from  the  right  hand  side  when  putting 
Gemma  through  her  double  somersault  with 
triple  loop  routine  aimed  at  improving  head 
control".  Nothing  like  naming  names  for 
accountability. 

7.  Last,  place  a  copy  of  the  assessment  and 
the  Action  Plan  on  file.  The  headteacher  will 
be  even  more  pleased  as  the  report  is  even 
more  "full  &  meaningful".  Don't  forget  to  name 
the  headteacher  in  action  plan.  It's  not  only 
the  underlings  who  have  to  be  accountable. 

But  stop.  Think.  Assess: 

Does  assessment  really  have  a  purpose 
beyond  being  an  end  in  itself? 

□  Yes 

□  No 

□  Sometimes  (give  details) 

□  Working  on  it 

□  Achieved 

□  Just  checking! 

Judy  Bell,  Advisory  Teacher  of 

the  Visually  Impaired,  Wolverhampton 

Talking  Point  aims  to  encourage  debate. 
Please  respond  to  the  editor. 
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Mobility  Allowance 

closer  than  ever  to  a  change  in  the  law 


A  proposed  amendment  to  the  newest  Social 
Security  Bill  (1988),  being  debated  in  parlia- 
ment, aims  to  help  people  with  a  mental 
handicap  or  who  are  deaf  and  blind,  claim 
mobility  allowance. 

Despite  an  abundance  of  appeals,  case 
law.  publicity,  letters  to  the  Department  and 
the  Minister,  pressure  from  MPs  ...  over  the 
past  few  years,  these  two  groups  of  people 
face  incredible  hurdles  in  establishing  entitle- 
ment. Going  through  the  complete  appeal 
process  commonly  takes  two  years  or  more. 
Yet  at  the  end  of  all  that,  they  may  again  be 
refused.  Effectively  it  is  the  wording  and 
interpretation  of  the  current  mobility  allow- 
ance rules  which  hinder  or  debar  them  from 
getting  the  allowance. 

The  goverment  have  expressed  their 
"sympathy"  on  this  problem  but  none  of  those 
sympathies  have  been  followed  up  by  the 
necessary  and  simple  action  required. 
Namely  to  amend  the  mobility  allowance 
rules. 

This  inactivity  can  justifiably  be  compared 
to  the  zeal  with  which  the  government  has 
passed  volumes  of  other  social  security  leg- 
islation affecting  people  with  disabilities,  over 
the  past  few  years. 

The  current  problems 

1.  Physical  disablement:  mobility  allow- 
ance can  only  be  awarded  to  people  whose 
restrictions  are  caused  by  a  physical  dis- 
ablement. 

Social  Security  Commissioners'  decisions 
have  established  that  a  mental  handicap  can 
be  treated  as  a  physical  disablement  (for 
example  where  there  is  a  genetic  cause  or 
brain  damage).  However,  in  practice,  many 
people  have  problems  establishing  that  their 
disablement  is  physical,  particularly  people 
who  were  never  given  a  decisive  cause  or 
diagnosis  for  their  condition. 

2.  Limited  walking:  mobility  allowance  is 
only  awarded  where  a  person's  walking,  or 
ability  to  use  their  legs  and  feet,  is  severely 
limited.  Although  a  person  with  a  mental 
handicap  or  who  is  deaf  and  blind  may  have 
nothing  physically  wrong  with  their  legs  or 
feet,  they  may  be  totally  unable  to  walk 
independently  because  of  the  other  factors  of 
their  condition. 

In  order  to  get  mobility  allowance  it  must 
be  shown  that  the  claimant  would  stop  so 
frequently  if  walking  alone  and  that  their 
walking  would  be  so  seriously  interrupted, 
that  they  could  be  counted  as  being  virtually 
unable  to  walk. 

But  even  if  this  is  the  case,  the  adjudica- 
tors commonly  conclude  that  the  claimant  is 
deliberately  choosing  to  be  difficult  and  is 
consciously  deciding  to  have  behavioural 
interruptions  when  walking  —  in  which  case 
they  refuse  mobility  allowance. 


Sense  has  been  one  of  the  leading 

organisations  in  the  Mobility 

Allowance  Campaign  to  make  the 

mobility  allowance  more  widely 

available  to  mentally  handicapped 

and  deaf-blind  people.  Hundreds  of 

readers  of  Talking  Sense  wrote  to 

their  MPs  to  support  an  Early  Day 

Motion  raising  the  issue  two  years 

ago. 

WE  ARE  NOW  CLOSER  THAN 
EVER  TO  A  CHANGE  IN  THE  LAW 


The  Mobility  Allowance  Campaign  argues 
that  the  tests  that  a  claimant  must  satisfy  are 
demeaning,  illogical  and  unnecessarily  con- 
fusing and  that  the  wording  of  the  basic  law  is 
inappropriate  and  must  be  changed  as  soon 
as  possible  and  would  not  result  in  major 
extra  costs. 

The  Government's  Response 

To  date  the  government  has  often  expressed 
its  willingness  to  look  at  this  issue.  It  suggests 
that  the  costs  and  the  difficulty  in  finding 
appropriate  wording  in  the  present  law  would 
be  prohibitive,  and  it  should  wait  until  the 
review  of  disability  benefits  is  under  way. 

The  Campaign  for  Mobility  Allowance 
argues  that  the  estimated  cost  would  be  £1 2 


million  to  pay  the  1 0,000  whom  they  believe 
are  entitled  to  the  Allowance.  This  is  only  an 
increase  of  1 .8%  in  Allowance  expenditure 
but  would  make  an  enormous  difference  to 
the  individuals  concerned. 

The  problem  of  changing  the  wording  of 
the  law  does  not  seem  convincing  either 
given  the  volume  of  drafting  and  re-drafting 
that  civil  servants  have  been  doing  recently. 
To  wait  for  the  OPCS  Survey  and  subse- 
quent review  does  not  look  promising.  A 
review  could  only  begin  later  this  year  and 
may  take  several  years.  Some  people  have 
already  spent  years  pursuing  their  claim.  It  is 
unreasonable  to  expect  them  to  hang  around 
for  more  years,  purely  on  the  strength  of 
vague  promises  that  their  situation  may  be 
"looked  at". 

Proposed  Amendment  to  the 
Law 

The  Mobility  Allowance  Campaign  has  gained 
cross-party  support  in  favour  of  an  amend- 
ment to  Clause  5  of  the  Social  Security  Bill.  If 
this  amendment  is  passed  it  would  change 
Section  37A  of  the  1 975  Social  Security  Act 
and/or  the  Mobility  Allowance  Regulations. 
This  amendment  aims  to  ensure  that  people 
with  a  mental  handicap,  or  who  are  deaf  and 
blind,  whose  independent  walking  is  severely 
restricted,  will  find  it  easier  to  get  Mobility 
Allowance. 

This  amendment  will  be  discussed  in  the 
House  of  Commons  around  the  end  of  Feb- 
ruary. Then  it  will  again  be  raised  in  the 
House  of  Lords. 


Your  Support  is  Essential 

The  amendment  received  lengthy  and  detailed  discussion  during  the 
House  of  Commons  committee  stage.  When  it  comes  up  at  the  House  of 
Commons  "Report  stage",  it  could  be  passed  but  only  if  a  majority  of  MPs 
vote  in  its  favour. 

It  is  essential  that  individuals  and  groups  contact  their  MP  and  ask  him 
or  her  to  vote  in  favour  of  the  amendment  to  change  the  existing  mobility 
allowance  rules.  Supply  them  with  as  many  details  as  you  can  on  how  unfair 
and  difficult  it  is  for  people  to  qualify  at  present.  Use  real  experiences  as 
examples. 

•    Write  to  your  MP:     A.N.  Other  MP 

House  of  Commons 

London  SW1  OAA 
and  give  an  account  of  how  difficult  you  may  have  found  it  to 
apply  for  Mobility  Allowance  for  a  deaf-blind  or  mentally  handi- 
capped child.  Ask  them  to  support  the  amendment  to  the 
SOCIAL  SECURITY  BILL,  making  it  easier  for  deaf-blind  and 
multi-handicapped  people  to  claim. 
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BENEFITS 


How  can  I  benefit? 

Angela  is  a  deaf-blind  young  woman  of 
1 6.  She  lives  with  her  parents  and  her  two 
younger  brothers  of  8  and  1 2  and  goes  to 
a  special  school  every  day.  Although  she 
has  a  very  small  amount  of  sight  and 
some  limited  hearing,  she  depends  very 
heavily  on  her  parents  and  the  staff  of  the 
school  to  communicate  with  other  pupils. 
She  is  very  pleased  that  recently  she  has 
been  developing  her  speech  a  lot  more. 

Angela  is  a  very  active  young  woman,  but  has 
always  needed  a  great  deal  of  help  walking 
around  anywhere  outside.  She  needs  to  hold 
on  to  someone  for  support  a  lot  of  the  time  as 
her  balance  is  not  very  good.  So  what  bene- 
fits are  Angela  and  her  family  entitled  to? 

Angela's  parents  have  been  receiving  Atten- 
dance Allowance  on  her  behalf  since  she 
was  five  or  six.  They  were  advised  to  apply  by 
a  social  worker,  who  told  them  they  could 
have  been  receiving  it  ever  since  Angela  had 
been  two.  In  the  last  few  years  they  have  had 
the  Allowance  at  the  day-time  rate  of  £22.00 
because  Angela  needs  help  throughout  the 
day  with  'bodily  functions'.  The  doctor  who 
originally  came  to  assess  Angela  explained 
that  this  included  things  like  washing,  dress- 
ing, going  to  the  toilet,  moving  around  and 
communicating.  They  originally  received  the 
night-time  rate  as  well,  because  Angela  used 
to  wake  up  a  lot  at  night  and  needed  help  to 
go  to  the  toilet  and  often  needed  help  going 
back  to  sleep.  However,  Angela  is  now  able 
to  sleep  through  quite  peacefully. 

Since  1986,  Angela's  mother  has  been 
claiming  Invalid  Care  Allowance,  because 
she  is  looking  after  Angela  rather  than  going 
out  to  a  job.  This  is  made  up  of  £24.75  for  her, 
plus  additions  for  her  husband  (who  is  out  of 
work)  and  her  three  children,  making  a  total 
of  £64.75. 

Although  Angela  has  always  had  prob- 
lems walking  around,  her  parents  only  re- 
cently claimed  Mobility  Allowance  as  they 
thought  it  was  only  for  people  in  wheelchairs. 
However,  because  Angela's  balance  is  very 
bad  and  because  she  needs  to  hold  onto 
someone  for  support  quite  a  lot,  the  DSS 
decided  that  she  was  virtually  unable  to  walk 
and  awarded  her  the  Mobility  Allowance  of 
£23.05  per  week.  This  means  also  that  since 
Angela's  parents  mainly  use  their  car  for 


Benefits  Briefing 

Our  Social  Security  System  is  a  real  maze.  If  you  actually  receive  what  you  are 

entitled  to,  it  can  be  more  by  luck  than  judgment.  This  series  of  articles  looks  at  the 

situation  of  some  individual  Sense  members  and  explores  what  benefits  they  can 

receive.  Simon  Ennals  is  a  Welfare  Rights  Specialist  who  formerly  worked  for  Child 

Poverty  Action  Group.  He  currently  works  for  Essential  Rights,  a  partnership 

providing  training  courses  on  Social  Security  to  local  authorities  and  voluntary 

organisations.  Your  own  situation  will  be  different  from  this,  so  you  may  not  be 

entitled  to  exactly  the  same  benefits.  If  in  doubt,  claim! 


transporting  her  around,  they  don't  have  to 
pay  for  their  tax  disc  any  more  and  they  have 
an  'orange  badge'  to  make  parking  easier. 

Angela's  father  has  had  several  jobs  in  the 
last  few  years,  but  has  had  to  leave  on  a  few 
occasions  to  help  his  wife  look  after  Angela. 
Before  Angela  was  1 6  he  was  out  of  work  and 
he  claimed  Income  Support.  They  found 
that  although  they  were  were  getting  Atten- 
dance and  Mobility  Allowances,  these  were 
paid  on  top  of  their  Income  Support.  They 
also  received  a  special  'disabled  child  pre- 
mium' of  £6. 1 5  as  part  of  their  Income  Sup- 
port. They  are  alsoreceiving  Housing  Bene- 
fit, from  their  local  council,  which  covers  all 
their  rent  and  80%  of  their  rates,  However, 
they  discovered  that  they  would  get  no  help 
with  the  water  charges. 

Soon  after  Angela  was  16,  they  were 
advised  by  the  school  that  Angela  was  now 
eligible  to  claim  Severe  Disablement  Allow- 
ance (SDA)  for  herself.  This  was  because 
she  was 'incapable  of  work'.  Her  parents  had 
thought  that  young  people  at  school  were  not 
able  to  claim,  but  the  school  reassured  them 
that  young  people  who  were  following  spe- 
cial courses  were  able  to  claim.  This  means 
that  Angela  now  has  her  own  benefit  income 
of  £24.75.  The  school  also  suggested  that 
Angela  should  claim  Income  Support  for 
herself  on  top  of  the  SDA. 

Her  parents  were  surprised  by  this,  as 
they  had  read  in  the  papers  that  1 6  and  1 7 
year  olds  were  no  longer  able  to  claim  In- 
come Support.  However,  they  discovered 
that  some  16  and  17  year  olds,  including 
those  with  disabilities,  were  still  able  to  claim. 
The  DSS  informed  Angela  and  her  parents 
that  she  was  entitled  to  claim  £32.45,  includ- 
ing her  SDA.  It  was  as  high  as  this  because 


she  qualified  for  a  'disability  premium'  as  part 
of  how  they  worked  out  her  benefit. 

Since  Angela  is  now  claiming  for  herself, 
her  parents  are  no  longer  able  to  get  Child 
Benefit  and  Income  Support  for  her.  They 
were  pleased  to  see,  however,  that  while 
their  benefit  went  down  by  £25.55  per  week, 
Angela  was  now  getting  £32.45  for  herself, 
leaving  them  better  off  as  a  family  by  £6.90 
per  week. 

How  much  were  they  getting? 

Before  Angela  claimed  for  herself  her 
parents  received: 

Child  Benefit  £21 .75 

Invalid  Care  Allowance  £64.75 

Income  Support  £23.50 

Attendance  Allowance  £22.00 

Mobility  Allowance £23.05 

Total  £155.05 

plus  Housing  Benefit  for  all  their  rent  and  80% 
of  their  rates. 

After  Angela  claims  for  herself: 
Her  parents  benefit: 

Child  Benefit  £14.50 

Invalid  Care  Allowance  £56.35 

Income  Support £13.60 

Total  £84.45 

Angela's  benefit: 

Severe  Disablement  Allowance  £24.75 

Income  Support  £  7.70 

Attendance  Allowance  £22.00 

Mobility  Allowance  £23.05 

Total  £76.50 

plus  the  same  Housing  Benefit  and  rates  and 
her  parents  claim.  


Total  family  income 


£161.95 


Recent  Benefits  Decisions 


The  Disability  Alliance  has  recently  won  a 
couple  of  test  cases  which  may  help  Sense's 
membership: 

Severe  Disablement  Allowance 

If  you  are  aged  16  — 19,  you  are  not  entitled 
to  claim  Severe  Disablement  Allowance  if 
you  are  in  full-time  education.  But  what  is 
meant  by  "full-time  education"?  If  the  educa- 
tion has  been  considered  as  "not  suitable  for 
a  non-handicapped  teenager  of  the  same 
age  and  sex",  then  it  has  not  counted  as  "full- 
time"  education.  For  example  if  they  are 
studying  self-care  skills,  mobility  or  commu- 
nication students  have  been  able  to  claim 
SDA  without  difficulty. 

But  what  if  the  content  of  the  course  is 
"normal"?  What  about  a  deaf  student  or  a 
blind  student  attending  an  ordinary  college, 


to  study  for  GCSEs,  etc?  The  Disability  Alli- 
ance won  a  case  R(S)2/87,  which  laid  down 
that  the  meffroate used  in  the  education  should 
also  be  considered.  So  if  a  deaf  student 
needs  different  teaching  methods  because 
of  her  communication  need,  or  a  blind  stu- 
dent relies  on  braille  materials,  then  the  whole 
of  the  education  received  may  be  regarded 
as  not  being  suitable  for  a  non-handicapped 
teenager. 

Attendance  Allowance 

Attendance  Allowance  is  payable  if  you  need 
frequent  attention  or  constant  supervision  "in 
connection  with  your  bodily  functions".  In 
previous  judgments,  we  have  managed  to 
establish  that  Communication  is  included  as 
one  of  the  bodily  functions,  which  has  been  a 
great  help  for  deaf  and  deaf-blind  people  in 


claiming  Attendance  Allowance  at  the  basic 
rate.  However,  the  Attendance  Allowance 
Board  have  tended  to  take  interpreting  for  a 
deaf  or  deaf-blind  person  into  account  in  fairly 
limited  circumstances. 

In  a  recent  case,  the  Disability  Alliance  re- 
ceived the  Commisioner's  decision  on  an 
oral  hearing  which  extends  this  greatly.  If  it  is 
confirmed  by  another  hearing  (to  be  reported 
shortly)  it  should  mean  that  the  Board  should 
consider  the  person's  need  for  'interpreting 
the  world'  —  speech  practice,  language 
development,  speech  therapy  and  so  on. 

At  present  many  deaf  children  receive  At- 
tendance Allowance  until  the  age  of  1 2  years 
because  of  the  need  for  'supervision'  —  this 
judgement  should  mean  that  they  will  con- 
tinue to  receive  it  after  1 2  years  through  the 
need  for  'attention'. 
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LIVING  IN  THE  COMMUNITY 


The  Community  Charge  or  Poll  Tax,  as  it  has 
come  to  be  known  will  be  introduced  in  Scot- 
land in  April  this  year  followed  by  England 
and  Wales  in  1990.  Adults  over  18  will  be 
obliged  to  pay  except  in  a  few  cases  including 
some  disabled  people. 

Although  details  have  not  been  finalised 
so  far  it  appears  that  the  only  disabled  groups 
who  will  not  have  to  pay  are  those  who  are 
severely  mentally  impaired  or  those  who  are 
residents  of  caring  institutions.  This  is  be- 
cause the  tax  is  not  based  on  the  person's 
ability  to  pay  but  on  the  basis  that  these 
people  "cannot  be  expected  to  play  a  full  part 
in  society  and  for  whom  accountability  can- 
not be  expected  to  operate".  But,  according 
to  the  Government,  less  severely  disabled 
people  do  play  a  part  in  society  and  can 
therefore  be  expected  to  contribute  to  the 
cost  of  local  services. 

Deaf-blind  people  in  residential  settings 
will  be  exempt  from  the  Community  Charge. 
The  problem  will  arise  when  they  move  out 
into  a  group  home  or  in  some  supported  unit 
within  the  community. 

Families  caring  for  deaf-blind  adults  at 
home  who  do  not  fit  into  the  government 
definition  of  severe  mental  impairment  will 
have  to  pay  the  Poll  Tax  for  their  deaf-blind 
son  or  daughter.  Those  on  Income  Support 
will  only  have  to  pay  20%  of  the  tax  and  this 
20%  will  be  compensated  in  additional  in- 
come support.  However,  it  appears  that  this 
will  not  cover  all  the  tax  for  people  who  live  in 
areas  with  a  higher  rate. 

To  be  completely  exempt  the  person  must 
be  severely  mentally  impaired'  and  be  stated 
to  be  mentally  impaired  in  a  certificate  from  a 


Poll  Tax 


*po  you  Realise,  the  population 

OF  BRITAIN  HAS  MYS  TERIOUSLY 
PR0kfEt>  BY  6MU-LION  SINCE  THE 
EXL  TAX  WAS  M00TEt>,..'" 


medical  practitioner.  Severe  mental  impaire- 
ment  is  defined  as: 

— "a  state  of  arrested  or  incomplete  develop- 
ment of  mind  which  involves  severe  impair- 
ment of  intelligence  and  social  functioning." 

Or 
—  "an  injury  to  the  brain  causing  severe 
mental  impairment  of  intelligence  and  social 
functioning  which  appears  permanent." 


S/he  must  also  satisfy  the  following  condi- 
tions: 

—  be  entitled  to  invalidity  pension  under  the 
terms  of  the  Social  Security  Act  1975  or 

—  be  entitled  to  Severe  Disablement  Allow- 
ance or 

—  be  of  pensionable  age. 

There  is  great  concern  about  the  implications 
of  defining  people  in  such  a  way  and  not 
basing  a  tax  on  a  person's  ability  to  pay. 
Firstly,  many  GPs  are  not  qualified  to  make 
such  a  judgement  and  even  with  some  guide- 
lines there  would  inevitably  be  differences  of 
opinion.  Perhaps  more  importantly  this  form 
of  exemption  encourages  people  to  be  la- 
belled in  what  many  believe  is  a  very  offen- 
sive way. 

As  parents  and  professionals  work  to- 
wards enabling  deaf-blind  and  other  disabled 
adults  to  make  their  own  individual  place  in 
society  they  may  find  themselves  having  to 
argue  that  their  children  are  entitled  to  partici- 
pate in  society.  By  'participating'  in  society 
that  deaf-blind  person  would  then  be  obliged 
to  pay  a  poll  tax  although  they  will  find  it  very 
difficult  to  earn  income  to  pay  the  tax  or  to 
'exercise  accountability'. 

The  research  published  by  the  OPCS 
showing  the  incomes  of  families  with  dis- 
abled adults  revealed  that  many  disabled 
people  are  already  living  on  or  below  the 
poverty  line.  With  the  added  costs  that  dis- 
ability inevitably  incurs  it  is  very  likely  that  it  is 
these  families  who  are  going  to  be  the  worst 
hit  by  the  Poll  Tax. 

Colette  Mercer 


Independent  Living  Fund 


In  the  aftermath  of  the  April  88  changes, 
many  severely  disabled  people  found  them- 
selves in  difficulties;  the  abolition  of  the 
Domestic  Help  Addition  which  helped  people 
remain  in  their  own  homes  ratherthan  having 
to  move  into  residential  care,  left  a  gap  in  the 
range  of  benefits  for  disabled  people. 

The  Government,  under  considerable 
pressure  from  interested  groups  decided  to 
meet  the  outcry  by  introducing  the  Independ- 
ent Living  Fund.  This  fund  aims  to  benefit 
severely  disabled  people  but  it  is  not  techni- 
cally a  "benefit"  because: 

•  it  is  not  statutory,  having  been  set  up  on  a 
charitable  basis 

•  it  is  cash  limited,  with  a  £5,000,000  budget 
earmarked  for  spending  during  1988/89 
(notwithstanding  the  actual  need). 

•  it  is  targeted  at  a  small  number  of  severely 
disabled  people  with  no  independent  right  of 
appeal. 

Aim 

The  aim  of  the  Fund  is  to  "provide  help  to 
some  severely  disabled  people  who  need 
domestic  support  if  they  are  to  live  in  their 
own  homes.  To  prevent  such  people  having 
to  enter  residential  care  ...  and  to  enable 
people ...  who  arecapable  of  living  independ- 
ently to  do  so." 

Criteria  for  Eligibility 
These  state  that: 


•  the  person  must  be  living  alone;  or 

•  with  another  person  who  is  unable  to 
provide  the  total  care  needed. 

Applicants  can  include  people  who  are  about 
to  leave  hospital  or  residential  accommoda- 
tion. 

However  anyone  who  wants  to  maintain 
his/her  independence  and  is  in  danger  of 
losing  it  because  of  financial  constraints 
should  do  well  to  apply  even  if  they  do  not  fit 
these  criteria. 

The  Fund  covers  payments  for  the  full 
cost  of  paid  domestic  help  (including  em- 
ployer's Nl,  fares,  meals  allowances). 

However  expect  deductions  if  you  are  in 
receipt  of:  attendance  allowance;  severe 
disability  premiums  payable  under  income 
support.  When  not  on  IS  any  amount  of  in- 
come above  its  level  will  be  considered  for 
deductions.  However  if  the  applicant  can 
show  that  he/she  has  particularly  high  costs 
due  to  his/her  disability  these  can  be  offset 
against  deductions. 

Payments  (which  are  normally  made  by 
cheque  monthly)  once  awarded,  continue  to 
be  made  for  as  long  as  a  need  can  be 
demonstrated. 

Equipment 

In  the  summer  issue  of  Talking  Sense  the 
needs  of  Deaf-Blind  people  were  considered 
in  connection  with  the  costs  in  maintaining 
the  Hasicom  communication  system. 
Theoretically,  payment  could  be  made 


under  the  I.L.F.  if  it  can  be  shown  that  the  use 
of  this  or  similar  equipment  would  substan- 
tially reduce  the  need  for  human  assistance; 
however,  if  it  is  deemed  that  help  could  be 
claimed  through  a  community  care  grant  the 
advice  f  rom  I .  L.  F.  wou  Id  be  to  apply  to  Social 
Fund  first. 

What  happens  after  you  apply? 

Everyone  who  on  paper  at  least  seems 
eligible  will  be  visited  by  an  independent 
social  worker  who  will  assess  the  situation. 

The  panel  of  Trustees  will  consider  only 
some  cases; 

eg.  where  payment  is  discretionary,  where 
an  important  policy  issue  is  raised,  or  where 
there  is  a  request  for  appeal. 

Cases  awarded  £200  per  week  or  more 
are  also  dealt  with  by  the  Trustees. 

Since  its  launch  in  the  summer  of  1988 
and  up  to  November  1988  some  123  se- 
verely disabled  people  were  actually  receiv- 
ing a  payment  from  the  I.L.F. 

Set  against  this  backdrop  are  the  vast 
numbers  of  the  rest  of  the  disabled  people  — 
estimated  at  around  1 ,000,000  —  who  stand 
to  lose  from  the  April  1988  benefit  and  who 
are  unlikely  to  benefit  from  the  Independent 
Living  Fund  because  their  disabilities  are  not 
"severe"  enough. 

Maria  Hatzipetrou 

ILF  forms  available  from: 
The  Independent  Living  Fund 
PO  Box  183 
Nottingham  NG8  3RD 
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Homes  for  Life 

A  year  ago  Ewa  Stefanowska  joined  Sense  as  Project  Officer.  Her  job  is  to 
find  ways  of  developing  long  term  housing  for  some  of  our  members.  Her 

post  is  jointly  funded  by  the  RNIB  and  Ewa  also  helps  Vision  Homes 
develop  their  projects  (see  right).  Here  Ewa  tells  how  our  housing  plans  are 

progressing. 

Many  deaf-blind  adults  are 
inappropriately  placed  in 
hospitals  for  mentally  handi- 
capped people,  or  are  living 
at  home  with  families  who 
wish  to  see  them  comforta- 
bly settled  before  their  par- 
ents and/or  brothers  and  sis- 
ters become  unable,  for 
whatever  reason,  to  be  able 
to  provide  a  home.  It  may 
not  be  appropriate  for  some 
others  who  leave  Further 
Education  at  Sense-in-the- 
Midlands  or  the  Manor 
House  to  return  to  the  envi- 
ronment they  came  from. 

Sense  has  always  been 
seriously  concerned  about  the  long  term 
housing  needs  of  its  members.  Plans  set  in 
motion  about  eighteen  months  ago  have 
today  placed  us  on  the  brink  of  an  exciting 
future  in  the  provision  of  housing  for  deaf- 
blind  and  multiply  handicapped  people. 

We  are  currently  working  on  the  develop- 
ment of  four  group  homes  in  Peterborough, 
Birmingham,  Exeter  and  Neath,  which  are 
being  designed  to  meet  the  needs  of  deaf 
blind  adults.  Each  of  these  homes  is  being 
developed  in  partnership  with  regionally 
based  Housing  Associations.  We  are  able  to 
secure  capital  funding  through  the  Associa- 
tions and  use  them  as  development  agen- 
cies. 

We  are  unable  to  say  yet  when  the  first 
home  will  open  but  negotiations  have  been 
very  encouraging  and  we  are  confident  that 
much  progress  will  be  made  during  the  next 
year. 

For  the  future,  we  plan  that  Sense  will 
have  its  own  Housing  Association,  enabling 
us  to  apply  for  capital  funding  for  housing 
projects  in  our  own  right  as  well  as  enhancing 
our  status  with  other  housing  providers. 

We  are  very  much  aware  that  each  one  of 
the  people  for  whom  we  are  developing 
housing  is  an  individual  and  that  a  range  of 
different  types  of  accommodation,  catering 
for  a  variety  of  skills  and  needs,  will  be 
required.  We  are  also  aware  that  accommo- 
dation needs  to  be  developed  across  the 
country  so  that  people  are  able  to  have  some 
choice  as  to  where  and  how  they  would  like 
to  live. 

It  may  be  presumptuous  to  talk  about  "a 
home  for  life"  as  we  all  may  have  to  move  on 
if  our  personal  circumstances  change,  but 
Sense  certainly  views  the  houses  to  be  pro- 
vided as  permanent  homes  where  residents 
will  be  able  to  stay  for  as  long  as  they  wish. 

We  shall  make  every  effort  to  see  that  the 
houses  really  are  "home",  and  not  "a  home" 
to  the  residents  and  their  families.  New  build- 
ings are  being  designed  to  merge  in  with  the 
existing  streetscape  and  accommodation  will 
be  provided  in  small  units  where  four  or  five 
residents  can  live  together,  as  far  as  pos- 
sible, as  a  family  group.  Residents  will  have 


their  own  rooms  and  share  the  kitchen ,  lounge 
and  bathroom. 

Some  residents  will  need  more  support 
than  others  on  a  day  to  day  basis  and  the 
necessary  staff  will  be  provided,  so  that  each 
resident  can  live  as  independently  as  pos- 
sible. 

In  spite  of  the  considerable  progress  made 
over  the  last  twelve  months  we  are  still  some 
way  from  being  able  to  move  our  members 
into  their  new  homes  but  we  are  now  sure  that 
this  will  happen  sooner  rather  than  later. 


Services  for  severely 
disabled  criticised 

Housing  and  support  services  for  severely 
disabled  people  are  'scarce,  patchily  distrib- 
uted and  a  low  priority  amongst  service  pro- 
viders' according  to  a  report  published  by  the 
Prince  of  Wales  Advisory  Group  on  Disabil- 
ity. 

The  Living  Options  Project  which  was 
funded  by  the  DHSS  and  the  King  Edward's 
Hospital  Fund  for  London,  set  out  to  investi- 
gate good  practice,  visiting  schemes  repre- 
senting the  best  services  available.  But  it 
found  these  services  'often  help  only  a  few 
individuals,  are  ad  hoc  and  arbitrary,  and 
marginal  to  the  lives  of  most  people  with 
severe  physical  disabilities. 

The  report  says  the  effects  of  the  1 986 
Disabled  Persons  Act  and  the  1 988  Social 
Security  Act  are  not  yet  fully  felt,  and  points 
out  that  the  Government's  reaction  to  the 
Griffiths  and  Wagner  reports  is  not  yet  known. 

It  urges  action  by  policy  makers,  funders 
and  managers  to  improve  services  for  people 
with  severe  physical  disabilities. 

It  comes  out  heavily  in  favour  of  commu- 
nity care.  'There  is  no  degree  of  physical 
disability  that  cannot  be  supported  in  the 
community,'  it  asserts. 

It  recommends  that  local  and  health  au- 
thorities should  build  no  additional  residential 
facilities  unless  there  is  evidence  potential 


LIVING  IN  THE  COMMUNITY 
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'Vision  liomcs 


The  growth  of  Vision  Homes  as  a  par- 
ent-organised movement  brings  back 
memories  of  the  earliest  days  of 
Sense.  It  is  not  surprising  then  to  see 
how  closely  Senseand  Vision  Homes 
are  working  together. 

Vision  Homes  has  been  inspired  by 
both  the  good  work  of  Sense  and  Men- 
cap.  Contact  with  both  these  agencies 
has  given  Vision  Homes  the  strength  to 
fight  and  achieve  our  objectives.  Infor- 
mation and  help  from  understanding  or- 
ganisations is  essential  for  small  asso- 
ciations, like  ours,  to  grow. 

A  few  years  ago  when  Spencer  was 
at  RNIB's  Rushton  Hall  School  in  Ketter- 
ing, I  and  many  other  parents  were 
concerned  about  the  future  of  our  chil- 
dren and  what  would  become  of  them 
"after  we're  gone". 

As  a  result  of  parents'  meetings  at 
Rushton,  Vision  Homes  Association  was 
formed  and  has  recently  become  a 
registered  charity.  The  aims  of  Vision 
Homes  are  to  investigate  the  requirments 
of  blind  and  visually  impaired  multi- 
handicapped  adults  after  leaving  full- 
time  education  and  pursue  all  practical 
methods  of  providing  long-term  care.  To 
this  end  Vision  Homes  are  working  very 
hard  to  plan  for  the  success  of  our  first 
home  at  Ludlow,  which  will  be  in  small 
bunglow  units  specially  designed  for  the 
needs  of  these  young  people. 

We  have  been  able  to  acquire  the 
part-time  assistance  of  Ewa  Stefanow- 
ska who  is  jointly  funded  by  Sense  and 
the  RN  IB.  The  project  has  been  thwarted 
by  many  problems,  i.e.  rising  land  and 
building  costs  and  design  alterations  but 
we  are  very  hopeful  that  the  budget 
prepared  by  Ewa  will  be  accepted  and 
we  will  be  given  a  firm  approval  in  March 
this  year. 

Mrs  Stephanie  Pratt 
c/o  Rushton  Hall  School, 
Rushton 
Nr  Kettering 
NorthantsNN14  1RR. 


residents  would  prefer  this  to  community 
based  housing  and  support  services. 

The  findings  are  endorsed  by  35  organi- 
sations, including  Sense,  the  Disabled  Living 
Foundation,  NCVO  and  the  Spastics  Soci- 
ety. 

Living  Options  Lottery  by  Barrie  Fiedler  is 
available  from  the  Prince  of  Wales'  Advisory 
Group  on  Disability,  8  Bedford  Row,  London 
WC1 R  4BA,  price  £6  post  free. 
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A  Sideways  Look  at  Staff  Training 


For  those  of  us  working  directly  with  deaf- 
blind  people,  particularly  those  concerned 
with  the  post-school  age  group,  the  need  for 
effective  staff  training  for  everyone  on  the 
staff  is  a  major  concern.  When  the  opportu- 
nity arose  in  November  to  take  time  out  to 
examine  the  subject  over  several  days  with 
academics  and  colleagues  from  other  train- 
ing centres,  there  was  no  shortage  of  appli- 
cants. Undoubtedly  the  meeting  place,  Osimo, 
increased  the  attractiveness  of  the  event.  It  is 
a  delightful  ancient  hill  town  on  the  east  side 
of  Italy  roughly  level  with  Florence. 

Osimo  is  home  to  Lega  del  Filio  d'Oro 
(League  of  the  Golden  Thread),  the  main 
specialist  centre  in  Italy  for  work  with  deaf- 
blind  children  and  adults.  It  was  their  very 
efficient  staff  who  laid  the  conference  on, 
arranging  accommodation  in  a  well-appointed 
hotel  just  five  minutes  through  a  maze  of 
streets  from  the  conference  centre.  The 
Centre  was  an  elegant,  although  somewhat 
chilly,  former  palace. 

There  were  thirty-five  delegates  from 
eleven  countries;  ten  from  Britain.  Most  of  the 
West  European  countries  which  are  actively 
involved  in  developing  services  for  the  deaf- 
blind  were  represented,  except  Belgium  and 
Holland. 

The  conference  grew  out  of  an  earlier 
gathering  held  at  the  Nordic  Staff  Training 
Centre  in  Dronninglund  in  1986,  at  which 
time  the  value  of  international  co-operation  in 
staff  training  and  development  was  recog- 
nised. The  plan  for  Osimo  was  two-fold:  to 
exchange  information  about  contemporary 
approaches  and  to  explore  options  for  devel- 
opment across  national  boundaries. 

The  conference  programme  was  very  full, 
running  from  9  am  until  7  pm,  with  only  one 
break  of  any  length  at  lunchtime.  Somewhat 
surprisingly  in  view  of  the  topic,  the  majority 
of  work  sessions  took  the  form  of  formal 
lectures.  These  tended  to  focus  on  frame- 
works for  planning  and  evaluating  training 
and  were  conducted  mainly  at  a  theoretical 
level.  Comparatively  little  time  was  given  to 
the  study  of  staff  training  in  action  and  here  a 
valuable  opportunity  was  missed.  It  would 
have  been  useful,  for  example,  to  learn  about 
the  well-tried  training  programme  at  White- 
fields  or  in  the  Arlborg  School  for  the  Deaf, 
both  of  which  were  represented  at  the  confer- 
ence. 

Small  group  discussions  are  always  valu- 
able and  the  limited  time  that  was  available 
for  this  in  the  programme  was  used  very 
productively  to  begin  to  draw  together  a 
curriculum  for  staff  training.  The  problems 
which  immediately  became  apparent  as  we 
scanned  the  fruits  of  our  labours  was,  what 
do  you  leave  out?  Unwittingly,  we  had  pro- 
duced a  training  programme  which  would 
take  several  years  of  full-time  study  to  com- 

In  the  closing  session  it  was  generally 
agreed  that  while  there  had  been  too  little 
tjme  to  do  justice  to  the  subject,  the  confer- 
ence had  highlighted  the  need  for  action  and 
provided  the  motivation  to  do  something  about 
it.  We  felt  the  linking  of  staff  development  and 
training  was  particularly  useful.  It  enabled  us 
to  move  beyond  the  traditional  idea  of  training 
which  enables  a  staff  member  to  undertake 
their  job  remit  effectively,  to  encompass  the 
need  for  learning  opportunities  which  enable 
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Geoff  Aplin,  Principal  of 

Overbridge,  makes  some 

observations  on  the  European 

Conference  on  ' Staff  Development 

in  Services  to  Deaf-Blind  people' 

which  took  place  at  Osimo  in  Italy 

from  20-22  November  last  year. 

them  to  fulfil  their  individual  needs  and  ca- 
pacities in  the  job.  It  is  this  wider  definition  of 
training  which  will  underpin  any  future  work. 

An  agenda  was  recommended  to  the 
organising  committee  for  the  next  two  years 
culminating  in  a  further  conference  in  Osimo 
in  1990.  The  agenda  has  two  parts: 

(a)  To  create  materials  to  facilitate  individ- 
ual study.  One  of  the  major  difficulties  for 
anyone  providing  training  in  a  school  or  FE 
centre  is  the  turnover  of  staff.  Once  a  new 
centre  is  up  and  running  it  is  likely  that  the 
arrival  of  new  staff  will  not  fit  comfortably  into 
formal  training.  It  is  not  just  the  new  staff  who 
are  affected.  Finding  adequate  timefor  group 
training  is  always  a  headache  and  this  is 
particularly  true  for  care  staff  who  are  often 
not  bound  by  school  terms.  It  is  a  problem 
common  to  all  the  countries  represented  at 
the  conference. 

One  answer  to  this  is  to  create  training 
materials  including  videos  which  can  be  fol- 
lowed by  asingle  staff  member  during  weekly 
paid  study  time.  It  is  not  suggested  that  this 
should  be  the  sole  form  of  training  available 
but  it  could  become  a  significant  part  of  an 


overall  training  programme. 

It  is  hoped  that  it  will  be  possible  for 
centres  and  institutions  in  different  countries 
either  singly  or  in  groups  to  develop  and  field 
test  selected  individual  learning  programmes. 

A  second  solution  would  be  to  create 
training  opportunities  for  staff  trainers.  The 
conference  demonstrated  that  training  is  just 
as  much  the  responsibility  of  managers  as  it 
is  of  formally  designated  staff  training  offi- 
cers. But  there  are  very  few  opportunities  for 
this  wider  group  of  trainers  to  enhance  their 
training  skills.  This  is  not  a  special  problem  for 
the  deaf-blind  field  but  it  was  felt  that  training 
events  for  trainers  and  managers  are  very 
much  needed.  This  too  was  found  to  be  a 
concern  for  all  the  countries  represented. 

It  is  hoped  to  develop  an  information 
exchange  on  techniques  and  training  meth- 
ods and  also  to  run  a  course  or  conference  on 
this  subject. 

It  has  been  decided  that  as  many  as 
possible  of  those  who  attended  the  confer- 
ence at  Osimo  will  get  together  at  Warwick  at 
the  time  of  the  August  Conference  to  discuss 
the  next  steps  in  the  development  of  these 
collaborative  training  initiatives. 

This  provides  a  valuable  focus  for  those  of 
us  from  Britain  who  are  involved  and  it  is  good 
to  know  that  the  Sense  Adult  Service  Com- 
mittee has  now  proposed  that  a  training  de- 
velopment group  be  set  up  to  look  at  all 
aspects  of  training  for  staff  working  with  deaf- 
blind  adults.  This  group  will  also  consider  our 
contribution  to  the  European  Training  initia- 
tive. 


Deaf-Blind  Communications  Course  in  Belfast 

Anne  Murphy  is  a  young  deaf-blind  woman  who  lives  in  Dublin.  Anne's  ambition  is  to 
be  a  writer,  which  she  is  rapidly  fulfilling  by  producing  a  stream  of  articles,  reports 
and  poems  for  Talking  Sense  and  other  publications.  She  was  interviewed  on  Irish 

radio  in  February. 


The  first  Deaf-Blind  Communications  Course 
for  Professionals  was  held  in  N  Ireland  last 
September. 

The  aims  were:  to  offer  instruction  and 
practice  in  the  communication  methods  used 
by  deaf-blind  people  and  to  provide  informa- 
tion on  as  many  topics  as  possible  relating  to 
deafness/blindness. 

Early  on  the  26th  September,  the  20  stu- 
dents who  included  social  workers,  hospital 
and  public  health  nurses  from  all  over  North- 
ern Ireland  were  welcomed.  Richard 
Needham,  the  Northern  Ireland  Minister  for 
Health  officially  opened  the  Course.  Paying 
tribute  to  the  work  done  by  the  organizers,  he 
said  they  had  made  his  government  aware  of 
the  need  for  such  a  course  and  the  special 
needs  of  deaf-blind  people 

The  course  was  well  planned  and  inten- 
sive. There  was  much  tuition  in  the  deaf-blind 
manual  and  the  block  alphabet.  There  were 
talks  on  "the  social  needs  of  deaf-blind 
people",  "the  impact  of  a  visual  impairment  on 
daily  life",  "Vision,  spectacles  and  low  visual 
aids"  and  "hearing-aids  -  personal  and  envi- 
ronmental". The  students  were  introduced  to 
basic  guiding  techniques,  also  Braille  and 
Moon.  They  heard  about  Voluntary  Services 
in  Northern  Ireland  that  cater  for  the  deaf- 
blind.  They  met  parents  and  heard  what  it  is 


like  to  have  a  deaf-blind  child  in  the  family. 
Finally,  they  discussed  the  promotion  and 
management  in  future  of  such  courses  all 
over  Ulster. 

I  was  honoured  to  be  invited  from  Dublin 
as  the  first  guest  speaker  on  the  course.  This 
was  a  great  experience  for  me.  I  was  aided  by 
my  friend  Ruth  Slater.  On  the  last  evening  the 
students  met  some  other  local  deaf-blind  and 
practised  their  deaf-blind  manual  skills.  With 
many  a  laugh  we  chatted  via  the  manual  for 
two  enjoyable  hours.  By  that  time  some  of  the 
students  were  able  to  read  us  back,  as  well  as 
to  sign  themselves. 

During  October  the  students  were  as- 
sessed on  their  manual  signs  by  other  deaf- 
blind  at  the  Ulster  Institute  for  the  Deaf.  Those 
who  did  well  got  a  certificate  from  CACDP. 
More  courses  are  planned  for  Belfast.  The 
next  one  will  be  "Interpreting  for  the  deaf- 
blind,  stage  1."  Congratulations  to  Brian 
Symington,  Belfast  Social  Services,  John 
Carbury,  CACDP  (Council  for  the  Advance- 
ment of  Communication  with  Deaf  People) 
and  Derek  Burton  for  successfully  organising 
the  course  and  getting  things  moving.  What 
we  need  now,  I  think,  is  a  similar  course  in 
Southern  Ireland.  I'm  going  to  make  sure  that 
happens! 

Anne  Murphy 
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Our  Special  Home 


'No  16'  is  a  special  unit  within  the  Royal  Blind  School,  Edinburgh.  It  is  the 

adolescent  residential  unit  catering  for  six  pupils  aged  between  12  and  16. 

They  all  have  a  severe  visual  impairment  (three  are  totally  blind)  and  all  have 

varying  degrees  of  learning,  physical  and  behavioural  difficulties.  The 

young  people  attend  as  weekly  boarders  in  their  special  home. 


There  are  seven  care  staff  in  the  house,  with 
three  or  four  on  duty  at  any  one  time.  The  staff 
ratio  allows  us  to  realise  our  main  aim  which 
is  that  pupils  should  be  as  independent  as 
possible  in  all  aspects  of  life.  With  this  in  mind 
a  range  of  programmes 
has  been  developed. 

Dressing 

In  the  past  few  years, 
house  and  teaching  staff 
have  evolved  a  dressing 
programme  at  the  start  of 
each  day  for  all  pupils,  re- 
gardless of  the  severity  of 
their  impairments.  Due  to   , 
the  close  links  between   \ 
house  and  school,  teach-   ] 
ing  staff  come  into  the   ] 
house  to  help  on  the  dress- 
ing programme  and  house 
staff  take  their  place  in  the 
classroom.   We   are   all 
aware  of  the  irrelevance 
of  rushing  our  children  to 
school  for  a  set  time.  Start- 
ing with  basics  such  as  bathing/showering, 
taps  on/off,  hot/cold,  using  sponges,  wash- 
ing hair,  we  move  through  to  drying  and 
dressing.  The  residents  are  encouraged  to 
choose  their  own  clothes  and  dress  them- 
selves as  far  as  is  possible. 

Play 

Our  objective  is  to  encourage  residents  in 
independent  activities  and  play  without  con- 
stant supervision,  as  well  as  individually  stimu- 
lating sensory  development  and  encourag- 
ing communication.  In  the  house,  attempts 
are  made  at  group  play 
but  these  tend  not  to  be 
as  successful  as  'one 
to  one'  sessions.  Inde- 
pendent play,  accord- 
ing to  the  abilities  of  the 
individual,  may  include 
trampolining,  snooker, 
football,    rough    and 
tumble,  hide  and  seek, 
cars  and  crafts. 

Massage 

We  have  found  that  our 
teenagers  react  posi- 
tively to  massage.  We 
believe  that  touching  is 
a  very  important  form 
of  communication  for 
them.  The  approach  is 
modified  for  each  indi- 
vidual to,  either,  relax 
or  stimulate.  We  feel 
relaxation  is  very  good 
for  the  older  residents,  especially  when  we 
remind  ourselves  that  a  lot  of  adolescents  en- 
counterdifficultiesdue  to  physical  and  hormo- 


Above:  Neil 
Davidson  on  the 
piano. 

Left:  Glen  Harkness 
helps  to  clean  up 


nal  changes  at  this  time 
and  massage  appears 
to  help  in  this  period  of 
confusion. 

Social  activities 

We  like  to  encourage 
the  residents  in  an 
awareness  and  accep- 
tance of  people  around 
them.  We  also  seek  to 
increase  the  understanding  of  the  public, 
who,  at  times,  appear  to  shy  away  from 


people  with  disabilities.  The 
social  activities  include  visiting 
restaurants,  theatres  and  con- 
certs (three  of  our  teenagers 
were  at  a  Proclaimers  concert 
before  Christmas,  as  guests, 
and  loved  it,  as  did  the  staff), 
public  swimming  pools  and 
shopping.  These  activities  are 
supplemented  in  the  house  by 
emphasising  self  control,  disci- 
pline and  general  good  man- 
ners. We  must,  however,  not 
forget  that  like  most  people,  our 
teenagers  often  have  a  desire 
to  defend  their  own  personal 

space,  so,  therefore,  we  respect  their 

rights  of  privacy. 

Self  help  skills 

We  hope  to  teach  each  pupil  to  be- 
come as  functionally  independent 
as  possible.  These  skills  include  feed- 
ing, toileting  and  personal  hygiene. 
The  residents  have  feeding  skills 
ranging  from  very  passive  with  chew- 
ing difficulties  through  to  full  use  of 
.   knife,  fork  and  spoon. 

With  toileting  the  first  stage  is  to 
%  encourage  the  resident  to  indicate, 
J  either  verbally  or  by  signing,  that 
they  need  the  toilet.  Following  that, 
the  procedure  is  to  find  the  toilet, 
remove  clothing,  indicate  when  fin- 
ished, use  of  toilet  paper/  sanitary  protection, 
etc. 

Personal  hygiene  involves  teaching,  while 
in  the  bath  or  shower,  a  realisation  that  cer- 
tain areas  of  the  body  need  more  attention. 
On  a  more  general  level  some  do  carry  on 
to  such  things  as  setting  tables,  spreading  on 
toast,  washing  and  drying  dishes,  hoovering, 
bed  making  and  all  the  tasks  one  finds  in  a 
busy  home. 

Reading  this  we  may  seem  to  be  rather 
programmed  and  rigid.  What  cannot  be  easily 
described  is  the  sum  of  each  individual's 
character  in  the  house  that  makes  up  the 
whole  and  our  realisation  that  during  each 
resident's  stay,  No  16  is  their  home.  This  all 
adds  up  to  the  happy  and  relaxed  place  that 
is 'No  16'. 

Julie  Ford  and  Sara  Speight 
members  of  staff 
16  West  Saville  Road, 
Edinburgh 
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oliday  T  ime 


Here  are  the  details  of  our  1989  Summer  Programme  for  deaf-blind  and  rubella  children  and  adults.  Sense  holidays 

will  suit  children  of  all  ages  and  include  young  adults.  They  are  suitable  for  all  levels  of  ability  and  all  types  of 

physical  and/or  behavioural  problems.  We  try  to  find  a  place  for  everyone  ...  but  spaces  are  limited.  It's  first  come, 

first  served,  so  write  or  'phone  today!  All  our  holiday  leaders  are  fully  experienced,  as  are  many  of  the  volunteers, 

and  we  aim  to  take  children  from  every  part  of  the  country.  We  offer ... 


Younger  Children 

Lake  District 

Dates:  Sat  1 2  —  Sat  1 9  August 

For  nine  children  aged  between  6  and  11 
years,  living  in  the  North  and  Midlands 

An  'outings  holiday'  based  at  St  Mark's  Chil- 
drens'  Holiday  Home  in  Natland,  near  Kendal 
—  a  good  centre  for  trips  to  the  Lakes, 
Blackpool,  Morecambe  Bay,  the  Yorkshire 
Dales  and  other  local  places  of  interest. 
Leader:  Sheila  Houston. 

Ashburton,  Devon 

Dates:  Sat  1 9  —  Sat  26  August 

For  six  children  aged  8-12.  This  holiday  is 
based  in  a  Country  Park  Centre,  with  a  full 
range  of  outdoor  activities,  and  a  base  for 
outings  to  the  River  Dart,  the  moors  and  other 
attractions.  Leader:Peter  Holman 

Playschemes 

Location:         Edgbaston  and  Newcastle 

Dates:  Mon  31  July  —  Fri  4  August 

Mon  21  July  —  Mon  25  August 

We  are  running  two  playschemes  in  Edgbas- 
ton and  Newcastle.  These  are  five-day 
playschemes  for  children  using  the  Family 
Advisory  Service.  Details  are  available  from: 
Doreen  Norris,  Sense  in  the  Midlands,  4 
Church  Road,  Edgbaston,  Birmingham,  B15 
3TD.  Tel:  021  456  1564. 

All  our  holidays  are  led  by  experienced  pro- 
fessionals and  we  offer  a  higher  than  1  to  1 
ratio  of  helpers  to  holidaymakers. 

For  bookings  or  enquiries,  contact  Carmel  at 
Head  Office. 


A  Week  in  London? 

The  Whitefield  Trust  have  very  kindly 
allowed  us  the  use  of  Castleton  House, 
Walthamstow,  for  two  separate  weeks  at 
the  beginning  of  the  summer.  The  house 
is  near  a  tube  line  that  goes  straight  into 
Central  London  and  would  be  suitable  for 
two  families  of  four  or  five  who  would  like 
to  share  facilities  and  catering  for  a  week. 
We  will  provide  helpers  during  the  day  to 
take  youngsters  out  and  about  and  can 
probably  organise  some  babysitting  too. 
Interested?  If  so,  give  Carmel  a  ring  on 
01-278  1005 


Older  Children 

Ashburton,  Devon 

For  25  youngsters  aged  1 0-1 7.  This  holiday 
is  based  in  a  country  park  with  masses  of 
exciting  outdoor  activities. 

Exeter 

Dates:  Sat  29  July  —  Sat  1 2  August 

For  1 2  children  aged  10 — 1 6.  This  holiday  is 
based  at  Royal  School  for  the  Deaf,  Exeter, 
and  will  be  an  outings  based  holiday,  with 
splendid  local  resources.  Leaders:  Chris  and 
Karen  Gelder 

Weston  Super  Mare 

Dates:  Sat  29  July  —  Sat  5  August 

For  8  children  aged  10  — 16  years.  This  is  a 
beach  and  outings  holiday,  based  in  guest 
house  accommodation  in  a  farmhouse  set- 
ting, and  visiting  local  beaches,  recreational 
centres  and  tourist  attractions,  in  Somerset 
and  the  surrounding  areas.  Leader:  Marilyn 
Gough. 


Young  Adults 

South  Wales 

Dates:  Sat  1 9  —  Sat  26  August 

For  6  higher  ability  youngsters  aged  1 7  plus. 
Details  of  venue  to  be  finalised. 


Leader: 


David  Moore 


Edgbaston 

Dates  Sat  22  —  Sat  29  July 

Sat  19  — Sat  26  August 

Sat  26  August  —  Sat  2  September 

Three  holidays,  each  for  six  lower  ability 
youngsters.  Based  at  our  Sense-in-the-Mid- 
lands  centre  at  Edgbaston  and  making  full 
use  of  the  facilities  there,  including  a  well 
equipped  gymnasium,  swimming  pool  and 
extensive  grounds. 

Leader:  Paul  Ennals 


Sense 

Caravan 

Holidays 


G&i 


1Q 


A  choice  of  various  locations,  all  offering  good  facilities  and  caravans  providing  all  the 
comforts  of  home.  Rents  vary  according  to  location.  An  information  sheet  is  available 
from  Carmel  at  Head  Office.  For  further  details  on  individual  caravans  and  to  book, 
contact  the  local  branch  Bookings  Secretary. 


Scotland 

Maidens,  Ayrshire 

Mrs  Linda  Collins 

29  Loch  Road 

Chapelhall 

Strathclyde  Tel:  02365  53087 

Aviemore 

Mrs  Elizabeth  Cox 

28  Blantyre  Crescent 

Duntocher 

Clydebank  Tel:  0389  76061 

North  West 

Grange-over-Sands  (nr  Lake  District) 

Mrs  Brenda  Carter 

3  The  Briars 

Eccleston 

Nr  Chorley 

Lanes  PR7  5UB    Tel:  0257  451 920 


Wales 

Dinas  Cross,  West  Wales 

Mr  E  Jones 

10HeolCaredig 

Tonna 

Neath 

West  Glamorgan    Tel:  0639  5591 3 

South  West 

Paignton,  Devon 

Mr  B  Andlaw 
6  Lime  Tree  Walk 
Milber 

Newton  Abbot 
Devon 
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Other  Organised  Holidays 


Breakthrough  Trust:  Charles  W  Gillet 
Centre,  Selly  Oak  Cottages,  Birmingham 
B29  6LE  Tel:  021  472  6447 

Two  holidays:  one  for  deaf  and  hard  of  hear- 
ing children  aged  11-14  years  from  28  —  31 
March  at  Lake  Windermere.  The  other  is  for 
additionally  handicapped  deaf  children  at 
Lake  Windermere  from  12  —  19  August. 
There  are  also  plans  for  a  holiday  for  7  — 10 
year  olds  in  the  autumn  at  Waddecar  Camp, 
Lanes. 

MENCAP  Holiday  Services,  119  Drake 
Street,  Rochdale,  OL16  1PZ.  Tel:  0706 
54111 

MENCAP  organises  many  kinds  of  holidays 
in  three  categories. 

'Special  Care'holidays  for  the  most  severely 
disabled  from  6  years  upwards,  usually  held 
in  residential  special  schools. 

'Adventure  holidays' —  outdoor  activities  for 
those  more  able,  from  1 2  years  upwards; 

'Guest  House'  holidays  for  adults  over  18 
years  who  are  reasonably  able  and  who 
enjoy  traditional  seaside  holidays.  A  list  of 
holidays  is  available  from  Sense  Head  Of- 
fice: more  details  are  available  from  MEN- 
CAP. 

Mobility  International,  228  Borough  High 
Street,  London  SE1  1 JX 

They  organise  a  variety  of  holidays  for  able 
young  adults  with  different  disabilities.  Holi- 
days this  year  include  a  deaf-blind  activity 
week  in  The  Netherlands,  and  a  sports  and 
activity  week  for  hearing-impaired  young 
people  in  West  Germany. 


Break,  20  Hook's  Hill  Road,  Sheringham, 
Norfolk  NR268NLTel:  02638231 70/823025 

Run  holidays  all  the  year  round  at  their  3 
centres  in  Norfolk  for  families  and  provide 
short-stay  residential  care  for  handicapped 
and  socially  disadvantaged  children.  Groups 
welcome. 

Across  Trust:  Crown  House,  Morden, 
Surrey  SM4  5EW  Tel:  01  540  3897  ext  127 

Organises  holidays  across  Europe  in  fully 
equipped  'Jumbulances'  for  disabled  people 
of  all  ages. 

Winged  Fellowship  Trust:  Angel  House, 
Pentonville  Road,  London  N1  9XD  Tel:  01 
833  2594 

Organises  various  holidays  in  this  country 
and  abroad  in  addition  to  its  purpose  built 
centres.  People  must  be  over  16  years  old, 
and  must  fall  within  the  Trust's  beneficiary 
group. 

Friends  of  the  Young  Deaf:  FYD  Commu- 
nication Centre,  East  Court  College  Lane, 
East  Grinstead,  Sussex  RH19  3LT.  Tel: 
(Mrs  Evelyn  Carter)  0342  323444  (voice)/ 
312639  (minicom) 

Friends  for  the  Young  Deaf  Trust  organises 
projects  for  deaf,  partially  hearing  and  hear- 
ing children,  young  people  and  families. 


Financial  Help 

There  are  a  number  of  sources  of  money 
for  holidays  available:  These  include: 

•  Under  the  Chronically  Sick  and  Dis- 
abled Person  Act  1 970,  Section  2(f)  local 
authority  social  services  departments  can 
assist  registered  disabled  people  to  have 
a  holiday.  However,  the  amount  of  help 
varies  greatly. 

•  Other  relevant  charities  may  be  ap- 
proached for  help. 

•  The  Family  Fund  provides  help  with 
holidays  for  severely  handicapped  chil- 
dren, under  16,  living  at  home. 

(contact:  Joseph  Rowntree  Memorial 
Trust,  PO  Box  50,  York  YOl  1 UY). 

For  further  advice  and  assistance  do 
not  hesitate  to  contact  Sense  or  the 
Holiday  Care  Service. 


Volunteers  Needed! 

Would  you  like  to  help  us?  We  are  always 
looking  for  new  volunteer  helpers  for  our 
holiday  activities. 

What  will  you  get  out  of  it?  Well,  al- 
though it's  hard  work,  you'll  have  lots  of 
fun,  and  the  assurance  that  yourtime  has 
been  really  well  spent.  You'll  gain  valu- 
able experience  and  training  and  it  may 
open  up  new  horizons  for  the  future.  It 
doesn't  matter  what  your  background  is, 
or  whether  you've  volunteered  before,  as 
long  as  you're  over  16  we'd  like  to  hear 
from  you. 

If  you're  interested  and  want  to  know 
more,  do  contact  Carmel  Perry  at  Sense 
London  office. 


British  Hard  of  Hearing  Association:  7/1 1 
Armstrong  Road,  London  W3  7JL  Tel:  01 
7431110/1353 

BAHOH  is  holding  an  International  Rally  in 
Sheffield  from  1 2 — 20  August  1 989.  Cost — 
full  board:  £200;  half  board:  £165;  (children 
half  price).  They  are  also  running  a  young 
people's  Get  Together  in  Tebay,  Cumbria,  24 
—  29  March. 

National  Deaf-Blind  League:  8  Rainbow 
Court,  Paston  Ridings,  Peterborough  PE4 
6UP  Tel:  0733  73511 

They  are  running  a  convention  in  York  in 
August.  They  are  also  planning  a  long  week- 
end walking  in  the  Derbyshire  Peak  District 
and  hope  to  run  weekends  in  Scotland, 
Exmoor,  the  Scilly  Isles  and  some  European 
cities. 

Middlesex  Association  for  the  Blind:  83 
Cambridge  Street,  Pimlico,  London  SW1 V 
4PS  Tel:  01  828  8250 

This  group  has  caravans  in  East  Sussex. 


This  is  just  a  small  sample  of  the  wide  range  of  holidays  that  are  on  offer  this  year 
for  people  of  all  ages,  if  you  need  more  information,  contact: 

The  Holiday  Care  Service,  2  Old  Bank  They  don't  make  bookings,  but  they  do 

Chambers,  Station  Road,  Horley,  provide  lots  of  information  on  holidays  for 

Surrey,  RH6  9HW.  Tel:  0293  774535  people  with  special  needs. 
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USHER  SYNDROME 


If  we  accept  the  concept  that  mental 
health  is  the  sum  total  of  our  view  of 
ourselves  and  our  outlook  on  life,  it 
follows  that  "good  mental  health" 
means  we  feel  good  about  ourselves, 
and  we  have  a  positive,  optimistic  view 
of  life  and  our  place  in  it.  This  positive 
view  of  life  influences  the  way  we 
perceive  the  intentions  of  others,  our 
choice  of  friends,  the  goals  we  set  for 
ourselves  and  much  more.  Mental 
health  is  important  because  it  has  a  lot 
to  do  with  whether  we  are  happy  or 
unhappy,  satisfied  or  dissatisfied; 
whether  we  are  successful  in  what  we 
set  out  to  do  and  whether  we  are  liked 
by  others. 

The  impact  of  deaf-blindness 
on  mental  health 

When  a  person  is  faced  with  the  combined 
loss  of  sight  and  hearing,  a  tremendous 
shock  is  delivered  to  his  self  image.  He  may 
feel  as  if  he  is  no  longer  the  person  he  once 
thought  himself  to  be.  It  is  not  surprising  that 
many  people,  faced  with  this  apparent  ca- 
lamity, feel  that  their  life  is  over;  there  is  no 
way  to  cope  with  the  catastrophe.  Feelings 
of  shock,  anger,  denial,  despair  etc.  are 
typical. 

McCay  Vernon  has  said  that  it  is  almost 
universal  for  persons  with  Usher  Syndrome 
to  think  and  talk  about  suicide  after  they 
hear  the  diagnosis.  Fortunately,  as  Dr  Ver- 
non's research  has  shown,  the  prevalence 
of  suicide  among  deaf-blind  people  is  no 
higher  than  it  is  among  the  general  popula- 
tion. This  is  also  true  with  respect  to  chronic 
depression  among  persons  with  Usher 
Syndrome. 

For  a  person  who  has  Usher  Syndrome 
the  adjustment  process  and  therefore  the 
search  for  mental  health  is  complicated  by 
the  fact  that  the  gradual  loss  of  sight  re- 
quires a  constant  readjustment.  Conversely, 
this  gradual  loss  of  vision  does  give  the 
individual  time  to  prepare  for  the  shock  of 
diagnosis  and  the  development  of  some 
coping  skills,  such  as  travel. 

The  adjustment  to  a  gradual  loss  of 
hearing  on  the  part  of  a  blind  person  also 
means  a  constant  readjustment  to  chang- 
ing circumstances.  However,  because  of 
the  specific  nature  of  retinitis  pigmentosa, 
the  eye  condition  that  is  part  of  Usher  Syn- 
drome, the  adjustment  is  particularly  diffi- 
cult. Whether  or  not  the  individual  can  see 
well  depends  a  great  deal  on  external  con- 
ditions, and  not  solely  on  the  person's  visual 
acuity. 

Despite  the  profound  impact  of  deaf- 
blindness  many  deaf-blind  individuals  have 
shown  over  and  over  again  that  they  can  not 
only  cope,  but  can  also  achieve  a  high 
degree  of  success  in  what  they  attempt. 
They  make  valuable  contributions  to  their 
community,  have  rewarding  personal  rela- 
tionships with  others  and  attain  a  high  degree 
of  personal  happiness  ...  In  short,  achieve 
everything  that  goes  into  our  definition  of 
mental  health. 

Adjustment  to  Usher  Syndrome 

What  factors  influence  a  person's  adjust- 
ment? It  is  important  to  remember  that  ad- 
justment is  a  continuing  process.  Different 
demands  are  made  on  us  at  different  times 


Mental  Health 
and  Usher 
Syndrome 


in  our  lives.  Our  abilities,  our  needs  and  our 
goals  change  overtime.  The  problems  faced 
by  a  ten  year  old  with  Usher  Syndrome  are 
quite  different  from  the  problems  faced  by 
the  young  adult  who  has  just  received  the 
diagnosis  and  must  now  readjust  many  of 
his  plans  and  hopes. 

It  has  been  said  that  "a  person's  adjust- 
ment depends  in  part  on  experiences  be- 
fore becoming  deaf-blind  ...  personality, 
self-image  and  feelings  about  disability  in 
general,  and  specifically  deaf-blindness. 
Adjustment  depends,  too,  on  situations 
encountered  as  a  deaf-blind  person,  includ- 
ing societal  attitudes  reflected  in  other 
people's  behaviour  and  public  policies  that 
affect  everyday  experiences."  (Carol  Yoken, 
Editor,  Living  with  Deaf-Blindness). 

What  are  the  personality  traits  and  atti- 
tudes that  help  one  adjust  to  Usher  Syn- 
drome? From  my  experience  I  would  list 
self-confidence,  patience,  flexibility,  objec- 
tivity, persistence,  a  willingness  to  take  risks, 
the  ability  to  accept  ourselves  and  others 
with  all  of  our  flaws  and  last  and  perhaps 
most  important,  a  sense  of  humour!  I  am 
sure  you  could  add  others  to  this  list.  It  is 


important,  however,  to  remember  that 
mental  health  is  not  measured  by  any  one 
characteristic  but  by  the  manner  in  which 
we  coordinate  and  integrate  many  different 
characteristics. 

For  the  person  with  Usher  Syndrome, 
understanding  and  acceptance  by  other 
deaf  people  is  very  important  in  promoting 
mental  health.  Unfortunately,  in  the  past, 
many  deaf  adults  were  misinformed  and 
had  negative  attitudes  towards  blindness 
and  blind  people.  As  a  result,  people  with 
Usher  Syndrome  often  lost  contact  with 
their  deaf  friends  as  their  vision  declined. 
Fortunately,  this  situation  has  improved 
recently  as  the  deaf  community  has  be- 
come better  informed  about  Usher  Syn- 
drome. 

The  attitudes  of  service  providers  are 
also  extremely  important  in  helping  the 
person  adjust.  Until  recently,  there  were  few 
professionals  who  were  trained  to  work 
specifically  with  deaf-blind  persons  or  could 
communicate  in  sign  language.  Too  often  in 
the  past,  professionals  tended  to  underes- 
timate the  abilities  of  deaf-blind  people. 
Fortunately,  this  situation  is  improving.  The 
point,  however,  needs  to  be  emphasized  ... 
services  that  deny  the  value  of  the  individ- 
ual do  more  harm  than  good  ...  they  tend  to 
increase  the  very  dependency  they  are 
designed  to  relieve. 

Norman  L  Tully 

Reproduced  from  the  Journal  of  the 
American  Association  of  the  Deaf-Blind. 


First  Rehabilitation  Course 


People  who  are  losing  their  sight  can  bene- 
fit from  training  to  help  them  adapt  their  lives 
to  their  new  condition.  Two  sisters,  Ann  and 
Helen,  bothof  whom  have  UsherSyndrome, 
applied  for  our  first  residential  course. 

Doreen  Norris,  Principal  of  the  Family 
Advisory  Service  at  Sense-in-the-Midlands, 
kindly  made  the  Edgbaston  Centre  avail- 
able to  us  for  three  days  in  October  last 
year.  The  friendly  family  atmosphere  the 
house  provided  will  act  as  a  model  for  our 
future  centre,  but  more  of  this 
later. 

As  this  was  our  first  course 
we  felt  it  best  to  visit  the  sisters 
at  home  to  find  out  more  about 
their  lives  and  what  they  felt 
they  needed  help  with. 

The  course  covered  moving 
around  safely  in  different  places; 
the  use  of  residual  vision;  think- 
ing about  ways  of  communicat- 
ing; cooking  and  looking  attech- 
nical  aids  which  might  help  with 
everyday  jobs.  Our  little  training 
team  consisted  of  Pauline 
James,  a  mobility  expert,  inter- 
preters Haley  Beddall  and  Sean 
Nicholson,  Phyllis  Hunt  helped 
with  the  cooking  and  I  was  co- 
ordinator. We  had  lots  of  fun  as 
well  as  work  during  the  course. 

Later  I  was  happy  to  dis- 
cover, on  a  follow  up  visit,  that 
the  sisters  had  taught  their 
families  everything  that  they  had 
learned. 

For  the  future,  a  small  three 


bedroomed  maisonette  has  been  earmarked 
on  our  Edgbaston  site,  after  renovation  and 
refurnishing,  as  a  centre  for  future  rehabili- 
tation courses  for  people  with  Usher  Syn- 
drome and  other  people  who  are  losing  their 
sight. 

We  hope  the  premises  will  be  ready  by 
September  and  the  training  (which  will  also 
include  staff  training)  may  start  on  a  full- 
time  basis  by  the  end  of  the  year. 

Mary  Guest 


Course  participantsffrom  left  to  right):  Pauline  James 
(mobility  instructor),  Haley  Beddall  (interpreter),  Ann 
and  Helen  (students),  Phyllis  Hunt  (housekeeper, 
Family  Centre). 
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International  Retinitis  Pigmentosa 
Congress  in  Australia 

The  fifth  International  Retinitis  Pigmentosa  Association  Congress  was 

held  in  Melbourne  in  November  1988.  This  enabled  Mary  Guest  to  make 

her  first  visit  to  Australia  to  speak  about  Usher  Syndrome  and  to  help  the 

process  of  increasing  awareness  of  the  condition  in  Australia. 


This  Congress  combined  a  scientific  and  a 
research  meeting  which  attracted  research- 
ers involved  in  genetic  mapping,  cell  biol- 
ogy of  the  retina,  as  well  as  the  clinical 
aspects  of  retinitis  pigmentosa  —  a  wide 
range  of  topics.  The  programme  was  open 
to  people  with  R.P.,  their  families  and  other 
non-scientific  people. 

I  was  able  to  attend  one  day  of  scientific 
papers  and  was  impressed  by  the  fast  pace 
of  progress  in  research  into  the  genetics  of 
Retinitis  Pigmentosa.  Procedures  in  gene 


•The  various  levels  of  light  protection  which 
are  available  to  them  to  shade  the  eye  from 
glare,  dazzle  and  reflection  from  shiny  sur- 
faces. 

I  held  a  workshop  on  Usher  Syndrome 
which  turned  out  to  be  quite  popular  —  only 
five  people  signed  on  to  attend,  but  35 
arrived.  People  with  Usher  came  from  all 
over  Australia  and  also  Tasmania,  New 
Zealand,  France  and  the  USA. 

Unfortunately,  no  sound  loop  system 


Mary  with  students  at  the  Deaf -Blind  Care  Association's  Croydon  House,  Melbourne 


mapping  which  used  to  take  two  weeks  to 
complete  can  now  be  done  in  two  hours. 
However,  identifying  the  gene  which  causes 
a  person  to  have  Retinitis  Pigmentosa  or 
Usher  Syndrome  is  only  a  first  step  in  find- 
ing an  effective  treatment. 

Much  more  research  needs  to  be  done 
on  correcting  the  'fault'  and  stopping  it 
occurring  in  the  first  place,  so  that  effective 
treatment  can  be  offered  to  people  who 
have  R.P.  in  its  many  forms. 

Papers  on  Usher  Syndrome  were  few. 
However,  Gerald  Fishman,  doing  clinical 
work  in  Chicago,  in  his  talk  on  'Diagnosis 
and  Prognosis',  made  some  helpful  points. 
He  was  concerned  that  patients  knew  so 
little  about  their  condition  and  suggested 
that  any  one  with  Retinitis  Pigmentosa 
should  try  and  find  out  the  following: 
•The  type  of  R.P.  they  have,  whether  it  is 
recessive,  dominant  or  'X'  linked. 

•The  genetics  of  their  condition,  that  is,  their 
mode  of  inheritance. 

•Information  on  cataracts  which  can  occur 
with  their  condition. 


was  available  nor  was  the  session  recorded, 
unlike  the  mainstream  sessions,  which  made 
it  difficult  for  the  deaf  in  the  audience. 

Further  visits 

Following  the  Conference  I  visited  John 
Finch,  Head  of  the  Deaf-Blind  Care  Asso- 
ciation in  Victoria.  This  is  a  similar  organisa- 
tion to  Sense,  although  smaller,  which  rep- 
resents the  interests  of  deaf-blind  people 
and  provides  homes  and  care  for  deaf-blind 
adults. 

John  had  planned  a  busy  itinerary  for  me 
so  that  I  met  most  of  the  agencies  serving 
blind,  deaf  and  deaf-blind  people  locally.  At 
the  Victorian  School  for  the  Deaf,  that  they 
had  been  testing  regularly  for  R.P.  in  their 
deaf  pupil  population  since  1984  and  had 
discovered  10  children  with  the  condition. 
Many  of  their  children  are  now  integrated 
into  mainstream  classes  in  the  school. 

During  a  visit  to  the  Royal  Guide  Dogs 
Association  of  Australia,  I  was  pleasantly 
surprised  to  meet  Dr  Tony  Heyes,  formerly 
of  the  Blind  Mobility  Research  Unit  in  Not- 


tingham who  is  now  working  on  developing 
his  sonic  mobility  aid  for  use  with  blind 
people.  I  saw  very  few  guide  dog  users  but 
several  people  with  white  canes  in  Mel- 
bourne. 

In  Sydney  I  visited  the  National  Acous- 
tics Laboratory  which  serves  the  hearing 
aids  needs  of  children,  senior  citizens  and 
armed  forces  personnel  nationally.  This 
facility  was  very  well  equipped  and,  besides 
its  servicing  commitment,  gather  statistics 
and  conducts  research  into  various  types  of 
deafness.  Interestingly,  Usher  Syndrome 
was  not  separately  shown  but  included  with 
other  syndromes  in  a  recent  paper  pro- 
duced by  NAL  on  etiologies  of  hearing 
impairment  in  children. 

Everyone  I  met  was  welcoming  and  I 
hope  we  have  strengthened  and  formed 
new  links  in  the  interests  of  all  people  with 
Usher  Syndrome. 

My  grateful  thanks  to  Sense  and  the 
BRPS  for  making  my  visit  possible  and  to  all 
the  generous  and  hospitable  people  I  met  in 
Australia. 

Mary  Guest 


OBITUARY 

Michael  Clifford  St  John 

Sadly,  Michael  died  just  before  Christ- 
mas, aged  38.  He  had  been  a  regular 
attender  with  his  friend  John,  at  Sense's 
Usher  Syndrome  meetings,  conferences 
and  holidays. 

Michael  was  fun,  he  sparkled,  he 
laughed  a  lot.  A  vivid  memory  remains  of 
him,  convulsed  with  laughter,  his  legs 
waving  in  the  air  as  he  lay  on  his  back  in 
a  rowing  boat  which  he  was  failing  to 
steer  as  it  went  slowly  round  in  circles  on 
a  lake  at  Swindon.  This  was  typical  of  the 
joy  of  being  on  holiday  with  him  for  he 
threw  himself  enthusiastically  into  every 
activity,  from  ice  skating  to  horse  riding. 

In  recent  years  Michael's  vision  be- 
came very  restricted  and  he  adopted  the 
deaf-blind  manual  alphabet  and  espe- 
cially the  'hands-on'  method  of  receiving 
sign-language  in  order  to  communicate. 

Michael  and  John  developed  this  way 
of  'talking'  to  a  high  degree  of  fluency 
and  speed,  which  was  inspiring  to  others 
whose  sight  also  became  limited  and 
could  no  longer  see  'full  frame'  sign 
language. 

Our  sympathy  goes  out  to  his  mother 
May,  his  sisters  Phyllis  and  Ann,  and  his 
friend  John,  who  together  nursed  and 
supported  him  in  his  final  illness. 

M.G. 
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Steps  towards  Mobility 

How  can  we  teach  a  totally  deaf-blind  child  to  move  around  confidently?  It 

takes  a  lot  of  time,  a  lot  of  skill  and  a  lot  of  love.  Heather  Murdoch  has  all 

three  and  she  put  them  to  good  use  when  Donald  lost  his  remaining  vision. 

Heather  is  advisory  teacher  for  Deaf  Visually-Impaired  Children  at  Margate's 

Royal  School  for  Deaf  Children. 


At  five.  Donald  was  a 
confident,  outgoing 
boy:  profoundly  deaf, 
with  a  little  vision 
which  he  used  to 
search  for  adults  who 
might  cuddle  him. 
Around  his  sixth  birth- 
day we  noticed  that 
his  sight  seemed  to 
be  deteriorating;  six 
months  later,  he  was 
blind.  Very  suddenly 
Donald  became  pas- 
sive and  withdrawn, 
sitting  on  the  floor  and 
crying,  rejecting  even 
cuddles.  For  a  few 
weeks  we  tried  main- 
taining our  usual  rou- 
tine, in  the  hope  that 
the  consistency  would 
comfort  him.  Only 
when  he  refused  to 
be  comforted  did  we 
realise  the  obvious: 
nothing  is  consistent 
if  your  sensory  input  has 
changed. 

Thinking  back  over  Donald's 
previous  interests,  we  noted 
mobility  and  cuddles  as  favour- 
ites. Cuddles  were  freely  avail- 
able, so  we  decided  to  concen- 
trate on  mobility.  Initially  Donald 
would  only  walk  cocooned  by 
an  adult.  As  his  confidence  re- 
turned, however,  so  did  his  en- 
thusiasm and  initiative. 

From  the  beginning  he  en- 
joyed exploring  new  areas. 
Dragging  me  from  the  class- 
room, he  would  tug  me  in  the 
right  direction.  Weeks  would  be 
spent  exploring  one  new  pas- 
sage or  room:  perhaps  thirty 
minutes  in  checking  a  two-foot 
stretch  of  wall,  again  and  again. 
Touch  interested  Donald  far  less 
than  smell;  for  several  months 
he  would  hurl  himself  to  a  wood 
floor  to  sniff  the  polish.  Many  of 
his  landmarks  for  journeys  in- 
volved smell:  the  kitchens,  the 
passage  by  the  swimming  pool, 
the  junction  near  the  photocopier  room. 

Once  Donald  had  mapped  an  area  to  his  satisfaction  he  would 
explore  all  the  routes  to  and  from  it,  relating  it  back  to  routes  and  places 
already  known.  An  'exploring'  session  could  (and  still  can)  take  around 
ninety  minutes,  with  Donald  concentrating  deeply  and  immensely 
pleated  with  himself.  At  the  end  of  a  session  (clearly  signified  by  his 


/  must  hold  my  cane  properly. 
This  is  wrong.  I  don't  know 
what  is  in  front  of  me. 


return  to  the  adult)  he  would  sit  and  think,  brow  furrowed,  for  around 
ten  minutes.  His  next  visit  to  the  chosen  area  would  utilise  all  previous 
information,  neatly  integrated  and  sparking  off  his  next  line  of  inquiry. 

Finding  things  games 

Donald's  early  mobility  pro- 
gramme included  circuit  work 
(using  a  sequence  of  move- 
ments) and  games  to  develop 
his  body  image,  rhythm  and 
co-ordination.  'Finding  things' 
games,  to  develop  his  spatial 
awareness  and  memory  and 
games  involving  interaction 
with  adults  and  other  children 
were  among  his  favourites.  He 
loved  (and  still  loves)  the  soft 
play  room:  a  place  where  he 
can  move  without  limits,  orfear, 
or  care. 

The    environment    itself, 
however,   has  always   been 
Donald's  main  motivator:  bal- 
ancing along  a  real  wall  with 
support,  for  example,   inter- 
ested him  far  more  than  any 
plank.  Donald  learns  things 
which  seem  useful  to   him; 
pleasing  adults  has  never  been 
his  top  priority.  So  he  learned 
to  use  the  edges  of  paths  (one 
foot  on  the  grass,  one 
on  the  paving)  to  keep 
straight;  he  learned  to 
detect  minute  differ- 
ences in  air  pressure; 
he  learned  to  move 
independently  to  the 
residential    area    at 
dinner    time.     He 
learned  to  generalise : 
a  handle  on  any  fire 
door  means  'pull';  a 
metal    plate    means 
'push'. 

Exploring 
through  touch 
and  smell 

As  Donald  extended 
the  range  of  routes  he 
could  travel,  a  proc- 
ess emerged.  I  would 
offer  landmarks, 
some  of  which  he 
would  accept.  New 
routes  were  related  to 
those  already  known, 


This  Is  right.  I  can  use  my  cane  in 
corridors. 


>', 
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/  can  use  my  cane 
when  I'm  tracking 
a  wall 


most  offering  some 
common  ground.  We 
adapted  the  environ- 
ment where  abso- 
lutely necessary:  a 
railing  round  the  edge 
of  the  playground,  for 
example  —  but 
Donald's  excellent 
memory  for  distance 
and  place  and  his 
growing  willingness  to 
use  touch,  made 
many  adaptations  un- 
necessary. 

Motivation  for 
mobility  work  has 
never  been  a  prob- 
lem: Donald  learned 
rapidly  to  sign  'coat' 
(meaning  'go  out'), 
and  to  suggest  this  as 
an  alternative  to  most 
other  activities.  His 
enthusiasm  meant 
that    work    always 

centred  around  his  current  interests.  The  ma- 
jor demand  on  the  adult  was  that  of  time:  time 
to  watch  Donald  and  understand  his  initiatives; 
time  to  respond  to  him;  time  to  communicate 
and  show  him  what  he  wanted  to  know;  time  to 
relax  with  him. 

Around  a  year  ago  Donald's  mobility  was 
more  formally  observed.  He  showed  good 
body  awareness  and  body  image;  confident  in- 
dependent movement  around  familiar  envi- 
ronments; the  abilities  to  trail  and  to  protect 
himself  (for  example,  shielding  his  face  with  an 
arm  near  head-height  obstacles),  and  confi- 
dent movement  guided  by  an  adult  on  unfamil- 
iar terrain.  There  seemed  no  reason  not  to  in- 
troduce himto  more  formal  mobility  techniques 
which  could  increase  his  independence. 

Formal  mobility  training  begins 

The  aims  of  Donald's  current  mobility  teaching 
are  two-fold:  to  continue  his  exploration  of  his 
environment  and  to  increase  his  independ- 
ence. The  more  Donald  learns,  the  more  he  becomes  aware  of  his  de- 
pendence on  others  and  the  greater  his  need  for  activities  which  he 
can  plan,  carry  out  and  evaluate  independently.  Activities  involving 
mobility  potentially  allow  him  this  complete  control. 

His  mobility  teaching  covers  three  main  areas:  independent  travel, 
sighted  guide  work  and  long  cane  skills.  Independent  travel  continues 
to  involve  exploration  of  new  areas  and  Donald's  responsibility  for 
taking  himself  to  P.  E.  swimming  and  his  residential  area.  He  also  takes 
messages  or  objects  to  people  (for  example,  broken  hearing  aids  to 
the  technician),  and  this  may  sometimes  involve  conflict  with  his  ideas 
of  where  he  wishes  to  go.  He  is  learning  now  that  he  has  a  responsi- 
bility to  use  his  skills  to  help  others,  and  is  accepting  this  with  reason- 
able grace.  Mobility  involves  communication:  at  the  least,  he  must 
know  the  names  of  places  and  the  people  found  there.  He  can  now 
choose  and  sign  where  he  is  going  and  who  he  will  see;  on  his  return 
(and  for  several  days  afterwards)  he  can  describe  his  route  and  his 
adventures.  We  realised  that  Donald's  independent  travelling  was  a 
success  when  we  lost  him  one  day:  he  was  in  the  sick  bay,  complaining 
to  the  nurse  of  earache. 

Using  a  sighted  guide 

Donald  has  always  used  adults  as  sighted  guides,  and  previous  work 
has  centred  around  walking  appropriately  (i.e.  calmly  in  public  places), 


...  going  through 
doors 


and  stopping  on  request  at  roads  and  in  crowds.  We  felt  that  the  finer 
points  of  sighted  guide  technique  would  give  him  more  control,  and 
make  him  less  awkward,  when  being  guided.  Donald  rapidly  mastered 
changing  sides  (responding  to  a  tap  on  the  shoulder),  and  as  rapidly 
began  to  use  the  technique  when  out,  elegantly  changing  at  each  road 
crossing  in  order  to  trail  the  next  wall  with  his  free  hand.  Negotiating 
doors,  walking  behind  the  guide  through  narrow  passages,  and  being 
shown  a  chair  or  other  object  completed  the  programme. 

This  part  of  Donald's  teaching  and  his  long  cane  skills,  have 
required  consistent  input  from  everyone  working  with  him :  although  he 
initially  learns  skills  with  me,  he  needs  many  opportunities  to  general- 
ise their  use  with  others.  There  is  a  constant  need  to  update  other  staff 
and  Donald's  family  regarding  techniques  and  Donald's  confidence. 
Objects  come  in  three  categories  if  you  are  blind:  static  objects, 
which  can  be  used  as  landmarks;  moving  objects  (such  as  people  and 
cars)  which  require  negotiation,  and  moveable  objects  (such  as  mop 
buckets  and  chairs)  which  may  occur  where  you  least  expect  them. 
Donald  mastered  landmarks  long  ago,  and 
has  reasonably  good  strategies  for  people 
(asking  their  name  or  continuing  to  walk)  and 
traffic  (walking  with  a  guide).  Against  move- 
able objects,  however,  he  had  few  defences, 
particularly  those  below  hand  height,  and  this 
factor  was  preventing  his  full  independence  in 
familiar  surroundings.  We  decided  to  try  long 
cane  use  with  Donald  partly  to  counter  this  and 
partly  to  reduce  his  dependence  on  his  guide 
in  unfamiliar  terrain.  With  the  cane  as  well  as 
the  guide  he  receives  some  independent  infor- 
mation concerning  steps,  kerbs  and  ground 
surface.  These  aims  were  and  remain  short- 
term:  they  do  not  imply  any  restriction  on 
Donald's  long-term  capabilities. 

Using  the  long  cane 

Donald  began  long  cane  work  by  sitting  on  the 
floor  and  finding  a  plate  with  crisps  on  it.  As  the 
plate  was  placed  further  away,  so  Donald's 
arm-sweep  no  longer  found  it;  sweeping  with  a 
cane,  however,  rapidly  located  the  crisps.  Once 
the  principle  of  locating  out-of-reach  objects 
was  established,  we 
moved  to  negotiating 
a  corridor  full  of  ob- 
stacles. Donald  and  I 
worked  together, 
holding  the  cane  di- 
agonally, touching  the 
obstacle,  withdrawing 
the  cane  and  identify- 
ing the  object  by  hand. 
(Donald  uses  diago- 
nal hold,  rather  than 
sweeping  the  cane, 
because  of  his  style 
of  walking:  entailing 
the  occasional  hop 
and  skip,  it  is  not 
conducive  to  regular 
sweeping  move- 
ments.) 

In  contrast  to  his 
other  mobility  skills, 
Donald's  cane  work 
remained  coactive 
until  I  (rather  than 
Donald)  felt  confident 
of  his  skill.  This  was 
because  independent 
cane  use  demands 
safety  for  other  trav- 
Andy's  out  but  Helen  is  here.  ellers: '  needed  to  be 
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certain  that  Donald  would  keep  the  cane  tip  at  floor  level  and  carry  it  safely 
on  stairs.  If  at  this  stage  Donald  had  rejected  the  cane  we  would  have  aban- 
doned itsuse  but  he  was  intrigued.  He  needed  to  know  that  he  could  end 
sessions:  once  he  had  checked  this,  he  was  happy  to  co-operate  in  its  use 
for  short  periods. 

From  exploring  surfaces  with  hands  and  feet  we  moved  to  hands,  feet 
and  cane.  Donald's  other  mobility  activities  continued  throughout  this 
time.  He  began  to  identify  information  most  usefully  gained  through 
hands,  feet.  nose,  skin  and  cane.  Refinements  of  technique  made  his 
cane  more  successful:  since  the  photographs  shown  were  taken,  for 
example,  he  has  learnt  to  straighten  his  arm  and  this  has  improved  his 
travelling  over  uneven  surfaces. 

Independent  travel 

Currently  Donald's  independent  travelling,  sighted  guide  usage  and 
long  cane  work  have  meshed  together  and  on  any  route  he  may  use 
a  combination  of  skills.  He  requests  his  long  cane  when  going  out 
and  will  use  it  in  conjunction  with  a  guide  or  independently.  He  is 
able  to  decide  when  and  where  the  cane  will  be  of  use  to  him  (for 
example,  given  a  right  hand  wall  he  will  usually  trail  the  wall  and 
carry  the  cane:  near  free-standing  obstacles  he  concentrates 
fiercely  on  information  from  the  cane).  He  still  needs  an  escort, 
since  he  cannot  always  correct  the  angle  of  the  cane  if  it  drifts  out 
to  the  side,  but  he  does  not  always  need  to  know  if  the  escort  is 
there.  Independence  is  definitely  in  view. 

And  the  near  future?  Donald's  first  love  remains  exploring 
and  this  and  the  rest  of  his  current  mobility  programme  will 
continue.  A  route  outside  the  school  environment  seems  the 
next  step:  there  is  a  sweet  shop  which  can  be  reached  without 
crossing  any  roads,  so  that  Donald  could,  at  least  in  his  own 
estimation,  travel  there  independently.  Another  avenue  is  that 
of  models  and  plans  of  the  environment; 
Donald  uses  touch  much  more  now  and 
these  would  seem  appropriate  for  the  future. 

Our  main  concerns  at  present  are  that 
Donald  retains  his  strong  motivation  and 
generalises  his  skills  to  use  with  a  variety  of 
people.  Both  would  seem  achievable. 

Heather  Murdoch 


Advisory  Teacher  for  Deaf  Visually 

Impaired  Children 

Royal  School  for  Deaf  Children 

Margate. 
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Irish  training 
and  hospitality 


In  November  1 988,  a  special  course  was  set 
up  in  Dublin,  entitled 'Establishing  Techniques 
for  Working  with  Low-Functioning  Deaf-Blind 
People'.  The  course  brought  together  a 
remarkable  range  of  people  for  a  three-day 
experience  of  warmth,  enterprise  and  hope. 

St  Joseph's  Home  for  Adult  Deaf  and 
Deaf-Blind  hosted  the  course.  Within  their 
grounds  is  a  beautiful  day  school  unit  for  four 
deaf-blind  children.  During  the  course,  this 
unit  opened  its  doors  to  another  eight  deaf- 
blind  children,  their  parents,  teachers  and 
nurses  from  all  over  the  Republic.  The  chil- 
dren came  from  a  variety  of  settings  —  three 
from  a  special  class  at  the  Marino  Clinic  in 
Bray,  others  from  scattered  provision  for 
children  with  severe  learning  difficulties. 

Mobility  International  provided  the  fund- 
ing to  bring  in  tutors  from  Denmark  and 
England  —  Uffe  Davidson,  Else  Host,  Martin 
Thomas,  Paul  Ennals  and  Tony  Lumley  — 
who  offered  practical  services  and  seminars 
looking  at  developing  the  beginnings  of 
communication  and  mobility  with  children 
who  are  often  thought  of  as  low-functioning. 

The  course  was  a  fruitful  and  rewarding 
occasion  for  all  present.  For  the  parents, 
there  was  a  new  coming  together  where 
common  needs  were  identified  and  ideas 
shared  for  the  future.  Teachers  and  other 
staff  gained  from  the  chance  to  share  ideas 
and  look  anew  at  their  children.  An  invited 
group  of  officials  and  dignitaries  learnt  at  first 
hand  the  crucial  need  to  develop  some  serv- 
ices for  post-school  children  and  to  look 
again  at  the  existing  provision  for  many  of  the 
younger  deaf-blind  children.  Even  the  chil- 
dren enjoyed  themselves! 

Irish  hospitality  is  always  second  to  none. 


A  full  course  report  is  being  produced,  which 
may  be  a  further  step  in  developing  services 
in  Ireland  ...  but  formal  reports  can  never 
convey  the  care  and  kindness  shown  by  the 
Irish  hosts  —  Sister  Nicholas  and  her  staff, 
the  representatives  of  the  Ulster  Voluntary 
Organisations  for  the  Handicapped,  Joan 
Kelly  and  her  colleagues  and  all  the  children 
and  parents. 

Paul  Ennals 


Lancashire  leads 


the  way 


A  pioneering  scheme  of  the  Royal  National 
Institute  for  the  Blind  to  provide  better  serv- 
ices for  visually  handicapped  people  was 
opened  on  Thursday  9  February.  Rehabilita- 
tion Consultancy  Service  Project  North-West 
is  based  at  Laurel  Court.  Rochdale  and  will 
be  known  as  the  Centre  for  Practice  Develop- 
ment. 

It  will  offer  Social  Services  staff  the  chance 
to  develop  their  technique  in  helping  visually 
handicapped  people  to  re-learn  daily  living 
skills.  There  is  a  fully  equipped  demonstra- 
tion kitchen  designed  with  colour-contrasts 
and  facilities  for  maximising  residual  vision. 
The  ground  floor  will  provide  a  focal  point  for 
information  on  visual  handicap  and  a  display 
of  special  equipment. 

It  is  hoped  that  the  Centre  will  also  provide 
some  direct  help  to  visually  handicapped 
people  in  the  area,  by  serving  as  an  informa- 
tion point  and  providing  space  for  meetings  of 
self-help  groups. 

For  further  information:  RCS  Project  North 
West,  12  Laurel  Court.  Newbold,  Rochdale. 
0L16  5SN.  Tel:  0706  860623 
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Regional  Roundup 


Sense  South  Wales 

1 988  was  busy,  but  we  made  time  to  enjoy 
ourselves  too!  This  was  certainly  true  of  the 
Christmas  get-together,  when  21  of  us  met 
for  an  enjoyable  evening  in  the  Smith's  Arms 
in  Neath  Abbey.  Everyone  managed  to  bring 
along  an  owl  of  some  kind,  so  that  we  have 
some  interesting  additions  to  our  collection. 
Ignacia  Smith  brought  a  shell  owl  from  Portu- 
gal, Norman  Brown  drove  from  London  with 
a  baby  (toy!)  owl  peeping  shyly  from  his 
jacket,  Rona  Jenkins  made  a  magnificent 
academic  'Hywel',  the  Barfoot  family  brought 
a  'hoot'  of  owls  —  and  Beryl  McKnight  made 
a  delicious  "owl"  cake,  which  we  enjoyed  for 
dessert. 

Thanks  to  Diane  and  Susan  Lapham  of 
Neath,  grand-daughters  of  Margaret  Cole, 
who  organised  a  mini-bazaar  in  aid  of  our 
funds. 

Video  News 

We  are  grateful  to  British  Made  Windows  for 
their  kind  donation  of  £250  towards  funding 
our  new  video.  We  will  need  £1 ,000  to  pro- 
duce this  video,  so  will  be  grateful  to  hear 
from  any  other  companies  or  organisations 
which  could  help  us.  This  will  be  made  by  the 
Rotary  Club  of  the  Mendips  to  publicise  the 
need  of  our  young  people  for  a  meaningful 
future. 

Spreading  the  Message 

I  have  recently  spoken  about  our  work  and 
shown  videos  or  slides  to  a  conference  for  the 
hard-of-hearing  in  Ferryside  and  to  the 
Mother's  Union  of  St  David's  Church  in  Mor- 
riston .  On  both  occasions  it  was  good  to  meet 
old  friends  and  to  make  new  contacts.  We  are 
always  grateful  for  opportunities  to  talk  to 
interested  groups  and  are  at  present  up- 
dating our  collection  of  slides  illustrating  our 
local  group. 

We  also  made  new  friends  —  and  some 
money  for  our  funds  with  our  Pippa  Dee 
party.  If  anyone  is  interested  in  holding  a 
party,  please  contact  Mrs  Gaynor  Hoare 
(Skewen  321 757).  Ourfuture  plans  include  a 
demonstration  of  aromatherapy,  a  video 
evening  and  our  summer  get-together,  which 
we  hope  to  hold  at  Dina's  Country  Club  in 
June. 

Finally 

Before  you  completely  forget  Christmas!  — 
We  would  like  to  produce  our  own  cards  for 
Christmas  1989,  so  invite  you  to  submit 
designs  (preferably  incorporating  an  owl),  to 
me.  (Branch  address  on  page  2,  first  col- 
umn.) Final  choice  will  be  made  at  our  get- 
together  in  June  to  allow  ample  time  for 
production.  There  will  be  a  prize  for  the 
winning  design,  so  start  thinking  now. 

Hazel  Benjamin 
Sense  —  Yorkshire 

Our  New  Year's  Resolution  was  to  reach  and 
extend  public  and  professional  awareness  to 
parts  of  Yorkshire  not  hitherto  reached.  To 
start  the  ball  rolling  in  a  fun  way,  a  Sense 
'float'  is  planned  as  part  of  the  York  University 
Rag  Day  Procession.  The  £500  grant  from 


1989  has  started  well  for  our 

Branches.  This  report  has  been 

compiled  by  Derry  Newton  in  the 

absence  of  Norman  Brown  who  is 

on  a  well-deserved  holiday  touring 

Australia,  New  Zealand,  Bali ... 


Yorkshire  TV's  Telethon  Appeal  was  both 
timely  and  welcome.  A  photocopier  and 
branch  library  are  to  be  added  to  Branch 
resources! 

Sense  —  Avon  Toy  Library  and 
Parents'  Resource 

Happy  New  Year!  Life  has  been  a  little  differ- 
ent for  us  this  term  as  our  usual  meeting  place 
is  out  of  action  due  to  building  work.  How- 
ever, we  have  been  as  busy  as  ever.  In 
January,  a  group  of  us  got  together  for  a  New 
Year  'Bounce'  at  the  rumpus  room  at  the 
Windmill  Hill  City  Farm  in  Bristol.  The  children 
enjoyed  sliding,  rolling  and  being  swung  in 
bright,  warm  and  safe  surroundings.  The 
session  ended  up  with  one  of  the  farm  work- 
ers bringing  in  two  tiny  chicks  for  the  children 
to  touch,  smell  and  certainly  to  listen  to. 
Cheep,  cheep!! 

We  are  arranging  an  outing  to  the  Family 
Centre  at  Sense-in-the  Midlands  in  March, 
which  we  are  all  looking  forward  to.  (We're 
taking  our  bikinis  for  the  Jacuzzi!!) 

We  have  a  smart  leaflet  about  our  toy 
library  coming  out  any  day,  which  has  eaten 
up  ourfunds.  So  afull  blown  fund  raising  drive 
is  underway.  Tina  Helliker  and  her  friends 
from  the  Ridings  High  School  in  Winter- 
bourne  raised  £50  from  carol  singing,  many 
thanks.  Jean  Ritchie  very  bravely  spoke  about 
the  group  to  200  sixth  formers  at  Gordano 
High  School.  Other  events  for  this  term  in- 
clude a  'baby  massage'  session  and  an  Easter 
Fayre. 

Best  wishes  to  all  other  Sense  groups. 
Please  let  me  (Kate)  know  if  you  would  like  a 
leaflet  about  the  Sense  Avon  Parents  Re- 
source/Toy Library. 

Kate  Sullivan  with  Tricha  Povey,  Sue 
Powney,  Dominique  Rowbotham  and 
Sally  Silverman 

Sense  —  Midlands 

Since  October,  when  we  had  a  successful 
workshop  on  'Practical  Mobility',  the  Branch 
has  been  fairly  quiet.  In  our  last  newsletter  we 
included  a  questionnaire  to  try  to  find  out 
what  members  wanted  from  their  branch  and 
where  they  wanted  it.  From  the  replies  we 
received,  it  seems  that  we  have  got  the  mix  of 
workshops,  social  events  and  fundraising 
about  right  but  because  of  the  geographically 
large  area  we  cover  we  must  consider  ven- 
ues other  than  Birmingham.  There  appears 
to  be  a  nucleus  around  the  Worcester  area 
and  in  planning  next  year's  programme  we 
are  hoping  to  put  one  or  two  events  here. 
Another  possible  venue  is  Coventry.  These 
are  in  the  process  of  being  planned  and  will 
hopefully  be  advertised  later. 


Sense  South  West 

It  has  been  a  little  while  since  the  Branch  of 
Sense  South  West  contributed  XoTalking 
Sense,  other  than  our  report  on  the  Seminar 
held  last  June.  This  is  no  reflection  on  the 
amount  of  work  that  has  been  carried  out,  or 
continues  to  be  carried  out  in  the  Region! 

The  South  West  has  been  fortunate,  dur- 
ing the  last  twelve  months,  to  make  some 
valuable  progress  in  the  field  of  developing 
relationships  with  the  Local  Authorities  and 
other  sectors  of  care  in  the  community.  We 
have  not  had  it  all  our  own  way  but  it  does 
mean  that  we  have  a  good  platform  for  making 
constructive  working  arrangments. 

The  need  to  appoint  a  Development  Offi- 
cer in  the  South  West  reflects  the  level  and 
range  of  work  carried  out  by  the  Management 
Committee  over  the  last  four  years.  It  also 
points  the  way  forward  for  Sense  as  a  grow- 
ing National  Association. 

Sense  South  West  has  been  one  of  those 
Branches  which  has  been  looking  at  the 
wider  range  of  issues,  without  forgetting  the 
intimate  details  and  that  has  proved  valuable. 
Whereas  it  has  supported  individuals  in  a 
wide  variety  of  areas;  social,  educational  and 
developmental,  it  has  constantly  looked  to 
the  future  expansion  of  these  issues. 

The  residential  centre,  for  example,  has 
now  moved  into  "third"  gear  with  the  recent 
formation  of  a  Steering  Committee  with  a 
concrete  brief  to  monitor  progress  in  consul- 
tation with  Housing  Associations  and  also  to 
consider  likely  premises. 

The  Management  Committee  has  a  brief 
to  review  its  aims  and  objectives  to  meet 
present  needs  and  present  a  new  package 
for  the  1989  General  Meeting  in  May.  It  has 
set  up  two  sub-groups,  the  first  to  carry  out 
this  review  and  the  second  to  plan  a  new 
Appeals  Campaign  for  funds  towards  the 
residential  centre. 

Also  in  May,  the  Branch  is  hosting  the 
Branch  Officer's  Weekend.  We  hope  that  we 
will  be  able  to  make  it  a  weekend  to  remem- 
ber, not  only  for  the  pleasant  surroundings 
but  also  for  its  content,  for  it  promises  to  be  a 
busy  but  constructive  planning  event  for  the 
future  of  all  Branches. 

We  are  looking  forward  to  our  second 
Ashburton  Experience  II,  as  the  summer 
Sense  holiday  in  Devon  is  called.  The  first 
one,  which  took  place  last  year,  was  a  great 
event  enjoyed  by  all  those  who  participated, 
including  the  children!  We  are  hoping  that 
many  of  our  helpers  with  renewed  enthusi- 
asm (and  their  own  boiler  suits)  will  make  it 
yet  another  great  success  for  the  children. 

We  continue  to  reap  the  rewards  of  our 
consistent  awareness  programmes,  both 
financially  and  by  making  many  new  friends. 
We  continue  to  impress  upon  our  Local  Au- 
thorities the  importance  of  continuity  and 
specialised  training  for  our  families  and  we 
are  beginning  to  meet  with  some  success.  It 
is  hoped  that  1 989  will  be  a  year  of  growth  for 
all  Branches,  and  in  being  such  a  year  for 
Branches,  growth  for  the  National  Associa- 
tion as  well. 

Peter  Holman, 

Chairman 
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Olive  Whittingham 


Olive  Whittingham  retires  at  the  end  of  March 
from  her  post  as  a  member  of  Her  Majesty's 
Inspectorate  of  Schools.  Sitting  in  her  office, 
close  to  York  Minster,  we  discussed  her 
lifetime's  experience  in  education. 

Graduating  in  mathematics  from  Liver- 
pool. Olive  spent  the  next  eleven  years  in 
mainstream  teaching  in  the  old  West  Riding 
of  Yorkshire.  During  these  years  she  taught 
all  ages  from  five  year  olds  in  primary  school 
to  nineteen  year  old  sixth  formers  at  Doncas- 
ter  Grammar  School. 

In  1 960  Olive  moved  into  Special  Educa- 
tion. Her  first  husband,  who  was  ordained, 
had  been  preparing  deaf  children  for  confir- 
mation at  a  local  school  for  the  deaf;  now  he 
became  a  teacher  and  they  started  to  work 
together.  They  moved  to  Sheffield  School  for 
the  Deaf,  where  her  husband,  rapidly  gaining 
promotion,  became  Deputy  Head.  Two  years 


"The  teacher  is  the  most 
experienced  learner  in  the 
classroom. " 


later  they  went  to  Elmete  Hall  Deaf  School  at 
Leeds  as  Head  Teacher  and  Matron. 

After  two  years  as  Matron,  which  she  now 
considers  was  a  valuable  time  of  learning 
about  the  practical  aspects  of  disabled  chil- 
dren's lives,  Olive  returned  to  teaching  forthe 
Leeds  Education  Authority. 

She  now  began  to  travel  as  a  peripatetic 
teacher  and  to  deal  with  children  with  multiple 
handicaps,  such  as  deafness  with  multiple 
handicap  and  deaf-blindness. 

While  we  had  a  welcome  cup  of  tea  (Ah, 
the  civil  service!)  Olive  reminisced.  She  had 
never  been  'career  minded',  as  she  had 
moved  from  school  to  school  with  her  hus- 
band and  had  gone  up  and  down  the  salary 
and  grade  scales.  Her  interest  in  the  work 
and  the  new  challenges  it  brought  had  been 
so  important. 

Olive's  work  was  becoming  really  chal- 
lenging because  she  had  not  the  expertise 
she  felt  she  needed  to  deal  with  her  new 
charges.  So,  fitting  in  as  best  she  could  with 
her  teaching  duties,  she  took  a  'Distance 
Learning  Course'  to  qualify  as  a  Teacher  of 
the  Blind  from  Birmingham  University,  study- 
ing the  syllabus  at  home  and  visiting  Birming- 
ham when  she  could. 

She  was  able  to  take  a  seven  week  course 
at  St  Michielsgestel  in  Holland,  the  renowned 
deaf-blind  school  under  Jan  Van  Dijk.  Later 
on  she  gained  her  Master's  degree  in  Psy- 
chology and  Sociology,  by  part-time  study, 
from  Bradford  University. 

Following  pressure  from  local  parents, 
who  were  helped  by  Sense,  the  local  educa- 
tion authority  opened  the  deaf-blind  unit  at 
Elmete  Hall  in  1 971 .  Olive  became  the  teacher 
in  charge.  There  were  six  pupils  at  first  who 
soon  became  ten,  their  ages  were  from  two  to 
six  years.  Later  children  up  to  twelve  years 
okj  entered.  Some  £5.5  million  was  found  to 
set  up  the  unit,  which  included  residential 
accommodation  and  a  family  advisory  centre 
—  all  on  the  site  with  the  school  for  the  deaf. 

Olive  hand-picked  her  staff.  The  first  re- 
quirement was  always  that  they  should  be 
good  teachers/house  mothers  or  care  staff. 


Olive  received  Sense's  Oscar  Myers 
Award  at  our  last  Weekend  Away 
Conference  for  her  outstanding 
services  to  the  education  of  deaf- 
blind  children.  As  she  comes  to  the 
end  of  her  professional  life,  we  sent 
Peter  Bennett  to  interview  her. 


She  was  greatly  helped  at  this  time  in  the 
design  and  decoration  of  the  new  unit  by 
Tony  Best,  who  was  then  at  the  Newcastle 
School  for  the  Blind. 


"I  always  expected  each  child  to 
make  a  positive  contribution  to  the 
school  according  to  its  ability. " 


"What  qualities  do  you  look  for  in  a 
teacher?",  I  asked.  "I  suppose  patience  is  a 
good  quality,  but  you  must  know  when  to  lose 
it!  Actually  when  I  was  a  young  woman  a 
teacher  was  said  to  require  everlasting  pa- 
tience, boundless  enthusiasm  and  histrionic 
ability.  But  the  description  I  like  is,  'The  teacher 
is  the  most  experienced  learner  in  the  class- 
room.' 

Most  of  all  I  enjoyed  the  challenge  of 
educating  deaf-blind  children  because  it  was 
'pure  teaching',  they  had  to  be  taught  every- 
thing, there  was  no  incidental  learning. 

At  Elmete  a  great  strength  was  the  close 
links  with  the  parents  who  were  always  seen 
as  partners  in  the  education  of  their  children. 
This  led  on  one  occasion  to  an  amusing 
rivalry.  Eric,  in  school,  had  been  brought  to 
the  point  of  using  a  knife  and  fork,  a  feat  he 
finally  managed  when  he  was  at  home.  Eric's 
parents  felt  that  they  had  achieved  this  break- 
through. 

'Eh!  No,  we're  not  fetching  him  back,  he's 
makking  such  progress  wi'  us'.  Of  course,  he 
was  brought  back,  but  the  point  is  that  his 
parents  were  entitled  to  their  share  of  credit 
for  their  son's  achievement. 

"I  always  expected  each  child  to  make  a 
positive  contribution  to  the  school  according 
to  its  ability." 

Intellectual  ability  came  into  integration 
also.  It  depended  very  much  on  the  child's 
level  whether  they  could  be  integrated  into 
the  deaf  school.  We  didn't  integrate  deaf- 
blind  children  into  mainstream  education." 


What  memories  of  successes  with  deaf- 
blind  children  did  she  look  back  upon?  I 
asked.  "I  would  rather  answer  you  like  this," 
Olive  replied,  'Teaching  deaf-blind  children 

"Teaching  deaf-blind  children  was 
a  privilege  I  was  reluctant  to  take 
on  —  but  it  turned  out  to  be  the 
most  rewarding  period  of  my  life. " 

was  a  privilege  I  was  reluctant  to  take  on  — 
but  it  turned  out  to  be  the  most  rewarding 
period  of  my  life.  The  most  pleasing  part  was 
the  cooperation  and  comradeship  of  the  staff 
together." 

"If  I  have  to  pick  out  one  deaf-blind  child, 
I  remember  a  baby  who  came  to  us  at  the  age 
of  two — whodidn't  recognise  nightfrom  day, 
who  slept  for  23  hours  a  day,  who  couldn't  sit 
up  and  wouldn't  eat.  He's  now  a  strapping 
young  man  who  walks,  dresses  himself  and 
signs.  A  wonderful  achievement." 

There  came  atime  in  Olive's  life  when,  for 
family  reasons,  she  realised  that  she  would 
have  to  leave  Elmete.  At  that  time  it  was 
suggested  to  her  that  she  should  apply  for  an 
HMI  post  which  was  shortly  to  be  advertised 
and  for  which  her  experience  and  qualifica- 
tions fitted  her.  She  got  the  job  and  happily 
was  able  to  help  prepare  her  chosen  succes- 
sor to  carry  on  at  Elmete  deaf-blind  unit. 

As  an  HMI,  Olive  has  been  able  to  help 
deaf-blind  children's  education  in  several 
ways  and  on  a  wider  scale,  for  example,  by 
promoting  the  training  of  teachers  of  the  deaf- 
blind.  Recently  she  helped  create  the  Re- 
becca Goodman  Centre  for  deaf-blind  chil- 
dren at  Whitefield  School  in  East  London. 
She  has  also  been  crucially  involved  in  the 

"I  remember  a  baby  who  came  to 
us  at  the  age  of  two  —  who  didn  't 
recognise  night  from  day,  who 
slept  for  23  hours  a  day,  who 
couldn  't  sit  up  and  wouldn  7  eat. 
He's  now  a  strapping  young  man 
who  walks,  dresses  himself  and 
signs. " 

joint  Sense/Department  of  Education  and 
Science  project  to  achieve  nationally  co- 
ordinated provision  of  education  for  deaf- 
blind  children. 

A  personal  note 

Sadly,  Olive's  second  husband  Philip  died  in 
a  hospice  after  they  had  enjoyed  only  four 
years  of  happy  marriage  together.  That  ex- 
perience led  Olive  to  train  as  a  psychothera- 
pist and  she  believes  that  she  is  meant  to 
counsel  those  who  need  help,  particularly  in 
bereavement.  She  is  offering  her  skills  and 
talents  through  her  church  as  a  Christian 
service. 

Retirement  is  only  the  opening  of  another 
door  to  this  remarkable  woman. 
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The  Hand  I  Know 

How  do  our  children  perceive  the  world 

around  them,  and  the  things  that  we 

sometimes  do  to  them?  We  found  this 

poem  by  Ulla  Tidestrom  in  a  book  from 

Denmark,  which  seemed  to  say 

something  of  the  frustration  of  not 

being  able  to  communicate. 

Two  o'clock. 

Someone  turned  me  on  my  back 

but  not  the  person  I  expected. 

Four  o'clock. 

Someone  turned  me  on  my  side 

but  not  the  hand  I  know 

not  the  gentle  voice. 

Six  o'clock. 

Someone  turned  me  on  my  tummy 

but  not  the  hand  I  know 

not  the  gentle  voice 

not  the  pat  on  the  cheek. 

I  want  to  ask?  I  blink . . . 

I  hit  the  bedrails 

I  don't  swallow  the  food  from  the  angry  hand 

Don't  like! 

Want  to  shout!  Where  is  she? 

Shake  the  bed! 

The  angry  hand  turns  me  at  four  o'clock. 

Hand  I  know,  gentle  voice,  pat  my  cheek, 

come. 
Bang  my  head  on  the  bed,  come. 
Bang  my  head  on  the  bed,  come. 
Angry  voice:  don't  bang, 
bang  —  come  —  bang  —  come. 
Gulp  for  air,  air  helps  me  cry  out 
the  great  cry: 
come,  hand  I  know  . . . 
Angry  voice:  Be  quiet,  don't  be  a  nuisance! 
Quiet! 

Not  the  hand  I  know 
Only  the  angry  voice 
Won't! 
The  hand  I  know  is  gone! 

At  8  o'clock  the  angry  hand  comes 
turns  me  on  my  side. 
Air  helps  me  cry  out 
Hand  I  know  coooome  . . 

Long  time. 

Hand  I  know,  come! 

Wanted  to  say  that  I  liked 

Wanted  to  tell  the  hand  I  know! 

You  answered,  a  pat  on  my  cheek 

I  smiled,  you  caressed  me 

I  smiled,  you  turned  me 

You  knew  I  wanted  to  lie 

on  my  right  side  at  1 2  o'clock 

because  that's  when  the  sun 

dances  in  the  big  tree! 

You  know!  what  I  want 

Angry  hand  is  gone  . . . 

now  the  sun  is  dancing 

you  know  which  side  I  like 

at  twelve  o'clock. 

Ulla  Tidestrom 


MM 


Museums  that  cater 
for  special  needs 

Spring  is  the  time  when  teachers  prepare  to  take  their  children  on  excursions  of 
different  kinds.  Increasingly,  museums  and  heritage  sites  are  improving  their  facilities 
for  disabled  people  of  all  ages  and  are  making  artefacts  more  accessible. 

Just  before  Christmas  1988,  John  Peter  Jones  and  a  colleague  carried  out  a 
research  project  in  which  they  tried  to  establish  how  much  use  and  what  kind  of  use, 
schools  were  making  of  museums;  what  kind  of  materials  museums  had  available  for 
schools  and  how  much  use  was  being  made  of  NERIS  —  the  National  Educational 
Resources  Information  Service. 

Some  information,  relevant  and  useful  to  the  readers  of  Talking  Sense  has  been 
extracted  from  the  report  and  it  is  included  here.  Comments  which  may  prove  helpful 
have  been  included  and  telephone  numbers  of  the  museums. 

The  general  feeling  was  that  many  of  these  museums  are  only  too  anxious  to  be 
of  help  and  service  and  would  welcome  even  greater  interest. 


Different  museums  are  able  to  cater  for  different  disabilities  — 
please  phone  first  to  check  the  facilities  and  activities  available. 


If  anyone  wants  information  on  museums  and  facilities  for  other  disabilities  e.g. 
physical  handicap,  please  contact: 

John  Peter  Jones 
Walbrook  House 
Condover 
Shrewsbury,  SY5  7BH 


England  —  London 


British  Museum 

01  636  1555 

"handling" 

Dulwich  Picture  Gallery 

01  693  5254 

teacher  for  special 
needs  &  volunteers 

Horniman  Museum  and  Library 

01  699  491 1  ext. 
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"handling" 

Kew:  Royal  Botanic  Gardens 

01  940  1171 

Special  tours 

Kingston-upon-Thames  Museum 

01  546  5386 

"handling" 

National  Army  Museum 

01  730  0717  ext. 

228 

exhibitions 

National  Portrait  Gallery 

01  930  1552 

special  talks; 
would  welcome  more  interest 

Royal  Air  Force  Museum 

01  205  2266 

Children  allowed  to 
touch  the  planes 

Museum  of  London 

01  600  3699 

active  handling  sessions 

Museum  of  Richmond 

01  332  1141 

handling  sessions 

Science  Museum  London 

01  589  3456 

Tate  Gallery 

01  821  1313  ext. 

205 

interpreter  available 

Theatre  Museum  (V&A) 

01  836  7891 

loop  system 

Victoria  and  Albert  Museum 

01  589  6371 

touch  sessions 

England  —  South 


Brighton  Royal  Pavilion  and  Museum  0273  603005 


Buckfast  Abbey  Devon  0364  4251 9 


special  weekends/ 

visually  impaired  working  with 

an  artist,  handling  sessions 

braille  plan  available 
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Cansbrooke  Castle  Museum  (IOW)  0983  5231 1 2 

Chatham  Historic  Dockyard  0634  81 2551 

Duxford:  Imperial  War  Museum  0223  833963  ext. 

East  Sussex  Museums  0323  899043 

Epping  Forest  District  Museum  0992  71 6882 

Hampshire  Museum  Service  0962  841 841 

Hastings  Museum  &Art  Gallery  0424  721 202 

Maidstone  Museum  &  Art  Gallery  0622  54497 

Portsmouth  City  Museum  0705  827261 
Winchester:  Hyde  Historic  Resources  C'tre  0962  840222  ext. 


actively  encouraged 

would  welcome 
disabled  people 

252         priority  given  to  them 

loan  of  objects 

groups  have  visited 

some  curators  promote 
facilitiesfor  disabled 

workshops  for  disabled 

portable  loop 

will  hold  special  workshops 

2115  "hands  on" 


England  —  Central 


Bristol  City  Museum 

Buckinghamshire  County  Museum 

Chatterley  Whitfield  Mining  Museum 

Chiltern  Open  Air  Museum 

Dudley  Castle 

Hereford  Museum 

Leicester  Museum  and  Art  Gallery 

Northampton  Museums  and  Art  Gallery 

Nottingham  Castle 

Nottingham:  Natural  History  Museum 

Oxfordshire  County  Museum 


England  —  North 


'Calderdale  Museum  Service 
Chester:  Grosvenor  Museum 
Doncaster  Museum  &  Arts  Service 
Ellesmere  Port  Boat  Museum 
Halton  Chemical  Industry  Museum 

Kendal:  Abbot  Hall  Art  Gallery, 

Liverpool:  Walker  Art  Gallery 

Museums  &  Galleries  on  Merseyside 

North  Yorks  Moors  National  Park 

Northumbna.  National  Trust  Properties 

Preston:  Harris  Museum  &  Art  Gallery 

Saddleworth  Museum 

Sunderland  Museum 

Tyne  &  Wear  County  Museum 

Warrington  Museum 

York:  National  Railway  Museum 


0272  299771 
0296  82158 
0782  813337 
02407  71117 
0384  235305 
0432  268121 
0533  5541 00  ext.  308 
0604  34881  ext.  420 


exhibitions 
"handling" 


work  done  with  deaf  children 

study  art  and  design 

exhibitions 

"handling" 


0602  483504 
0602  281333 
0993  811456 


special  effort  made  to  help 

groups  have  visited 

special  weekends 


0422  54823 
0244  321616 
0302  734285 
051  355  5017 
051  4201121 

0539  22464 

051  2070001  ext.  266 

051  207  0001 

0287  60540 

06  7074  209 

0772  58248 

045  77  4093 

091  5141235 

091  2326789 


welcomes  use 

blind  adults  only  sofar 

deaf  children  welcomed 

handling  sessions 


special  exhibitions 
"handling" 

special  leaflets  available 
workshops  for  handicapped 


work  done  with  deaf 

exhibitions 

0925  30550    special  effort  made  to  help  groups 

0904  621 261  actively  encourages 

disabled  people 


Swansea  Maritime  &  Industrial  Mus. 


0792  653763 


exhibitions 




B.S.L.  and 


British  Sign  Language 

British  Sign  Language  is  one  of  the  indige- 
nous languages  of  the  British  Isles.  Rarely, 
though  has  it  ever  been  seen  in  that  light. 

What  happens  when  a  child  is  born  pro- 
foundly deaf  or  becomes  deaf  so  early  that 
there  is  no  memory  of  sound?  He  or  she  will 
grow  up  accepting  soundlessness  as  normal 
and  adapt  by  using  vision  in  place  of  hearing. 
In  families  where  the  parents  are  themselves 
deaf,  this  usually  means  that  the  child's  first 
language  will  be  a  visual  one  —  a  sign 
language.  Hearing  children  born  into  these 
families  likewise  begin  life  with  a  sign  lan- 
guage. Such  deaf  and  hearing  people  in 
Britain  form  the  core  of  a  sociocultural  group 
—  the  British  Sign  Language  community. 

Deaf  children  from  these  families  have 
traditionally  carried  their  native  visual  lan- 
guage into  their  schools,  where  they  meet 
with  the  much  larger  group  of  deaf  children 
who  come  from  hearing  families.  These  latter 
children,  deprived  of  communication  in  the 
home  because  they  cannot  pick  up  a  spoken 
language  in  the  usual  way,  quickly  learn  BSL. 
British  Sign  Language  (BSL)  thus  becomes  a 
vital  factor  in  the  many  shared  attitudes  and 
experiences  of  deaf  people  that  they  bring  to 
the  deaf  community. 

BSL  is  a  language,  a  language  that  has 
developed  and  been  maintained  in  acommu- 
nity  of  profoundly  deaf  adults  in  the  face  of 
sustained  efforts  to  eliminate  it.  It  is  the  basis 
of  the  visual  culture  of  this  community,  with  its 
traditions  of  storytelling,  humour,  drama  and 
signed  translations  of  English  hymns,  poems 
and  songs.  This  culture  could  be  far  richer 
and  contribute  greatly  to  the  wider  culture,  if 
BSL  were  to  be  universally  recognised  as  the 
resourceful,  logical  and  fascinating  language 
it  really  is  and  be  allowed  to  flourish  side  by 
side  with  English. 

In  the  recent  past  there  has  been  wide- 
spread ignorance  of  the  nature  of  BSL,  with 
many  educators  claiming  it  was  ungrammati- 
cal  and  therefore  inappropriate  for  use  in  an 
educational  setting.  Even  those  slightly  bet- 
ter informed,  who  did  accept  that  BSL  was 
linguistically  valid,  argued  that  gramatically, 
however  rich  it  was,  it  did  not  match  spoken 
or  written  English  and  therefore  would  not 
help  them  achieve  their  aim  of  teaching  deaf 
children  English. 

Given  this  resistance  to  BSL,  the  1960s 
and  1 970s  saw  the  development  of  a  number 
of  sign  systems  for  use  in  the  education  of 
deaf  children  which  are  now  described. 

Cued  Speech 

Cued  Speech  was  invented  in  1966  by  Dr 
Orin  Cornett  of  Gallaudet  College,  Washing- 
ton D.C.  It  was  designed  as  a  teaching  aid  to 
enable  the  deaf  child  to  'see  the  sounds  of 
speech',  indicated  by  eight  different  hand 
shapes  used  in  four  different  positions  close 
to  the  lips.  Many  of  the  sounds  of  speech  are, 
of  course,  invisible  to  the  lip-reader,  e.g.  K,  D, 
L  while  others  are  ambiguous  and  can  easily 
be  confused,  e.g.  M,  P,  B.  By  accompanying 
the  'invisible  sound'  with  a  certain  hand- 


/-. 
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other  Communication  Systems 

Many  readers  of  Talking  Sense  come  across  a  variety  of  types  of  sign  systems. 

Some  of  these  are  as  traditional  as  the  spoken  word  and  others  are  invented  for 

specific  purposes.  This  article  is  not  intended  to  join  the  debate  about  the  merits  of 

each  system  but  to  provide  a  summary  of  the  communication  systems  used  in 

Britain.  This  account  has  been  compiled  by  Peter  Bennett  from  British  Sign 

Language  by  Dorothy  Miles,  (BBC  Publications)  from  a  leaflet  entitled  BSL  and  other 

Sign  Systems  written  by  Peter  Llewelyn  Jones  forAudio  Visual  Training  Services 


shape  and  hand-position,  the  speaker  is  able 
to  "cue"  the  sound  —  hence  "cued  speech". 

Paget  Gorman  Sign  System 

'PGSS'  caught  the  imagination  of  teachers 
seeking  supplementary  communication 
methods  in  the  early  1970s.  It  appeared  to 
offer  an  'acceptable'  form  of  manual  commu- 
nication, being  based  on  English  and  de- 
signed to  reflect  almost  every  part  of  speech. 
Originally  designed  by  Sir  Richard  Paget, 
it  was  developed  at  the  request  of  Preben- 


dary Smith  (a  chaplain  with  the  old  Royal 
Association  in  Aid  of  the  Deaf  and  Dumb  — 
now  called  the  RAD),  into  a  communication 
system  for  use  with  deaf  children.  During  the 
1960s  Lady  Paget  and  Pierre  Gorman  con- 
tinued with  the  development  of  the  system. 
Most  of  the  schools  and  units  that  found 
PGSS  acceptable  as  a  teaching  aid  had 


All  signs  illustrated  mean  'dog'. 

previously  refused  to  consider  using  Sign 
Language.  Many  of  these  have  now  moved 
on  to  a  Total  Communication  approach, 
dropping  PGSS  in  favour  of  a  Signed  English 
system  based  on  signs  more  commonly  used 
by  deaf  people.  It  could  be  argued  then,  that 
PGSS  was  in  fact  a  necessary  stepping 
stone,  for  many,  from  the  'pure  oral'  approach 
to  a  Total  Communication  approach,  a  leap 
that  the  more  traditional  teachers  and  schools 
would  otherwise  have  found  impossible. 

Makaton 

In  1 972-3  Kathy  Johnston  and  Tony  Cornforth, 
psychiatric  hospital  visitors  from  the  RADD, 
attempted  to  introduce  signing  to  a  group  of 
deaf  mentally  handicapped  people  at  Botleys 
Park  Hospital  in  Surrey.  They  were  joined  by 
the  Senior  Speech  Therapist  of  the  hospital, 
Margaret  Walker,  and  together  they  carried 
out  a  a  pilot  study  on  the  effect  signing  had  on 
the  communication  and  social  behaviour  of 
the  patients.  Initially  they  selected  1 45  signs 
used  by  deaf  adults  —  a  core  vocabulary  — 
and  introduced  these  over  a  period  of  4-5 
months.  The  results  of  the  study  were  so 
positive,  with  improvement  not  only  in  com- 
munication skills,  but  also  in  social  behav- 
iour, eye  contact,  motor  movement  and  even 
speech,  that  the  team  went  on  to  develop 
what  is  now  called  the  "Revised  Makaton 
Vocabulary". 

The  name  Makaton  is  a  contraction  of  the 
three  christian  names  of  the  original  team, 
MArgaret,  KAthy  and  TONy. 

Today,  the  revised  Makaton  Vocabulary 
is  a  highly  structured  core  vocabulary  of 
approximately  350  signs,  broken  down  into 
eight  basic  stages,  with  a  ninth  for  optional 
additional  vocabulary,  for  use  outside  the 
hospital  environment.  The  use  of  this  vo- 
cabulary, linked  to  signs,  has  been  seized  by 
Speech  Therapists  throughout  the  country 
and  is  now  used  in  a  wide  range  of  settings, 
e.g.  with  autistic  children,  children  with  se- 
vere articulation  problems,  mentally  and 
physically  handicapped  adults  and  children, 
stroke  patients  etc.  Makaton  is,  then,  a  core 
vocabulary  and  not  a  new  sign  system. 

Signed  English 

In  the  UK  the  term  Signed  English  is  usually 
used  to  refer  to  signing  in  English  word  order, 
with  fingerspelling  being  used  to  indicate 
English  words  or  parts  of  speech  not  occur- 
ring in  Sign  Language.  Whan  a  person  both 
speaks  and  signs  at  the  same  time  (Simulta- 
neous Communication  or  'SimCom')  he  will 
be  using  a  form  of  Signed  English.  This 
strategy  of  only  signing  key  words  while 
speaking  full  English  sentences  is  some- 
times referred  to  as  "Signs  Supporting  Eng- 
lish". 


Manually  Coded  English 

This  is  the  umbrella  term  used  to  refer  to  all 
systems  that  involve  signing  exactly  what  is 
spoken  and  written  including  all  the  parts  of 
speech  (word  endings,  etc.). 

In  the  UK,  MCE  systems  would  include 
Paget  Gorman  and  the  more  elaborate  forms 
of  Signed  English  now  being  developed  by 
some  schools  for  the  deaf. 

As  a  teaching  tool,  for  illustrating  specific 
English  structures,  they  are  thought  to  be 
quite  effective  and  schools  that  have  intro- 
duced an  MCE  system  certainly  claim  better 
results  when  compared  with  the  pure  oral 
approach.  The  educational  principle  underly- 
ing all  of  these  systems  is  that  children  will 
acquire  and  begin  to  use  gramatically  correct 
English  by  being  exposed  to  it.  If  they  see  all 
of  the  parts  of  speech,  consistently  used, 
they  will  begin  to  assimilate  them. 

Further  Reading  on  Sign 
Language  and  Deafness 

Brennan  M,  Colville  M  &  Lawson  L  'Words  in 
Hand' ,  Moray  House  College  of  Education,  1980. 

Conrad  R  'The  Deaf  School  Child',  Harper  &  Row, 
1979. 

Deuchar,  M  'British  Sign  Language',  Routledge, 
Kegan&  Paul,  1984. 

Evans,  L  'Total  Communication',  Gallaudet  Col- 
lege Press,  1982.  (Available  through  the  BDA). 

Kyle,  J  &  Woll,  B  'Sign  Language',  Cambridge 
University  Press,  1985. 

Lane  H  'When  The  Mind  Hears:  A  History  of  the 
Deaf,  Random  House,  1984. 

Montgomery  G  (ed)  The  Integration  and  Disinte- 
gration of  the  Deaf  in  Society'.  Scottish  Workshop 
Publications,  1981. 

Woll,  B,  Kyle  J  &  Deuchar  M  (eds)  Perspectives 
on  British  Sign  Language  and  Deafness',  Croom 
Helm,  1981. 

Miles,  Dorothy  'British  Sign  Language'  BBC  Pub- 
lications 1988 

Working  with  Makaton,  by  Mary  Mountain  Talking 
Sense,  Winter  1987 

Video  Introduction  to  Sign  Language'  by  Peter 
Llewelyn  Jones,  available  from  AVTS  price  £15. 

Cued  Speech,  by  June  Dixon-Millar,  Talking 
Sense,  Summer  1987 

Peter  Bennett 
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Members'  News  is  for  parents  and  families. 

Don't  be  too  shy  to  write.  We  aren't  bothered 

about  style  or  spelling  but  we  do  want  to  hear 

about  the  progress  and  changes  in  the 

children's  lives. 

Lizzie  Anderson 

It  is  well  over  a  year  since  we  have  written  to 
Talking  Sense  about  Lizzie  and  it  is  wonderful 
to  submit  such  an  encouraging  report,  which 
we  could  never  have  done  without  the  out- 
standing caring  support  of  Doreen  Norris  of 
the  Family  Advisory  Service  at  Sense-in-the- 
Midlands.  Doreen  has  opened  up  a  whole 
new  world  of  learning  to  Lizzie  who  is  now 
nine  and  we  shall  always  be  indebted  to  her. 

I  shall  start  at  the  beginning.  My  husband 
Peter  was  promoted  in  his  job  to  work  at 
Kettering.  Although  only  30  miles  from  our 
home  in  Peterborough,  his  job  as  a  journalist 
proved  too  much  to  commute  and  we  were 
forced  to  move  from  our  lovely  home  in 
Peterborough  with  the  additional  support  of 
my  helpful  parents,  brother  and  sister-in-law, 
which  was  a  great  wrench  for  us,  but  more  so 
for  Lizzie  and  our  eldest  daughter  Jenny. 

Doreen  was  instrumental  in  securing  Liz- 
zie her  present  successful  placement  in  a 
special  school,  two  minutes'  walk  from  our 
new  home.  The  local  education  authority  had 
wanted  Lizzie  to  stay  in  mainstream  school- 
ing, which  she  was  finding  impossible  at  our 
local  primary  school  in  Peterborough.  For 
Lizzie,  at  long  last,  needed  to  rest  her  eyes 
and  concentrate  totally  on  Braille. 

She  has  now  regained  the  confidence  she 
had  lost  over  the  previous  1 8  months  due  to 
repeated  illness  and  major  operations.  To- 
day she  was  enrolled  in  the  school  Brownie 
pack.  She  has  developed  strong  friendships, 
been  taken  on  a  Red  Cross  activities  holiday. 
Best  of  all  she  feels  she  is  achieving  whereas 
previously  she  perceived  herself  as  being 
bottom  of  the  class. 

A  few  days  before  we  moved,  Doreen 
phoned  me  with  the  most  marvellous  propo- 
sition. "Would  we",  she  asked  "agree  for 
Lizzie  to  be  the  'Kettering  Kid  of  Courage'  in 
a  Midlands  charity  drive?"  Doreen,  having 
been  contacted  by  the  promoters,  had  sug- 
gested to  them  that  a  braille  computer  was 
essential  to  aid  Lizzie's  educational  prog- 
ress. We  readily  agreed! 

So  much  money  was  raised  that  Lizzie  is 
now  not  only  the  proud  owner  of  a  fantastic 
computer  with  attached  voice  synthesiser, 
but  also  there  is  a  trust  fund  in  her  name  to  the 
tune  of  £1 ,500  to  provide  for  additional  edu- 
cational needs. 

It  was  a  Northampton  company ,  Sight  and 
Sound,  that  advised  us  as  to  the  most  suit- 
able system  for  Lizzie  and  produced  the 
goods.  It  has  been  most  helpful  in  every  way. 

We  were  only  too  pleased  to  agree  that 
Lizzie's  photo  be  used  in  a  brochure  to  pro- 
mote the  annual  fund  raising  event  for  the 
Handicapped  Children's  Aid  Committee  with 
which  Sight  and  Sound  was  involved. 

I  was  incredulous  when  Sight  and  Sound 


rang  me  to  enquire  whether  Lizzie  would  like 
to  be  presented  with  a  Kurzweil  Personal 
Reader,  a  portable  optical  scanning  system 
which  will  "read  typeset  or  typewritten  mate- 
rial in  a  wide  variety  of  formats  and  convert  it 
into  speech,  giving  blind  or  print-impaired 
people  immediate  access  to  the  printed  word". 
The  cost  of  such  a  wonderful  device  is  pro- 
hibitive to  families  such  as  ours  —  it  ranges 
from  £10,000  to  £11 ,700. 

Evidently,  the  Sight  and  Sound  represen- 
tative at  the  annual  fund  raiser  had  spoken  to 
the  director  of  a  charity  who  is  happy  and 
willing  to  raise  the  money  to  buy  these  ma- 
chines for  our  children. 

I  have  spoken  to  the  gentleman  con- 
cerned and  we  expect  to  receive  delivery 
sometime  in  1989. 

The  machine  will  be  of  exceptional  value 
to  Lizzie.  Her  braille  skills  are  still  quite  basic. 
Her  problem  is  that  her  mind  and  intellect  still 
work  far  quicker  than  her  fingers.  She  will,  as 
Jenny  said  when  we  told  the  girls  about  this 
magnificent  gift,  "be  able  to  read  all  the  things 
I  can.  We  won't  have  to  read  her  things  that 
aren't  on  cassettes  any  more."  It  really  is  a 
wonderful  gift  for  Lizzie  to  be  able  to  control 
her  reading  in  a  way  that  sighted  people  take 
for  granted.  We  are  amazed  thatthere  is  such 
great  generosity  around. 

Lizzie  will  be  able  to  benefit  from  technol- 
ogy totally  suited  to  her  needs  to  achieve  her 
undoubted,  but  untapped,  potential  that  we 
could  never  have  provided  for  her. 

Margaret  Anderson 
167  St  John's  Road 
Kettering 
Northants 
NN15  5AW 


Stephen  Jaques 

It's  been  about  two  years  since  we  last  wrote 
to  you  with  news  about  Stephen  who  has 
been  totally  blind,  partially  deaf  and  severely 
brain  damaged  since  birth  -  with  no  commu- 
nication. He  is  now  1 1  years  old. 

Stephen  has  grown  a  lot  and  we  think  he 
will  be  over  six  foot  tall  by  the  time  he's 
finished.  His  walking  has  improved,  but  only 
when  he  wants  to.  He  has  a  mind  of  his  own 
and  you  cannot  get  him  to  do  anything  he 
doesn't  want  to,  even  by  bribery! 

For  his  everyday  routines  like  feeding  and 
undressing  skills  he  needs  prompting  with 
everything  and  will  not  do  anything  alone.  He 
has  just  learnt  to  come  down  the  stairs  un- 
aided but  with  somebody  in  front  of  him. 

Stephen  really  enjoys  the  swimming  baths 
and  has  no  fear  of  water.  He's  so  relaxed  in 
the  water  he  dirties  his  trunks,  not  just  once. 
This  is  getting  more  of  a  problem  as  we  don't 
want  to  have  to  stop  him  going  because  he 
really  comes  alive  and  would  stay  in  the  water 
forever. 

Stephen  still  doesn't  like  handling  toys  but 
is  getting  better.  He  enjoys  his  trampoline 
and  bean  bag  but  also  likes  physical  games 
which  wear  us  out. 

Stephen  still  attends  Dame  Evelyn  Fox 
School  and  they  are  pleased  with  his  prog- 
ress. Hisjob  is  to  go  and  collect  the  milkfor  his 
class  with  the  nursery  nurse  and  to  carry  the 
cartons  back  in  a  bucket.  He  can  stay  at 
Dame  Evelyn  Fox  until  he  is  19  years. 

I  have  a  serious  health  problem  and  we 
have  to  think  what  kind  of  place  Stephen 
should  be  in  in  the  future,  but  we  cannot 
decide  whether  he  would  be  better  at  a 
Residential  School.  We've  been  to  see  one 
school  in  Liverpool  called  Wavertree.  It's  for 
blind  children  with  other  handicaps.  The 
Education  Department  seems  to  think  we 
should  be  satisfied  with  that  one,  but  we 
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This  letter  has  been  transcribed  from 
braille. 

Dear  Sense, 

Thank  you  for  printing  my  letter  in  the 
Winter  edition  of  Talking  Sense. 

As  you  see,  I  have  now  left  Doncas- 
ter.  So  I  would  like  any  new  penfriends  to 
write  to  Hereford.  Also  my  temporal  lobe 
epilepsy  is  not  controlled  completely  with 
medication.  Only  my  thyroid  deficiency. 
As  soon  as  I  have  settled  in  my  new 
college  I  will  tell  you  about  it. 

You  may  be  wondering  why  I  have 
changed  to  braille  but  it  is  because  braille 
is  much  more  easier  than  writing  with  my 
CCTV  and  because  it  gives  my  eyes  a 
rest.  I  hope  you  do  not  mind. 

I  hope  you  have  had  a  happy  Christ- 
mas. 

Yours  faithfully, 

Helene  Ryles, 

Royal  National  College  for  the  Blind, 

College  Road, 

Hereford,  HR1  1EB. 
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would  like  to  see  a  few  more.  We  have  also 
been  offered  Home  placement,  which  means 
Stephen  going  to  live  with  somebody  else 
and  staying  at  Dame  Evelyn  Fox  Day  School, 
which  is  a  great  school. 

Stephen's  teacher,  Brian  Chapman  is 
smashing  and  helpful  —  we  couldn't  ask  for 
more.  If  my  health  condition  stays  stable  we 
can  manage,  but  we  have  to  look  at  the 
alternatives  now,  so  we  know  what's  avail- 
able if  we  need  them.  It's  a  very  hard  decision 
to  make. 

Bernard  and  Pamela  Jaques 
49  Winmarleigh  Walk 
Blackburn,  BB1  1UL 


Edward  was  born  on  28.9.88.  Following  a 
large  cerebral  haemorrhage  he  suffered  when 
he  was  five  days  old,  we  were  told  to  expect 
significant  mental  and  physical  handicaps. 

Edward  came  home  after  seven  weeks  in 
Special  Care,  but  I  had  already  taken  advan- 
tage of  the  wonderful  service  offered  to  pre- 
school children  at  the  local  Children's  Oppor- 
tunity Centre.  Fortified  by  a  large  bag  of 
rattles,  cot  toys  and  musical  boxes  lent  to  me 
by  the  staff  there,  it  wasn't  long  before  Ed- 
ward began  a  programme  of  stimulation.  The 
staff  in  Special  Care  took  an  interest  and  kept 
me  informed  about  those  toys  that  he  learned 
to  particularly  respond  to. 

As  I  had  taught  visually  impaired  children 
for  many  years  and  been  a  professional 


member  of  Sense,  I  understood  the  benefits 
of  visual  stimulation.  Edward  did  not  'fix'  his 
eyes  at  all  but  after  approaching  Vision  Aid,  a 
locally  based  charity  for  visually  impaired 
children,  we  were  lent  some  exciting  visual 
stimulation  equipment  and  he  appears  to  be 
using  his  eyes  more  meaningfully. 

Edward  is  living  proof  of  the  difference 
that  early  stimulation  can  make.  He  is  still 
very  delayed,  particularly  in  motor  skills,  and 
it  is  "doubtful"  that  he  will  ever  walk.  But  the 
tremendous  spirit  he  has  shown  gives  us 
great  encouragement  for  the  future. 

Heather  Wilkinson 

15  Easedale  Road 

Heaton 

Bolton 

Lanes  BL1  5LL 


Bunty  Freeman 

Bunty  is  well  and  happy.  She 
comes  home  to  tea  every  Sun- 
day and  enjoys  a  long  walk 
with  her  Daddy.  When  the  Jean 
family  from  France  were  stay- 
ing with  us  during  the  "Week- 
end Away"  they  went  to 
Edgeview  to  meet  Bunty.  This 
is  a  photo  of  her  arm  in  arm 
with  Aida  with  whom  she 
seemed  very  at  ease.  When 
they  were  looking  around  the 
Centre  and  went  into  her  bed- 
room, Bunty  took  Aida  to  the 
spare  bed  there  —  we  think 
she  wanted  Aida  to  stay.  Bunty 
has  been  offered  a  place  at 
Edgbaston  when  the  new  Unit 
is  completed  —  we  are  keep- 
ing our  fingers  crossed  that  the 
necessary  funding  from  the 
local  authority  will  be  forthcom- 
ing. 

Peggy  and  Peter  Freeman 
88  Meddins  Lane 
Kinver,  Stourbridge 
West  Midlands 
DY7  6DD 


Fostering  Children 
with  Disabilities 

The  National  Foster  Care  Association  is  a 
charity  working  in  partnership  with  foster 
carers  and  social  workers  to  develop  the 
quality  of  foster  care  service  in  the  United 
Kingdom. 

The  Children  and  Young  People  with 
Disabilities  Project  started  in  May  1 988.  It 
aims  to  promote  and  support  foster  care 
for  children  and  young  people  with  dis- 
abilities through  such  means  as  develop- 
ing an  information  and  advice  service. 
This  service  will  provide  information  to 
both  foster  carers  and  fostering  agencies. 

The  Association  is  also  interested  in 
hearing  from  people  currently  or  previ- 
ously involved  in  fostering.  What  kind  of 
support  systems  would  help?  Are  there 
any  particular  problems  you  have  en- 
countered? 

If  you  have  experience  of  fostering  or 
would  like  to  know  more  about  it,  please 
contact  Jane  Mountney,  Development 
Worker,  National  Foster  Care  Associa- 
tion, Francis  House,  Francis  Street,  Lon- 
don SW1 P  1 DE.  Tel:  01  -826  6266. 
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Cheryl  and  Glen  Cox 

Our  daughter  Cheryl  continues  to  improve  and  now  that  we 
can  link  up  her  gestures  into  sentences,  life  is  a  little  easier. 
Cheryl,  now  nine,  can  make  her  way  to  the  toilet  at  home 
now  without  too  much  prompting.  She  will  of  course  head 
through  to  the  kitchen  and  help  herself  to  a  sweet  first,  then 
use  the  toilet  nine  times  out  of  ten,  which  to  us  is  just 
smashing,  whether  reward  comes  first  or  last. 

Glen  our  son  who  is  now  12  years  old  had  the  honour  of 
being  one  of  the  'Children  of  Courage'  which  was  held  at 
Edinburgh  Castle.  It  was  a  first  event  for  Scotland.  He  was 
very  pleased  at  this,  especially  getting  his  own  invitation,  all 
officially  written  with  a  special  seal  too.  Glen  was  proposed 
on  behalf  of  Cheryl.  He  has  a  lot  to  put  up  with  as  Cheryl, 
although  angelic,  can  be  a  vicious  little  girl  too.  Glen,  as  do 
we  all,  has  a  few  scars  and  scratches  and  bumps  to  show 
for  it,  but  Glen's  always  No  1  with  her  no  matter  what.  He's 
always  ready  to  do  or  get  her  anything  that's  needed 
without  too  many  grumps.  I'm  afraid  it's  me  that's  out  in  the 
cold  for  a  spell.  I'm  a  last  resort  if  no-one  else  is  around  to 
help  her.  Sometimes  it's  nice  to  have  a  break  now  and  then. 
As  much  as  Cheryl  is  loved  by  us  all,  as  she  gets  older  and 
educated  more,  it  also  becomes  harder  and  more  tiring  for 
us.  especially  on  long  holidays. 

Elizabeth,  Roy,  Glen  and  Cheryl  Cox 

Duntocher 

Clydebank 

The  photograph  taken  at  Edinburgh  Castle  shows 
Glen  (left)  with  Kerry  Taylor  and  Ian  Noble, 
paraplegic  gold  and  silver  medallists. 


Alexandra  Sherman 

Alexandra  is  now  1 5  —  quite  hard  to  believe, 
especially  as  she  is  still  so  petite.  She  weighs 
only  three-and-a-half  stone  and  wears  age 
nine  clothes. 

She  continues  happily  atthe  Royal  School 
for  the  Deaf  in  Exeter  —  bounces  in  on  a 
Monday  full  of  the  joys  of  spring  we're  told! 
She  beams  when  I  sign  to  her  that  it's  time  to 
go  to  school. 

Progress  remains  very  slow  and  difficult 
to  perceive.  Alexandra  is  profoundly  deaf, 
partially  sighted  and  mentally  handicapped, 
but  certainly  she  shows  much  greater  inter- 
est in  the  world  around  her.  Her  signing  is 
minimal  —  mainly  'please',  'biscuit',  'sweet' 
and  T  for  toilet.  She  probably  makes  at- 
tempts at  other  words  but  with  her  poor  co- 
ordination, it  is  difficult  to  decipher  what  she 
must  be  signing.  She  is  extremely  adept  at 
getting  what  she  wants  through  sheer  deter- 


Spencer  Pratt 

Our  13  year  old  son  Spencer  attends  the 
Pathways  Unit  at  Condover  Hall  School  and 
although  this  is  a  unit  for  deaf-blind  children, 
Spencer  is  a  hearing  child  (or  at  least  when 
he  wants  to  be1)-  He  is  educated  at  Pathways 
because  he  is  unable  to  communicate  ver- 
bally because  of  a  congenital  larygenal  web 

:;'M   '.<:/':'<:    h-i"    ' ']  difficulties     Had  \\f-  not 

suffered  the  webbing  of  the  vocal  chords  it  is 
feft  by  his  teachers  and  therapists  that  he 
woulf  have  acquired  speech,  therefore  it  is 
hoped,  and  indeed  he  is  proving  this,  that  he 
will  learn  a  sign  language. 

Stephanie  Pratt 

c  o  Rushton  Hall  School 


mination —  she  knows  jolly  well  what  she 
wants  and  will  figure  out  a  means  of  getting  it 
no  matter  how  long  it  might  take!  Persistence 
is  her  middle  name!  She  also  uses  some 
pictures  of  certain  things  to  indicate  her 
wishes. 

She  continues  to  enjoy  her  food  and  since 
her  Sense  holiday  in  Devon  last  summer,  she 
is  now  hooked  on  bacon  and  egg  for  break- 
fast! Little  did  I  think  that  I'd  ever  get  her  to  eat 
an  egg! 

The  days  are  long  when  Alexandra  is  at 
home  —  she  is  seldom  asleep  before  mid- 
night. Then  of  course,  she's  often  a  grump  in 
the  morning.  Sometimes,  when  she's  been 
particularly  active  the  night  before,  I  leave  her 
to  sleep  in,  which  means  I  can  get  some 
chores  done  before  she's  around  to  pester 
me! 

We  are  eternally  grateful  for  the  relief  care 
that  we  are  given  by  Hanchard  House  in 
Dorchester.  Alexandra  goes  to  them  one 
weekend  in  three  so  that  Nick  and  I  can  have 
a  weekend  together.  She  is  also  cared  for  by 
them  during  holiday  time  whenever  I  want  her 
to  go  —  I  work  part-time  on  Mondays,  Tues- 
days and  Wednesdays  and  so  she  is  with 
them  those  days  during  half  terms  and  school 
holidays.  I  also  have  some  help  at  home 
during  the  long  summer  break  —  usually  for 
three  weeks  or  so.  All  this  is  marvellous  and 
it  means  that  the  three  of  us  remain  sane  and 
relatively  happy. 

Needless  to  say,  like  all  parents  of  handi- 
capped children,  we  are  now  beginning  to 
face  what  the  future  holds.  We  are  suddenly 
blessed  with  a  social  worker  who  is  deter- 
mined to  help  and  is  making  enquiries  into 
what  facilities  there  are  for  Alexandra  in  four 
years  time  or  less,  depending  on  how  long 


the  school  feels  they  can  cope  with  her — she 
is  basically  little  more  than  a  1 5  year  old  baby. 

Alexandra's  happiness  and  contentment 
gives  us  much  comfort.  She  is  physically  well 
although  she  has  begun  to  have  Grand  Mai 
seizureswhichareratheralarming  —  her 
fits  before  had  been  more  like  'absences'. 
She  went  through  a  very  cantankerous  spell 
last  summer  when  she  refused  to  walk  any- 
where and  made  our  lives  very  miserable. 
We  began  to  feel  like  prisoners  in  our  own 
home  as  we  knew  if  we  went  anywhere  with 
her  she'd  be  foul  so  we  didn't  bother.  How- 
ever, she  seems  to  have  past  that  stage,  for 
the  moment  anyway. 

Swimming  and  bouncing  on  her  trampo- 
line remain  her  favourite  activities.  She  will 
swim  12  lengths  which  we  think  is  quite 
fantastic  —  it  probably  works  out  to  be  twice 
that  as  her  swimming  is  not  very  conven- 
tional! Much  of  it  is  propelling  herself  rather 
like  a  corkscrew.  Her  reward  after  a  swim  is 
a  long  Jacuzzi  which  she  adores. 

Life  doesn't  get  any  easier  —  in  fact,  the 
problems  are  much  more  difficult  to  contend 
with  now  but  we  manage.  Socialising  for  us  is 
a  rarity  when  she's  at  home.  Babysitters  don't 
grow  on  trees  out  in  the  country.  We  have 
found  a  very  kind  lady  in  the  village  who  helps 
out  when  she  can  though.  All  in  all,  things 
could  be  so  much  worse  and  we  feel  terribly 
guilty  about  complaining.  We  have  been  so 
much  luckier  than  many  parents  but,  rest 
assured,  we've  had  to  fight  for  everything  we 
have  got. 

Rosemary  Sherman 
Maple  Tree  Cottage 
Deanland 
Sixpenny  Handley 
Wilts. 
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Mark  Webster 

It  seems  ages  ago  since  we  last  wrote  about 
Mark.  He  is  still  at  home  with  no  prospect  of 
a  job.  He  enjoys  his  hobbies  of  photography 
and  making  lager.  He  was  delighted  to  re- 
ceive the  'Beermaker  of  the  Year'  trophy  at 


and  'his"  camcorder.  He  can  now  'listen'  to  a 
playback  on  his  camcorder  and  to  my  com- 
mentary when  he  is  filming.  This  shows  his 
obvious  intelligence.  It  is  such  a  pity  that  this 
intelligence  cannot  be  fulfilled  in  employ- 
ment. 

Lest  you  should  gather  from  all  this  that 
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our  Wine  Circle  for  the  year  1 987-88.  He  won 
this  in  open  competition. 

More  recently  he  has  taken  to  video  for  we 
splashed  out  on  a  'family'  camcorder,  which 
he  has  learnt  to  use — the  hard  way.  In  other 
words  by  painstaking  reading  of  the  instruc- 
tion manual!  He  has  joined  a  local  nightschool 
class  on  "making  more  of  your  video".  I'm  not 
sure  what  he  will  gain  from  it  as  the  tutor 
doesn't  know  how  to  look  at  him  but  probably 
Mark  will  learn  something  in  the  practical 
sessions. 

Today,  he  was  delighted  because  he  has 
rigged  up  a  device  with  his  Phonak  T.  V.  shoe, 
his  personal  listening  cord  from  a  transistor 


everything  is  rosy,  we  still  from  time  to  time 
have  to  cope  with  frustration  outbursts  and 
are  still  fighting  for  Mobility  Allowance.  We 
get  no  help  or  support  from  the  Social  Serv- 
ices. The  only  person  who  is  supportive  is  Dr 
Mary  Scott,  who  has  been  fantastic. 

The  enclosed  photo  is  one  Mark  took  by 
delayed  exposure. 

Nancy  Webster 

'Les  Trois' 

35,  Barleyf  ield  Close 

Pinders  Heath 

Wakefield 

WF1  4JB 


Kevin  Smith 

Kevin  is  13  years  old  and  goes  to  Condover 
Hall  School.  He  becomes  a  little  more  inde- 
pendent every  year.  Over  the  years  Kevin 
has  improved  his  walking,  dressing  and 
washing.  Kevin  istaught  Paget-Gorman  signs 
and  we  are  hoping  his  communication  will 
improve.  Kevin  has  worn  splints  for  about  six 
years  and  it  was  decided  that  he  should  stop 
wearing  them.  Now  he  is  not  walking  on  his 
toes  any  more  and  we  are  hoping  he  will  not 
have  to  wear  them  again.  He  likes  TV  — 
especially  cartoons  and  nature  documenta- 
ries—  and  going  for  walks,  shopping  in  town 
and  going  for  a  run  in  the  car.  To  use  up  his 
energy  in  the  house  this  winter  I  have  plans 
for  the  old  bike  in  the  garden  shed  to  be  made 
into  an  exercise  bike  with  lights  which  light  up 
when  pedalled. 

The  local  Bamardo's  Family  Support  Team 
take  Kevin  on  outings  in  the  summer  and  he 
enjoys  himself  very  much.  They  are  very 
friendly,  supporting  parents  and  children  in 
Dundee. 

In  October  we  enjoyed  the  parent's  week- 
end at  Kevin's  school.  This  allows  the  whole 
family  to  visit  the  school  and  see  what  school 
life  is  like  for  themselves. 

Most  of  the  time  Kevin  is  contented  and 
happy  and  we  hope  he  continues  to  be  so. 

Ken  and  Hilary  Smith 
8,  Killin  Avenue 
Dundee  DD3  3ED 
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Pathways  News 
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The  children  and  staff  from  the  The  Cottage 
have  spent  a  week  at  Freshwater  Bay  on  the 
Isle  of  Wight.  They  packed  in  lots  of  interest- 
ing visits,  including  coast  and  country  enjoy- 
ing the  variety  of  experiences  despite  unsea- 
sonal  weather.  They  returned  with  a  scrap- 
book  and  souvenirs  to  remind  them  of  the 
visit. 

Both  children  and  staff  were  involved  as 
part  of  the  Deaf-Blind  Awareness  Week  in 
organising  a  public  information  stand  at  the 
Telford  Shopping  Centre.  There  was  a  great 
response  to  the  display  with  lots  of  interest  in 
learning  methods  of  communication  with 
Deaf-Blind  people.  Someone  even  asked  for 
some  spare  batteries  for  "Grand-dad's"  hear- 
ing aid! 

The  recent  'Eye  for  Art'  competition  pro- 
duced good  results  for  Pathways  with  Sa- 
mantha,  Richard  and  Lester  being  "Highly 
Commended"  for  their  work. 

Several  staff  successes  in  Paget  Gorman 


Signed  Speech  examinations  can  be  re- 
ported. Certificates  were  obtained  by  Den- 
ise,  Helen  and  Karen,  who  are  now  working 
for  their  Diplomas. 

At  half-term,  a  successful  and  stimulating 
Parents  Conference  took  place.  Information 
on  hearing,  post-school  provision  and  the 
role  of  siblings  provided  us  with  lots  to  think 
about.  One  conclusion  was  that  we  should 
adopt  the  term  "Family  Weekend"  for  our  next 
gathering. 

We  should  be  occupying  our  new  class- 
rooms by  the  second  half  of  term.  They  will 
provide  us  with  much  improved  and  enlarged 
facilities  and  enable  us  to  implement  our 
curriculum  ideas  more  easily. 

Grahame  Evans 

It's  lovely  to  have  Pathways  News  back. 
Come  on,  you  other  schools  and  units,  tell  us 
what  you've  been  doing! 
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Cookery  classes  at 
the  Manor  House 

Students  at  the  Manor  House  are  now 
taking  part  in  a  domestic  science 
course  at  Peterborough's  Regional 
College.  Course  tutor  June  Ridgeway 
said  that  the  young  people  are  re- 
sponding very  well  to  the  sessions.  'It 
is  the  first  time  we  have  offered  a 
course  for  rubella  handicapped  people 
but  they  are  enjoying  themselves 
tremendously.  We  are  taking  things 
very  slowly  but  they  are  learning  to 
smell  and  taste  foods  that  they  are 
cooking.' 

It  is  hoped  that  they  will  eventually 
learn  to  cook  the  foods  at  home.  The 
course  is  concentrating  on  fresh 
vegetables  which  the  students  grow 
in  their  garden  to  encourage  them  to 
eat  properly. 

Also  underway  are  courses  in  dry 
slope  skiing  at  Tallington  Lakes, 
dancing  and  horse  care. 
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Sense  in  Scotland 

Looking  back  at  what  seems  an  age  ago,  our 
office  Christmas  party  was  a  great  success 
with  lots  of  volunteers,  some  families  and  a 
group  of  students  from  Overbridge  turning  up 
to  enjoy  themselves  and  see  the  'new'  of- 
fices. 

A  fairly  large  group  of  us  took  six  deaf- 
blind  kids  up  to  the  Botanic  Gardens  in  Glas- 
gowto  be  filmed  forthe  BBC  Children  in  Need 
Appeal.  Many  thanks  to  everyone  who  helped 
out — a  short  piece  on  Sense  in  Scotland  was 
shown  on  the  Scottish  Network. 

Three  of  our  families  were  invited  to  the 
Castle  in  Edinburgh  to  receive  awards  as 
Children  of  Courage.  A  big  party  was  laid  on 
for  everyone  including  the  many  celebrities 
who  were  present. 

We  greeted  1989  by  welcoming  Sue 
Robinson  to  the  Sense  in  Scotland  team  as 
Appeals  Manager.  Sue  very  firmly  made  her 
presence  felt  in  her  first  week  by  re-arranging 
the  furniture  and  embarking  on  a  fundraising 
letter  as  her  contribution  to  our  mailing  mad- 
ness. 

Everyone  is  busy  looking  to  the  year  ahead 
to  our  Sense  in  Scotland  conference  ,  and 
Sense  in  Scotland  holidays,  to  further  re- 
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Holidays 


Plans  are  well  in  hand  for  the  summer 
holidays — the  Sense  in  Scotland  holiday 
programme  that  is.  So  far  we  have  booked 
3  separate  action-packed  weeks  as  fol- 
lows: 

8th -15th  July: 

Atholl  Centre,  Pitlochry;  for  pre-school, 
early  school  age  children 

22nd-29th  July: 

Barcaple  Centre,  Castle  Douglas,  Dum- 
friesshire for  school  age  children  (primar- 
ily Carnbooth  students) 

19th-26th  August: 

Barcaple  Centre,  Castle  Douglas,  Dum- 
friesshire for  teenagers  and  young  adults 
(primarily  Overbridge  students  and  Scot- 
tish students  at  English  schools) 

Both  centres  hosted  very  successful  holi- 
days in  1 988  and  so  we  decided  to  return 
this  year.  The  Atholl  Centre  is  a  modern, 
purpose-built  place  in  the  middle  of  Pit- 
lochry and  ideally  suited  for  making  day 
trips.  It  specialises  in  outdoor  holidays  for 
young  and  disabled  people.  The  Barcaple 
Centre  is  a  large  house  set  in  extensive 
grounds  with  'on-site'  activities  and  trips 
around  the  area  lead  to  further  outdoor 
pursuits. 

W/j'  ",".  are  a  ready  coming  in  and  al 
though  we  give  priority  to  our  Scottish 
youngsters,  anyone  wishing  to  take  ad- 
vantage of  a  holiday  in  Scotland  is  most 
welcome  to  get  in  touch  with  us.  And  if 
anyone  would  like  to  help  out  —  we  are 
always  looking  for  new  volunteers! 


gional  meetings  and  a  follow  up  to  our  first 
counselling  course.  So  why  not  come  to 
Scotland  this  year? 

We  had  a  very  busy  couple  of  weeks 
leading  up  to  the  Christmas  holiday  in  the 
Sense  in  Scotland  shop. 

To  thank  all  our  volunteers,  we  celebrated 
with  a  full-blown  Christmas  lunch  'across  the 
road'  while  the  office  staff  struggled  to  keep 


the  shop  open. 

Sue  Robinson  was  so  shocked  by  the 
state  of  our  peeling  sign,  hidden  for  the  lasl 
year  or  so  by  scaffolding,  that  she  has  leapl 
into  action  to  get  something  rather  more  up- 
market and  longer-lasting. 

Here's  to  a  prosperous  1 989. 

Ben  Spencer 


Hard  Hats  and  Keen  Hearts 

Bovis  Construction  Co  has  been  taking  a  close  interest  in  Overbridge  and  on  1 3th  De- 
cember Alison  Hendry  and  David  Frame,  together  with  Catherine  Forry  and  Geoff  Aplin 
were  invited  to  the  Glasgow  Festival  Hall  site  to  receive  a  cheque  for  £1100  from  the 
Guvnors'  Club,  a  group  of  senior  construction  managers.  The  huge  cheque  was  first 
lowered  from  a  tower  crane  and  then  presented  by  the  Lady  Provost  of  Glasgow. 


The  Lady  Provost  of  Glasgow  (left) 
presents  Alison  Hendry  with  the  cheque. 
Geoff  and  Catherine  (David's  Key  Tutor) 
are  standing  behind  the  cheque.  On 
Alison's  right  are  David,  Alex  Duguid,  who 
fundraises  for  the  Centre,  and  Jim  Hunter, 
manager  of  Glasgow  Festival  Hall. 


A  happy  event 

Karen  Thiess-Tait,  recently  Training  Co- 
ordinator at  Overbridge,  gave  birth  to  a 
daughter  on  Feb  3rd.  "Alex"  weighed  in  at 
7lb  4oz  and  she  and  her  mother  are  doing 
fine. 


The  Oscar  Myers  Award 


Every  year,  if  a  suitable  nomination  is  re- 
ceived, Sense  makes  its  Oscar  Myers  Award 
in  recognition  of  a  substantial  contribution  to 
the  development  of  deaf-blind  education  in 
the  United  Kingdom.  The  essential  criterion 
is  outstanding  achievement  in  this  field,  pro- 
longed service  is  not  essential,  although 
dedication  over  a  long  period  of  time  is  likely 
to  feature  in  many  nominations. 

Anyone  may  make  a  nomination  and  these 
are  sought  this  year  by  Friday  12  May.  The 
nomination  should  be  accompanied  by  a 
statement  giving  as  much  information  about 
the  nominee  as  possible.  Nominees  should 
not  be  informed  of  their  nomination  and  the 
process  should  be  treated  with  appropriate 
confidentiality.  The  Award  is  normally  made 
at  the  'Weekend  Away'  each  September  but 


in  years  such  as  this  when  there  is  a  Sense 
Scottish  Conference,  this  occasion  may  alsc 
be  used  for  the  presentation. 

This  year's  Scottish  Conference  will  be 
held  in  Glasgow  from  Friday  23 — Sunday  25 
June. 

Nominations  should  be  sent  to  Rodney 
Clark  at  Sense  Head  Office,  31 1  Gray's  Inn 
Road,  London  WC1X8PT. 

NOTE:  The  Award  is  named  in  honour  o\ 
Oscar  'Mike'  Myers,  first  Headmaster  of  the 
RNIB'sschool,  CondoverHall,  in  Shropshire. 
As  a  result  of  his  efforts,  the  UK's  first  deaf- 
blind  unit,  Pathways,  was  opened  there  in  the 
early  1950s.  Oscar  Myers  died  in  1984  ano 
his  biography  called  And  You  A  Gentleman' 
has  just  been  published  (see  page  37). 
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Appeals  News 


A  Christmassy  Pack  including  a  Christmas 
card  and  a  letter  addressed  to  Father  Christ- 
mas was  sent  to  38,000  of  our  supporters. 
Over  £60,000  and  hundreds  of  Christmas 
Cards  were  gratefully  received  as  a  result. 

Supporter  Groups 

As  mentioned  in  the  last  issue  of  Talking 
Sense  we  are  trying  to  develop  our  network 
of  Supporters,  These  are  groups  or  individu- 
als who  raise  money  locally.  Recent  enter- 
prising ideas  include  a  bridge  drive,  selling 
vegetables,  a  ploughman's  lunch  party  and  a 
sponsored  pony  ride.  One  chap  even  sold  his 
fridge  and  sent  us  the  proceeds — presuma- 
bly he  didn't  need  it  any  more!  Six  children 
living  in  the  same  road,  aged  from  six  to 
eleven,  held  a  'bring  and  buy'  sale.  They 
raised  £50.73  but  didn't  want  to  send  in  the 
money  until  they  have  raised  a  specific 
amount  which  will  buy  a  piece  of  equipment. 
Ray  Brown  and  his  next  door  neigbour 
Eric  spend  a  day  every  six  weeks  in  their  local 
shopping  centre  playing  a  barrel  organ  for 
Sense.  The  barrel  organ  even  has  the  Sense 
logo  emblazoned  upon  it.  These  two  worthy 
gentlemen  raise  about  £500  every  time  they 
collect  (see  back  page). 

Pop  star's  anonymous  donation 

An  anonymous  donation  forced  the  Appeals 
Departmentto  begin  Christmas  celebration  a 
little  early  this  year.  It  is  not  often  that  a  pop 


star  sends  us,  by  bike  —  not  in  person  — 
£25,000.  Toni  and  Robert  have  been  swoon- 
ing ever  since  the  anonymous  man  was 
mentioned  —  Toni  because  she  rather 
likes  him  and  Robert  because  of  the  money! 
Or  was  it  the  other  way  round? 

Sense  in  the  City  Appeal 

Almost  1 2  months  after  we  first  began  work 
on  the  Appeal  we  can  look  back  on  some 
worthwhile  accomplishments.  There  is  no 
doubt  that  many  more  people  are  now  aware 
of  what  Sense  is  and  does,  as  a  result  of  our 
efforts,  than  there  were  a  year  ago.  The  most 
significant  development  however  is  the  crea- 
tion of  long  term  corporate  support  and  con- 
tacts, starting  from  a  practically  non-existent 
base. 

In  spite  of  these  not  inconsiderable 
achievements  a  great  deal  more  remains  to 
be  done,  including  raising  substantial  sums 
of  money.  For  a  charity  like  Sense  this  is 
never  going  to  be  anything  other  than  ex- 
tremely hard  work  since  we  do  not,  like  some 
other  charities,  have  the  glamour  of  Royal 
patronage  and/or  a  high  profile  in  terms  of 
public  awareness.  Nevertheless  we  look 
forward  to  what  is  now  our  annual  Dinner  in 
the  Grocers'  Hall  at  the  end  of  May,  more 
receptions  sponsored  by  British  Aerospace, 
and  a  Ball  in  November.  Gradually,  the  high 
profile  we  are  seeking  to  develop  will  begin  to 
emerge  as  a  result  of  activities  such  as  these 
as  well  as  many  others. 


Margate  Shop  Rave  Opening! 


On  Friday  January  6th  the  Margate  'Sense 
Charity  Shop'  opened  its  doors  at  126  High 
Street  for  trading.  To  say  that  there  was  a  bit 
of  a  crush  would  be  a  gross  understatement. 
Sales  for  the  day  totalled  £1 , 1 50  and  with  an 
average  sale  price  of  £1 .50  you  can  imagine 
the  number  of  people  buying. 

Our  other  shops  continue  to  produce  very 
good  sales  figures  as  well  as  spread  the 
name  of  Sense  over  an  increasingly  wide 


area  in  their  respective  local  communities. 
Watch  out  Oxfam! 

The  next  shop  to  open,  our  eighth,  will  be 
located  in  Birmingham;  approximate  date  for 
opening  is  early  April.  During  1989/90  we 
hope  to  open  a  further  five  shops,  when  we 
find  the  right  locations. 

Adrian  Barker 

Shops  Development  Manager 


Sense  East 
students  have 

lunch  with 
Princess  Diana 


At  last  the  great  day  arrived,  Wednesday, 
16th  November,  1988,  when  Kanhai  Powell, 
Susan  White  and  Lorraine  Francis  from  the 
Manor  House  were  to  have  lunch  with  Prin- 
cess Diana  as  guests  at  'The  Grocers'  Hall'  in 
the  City  of  London.  Deaf  Accord  was  holding 
its  first  'Young  Achiever  of  the  Year  Award' 
presentation. 

After  the  excitement  of  receiving  their 
invitations,  things  began  to  get  organised. 
Kanhai,  after  saving  money  each  week  from 
his  wages  for  two  whole  years  actually  got  his 
new  suit  —  just  in  time  for  this  special  occa- 
sion. Lorraine  and  Susan  made  a  trip  to 
Queensgate  Shopping  Centre  in  Peterbor- 
ough to  get  'rigged  out'.  Hairdressing  ap- 
pointments were  made,  great  excitement 
prevailed.  The  countdown  to  the  big  day 
began. 

We  thought  our  problems  were  over  once 
we  boarded  the  bus  en  route  to  the  City  — 
how  wrong  we  were!  We  were  soon  crawling 
in  thick  fog;  it  stayed  with  us  all  the  way. 

Anxiously  looking  at  our  watches,  we  willed 
the  bus  forward.  But  when  the  time  came  for 
us  to  have  arrived  at  our  destination ,  we  were 
still  only  on  the  outskirts  of  London. 

Help!  In  desperation,  we  persuaded  the 
driver  to  drop  us  at  the  nearest  tube  station. 
From  then  on  was  'run',  up  and  down  esca- 
lators, on  and  off  trains,  we  could  not  move 
fast  enough. 

We  arrived  at  the  Hall  only  a  few  minutes 
late,  to  our  great  relief.  We  put  on  very  brave 
faces,  hoping  it  did  not  show  that  our  knees 
were  beginning  to  buckle  under  us. 

The  rest  of  the  day  could  not  have  been 
nicer.  Forthe  'young  achievers'  who  received 
awards  from  the  Princess,  it  must  have  been 
one  of  their  proudest  moments. 

We  could  not  help  but  feel  how  lovely  it 
would  have  been  if  one  of  our  students  had 
gained  an  award.  Their  handicaps  are  such 
that  they  will  never  make  any  academic  claim 
to  fame  but  in  coming  to  terms  with  their 
disabilities  and  becoming  useful  members  of 
society  in  their  own  right,  they  have  displayed 
a  determination  that  surely  ought  to  be  recog- 
nised. 

Kanhai,  Susan  and  Lorraine  were  proud 
ambassadors  for  Sense  East  and  what  it 
represents.  It  was  an  honour  to  accompany 
them  on  such  a  special  occasion. 

Margaret  Griffiths 

Jean  Woodward 


Julia  Gates  is  introduced  to  Princess 
Diana  at  the  Young  Deaf  Achievers 
awards  ceremony.  Debbie  Woods 
(centre)  interprets. 
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Who 

How  would  you  tell  the 
parent? 

From  a  financial  point  of  view,  extending  the 
beneficiary  group  may  help  all  the  families  by 
enabling  economies  of  scale.  However,  from 
the  personal  view  of  a  parent  ...there  is  no 
help  available  for  the  multiply  sensory  handi- 
capped. How  would  you  (not  Sense 
professionals,  you)  tell  the  parents  of  a  child 
who  is  blind  and  mentally  handicapped  not 
caused  by  rubella  that  the  Sense  door  is 
closed  when  your  rubella  child  has  identical 
handicaps? 

All  parent  members  have  'done  the  rounds' 
of  other  charities  and  have  despaired.  It  is  not 
sufficient  to  say  "let  others  care  and  provide". 
The  spirit  of  our  debate  should  be  how  can  we 
get  them  in  not  why  should  we  keep  them 
out!" 

Geoff  and  Frances  Murrills 

The  changing  role  of 
Sense 

Peggy  Freeman,  one  of  the  Founders  of 
Sense,  traces  our  history  and  argues  that 
Sense  still  has  unfinished  work  to  do  with 
the  deaf-blind. 

If  we  look  at  the  actual  development  (rather 
than  a  resume)  of  our  Association  as  I  have 
been  doing  recently,  it  is  easy  to  see  why  the 
problem  of  exactly  "who"  we  serve,  has 
dogged  it  since  its  inception  in  1 955.  It  stems, 
originally,  from  the  fact  that  although  the  first 
members  of  the  "Group"  all  had  deaf-blind 
children  as  a  result  of  Rubella,  publicity  to  find 
parents  of  similar  children  put  us  in  touch  with 
parents  of  rubella  children  who  were  not 
deaf-blind.  Many  of  these  had  a  single  dis- 
ability plus  the  early  management  problems 
associated  with  Rubella  and  the  founder 
members  agreed  we  should  include  them. 
Most  of  them  dropped  out  of  the  Association 
as  their  problems  eased,  although  some  of 
them  have  indeed  returned  as  their  children 
have  become  young  adults. 

Next,  parents  of  deaf-blind  children,  not 
caused  by  Rubella,  began  to  join  the  Group. 
In  1 958  we  again  queried  whether  we  should 
confine  our  membership  to  the  deaf-blind. 
However,  in  view  of  the  contribution  we  were 
then  making  to  the  research  into  maternal 
Rubella  and  the  search  for  an  effective  vac- 
cine, Rubella  children  who  were  not  deaf- 
blind  continued  to  be  offered  membership. 
(We  were  well  aware  that  other  societies 
such  as  MENCAP,  the  NDCS  and  the  Spas- 
tics  Society  had  many  Rubella  children  within 
their  membership,  as  indeed  they  have  some 
deaf-blind  today.)  Our  emphasis  was  always 
given  to  the  deaf-blind,  particularly  their  needs 
in  the  field  of  education  where  the  major  fight 
lay.  To  stress  this  our  title  was  changed  in 
•  V/,  -,  The  Rubella  Group  for  Deaf-Blind 
Children  and  for  the  same  reason  we  be- 
came a  registered  charity  the  following  year. 

In  1 962  we  had  our  first  Usher  Syndrome 
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is  Sense  to  Serve? 


In  the  last  issue  of  Talking  Sense, 
Winter  1988,  Paul  Ennals  discussed  the 
dilemma  facing  Sense.  Whether  or  not 
to  extend  its  services  to  provide  for 
multi-handicapped  deaf  or  multi- 
handicapped  blind  or  perhaps  the 
elderly  deaf-blind.  Below  are  some 
extracts  from  the  letters  we  received 
about  this  issue. 

contact.  In  1 963  when  the  old  question  again 
arose  we  confirmed  our  dual  purpose  by 
becoming  the  "Deaf-Blind  and  Rubella  Chil- 
dren's Association"  and  in  our  Newsletter, 
Progress  Reports  kept  the  two  groups  sepa- 
rate. 1963  was  an  epidemic  year  and  the 
1966  membership  of  131  included  43  chil- 
dren who  were  deaf-blind  and  had  a  heart 
lesion  together  with  69  who  were  deaf-blind, 
many  of  them  rubella,  so  keeping  to  the  fore 
the  need  for  finding  preventive  measures. 

A  1968  survey  by  the  Department  of 
Education  and  Science  found  over  200  deaf- 
blind  children  of  school  age;  this  was  the  year 
when  the  decision  was  made  that  all  handi- 
capped children  should  become  the  respon- 
sibility of  the  D.E.S.  instead  of  Health  Authori- 
ties. While  the  resulting  interest  in  the  deaf- 
blind  led  to  the  opening  of  special  educational 
units  for  them  (in  1975, 53  children  attended 
these)  an  influx  of  members  from  overseas 
as  well  as  from  this  country  led  to  an  ever 
more  diverse  membership  —  the  Progress 
Reports  becoming  quite  chaotic.  However  a 
change  in  our  finances  due  to  the  Magpie 
Appeal  led  to  a  return  to  the  emphasis  on  the 
deaf-blind  with  the  opening  of  the  Manor 
House  F.E.  Centre  in  Market  Deeping  and 
the  Family  Centre  in  Ealing  in  1980,  coun- 
tered unfortunately  by  the  country's  eco- 
nomic restraints  which  led  to  the  gradual 
closing  of  the  special  educational  units! 

We  have  continued  to  expand  our  spe- 
cialist facilities  specifically  for  the  deaf-blind 
and  today  they  are  second  to  none  anywhere 
in  the  world.  It  is  the  emphasis  on  the  deaf- 
blind  that  has  won  us  worldwide  acclaim,  it  is 
the  appeal  of  children  who  are  denied  sight 
and  sound  of  that  very  world,  that  has  won 
the  hearts  and  support  of  those  many  people 
without  whose  help  we  could  never  have 
achieved  so  much. 

Today  we  are  facing  the  same  old  ques- 
tion but  the  circumstances  are  very  different. 
Many  more  severely  handicapped  children 
survive  and  the  distinction  is  no  longer  be- 
tween "rubella"  and  "deaf-blind"  but  between 
the  deaf-blind  and  the  multi-handicapped 
child  who  may  also  be  deaf  or  blind.  In  my 
eight  years  of  teaching  I  worked  with  many  of 
the  latter  group  and  from  them  I  learned  much 
that  was  of  value  to  the  deaf-blind.  It  works 
both  ways  and  there  is  much  valuable  infor- 
mation that  could/should/must  be  shared  to 
the  mutual  benefit  of  both  groups.  (One  way 
might  be  to  have  a  section  in  Talking  Sense 
for  "Problem  solving  activities"  contributed  by 
both  parents  and  teachers  —  down  to  earth 
common  problems).  But  what  I  also  learned 
as  a  teacher,  was  that  while  the  needs  of  the 
two  groups  often  appear  to  be  the  same,  the 
treatment  they  need  is  not.  The  specialist 
knowledge  appropriate  to  the  deaf-blind  which 


we  now  have  is  precious  beyond  measure 
but  there  is  still  much  to  learn.  I  do  not  believe 
the  time  is  yet  ripe  to  spread  our  still  very  thin 
teaching  line  to  other  than  the  specific  group 
for  whom  the  Association  has  stood  for  so 
long. 

Our  Association  began  with  the  equiva- 
lent to  today's  85p  in  its  kitty,  very  different 
from  the  vast  funds  we  raised  last  year.  Now, 
when  there  are  ever-increasing  demands  by 
charities,  can  we  risk  the  financial  commit- 
ments needed  by  the  wider  membership? 
Can  we,  in  all  honesty,  say  that  we  are  so 
certain  that  we  have  done  everything  needed 
by  and  for  the  deaf-blind  that  we  are  ready  to 
encompass  another  group  whose  require- 
ments may  well  demand  even  more  from  us 
than  the  deaf-blind  have  done?  What  of 
these  other  children  and  their  parents?  Other 
Associations  more  appropriate  to  their  needs 
do  exist  and  they  should  not  be  turning  them 
down  —  should  we  not  be  pointing  this  out  to 
these  other  bodies?  This  is  not  an  uncaring  or 
selfish  attitude,  this  wider  group  needs  help, 
but  I  do  not  think  that  this  Association  is  the 
right  one  to  provide  it.  Some  of  us  have 
worked  for  34  years  for  the  deaf-blind  and 
have  yet  to  see  our  son  or  daughter  in  a 
setting  designed  to  meet  their  specialist 
needs.  There  is  definitely  much  unfinished 
business,  so  for  goodness  sake  let's  get  on 
and  do  it  before  we  even  begin  to  think  about 
expanding  our  Association  any  further. 

Peggy  Freeman 

Similar  'labels'  — 
different  needs 

I  am  a  Rehabilitation  Officer  for  the  blind 
working  at  Crewe  and  since  beginning  my 
work  in  Social  Services  it  has  become  appar- 
ent thatfitting  people  into  categories  of  handi- 
cap is  a  very  convenient  method  of  working 
designed  primarily  I  believe  to  suit  the  profes- 
sional. Two  individuals  may  have  disabilities 
whose  labels  are  the  same  but  their  needs 
are  certainly  not  and  so  in  teaching,  each 
approach  and  attitude  is  again  very  different. 
Although  I  have  little  contact  with  people 
who  are  deaf  and  blind  I  have  a  lot  of  contact 
with  people  whose  blindness  is  compounded 
by  age  and  all  the  problems  that  come  with 
the  ageing  process.  They  are  labelled  either 
blind  or  partially  sighted  but  to  me  these 
labels  have  little  significance  as  any  planned 
strategy  towards  their  degree  of  handicap 
and  how  to  deal  with  it  is  soon  lost  up  against 
their  individual  strengths  and  weaknesses, 
the  chances  they  have  had  in  life  and  the 
chances  they  have  missed.  Although  I  work 
with  the  'blind  and  partially  sighted'  I  work 
more  with  problems  accrued  than  a  single 
presenting  problems  and  this  I  am  sure  is  the 
same  with  you? 

Geoff  Warren 

Letters  are  always  welcome 
on  this  and  any  other  issue  of 
interest  to  readers 


'A 
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The  Parent  as  a 
full-time  job 

From  the  reports  of  the  Weekend  Away 
published  in  the  last  issue  of  Talking  Sense 
it  was  clear  just  how  many  roles  a  parent 
has  to  play  in  their  child's  life:  social 
worker,  teacher,  advocate  and  co- 
ordinator. Joyce  Wilson,  Development 
Officer  for  Sense  in  Scotland  has  added  a 
few  points  to  the  discussion  on  how  the 
parent  can  be  more  effective  as  a 
consumer. 

David  Brown's  summary  'The  Parent  as  a 
Consumer'  provided  an  interesting  checklist. 
Having  read  it  there  are  a  couple  of  things  I'd 
like  to  add  —  partly  because  it  has  a  familar 
ring  for  me  about  what  I  should  have  done 
many  years  ago,  partly  because  there  is  at 
least  one  point  to  be  made  about  differences 
between  Scottish  legislation  and  that  of 
England  and  Wales. 

Going  through  the  list,  I  thought  the  sug- 
gestionson  record  keeping  were  useful.  Such 
a  collection  of  information  would  be  invalu- 
able. It  might  seem  a  bit  cumbersome  but 
worth  it,  I  think. 

The  suggestion  about  taking  notes  is  also 
good,  though  perhaps  less  easy  to  do.  In  the 
midst  of  discussion  or  hearing  information  for 
the  first  time  it  could  be  difficult  to  take  notes 
as  such  (though  if  someone  else  is  there  as 
suggested  later  in  the  list,  they  could  do  this). 
What  I  should  say  is  that  no-one  should  worry 
about  asking  anyone  to  stop  what  they  are 
saying;  ask  them  to  explain  it  a  bit  more 
clearly;  take  time  to  write  it  down  and  check 
that  it  is  noted  accurately  and  continue  until 
there  is  the  need  to  note  something  again. 
Any  unknown  words  should  certainly  be 
explained  in  ordinary  language  but  I'd  take  a 
note  of  the  terms  or  ask  for  them  to  be  written 
down  (block  capitals!)  because  they  are  sure 
to  be  used  again  in  the  future. 

Discovering  the  line  of  command  is  vital — 
find  out  who  is  below  as  well  as  above,  and 
certainly  go  to  the  top  if  there  are  difficulties. 

In  the  report  it  is  recommended  that  par- 
ents meet  local  councillors  and  perhaps  keep 
them  informed  about  their  child.  Local  coun- 
cillors in  Scotland,  for  this  purpose,  would  be 
those  at  regional  level  —  both  Education  and 
Social  Work  Committees  are  important  (some 
of  the  members  do  have  appropriate  profes- 
sional expertise,  others  do  not) .  District  coun- 
cils are  responsible  for  housing  matters 
among  other  things.  One  book  (find  it  in  the 
library)  should  give  you  all  the  information 
you  need:  Scotland  Regions  (publ.  Wm 
Culross  &  Sons).  It  is  up-dated  annually.  All 
regional  and  district  councils  should  have  an 
information  section. 

While  I  think  that  it  is  often  preferable  to 
have  someone  along  to  a  meeting,  I  don't 
think  it  is  always  possible  for  everyone  to 
arrange  this,  nor  is  it  something  every  family 
will  necessarily  want  to  arrange. 

The  report  also  suggests  seeking  inde- 
pendent advice  when  your  child  is  being 
statemended.  In  Scotland  there  is  a  Record 
of  Needs  instead  of  a  Statement.  There  is  no 
right  in  this  process  to  a  second  opinion 
though  the  local  education  authority "...  shall 
take  into  consideration ...  any  other  reports  or 
information  relevant  to  his  (the  child's  )  edu- 
cational needs  which  they  are  able  to  obtain; 
..."  It  is  also  worth  bearing  in  mind  that  there 


is  no  general  right  of  access  to  background 
reports  which  are  used  to  make  up  the  Rec- 
ord and  that  there  is  no  obligation  on  either 
local  authorities  or  health  boards  in  Scotland 
to  inform  parents  of  appropriate  voluntary 
organisations  (though  many  of  them  do). 

After  reading  all  the  points  on  the  check- 
list, it  becomes  clearer  just  how  big  a  task 
coordination  is.  What  if  the  parent/s  is  or  are 
in  full-time  employment? 

Carolyn  and  Keith  noted  in  their  piece, 
Getting  Help  for  your  School-aged  Child 
(Talking  Sense,  Winter  1988),  the  energy 
and  time  they  had  spent  getting  services  for 
Ailill.  The  article  ended  saying  that  in  seven 
years  no-one  had  emerged  as  a  "coordina- 
tor" apart  from  themselves.  In  their  experi- 
ence, parents  as  coordinators  were  only  re- 
luctantly accepted. 

Within  the  realms  of  this  discussion,  there 
are  at  least  two  tasks  facing  families:  informa- 
tion management  (finding  out,  recording  it, 
disseminating  it  appropriately)  and  asserting 
an  equal  position.  It  reads  very  much  like  a 
full-time  job! 


Genetic  research 

I  am  conducting  a  research  investigation  into 
visually  impaired  infants  and  children,  search- 
ing for  the  gene  or  genes  which  affect  certain 
specific  hereditary  diseases.  We  are  search- 
ing for  families  in  which  there  are  two  or  more 
affected  individuals  and  in  which  both  par- 
ents are  living  and  available  for  blood  sam- 
pling. 

The  diseases  we  are  covering  include: 

1.  The  Laurence-Moon-Bardet-Biedl  syn- 
drome (with  developmental  and  intellectual 
retardation,  retinitis  pigmentosa,  extra  fin- 
gers and  extra  toes,  and  kidney  disease); 

2.  Stargardt's  disease/fundus  flavimaculatus 
syndrome  (a  form  of  juvenile  macular  degen- 
eration); 

3.  The  Usher  syndrome  (with  either  prever- 
bal  hearing  impairment  or  postverbal  hearing 
impairment  and  the  subsequent  develop- 
ment of  retinitis  pigmentosa); 

4.  Rod  monochromacy  (complete  congenital 
achromatopsia); 

5.  Leber's  congenital  amaurosis  (a  variety  of 
disorders  affecting  infants  and  children  with 
severe  visual  impairment  from  birth). 

Again,  we  are  looking  for  families  in  which 
there  are  two  affected  individuals,  and  both 
parents  are  living.  Such  families  are  extremely 
difficult  to  find  and  I  would  be  grateful  if 
through  your  readership  or  communication 
with  families  you  would  make  my  interest  in 
them  known. 

Richard  A.  Lewis,  M.D. 

Associate  Professor 

Department  of  Ophthalmology, 

Baylor  College  of  Medicine 

Cullen  Eye  Institute 

6501  Fannin  Street,  NC-206 

Houston,  TX  77030. 

USA 

Tel:  (713)  799  5942 
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The  Tadoma  Technique 

I  refer  to  the  article  in  the  last  Talking  Sense 
by  Joan  Shields  and  wish  to  state  that  I  have 
used  this  excellent  stimulating  speech  primer 
for  over  1 5  years. 

It  is,  as  Miss  Shields  would  testify,  a 
perfect  imitatory  vehicle  for  the  Deaf-Blind 
child  and  it  also  has  uses  with  other  handi- 
capped children,  not  necessarily  suffering  a 
visual  handicap. 

I  have  used  TADOMA  with  many  reluctant 
speakers  and  it  can  be  a  starting  point  for  a 
communication  programme,  at  least.  When 
all  else  has  failed — the  TADOMA  technique 
should  be  tried. 

There  is,  I  believe,  a  certain  reserve  about 
carrying  out  the  process  —  although  with 
routine  precautions  this  need  not  apply. 

I  found  Miss  Shield's  article  invigorating 
and  worthy  of  a  wider  audience  (speech 
therapists  should  take  note).  I'd  be  interested 
in  her  views  on  using  TADOMA  with  a  wider 
population  of  handicapped  pupils  —  particu- 
larly the  language  delayed,  mentally  handi- 
capped. 

Brian  Black 

Deputy  Head  Teacher  of  the  Deaf 

Park  School, Bierton  Road, 

Aylesbury, 

Bucks. 


Thank  You 


Shortly  before  Christmas  we  were  alarmed 
to  hear  that  Jonathan  Griffiths  had  suffered 
a  heart  attack.  Jonathan  is  the  deaf-blind 
adviser  for  the  Royal  National  Institute  for 
the  Blind  and  a  good  friend  of  many  of  our 
families.  His  work  involves  him  in  travelling 
widely  around  the  country,  covering  many 
miles  and  working  endless  hours  for  the 
benefit  of  the  membership. 

Bad  news  travels  fast  and  Jonathan 
received  a  flood  of  get  well  cards.  We  are 
delighted  to  hear  of  the  progress  of  his 
recovery  —  perhaps  he  will  have  to  learn 
how  to  slow  down  a  little  now? 

I  wonder  whether  it  would  be  possible  for  me, 
through  "Talking  Sense"  to  say  a  little  thank 
you.  During  my  recent  illness  I  was  positively 
overwhelmed  by  the  number  of  get  well 
messages  and  cards  I  have  received  from 
many  of  my  friends  and  colleagues  in  the 
world  of  the  Deaf-Blind.  I  should  like  to  thank 
each  one  personally  but  I  feel  that  I  may  miss 
someone  which  would  never  do,  so  I  hope 
this  letter  will  be  taken  as  a  personal  thank 
you  to  all  who  have  wished  me  well  over  the 
last  six  weeks  or  so. 

I  am  now  feeling  much  better  than  I  was, 
having  left  hospital  five  weeks  ago,  but  my 
recovery  and  rehabilitation  are  of  necessity 
slow.  It  is  unlikely  that  I  will  be  "back  in 
harness"  much  before  Easter,  but  after  that  I 
look  forward  to  renewing  friendships  with 
parents,  professionals  and  especially  the 
children. 

With  every  good  wish  to  all  Sense  mem- 
bers, 

Jonathan  Griffiths 
Cruciform  House 
Condover  Hall  School 
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Cerebral  Palsy  — 
Problems  and  Practice 

by  Margaret  Griffiths  and  Mary  Clegg. 

Published  by  Souvenir  Press,  London. 

Hardback  £1 0.95  Paperback  £6.95 

ISBN  0285  65071 8 

Congenital  Rubella  Syndrome  is 
one  of  the  main  causes  of  Cerebral 
Palsy.  It  is  not  surprising  therefore 
that  a  large  number  of  the  deaf- 
blind  children  referred  to  Sense's 
Family  Advisory  Service  suffer  from 
cerebral  palsy.  This  new  book  is 
reviewed  by  the  Physiotherapy 
Adviser  at  Sense's  Family  Advisory 
Service  at  Ealing. 

Written  by  a  paediatrician  and  a  paediatric 
physiotherapist  this  new  addition  to  the 
Human  Horizon  Series  reviews  the  current 
thinking  about  cerebral  palsy.  It  sets  out  a 
model  for  good  practice  for  the  management 
of  this  group  of  conditions  which  still  contin- 
ues to  affect  2.0  to  2.5  per  1 ,000  live  births. 

The  book  is  divided  into  three  sections. 
The  first  section  gives  a  clear  description  of 
cerebral  palsy.  The  complex  topic  of  brain 
development  is  handled  with  simple,  accu- 
rate explanation.  Clear  line  drawings  illus- 
trate normal  movement  patterns,  although 
the  cerebral  palsy  drawings  are  less  convinc- 
ing. Reference  to  the  delay  in  becoming 
mobile  in  visually  impaired  children  is  made, 
although  the  fact  that  this  may  also  be  ob- 
served in  profoundly  deaf  children  is  not 
mentioned.  The  compounding  result  of  mul- 
tiple handicap  on  development  is  stressed. 
The  authors  deal  sensitively  with  the  effect 
cerebral  palsy  has  upon  the  whole  family. 
They  make  the  reader  aware  of  many  prob- 
lems that  occur  and  offer  reasons  as  to  why 
they  occur. 

The  second  part  of  the  book  discusses 
what  action  may  be  taken  to  help.  Early 
intervention,  good  communication,  thorough 
assessment  plus  practical  assistance  to 
parents  is  recommended.  Management  is 
stressed,  and  I  quote  "play  is  the  most  useful 
learning  tool  of  all  and  should  be  an  integral 
part  of  all  daily  management,  not  thought  of 
as  a  time  to  be  set  aside".  The  need  for  good 
positioning  in  the  prevention  of  deformity  is 
emphasised.  A  few  aids  are  described  and 
illustrated.  Little  reference  is  made  to  the 
valuable  role  of  the  paediatric  occupational 
therapist,  who  has  specialist  training  in  the 
development  of  hand  function,  sensory  inte- 
gration and  the  provision  of  aids.  Similarly, 
little  reference  is  made  to  the  speech  thera- 
pist. The  value  of  obtaining  expert  advice  to 
tackle  feeding,  swallowing  and  breathing 
problems  (so  often  observed  in  cerebral 
paJsied  children;  cannot  be  over-emphasised. 
Frequently  the  speech  therapist  is  only  sought 
for  "speech  and  language"  when  a  child  fails 
to  utter  clear  words. 

Home  visiting,  contact  groups  for  parents 
and  availability  of  playgroups  and  opportu- 
nity groups  are  detailed.  Continuing  multi- 
disciplinary  assessment,  including  that  of 
vision  and  hearing,  is  recommended.  "In  the 


eyes  of  parents  nothing  is  more  important 
than  motor  ability"  —  I  would  comment  that 
parents  equally  ask  "When  will  my  child 
speak?"  and  "Will  my  child  be  mentally  handi- 
capped?" —  many  parents  find  the  subject  of 
epilepsy  bewildering.  This  topic  might  have 
been  given  greater  coverage.  However,  the 
words  of  warning  regarding  surgery  are  well 
advised  and  thought  is  given  to  general  health 
including  dental  care,  immunization  and  sleep 
problems.  The  dietician  is  not  listed  in  the 
multi-disciplinary  team.  Diet  is  important  — 
constipation  in  cerebral  palsy  is  referred  to 
and  although  roughage  is  rightly  advocated, 
the  importance  of  adequate  fluid  intake  is  not. 
Education,  with  explanation  of  Acts  and 
Procedure  of  Statements  is  covered,  with  a 
helpful  check  list.  The  role  of  peripatetic 
teachers  of  the  sensorily  impaired  is  given 
appreciation  and  mention  is  made  of  specific 
learning  difficulties.  The  similarities  between 
Bobath,  Peto,  Scrutton  and  Levitt  approaches 
to  therapy  are  emphasised.  All  advocate 
early  intervention,  holistic  assessment  and 
teamwork.  The  authors'  views  of  Conductive 
Education  (Peto)  are  given,  however  they  fail 
to  stress  that  the  main  reason  for  its  success 
is  the  amou  nt  of  carry-over  of  therapy  i  nto  the 
child's  day.  There  will  be  equivalent  success 
by  using  the  management  described  so  ably 


in  this  book  provided  that  management  (or 
"play  and  positioning  with  a  purpose")  is 
provided throughoutthechild'sday  and  night. 
This  leads  on  to  the  very  valuable  part  of  the 
book  that  discusses  the  child's  progression 
to  adulthood.  The  sudden  cessation  of  sup- 
port is  all  too  real,  as  many  parents  know.  The 
brief  extracts  of  young  people's  experiences 
give  a  breadth  to  the  book. 

The  final  section  details  the  present  provi- 
sion of  statutory  and  voluntary  services.  On- 
going research  and  the  steady  incidence,  but 
changed  types,  of  cerebral  palsy  are  dis- 
cussed. Variability  in  the  standard  of  provi- 
sion of  services  is  observed  throughout  the 
country. 

The  book  is  an  accurate,  clearly  written 
guide  to  cerebral  palsy.  It  covers  an  enormous 
subject  and  therefore  cannot  be  expected  to 
deal  with  any  aspect  in  depth,  however  excel- 
lent references  are  given  at  the  end  of  each 
chapter.  It  is  useful  to  have  all  aspects  of 
cerebral  palsy  under  one  cover  with  advice, 
clearly  listed,  on  where  to  read  further  or 
obtain  practical  help. 

The  book  is  good  value  and  can  be  rec- 
ommended for  anyone  who  has  contact  with 
a  child  or  adult  with  cerebral  palsy  who  re- 
quires a  general  overview. 

Judith  M  Peters 


Parents  and  Mentally 
Handicapped  Children 

by  Charles  Handley.  3rd  edition,  revised 

and  updated.  Published  by  Bristol  Clerical 

Press,  226  North  Street,  Bedminster, 

Bristol  BS3  1JD.  Paperback. 

ISBN  1  85399  025  6.  217  pages. 

This  is  a  strange  book — it  left  me,  the  parent 
of  a  handicapped  child,  with  mixed  feelings: 
I  am  both  thankful  and  annoyed.  Do  we,  the 
parent/carers,  want  to  have  our  innermost 
thoughts  on  parade  for  all  to  see? 

However,  the  value  of  this  book  lies  pre- 
cisely in  the  fact  that  it  brings  to  the  surface 
issues  which  the  parents  usually  keep  to 
themselves  —  and  which  they  are  encour- 
aged to  keep  to  themselves.  Overwhelm- 
ingly, these  issues  concern  the  'feelings' 


parents  experience  at  each  stage  of  their 
association  with  their  child,  the  rest  of  the 
family,  their  neighbours  and  friends  and,  last 
but  not  least,  the  terrifyingly  long  line  of 
professionals.  Who  is  to  untangle  this  web  of 
relationships? 

The  author  bravely  reveals  his  own  feel- 
ings, examines  his  actions/motives,  inter- 
views other  parents  and  simply  reports  their 
words.  At  the  end  of  each  chapter  he  offers 
comments  or  recommendations  as  to  what 
can  be  done.  Parents  will  recognise  some  of 
the  situations  described. 

From  reading  this  book  lay  readers  should 
gain  an  insight  into  the  state  of  mind  of 
parents,  their  problems  and  their  fears  about 
the  future  of  their  children. 

Maria  Hatzipetrou 

Sense  London  Office 


Directory  for 
Disabled  People 

(Fifth  Edition) 

Compiled  by  Ann  Damborough  and 
Derek  Kinrade.  Published  by  Woodhead- 
Faulkner  Limited  (in  association  with 
the  Royal  Association  for  Disability  and 
Rehabilitation)  Fitzwilliam  House,  32 
Trumpington  Street,  Cambridge  CB2 
1 QY,  England.  366  Pages.  Price:  paper- 
back, £14.95  plus  £2.00  p&p.  ISBN  0 
85941  449  3 

This  book  is  a  detailed  guide  to  the  serv- 
ices, facilities  and  opportunities  avail- 
able to  disabled  people.  The  fifth  edition 
has  been  updated  with  much  new  infor- 
mation, including  the  recent  social 


security  changes  and  a  new  section  on 
access. 

Starting  with  a  section  on  statutory 
services,  the  Directory  covers  topics 
such  as  financial  benefits  and  allow- 
ances (including  the  April  1988 
changes),  specialised  aids  and  equip- 
ment, housing,  education,  employment, 
sex  and  personal  relationships,  legisla- 
tion affecting  disabled  people.  A  final 
section  lists  and  describes  285  organi- 
sations which  make  available  services 
for  disabled  people. 

It  is  a  practical  handbook  of  value  to 
any  individual  seeking  information 
about  a  particular  aspect  of  disability. 
Should  it  not  provide  the  answers, 
somewhere  within  its  pages  it  will  point 
the  enquirer  in  the  right  direction. 


v. 
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Mental  Handicap  in  the 
Community 

Edited  by  Alan  Leighton.  Published  by 

Woodhead-Faulkner  Limited.  Paperback. 

ISBN  0  85941  447  7.  229  pages. 

To  set  out  to  tackle  all  the  issues  surrounding 
care  in  the  community  for  mentally  handi- 
capped people  in  one  book  is  a  very  ambi- 
tious task  indeed.  Cramming  awide  variety  of 
subjects  into  two  hundred  and  twenty-nine 
pages  has  meant  that,  of  necessity,  some  are 
tackled  superficially,  yet  as  a  whole  this  book 
manages  to  remain  interesting  and  informa- 
tive. 

The  book  is  divided  into  four  parts,  and  the 
short  and  very  readable  chapters  enable  the 
reader  to  dip  in  as  s/he  pleases.  This  also 
makes  use  for  reference  purposes  very  easy. 

Part  One  acts  as  an  introduction,  giving  a 
background  to  care  in  the  community,  and 
explaining  current  legislation  in  relation  to 
mental  handicap. 

Part  Two  looks  at  existing  provision  for 
mentally  handicapped  children  and  adults 
examining  education  policy,  schooling,  fur- 
ther education,  work  and  retirement,  as  well 
as  a  variety  of  daytime  provision.  The  final 
chapter  in  this  section  concentrates  on  how 
we  can  help  people  with  mental  handicaps  to 
build  personal  relationships  both  with  their 
families  and  others  to  enable  them  to  find 
their  place  in  the  community. 

Part  Three  focuses  on  the  possibility  of 
community  care  for  some  groups  which  may 
have  particular  problems  because  of  pro- 
found retardation,  multiple  handicap,  behav- 
ioural difficulties  or  old  age.  It  concludes  that 
there  is  no  reason  why  care  in  the  community 
should  not  be  available  to  people  in  these 
categories  as  long  as  a  full  local  network  of 
support  can  be  brought  into  existence. 

The  final  section  concentrates  on  practi- 
cal guidance  both  for  families  and  profes- 
sionals and  covers  use  of  specialist  services, 
claiming  benefits  and  other  financial  support 
and  provides  a  comprehensive  list  of  sources 
where  advice  may  be  sought. 

Overall,  the  book  strikes  a  positive  note,  in 
acknowledging  the  progress  which  has  been 
made  towards  care  in  the  community,  but 
warns  that  much  more  needs  to  be  done,  not 
only  to  preserve  existing  achievements,  but 
also  to  ensure  further  progress  in  the  future. 

All  in  all,  worth  reading,  but  don't  expect 
answers  to  all  the  questions  raised. 

Ewa  Stefanowska 


Dame  Elizabeth  Ackroyd  Travel  Trust 

The  Trust  will  award  grants  of  up  to 
£1,000  to  enable  individuals  in  the 
health  and  social  welfare  fields  to 
travel  abroad  in  1989  to  look  at  poli- 
cies, approaches,  programmes  and 
projects  relevant  to  their  work  with  a 
view  to  applying  this  experience  to 
the  benefit  of  the  users  of  the  services 
of  their  communities  and  institutions. 
Application  details  from: 

Roy  Manly,  Hon  Secretary,  Dame 
Elizabeth  Ackroyd  Travel  Trust  at  26 
Bedford  Square,  London  WC1 B  3HU. 


'And  You  A  Gentleman' 

The  biography  of  Stanley  Oscar  Myers,  by 
Cambray  Jones,  is  now  available  in  print  at 
an  inclusive  price  of  £7  per  copy.  Orders  with 
remittance  (cheques  and  postal  orders  made 
payable  to  C.  Jones)  to  Camden  House, 
Camden  Place,  Chestnut  Walk,  Worcester, 
WR1  1  PS  —  telephone  (0905)  28247. 

All  profit  from  the  sale  of  this  book  will  be 
donated  to  the  charity  Blindness:  Research 
for  Learning,  Work  and  Leisure. 

The  possibility  of  producing  a  braille  and 
tape  version  of  this  book  is  being  considered. 

A  review  of  And  You  A  Gentleman  will 
appear  in  the  next  issue  of  Talking  Sense. 


Kellmer  Pringle 
Fellowship 

These  Fellowships  are  designed  to  enable 
individuals  from  any  of  the  relevant  disci- 
plines (for  example,  in  the  education,  health, 
legal  or  social  fields)  to  pursue  some  activity 
or  objective  which  will  further  the  interests  of 
children.  The  Fellowships  are  not  available 
for  the  purpose  of  seeking  qualifications.  It  is 
the  intention  of  the  committee  members  who 
will  consider  applications  for  Fellowships  to 
maintain  a  flexible  approach  but  they  will 
place  a  premium  on  imaginative  ideas  and 
innovatory  proposals  in  keeping  with  the 
work  of  Mia  Kellmer  Pringle  herself.  How- 
ever, the  following  guidelines  and  the  infor- 
mation about  1 989  awards  below  may  be  of 
help  to  applicants. 

1.  A  Fellowship  will  not  normally  exceed 
£2,000. 

2.  A  Fellowship  will  usually  be  awarded  to 
one  person  and  not  for  joint  work. 

3.  A  Fellowship  will  usually  be  completed 
within  one  year. 

4.  Examples  of  activities  which  would  com- 
mend themselves  for  Fellowships  are: 

•  small-scale  pieces  of  research  or  dissemi- 
nation. 

•  undertaking  some  thinking  and  writing  on  a 
particular  aspect  of  children's  needs  or  serv- 
ices. 

•  setting  up  some  inter-disciplinary  seminars 
or  meetings  on  an  issue  of  growing  concern 
or  interest. 

•  analysing  or  reviewing  some  area  of  policy 
or  professional  practice. 

•  travelling  for  a  specific  purpose  related  to 
the  overall  aim  of  the  Fellowship. 

5.  The  Fellowships  by  their  very  nature  should 
not  be  seen  as  furthering  group  activities  as 
such,  nor  are  they  meant  to  support  service 
provision  of  any  kind. 

Application  forms  for  1989  Fellowships  may 
be  obtained  from: 

Ms  Anne  Weyman 

Secretary 

National  Children's  Bureau 

8  Wakley  Street,  London  EC1 V  7QE 

Tel.  01-278  9441 

Closing  date  for  completed  applications  20th 

March  1989. 


Residential  Care 
Staff  Weekend 

The  Second  Care  Staff  Weekend  was  held 
on  3  June  1 988.  The  Care  Staff  from  various 
establishments  joined  us  and  were  welcomed 
by  John  Hatton,  the  Principal  of  Sense-in- 
the-Midlands.  This  year  we  divided  the  week- 
end into  workshops,  which  proved  to  be 
successful. 

Music  Therapy 

Kate  Baxter,  from  Rutland  House,  in  Notting- 
ham gave  a  lively  and  informative  session  on 
Friday  evening.  She  introduced  us  to  various 
methods  of  making  music  both  old  and  new. 
Kate  made  usaware of  ourbodyasa'paintbox 
of  sounds'  and  by  using  our  bodies  to  receive 
tactile  and  vibration  impressions  the  effects 
became  obvious.  These  sensations  can 
greatly  benefit  our  deaf-blind  people. 

Most  of  the  instruments  were  home  made 
from,  for  example,  a  com-on-the-cob,  (dried 
out  and  polyurethane  coated),  a  car  inner 
tube  drum  to  chroma  harps  and  whirlies.  We 
could  not  have  started  the  weekend  off  with 
a  better  session;  it  really  made  us  aware  of 
ourselves  and  our  musical  capabilities. 

Challenging  Behaviour 

Virginia  Mallet,  Deputy  Head,  Sense-in-the- 
Midlands  explained  very  clearly  about  chal- 
lenging behaviour;  what  it  is,  when  it  occurs, 
its  various  causes  and  how  we  can  make  a 
record  of  its  pattern.  In  the  workshop  accom- 
panying this  session  the  group  developed  a 
wonderful  dynamism  as  they  clarified  their 
ideas  on  the  topic. 

Coping  with  Stress  in 
Residential  Work 

Steve  Kiekopf,  who  is  Head  of  a  Unit  at 
Edgbaston,  started  the  Open  Forum  by 
explaining  briefly  about  stress.  He  affirmed 
the  importance  of  recognising  it,  not  only  in 
yourself,  but  also  in  your  fellow  workers  and 
clients.  After  a  long  discussion,  we  came  to 
certain  conclusions.  Overstress  reduces  effi- 
ciency. There  are  ways  of  reducing  stress. 
Care  staff,  in  co-operation  with  their  direct 
managers,  should  avoid  a  work  load  which 
taxes  them  beyond  their  capacity. 

They  should  retain  'a  listening  ear',  to 
listen  to  problems  and  come  to  decisions  that 
they  can  implement. 

The  should  support  each  other  in  all  as- 
pects connected  with  our  caring  for  the  chil- 
dren. 

Care  staff  met  other  care  staff,  shared 
ideas  and  thoughts  and  experiences,  through- 
out the  weekend. 

For  many  years  care  staff  have  worked  for 
recognition  as  'professionals'.  We  have  now 
the  opportunity  to  enhance  this  by  involving 
ourselves  with  other  professionals. 

Steve  Kiekopf 
Sense-in-the-Midlands 
Vanessa  Hutchinson 
Castleton  House 

With  apologies  to  the  authors  — 
unfortunately  we  could  not  include  this  in 
the  last  issue  of  Talking  Sense  due  to  lack 
of  space. 
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Third  Sense-in-Scotland 
Conference 

23 -25  June  1989 

Jordanhill  College 

Glasgow 

Conference  Chairman  John  Smith 

Keynote  Speaker:  John  Mclnnes  from  Canada 

Chairman  of  the  International  Association  of  the  Education  of  the  Deaf-Blind 


Sessional  Chairpeople 

Barry  McCormick 

Director,  Children's  Hearing  Assessment 
Centre,  Nottingham 

Helen  Penn 

Head  of  Pre-Five  Services,  Strathclyde 
Region 

Professor  Fred  Edwards 

Director  of  Social  Work,  Strathclyde 
Region 

Gillian  Morbey 

Director,  Sense-in-Scotland 

Workshops,  Discussions,  Parent 
Forum,  Social  Events,  Creche,  Babysit- 
ting, Market  Place,  Questions-Answers. 
Residential  or  day  visitors ...  and  more! 

Apply  for  booking  forms  from 

Sense  in  Scotland,  168  Dumbarton 
Road,  Glasgow  G11  6XE. 

Tel:  041  334  9666/9675 


Other  Speakers 

Eleanor  Barnes 

Director  of  the  Family  Fund 

Margaret  Reynolds 

Royal  National  Institute  for  the  Deaf 

Ian  Swanson 
Principal  Educational  Psychologist 

Frazer  Robinson 

Senior  Educational  Psychologist 

Mary  Guest 

Usher  Syndrome  Project 

Chris  Jones 
Research  Psychologist 


Full  residential  weekend 

Professional  visitors 

£80 

Sense  members/families 

£40 

Day  visitor  inc  meals 

Professionals 

£20 

Sense  members/families 

£10 

Warwick  '89: 
Sponsored  Places 

A  European  Conference,  Sensory  Impair- 
ment with  Multi-Handicap,  Current  Phi- 
losophies and  New  Approaches,  will  be 
held  at  Warwick  University,  on  the  outskirts  of 
Coventry,  from  6  —  11  August  1989.  (See 
below.) 

It  is  being  mounted  jointly  by  Sense,  RNIB 
and  the  International  Association  for  the 
Education  of  the  Deaf-Blind  (IAEDB). 

The  Council  of  Management  of  Sense 
has  agreed  to  sponsor  a  number  of  places  at 
the  conference  and  members  who  would  be 
unable  to  attend  without  such  sponsorship 
are  invited  to  apply,  stating  whether  or  not 
they  would  require  accommodation  at  the 
University. 

Applications  for  sponsored  places  only 
should  be  made  to: 


Sponsored  Places 
Warwick  '89 

Sense,  31 1  Gray's  Inn  Road 
London  WC1X8PT 

All  other  applications  for  details  of  this  confer- 
ence and  registration  procedure  should  be 
made  to:  Conference  Associates,  Warwick 
'89.  (See  full  notice  below.) 

Volunteers  are  also  needed  —  to  meet 
delegates  at  the  station  and  airport,  to  drive 
the  minibuses,  staff  the  reception  desk,  be 
runners  etc,  etc.  If  you  would  like  an  interest- 
ing week  in  good  company  next  August, 
please  contact  Carmel  Perry  at  Sense  Head 
Office. 


22 -24  September  1989 

This  is  definitely  a  date  for  everyone's  diary. 

Once  more,  parents  will  do  much  of  the 
talking,  and  there  will  be  contributions  from 
deaf-blind  people  on  a  wide  range  of  topics, 
as  well  as  speakers  from  a  wide  range  of 
professions.  Participants  can  learn  practical 
skills  (guiding,  fingerspelling),  how  to  help 
their  child  at  home  by  changing  their  environ- 
ment. Rubella  and  MMR  will  be  discussed  as 
well  as  community  care  and  integration,  leg- 
islation and  benefits,  music,  computers,  com- 
munication and  much  more.  Many  of  the 
workshops  and  talks  this  year  will  concern 
social  services  issues. 

The  weekend  will  have  much  the  same 
format  as  in  previous  years,  with  a  Market 
Place,  Resource  Room,  entertainment  and 
lots  of  time  to  chat.  Naturally  there  will  be  a  full 
range  of  activities  for  children  throughout  the 

The  venue  is  the  same  as  the  two  previ- 
ous years:  Mason  Hall,  University  of  Birming- 
ham, Edgbaston. 

Full  details,  an  application  form  and  draft 
programme  will  be  sent  with  your  Summer 
issue  of  Talking  Sense. 


WARWICK 


The  International  Association  for  the 

Education  of  the  Deaf-Blind  (IAEDB)  in 

conjunction  with  Sense  and  the  RNIB 

present 

WARWICK  89' 

A  European  Conference  at 

Warwick  University 

6-11  August  1989  on 

SENSORY  IMPAIRMENT  WITH  MULTI 
HANDICAP 

Current  Philosophies  and  New 
Approaches 

Conference  Programme 

Plenary  sessions  will  include  descriptions 

of  educational  programmes  in  various 

parts  of  the  world  and  explanations  of 

their  underlying  theories  and 

philosophies.  Short  responses  will  also  be 

invited. 


Parallel  sessions  will  include 

discussions  and  descriptions  of  new 

practice  on  the  following  themes: 

•  Working  with  other  professionals/ 
interdisciplinary  collaboration 

•  The  child  with  a  degenerative 
condition 

•  Sensory  stimulation 

•  Training  staff 

Sex  education,  awareness  and  abuse 

•  Working  with  families 

For  further  details  contact: 

CONFERENCE  ASSOCIATES 

WARWICK  89 

Congress  House 

55  New  Cavendish  Street 

London  W1M7RE,  UK. 

Telephone:  01-486  0531 

Telex:  934346  CONFAS  G 

Facsimile:  01-936  7559 
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The  International 

Professional  Training 

Program 

The  Helen  Keller  National  Centre  is  now 
offering  13-week  training  programmes  for 
professionals  who  are  working  with  deaf- 
blind  people.  The  courses  are  being  ex- 
panded because  of  the  increasing  number  of 
requests  for  training  they  are  receiving  from 
outside  of  the  United  States. 

Based  at 

The  Helen  Keller  National  Center 
111  Middle  Neck  Road 
Sands  Point,  NY  11050  USA. 

Next  Available  Dates: 

9  October  1 989  —  5  January  1 990 

Cost: 

Tuition:  $150  per  week 

Room  and  Board:  $150  per  week 

Suitable  for  professionals  working  directly 
with  deaf-blind  people  or  co-ordinating  and 
developing  new  programmes.  The  course 
includes:  an  overview  of  deaf-blindness  in- 
cluding rehabilitation,  supervised  'hands  on' 
experience  with  deaf-blind  people;  films  and 
video  tapes  on  psychological  adjustment  as 
well  as  skills  and  techniques  and  a  major 
project  which  must  be  applied  to  the  student's 
home  country. 

An  optional  programme  is  also  available 
to  visit  and/or  participate  in  one  or  more 
recommended  deaf-blind  programmes  in  the 
USA. 

Additional  Information 

For  a  13-week  program  a  visitor's  visa  will 
suffice. 

English  is  the  spoken  language  of  the 
course. 

For  details  and  application  forms  contact: 

Sister  Bernadette  Wynne,  or 
Miriam  Domingo-Schmitt 

Helen  Keller  National  Center 
111  Middle  Neck  Road 
Sands  Point, 
New  York  11050,  USA 


Hearing  Research  Trust 

The  Hearing  &  Speech  Trust  has  changed  its 
name  to  the  Hearing  Research  Trust. 

One  of  the  first  objectives  of  the  newly- 
named  Trust  is  the  raising  of  £150,000  to 
fund  three  unique  genetics  research  projects 
at  St  Mary's  Hospital,  Manchester.  The  proj- 
ects, which  will  combine  the  skills  of  molecu- 
lar geneticists  and  audiologists,  have  been 
chosen  because  they  offer  a  real  chance  of 
giving  practical  help  to  thousands  of  families 
suffering  from  congenital  forms  of  deafness. 

More  information  is  obtainable  from: 

Vivienne  Michael 
Hearing  Research  Trust 
330/332  Gray's  Inn  Road 
London  WC1X8EE 
Tel:  01-833  1733 


CASTLE  PRIORY  COLLEGE 
COURSES 

17-19  March  1989 

Profoundly  Handicapped  Children  — 
Management  and  Teaching 

—  for  teachers,  carers,  classroom 
assistants  and  others. 

Tuition:  £75 
Resident:  £49 
Non  resident:  £20 

12-14  May  1989 

Teaching  Functional  Language  to 
Young  Language  Impaired  Children 

—  workshop  focussing  on  four  inter-related 
therapy  procedures.  Mainstream  and 
special  school  staff. 

Tuition:  £75 
Resident:  £49 
Non-resident:  £20 

30May-2June  1989 

Blissymbolics  —  Accessing  and 
Technology 

—  'hands  on'  practical  programme. 
Previous  Bliss  training  essential  (numbers 
limited) 

Tuition:  £165 
Resident:  £73.50 
Non-resident:  £30 

11-15  June  1989 

Halliwick  Swimming  Method  Parts  A 

and  B 

—  details  indicate  'Parts';  components  may 
be  separated. 

Tuition:  £75 
Resident:  £98 
Non-resident  £40 

23-25  June  1989 

Counselling  Children  and  Young  People 
who  have  Hearing  Impairment 

—  An  experiential  workshop  in  association 
with  Reading  University 

Tuition:  £75 
Resident:  £49 
Non-resident  £20 

For  further  information,  or  to  reserve  a 
place  on  any  of  these  courses,  contact: 

CPC, 

Thames  Street 

Wallingford,  Oxon  OX1 0  0HE. 
Tel:  Wallingford  (0491)  37551 

BRITISH  DEAF  ASSOCIATION 
COURSES  1989 

March  14-17  1989 
School  Leavers'  Course 

Age  group  15+ 

Barrowby,  near  Harrogate,  North 

Yorkshire. 

Provisionally  June  1989 

The  BDA  Youth  Rally  —  United  World 
College  of  the  Atlantic 

Age  group  14-18 


August  5-12  1989 
Summer  School 

Age  group  adults 
Chester. 

15-22  July  1989 
Welsh  Adventure  Week 

Age  group  9-13 

26  August-22  Sept.  1989 
Welsh  Adventure  Week 
Age  group  5-8 

For  further  details  or  to  reserve  a  place  on 
any  of  these  courses,  please  write  to:  The 
Education  Service,  The  British  Deaf 
Association,  38  Victoria  Place,  Carlisle, 
CA1  1HU. 


DrLilli  Nielsen: 

Her  Approach  in 

Practice 

RNIB  Lecture  Tour  1989 

Dr  Nielsen  will  talk  about  the  back- 
ground to  her  work  and  explain  how 
she  plans  activities  for  individual 
chldren  and  how  and  why  these  activi- 
ties are  arranged.  She  will  introduce 
specific  equipment  that  she  uses  and 
talk  about  the  'little  room'  and  the  differ- 
ences this  provokes  in  children's  atti- 
tudes and  responses. 
Monday  24  April  1989 
10.00  a.m.  — 4.00  p.m. 

Postgraduate  Centre,  Darlington  Me- 
morial Hospital,  Hollyhurst  Road,  Dar- 
lington —  cost  £1 0  including  lunch. 

Wednesday  26  April  1989 

10.00  a.m.  — 4.00  p.m. 

Sense-in-the  Midlands,  Church  Road, 
Edgbaston,  Birmingham  —  cost  £10 
including  lunch. 

Thursday  27  April  1989 

5.30  p.m.  — 7.00  p.m. 

This  lecture  is  sponsored  jointly  by 
RIHE  and  NCB  at  Froebel  Institute 
College,  Roehampton  Institute  of 
Higher  Education,  Grove  House, 
Roehampton  Lane,  London  SW1 5  5PJ. 
—  cost  £5. 

Saturday  29  April  1989 

10.00  a.m.  —  12.00  noon 

RNIB's  Armitage  Hall,  Great  Portland 
Street,  London  —  cost  £5. 

N.B.  Unfortunately  there  will  be  no 
creche  facilities  available  at  these 
meetings. 

For  more  information  contact: 

The  Administrator, 
RNIB  Education  Courses, 
Marlborough  House, 
Holly  Walk, 

Leamington  Spa,  CV32  4XP. 
(Tel:  0926  452868) 
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Reprinted  with  kind  permission 

from  Colin  Wheeler.  First 

published  in  Community  Care 

magazine 


Mary  Guest,  Usher  Syndrome  Co- 
ordinator visits  John  Finch,  head  of  the 
Deaf-Blind  Association  of  Victoria, 
Australia,  pictured  here  with  the  mother  of 
a  girl  with  Usher  Syndrome.  See  page  19. 
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THE  NATIONAL  DEAF-BLIND  AND  RUBELLA  ASSOCIATION 
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Government  statement  on  deaf-blind 

education  published 


Shammon  and  James  from  Whitefield's  School  appeared  in  The  Education  Photo:  Graham  Turner  The  Guardian 

>^^^v  Guardian  publicising  the  statement  in  little  more  than  brown  sauce! 

_^g) _ 

>enSG  The  eyes  and  ears  of  deaf-blind  people. 


Sense 

The  National  Deaf-Blind 
and  Rubella  Association 

311  Grays  Inn  Road,  London  WC1X  8PT 
Tel:  01-278  1005  Fax:  01-837  3267 

President Dr  G  6  Simon  MB  ChB  DPM  FRCPsych 

Chairman Jessica  Hills  MBE 

Vice-Chairman Margaret  White 

Treasurer Emrys  Lloyd 

Cnief  Executive Rodney  Clark 

SENSE-IN-SCOTLAND 
168  Dumbarton  Road 

Glasgow  G11  6XE 

Tel:  041-334  9666/9675 

Director  Gill  Morbey 

Overbridge  Centre 

63  St  Andrews  Drive 

Pollockshields,  Glasgow  G41  5EY 

Tel:  041-423  2064 

Principal  Geoff  Aplin 

REGIONAL  CONTACTS 

SENSE  -  Avon  Parents  Resource: 

Kate  Sullivan.  41  Wigton  Crescent,  Southmead, 

Bristol  BS10  6DX 

SENSE  -  Colchester: 

Brendan  Giblin,  104  Bergholt  Road. 

Colchester.  Essex 

SENSE  -  Eastern: 

Elizabeth  Royle.  The  Lanterns,  Church  Lane, 

Playford.  Ipswich.  Suffolk  IP6  9DS 

Tel:  0473  622443 

SENSE  -  East  Midlands: 

Elizabeth  Holbrook.  Post  Office.  12-16  High  Street. 

Moulton.  Spalding.  Lines  PE12  6QB 

Tel:  0406  370201 

SENSE-  London  North  East: 

Christine  Taylor.  26  Albion  Road, 

Walthamstow.London  E17  3HZ 

Tel:  01-520  1736 

SENSE  -  London  West: 

Josie  Connolly.  299  West  End  Road,  South  Ruislip, 
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Perhaps  many  of  you  will  already  have  heard  that  Paul  Ennals,  our  Director  of  Welfare 
and  Information,  is  to  leave  Sense  after  working  with  us  for  six  years.  His  new  post  will 
be  as  Director  of  Education  and  Leisure  for  the  RNIB. 

Much  has  happened  in  Sense's  development  over  the  past  six  years  as  we  have 
worked  on  our  two  Action  Plans,  developing  Sense's  services.  Paul  has  been  an 
initiator  and  inspiration  in  much  that  is  new,  especially  in  the  area  of  Adult  Services 
and  campaigning  on  the  issues  most  important  for  Sense's  beneficiaries.  From  being 
a  team  of  virtually  Paul  and  one  other,  he  has  built  up  his  department,  now  encompass- 
ing Norman  Brown's  work  with  parents,  branches  and  advocacy,  Mary  Guest  and  the 
Usher  Syndrome  Project,  holidays,  Conferences  and  Weekends  Away.  He  has  been 


Paul  Ennals  with  Maria  Boswell,  enjoying  the  sunshine  on  a  Sense  holiday  in 
the  Lake  District  in  1986. 

in  charge  of  publications  and  editor  of  Talking  Sense  and  the  IAEDB  magazine.  He 
has  overseen  the  development  of  Adult  Services  and  Ewa  Stefanowska's  Long  Term 
provision.  He  worked  with  the  D.E.S.  on  the  Policy  Statement  on  Educational 
Provision  for  Deaf-Blind  Children.  He  has  also  fostered  and  developed  our  many  links 
with  other  organisations  which  resulted  in  the  Document  'Breaking  Through',  now 
being  followed  up  with  Social  Services  Departments  round  the  country,  the  appoint- 
ment of  a  parliamentary  lobbyist,  and  deaf-blind  awareness  courses.  All  this  exempli- 
fies Paul's  attitude  of  cooperation  rather  than  confrontation,  his  endless,  tireless  hard 
work  for  Sense  and  his  warmth  and  humour  which  have  kept  us  all  going  in  difficult 
times.  We  shall  miss  him  greatly  but  know  that  he  will  keep  turning  up  at  meetings  and 
at  our  Weekends  Away.  We  know  too  that  we  shall  be  working  with  him  in  his  new  post. 
We  wish  you  well,  Paul,  every  success  and  happiness  and  thank  you  for  all  you  have 
done  for  Sense. 
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Jessica  Hills 


Party  Piece 


Rodney  Clark  writes: 

Paul  Ennals,  our  loved  and  respected  Di- 
rector of  Welfare  and  Information  will  be 
leaving  Sense  in  June. 

Paul  joined  Sense  in  1983  as  Develop- 
ment Officer  when  our  Head  Office  was  still 
just  2  floors  of  31 1  Gray's  Inn  Road  building 
—  it  now  occupies  8  times  the  amount  of 
space  on  3  sites! 

With  his  unerring  eye  for  a  good  project, 
his  immediate  rapport  with  families  and  staff 
and  his  incredible  appetite  for  hard  work, 
Paul  has  been  a  significant  force  in  the 
development  of  Sense's  work  over  the  past 
6  years.  Happily  his  new  job  will  keep  him 
close  to  us,  professionally  and  geographi- 
cally! 

Paul's  reliability,  his  willingness  to  say 


'yes'  to  any  request  and  his  major  contribu- 
tion to  the  regard  in  which  Sense  is  held  are 
qualities  and  gifts  that  I  had  hoped  to  retain 
for  as  long  as  possible.  New  challenges  and 
stimuli  are  needed  by  us  all  and  it  is  right 
and  proper  for  Paul  now  to  develop  his 
career  after  his  immeasurable  service  to 
Sense.  But,  by  God,  we  will  miss  him. 

A  party  of  thanks  and  farewell  to  Paul  is 
to  be  held  on  Wednesday  14th  June,  1989 
starting  at  7.30  pm  at  Smithy's  Wine  Bar, 
Leeke  Street,  WC1  [Directions:  Go  down 
the  alley  to  the  left  of  Willing  House  (356 
Gray's  Inn  Road),  turn  1  st  right  into  Wicklow 
Street  and  take  2nd  left  into  Leeke  Street 
tel :  278  5949]  All  members,  staff  and  friends 
are  welcome  to  attend  —  but  do  let  us  know 
you  are  coming! 
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Inquest  into  the  death 
of  Beverley  Lewis 

Beverley  Lewis,  a  deaf-blind  rubella  handi- 
capped woman,  was  23  years  old  when  she 
died  at  home  while  being  solely  cared  for  by 
her  mother.  An  inquest  into  her  death  opened 
on  19  May  and  was  adjourned. 

Beverley's  brothers  and  sisters  have  ar- 
ranged for  legal  representation  at  the  in- 
quest and  are  hoping  that  it  will  provide  an 
opportunity  to  hear  about  the  circumstances 
that  led  to  Beverley's  death.  They  have 
issued  a  statement  saying  'We  welcome 
the  opportunity  that  the  Coroner's  Inquest 
will  provide  for  the  issues  surrounding  our 
sister's  death  to  be  closely  examined  and 
discussed. 

'After  our  sister's  death  we  wanted  as 
much  publicity  as  possible.  We  hoped  that 
if  the  facts  of  the  case  were  brought  to  the 
public's  attention  then  the  authorities  would 
have  to  make  as  full  an  investigation  as 
possible.  We  don't  want  Beverley's  death  to 
be  swept  under  the  carpet  and  the  issues 
ignored.' 

This  case  is  likely  to  generate  consider- 
able public  awareness  of  Sense  and  will 
focus  attention  on  the  many  other  deaf- 
blind  adults  like  Beverley  born  in  the  rubella 
epidemic  of  the  1 960s.  We  hope  to  have  a 
full  account  of  the  proceedings  in  the  next 
issue  of  Talking  Sense. 


Out  of  Touch 

A  survey  of  the  communication 

of  auditorily  and  visually 

impaired  patients  in  hospitals 

for  mental  handicap 

by  Doreen  Woodford 

This  report  has  just  been  published  by 
Sense.  Copies  are  available  price  £1.50 
from  Mary  Guest,  Usher  Syndrome  Co- 
ordinator, 31 1  Gray's  Inn  Road,  London 
WC1X8PT. 

The  survey  will  be  discussed  in  detail  in  the 
next  issue  of  Talking  Sense. 


South  West  Regional 
Officer  for  Sense 

Sense  has  just  opened  its  South  West 
Regional  Office  in  Newton  Abbot.  Peter 
Holman  is  the  new  Regional  Officer  with 
secretarial  support  provided  by  Jill  Carpen- 
ter. 

Peter,  with  his  wife  Mary,  formed  the  first 
regional  branch  of  Sense  in  1 984  and  since 
then  has  developed  a  range  of  support 
services  for  families  and  those  working  with 
deaf-blind  children.  Peter  has  spent  the  last 
1 7  years  as  a  residential  social  worker  with 
Devon  Social  Services  working  with  chil- 
dren and  mentally  handicapped  adults  in 
South  Devon,  as  well  as  being  a  parent  of  a 
deaf-blind  child,  Richard,  aged  10,  and  a 
daughter,  Cathy. 

Part  of  Peter's  new  role  is  an  extension 
of  the  work  initiated  by  the  Branch,  such  as 
developing  the  residential  centre  planned 
for  Exeter.  Other  tasks  include  increasing 
awareness  of  dual  sensory  handicap  in  the 
South  West,  negotiating  specialist  services 
with  the  local  authorities,  including  respite 
care  and  representing  many  of  the  aspects 
of  Sense  services  within  the  region. 

Jill  Carpenter,  Peter's  secretary,  works 
part  time  at  present,  from  Monday  to  Thurs- 
day morning,  9am  until  12.30pm.  so  it  is 
better  to  contact  the  office  at  these  times. 

The  new  Regional  Office  is  planned  for 
87b,  Queen  Street,  Newton  Abbot  TQ12 
2BG,  and  should  be  open  by  late  May.  A 
telephone  number  will  be  advised  in  the 
next  issue  of  Talking  Sense. 

At  present,  Peter  and  Jill  are  working 
from  Peter's  home  at  15a.  Powderham 
Road,  Newton  Abbott,  TQ12  1EU  (0626- 
69278).  The  Branch  is  still  run  from  the 
same  address. 


Sense  —  Kent 

Congratulations  on  our  twiglet  which  has 
decided  to  become  a  Branch.  The  line-up  of 
officers  is: 

Chairman:  Sue  Turner 

Vice-Chairman:     Ray  Marriott 

Treasurer:  Bob  Trelford 

Although  all  is  not  signed,  sealed  and  deliv- 
ered yet,  we  are  certain  it  will  be  soon.  Full 
contact  details  in  the  next  Talking  Sense. 
Meanwhile,  welcome  to  our  newest  branch. 


'We're  All  Going  on  a 
Summer  Holiday ..." 


Fancy  Volunteering? 

We  still  need  volunteers  to  help  out  on  all  the 
holidays  this  year.  So,  if  you're  16+,  hard- 
working, fun-loving  and  would  like  to  gain 
valuable  experience  and  training,  we  would 
love  to  hearfrom  you.  Interested?  Then  please 
contact  Julia  Gardner  or  Carmel  Perry  on  01  - 
278  1 005  or  write  to  Sense  Head  Office,  31 1 
Gray's  Inn  Road,  London  WC1X  8PT. 


Places  still 
available 

There  is  still  time  to  apply  for  a  holiday 
this  summer  with  places  available  on 
holidays  to  Ashburton,  Newcastle. 
Edgbaston  and  Exeter.  For  an  appli- 
cation form,  just  contact  Julia  or 
Carmel  at  Head  Office. 
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Policy  on  Education  Published! 
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The  long-awaited  Policy  Document  on  Deaf-Blind  Education  was  finally  published 
on  9  March  by  the  Department  of  Education  and  Science  in  response  to  a 

Parliamentary  question.  It  was  planned  as  part  of  a  review  of  special  schools 
taking  place  in  1984.  As  a  result  of  pressure  from  Sense  and  other  groups  it  was 

decided  that  the  needs  of  deaf-blind  children  had  to  be  looked  at  separately. 

The  publication  of  this  policy  statement  is  a  great  leap  forward  for  deaf-blind 

education:  it  is  the  first  time  the  DES  has  officially  recognised  the  needs  of  this 

group  or  even  tried  to  identify  how  many  deaf-blind  children  there  are.  Although 

there  are  some  parts  of  the  policy  that  are  disappointing,  on  the  whole  it  is  very 

useful  and  should  provide  power  to  the  elbow  of  parents,  local  authorities  and 

Sense  to  improve  education  for  deaf-blind  children.  This  summary  has  been 

compiled  by  Charles  Byrne  and  Colette  Mercer  with  additional  comments  from 

Tony  Best,  David  Bond  and  Lindy  Wyman. 


A  Policy  Statement 

The  document  is  a  policy  statement  and  not 
a  government  circular:  it  is  intended  to 
provide  a  framework  for  planning  services". 
This  is  a  subtle  distinction  which  means  that 
local  authorities  are  not  obliged  to  take  up 
recommendations  although  Sense  is  ex- 
pecting that  most  of  them  will.  According  to 
the  statement  Authorities  are  invited  to  take 
steps  to  identify  deaf-blind  children  in  their 
area  and  to  make  appropriate  provision  for 
them  within  the  guidelines  recommended' 
Howeverthis  does  not  mean  more  resources 
being  available:  This  guidance  should  help 
them  to  get  the  best  value  for  money  from 
the  resources  already  devoted  to  these 
children '. 

In  the  introduction  the  document  states 
that  it  aims  to  identify  the  nature  of  impair- 
ment, the  type  of  teaching  and  other  sup- 
port services  (including  teacher  training) 
which  such  children  require  and  which  are 
currently  available,  the  schools  capable  of 
providing  for  them  and  the  development  of 
regional  provision. ' 

What  is  Deaf-Blindness? 

The  DES  document  recognizes  that  deaf- 
blind  is  a  term  used  to  describe  a  group  of 
children  who  have  very  different  needs  and 
who  may  have  varying  degrees  of  hearing 
and  sight  loss. 

In  educational  terms  deaf-blind  children 
can  be  seen  as  part  of  a  continuum  includ- 
ing: 


a.  those  whose  needs  can  be  met  in  spe- 
cial schools  for  the  visually  or  hearing  im- 
paired without  the  need  to  establish  special 
classes  or  units; 

b.  those  with  little  or  no  intellectual  impair- 
ment but  for  whom  the  schools  at  (a)  above 
are  inappropriate  unless  they  offer  special 
provision  for  deaf-blind  children; 

c.  those  with  considerable  to  severe  intel- 
lectual impairment,  who  require  full-time 
provision  catering  specifically  for  their  dual 
sensory  impairment. 

In  addition  many  deaf-blind  children  have 
other  disabilities  including,  for  example,  a 
mobility  problem.  In  such  cases  decisions 
on  their  placement  may  be  affected  by  their 
limited  motor  skills  and  in  some  cases  poor 
health.  Special  provision  may  need  to  be 
made  in  other  educational  placements. ' 

Statistics 

Before  compiling  this  statement  the  DES 
needed  to  establish  the  number  of  deaf- 
blind  children  there  are.  Local  authorities  in 
England  and  'other  interested  parties'  in- 
cluding Sense,  were  asked  to  complete  a 
questionnaire  giving  details  of  the  numbers 
of  children  and  the  education  provision  made 
for  them. 

A  total  of  79  LEAs  replied  to  the  survey 
giving  a  response  rate  of  81%. These  re- 
plies showed  that  at  1st  September  1986 
there  were:  '696  children  currently  identi- 
fied as  deaf-blind  (389  boys  and  307  girls); 
this  represents  around  1  in  10,000  of  the 
total  school  population  in  England  of  7. 7 


million.  If  all  the  LEAs  had  returned  a  ques- 
tionnaire it  is  expected  that  this  would  give 
a  total  of  approximately  800  children. ' 

('The  only  previous  study  —  conducted 
by  Mrs  C  Best  for  Sense  in  1983  —  sug- 
gests that  this  figure  may  be  an  underesti- 
mate. Her  study  was  conducted  only  among 
deaf-blind  children  in  schools  for  those  with 
severe  learning  difficulties  and  a  direct 
comparison  is  not  possible.) 

Table  1  (below)  gives  a  regional  break- 
down. 

'The  highest  proportion  of  this  group  of 
children  were  under  the  age  of  eleven  with 
nearly  a  quarter  being  under  compulsory 
school  age.  In  general  the  prevalence  of 
deaf-blindness  appears  to  be  fairly  con- 
stant across  the  age  range;  in  particular 
there  seems  to  be  no  significant  differences 
in  prevalence  between  the  age  ranges  5 — 
Wand  11  —  15: 

The  document  notes  that  these  figures 
may  be  an  underestimate  for  a  number  of 
reasons :  'The  apparent  low  incidence  in  the 
0  —  5  age  range  may  be  due  to  identifica- 
tion problems  and  due  to  the  fact  that  during 
the  first  two  years  of  life  children  with  dis- 
abilities are  likely  to  be  still  undergoing 
assessment.  The  seemingly  low  number  of 
young  people  in  the  16  —  19  year  old  age 
bracket  identified  as  deaf-blind  might  be 
attributable  to  the  fact  that  some  young 
people  in  this  age  range  might  have  left  full- 
time  education  and  may  therefore  not  be 
included  in  the  survey;  the  figures  might  not 
accurately  reflect  the  extent  of  the  needs  of 
this  age  group  of  the  deaf-blind  population. 
The  table  also  shows  that  the  West  Mid- 
lands, East  Midlands  and  Greater  London 
have  a  higher  concentration  of  deaf-blind 
children  per  100,000  of  the  school  popula- 
tion than  the  other  regions. ' 

Additional  Disabilities 

The  table  from  the  survey  shows  that  from 
the  children  identified  in  the  survey  the 
largest  number  of  deaf-blind  children  were 
partially  hearing/partially  sighted.  It  also 
shows  that  most  deaf-blind  children  have  at 
least  one  additional  disability;  nearly  two 
thirds  of  the  children  with  severe  learning 
difficulties  (SLD)  and  just  over  half  with 


Table  1 :  Proportion  of  Deaf-Blind  Children  by  Age 


Total  Deaf- 
Blind  Boys 
and  Girls 


No  per  100,000 

of  School 

Population 


Total  Deaf- 
Blind  Boys 


Total  Deaf- 
Blind  Girls 


Pupils  under 
5  years 


Pupils  5- 
10  years 


Pupils  11- 
15  years 


Pupils  16- 
19  years 


Northern 

22 

4 

16 

6 

4 

12 

6 

0 

Yorkshire  and  Humberside 

30 

6 

13 

17 

6 

12 

7 

5 

North  Western 

108 

11 

60 

48 

25 

44 

29 

10 

East  Midlands 

99 

15 

56 

43 

21 

39 

28 

11 

West  Midlands 

137 

17 

80 

57 

43 

45 

30 

19 

East  Anglia 

19 

9 

11 

8 

5 

4 

6 

4 

Greater  London 

129 

15 

73 

56 

15 

53 

35 

26 

Other  South  East 

86 

6 

42 

44 

22 

21 

28 

15 

South  Western 

66 

10 

37 

29 

14 

22 

21 

9 

Total 

696 

10 

388 

308 

155 

252 

190 

99 
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Table  2:  Degree  of  Sensory  Disability  of  Deaf-Blind  Children 

Total 

Pupils 

Pupils 

Pupils 

Pupils 

Pupils 

Pupils 

Pupils 

Pupils 

Pupils 

Pupils 

number 

pro- 

profoundly 

partially 

partially 

under 

with 

with 

with 

with 

with 

of 

foundly 

deaf- 

hearing 

hearing 

assess- 

impaired 

moderate 

severe 

emotional- 

other 

deaf-blind 

deaf-blind 

partially 

blind 

and 

ment 

mobility 

learning 

learning 

behaviour 

diffi- 

pupils 

sighted 

sighted 

difficulty 

difficulty 

difficulty 

culties 

Northern 

22 

1 

2 

6 

8 

5 

14 

1 

14 

0 

1 

Yorkshire  &  Humbershide    30 

4 

15 

2 

8 

1 

12 

5 

14 

5 

3 

North  Western 

108 

11 

14 

15 

53 

15 

60 

19 

70 

15 

10 

Eeat  Midlands 

99 

19 

9 

13 

46 

12 

52 

13 

65 

17 

10 

West  Midlands 

137 

17 

23 

13 

65 

19 

64 

14 

95 

11 

16 

East  Anglia 

19 

7 

2 

5 

4 

1 

8 

0 

14 

3 

0 

Greater  London 

129 

14 

18 

14 

30 

53 

88 

14 

92 

15 

6 

Other  South  East 

86 

28 

9 

9 

33 

7 

26 

11 

37 

7 

2 

South  Western 

66 

22 

11 

11 

15 

7 

34 

10 

37 

11 

16 

Total 

696 

123 

103 

88 

262 

120 

358 

87 

438 

84 

64 

impaired  mobility.  According  to  the  DES  'It 
is  accepted  that  any  deaf-blind  child  will 
have  very  great  difficulties  with  learning  but 
the  cause  of  those  difficulties  may  not  be 
separable  into  problems  of  sensory  percep- 
tion on  the  one  hand  and  information  proc- 
essing on  the  other.  It  is  possible,  therefore, 
that  the  survey  results  reflected  that  some 
children  had  been  placed  in  SLD  provision 
rather  than  that  they  were  suffering  from 
SLD  as  generally  understood. ' 

Assessment 

This  section  includes  some  very  important 
recommendations:  'When  the  special  edu- 
cational needs  of  these  children  are  as- 
sessed under  the  1981  Education  Act,  the 
LEA  has  to  obtain  educational,  psychologi- 
cal and  medical  advice  and  to  consult  the 
parents  and  take  account  of  their  wishes.  It 


may  also  be  appropriate  to  obtain  other 
professional  advice  on  individual  children. ' 

Establishing  the  needs  of  a  deaf-blind 
child  will  depend  in  part  on  the  quality  of  the 
information  about  his  physical  condition.  A 
detailed  report  may  be  required  from  a 
paediatrician,  ophthalmologist,  orthoptist, 
otologist,  audiologist  or  neurologist.  Be- 
cause of  the  inter-relationship  of  physical, 
sensory,  cognitive  and  emotional  factors, 
assessing  a  deaf-blind  child  is  an  extremely 
complex  procedure  which  may  continue 
over  a  long  period.  Assessment  should  be 
undertaken  by  those  with  specific  expertise 
in  these  areas. ' 

This  section  is  very  important  because  it 
recognises  that  assessing  adeaf-blind  child 
cannot  be  done  in  a  few  hours  by  profes- 
sionals who  do  not  have  the  expertise.  The 
document  recognises  the  vital  role  that 
parents  and  teachers  play  in  assessment: 


Parents  should  be  involved  at  an  early  stage  and  encouraged  to  participate  in 
assessment 


'It  is  most  important  that  parents  are 
involved  from  an  early  stage  and  encour- 
aged to  participate  in  the  subsequent  as- 
sessment procedures.  In  preparation  for  an 
assessment  there  may  be  a  need  to  devise 
appropriate  programmes  for  the  child  in  co- 
operation with  his  parents,  and,  where  the 
child  is  already  at  school,  though  home/ 
school  liaison. 

'As  an  appropriate  stage,  it  may  be  help- 
ful to  arrange  for  a  trial  placement  in  a 
special  school  or  a  special  unit  within  a 
school  as  part  of  the  assessment.  This 
would  enable  the  child  to  be  assessed  by 
teachers  with  specialist  qualifications  for 
teaching  deaf  or  blind  children.  The  estab- 
lishment of  regional  provision  will  be  vital  in 
affording  support  in  this  respect.' 

Curriculum  and  Placement 

The  policy  statement  recommends  that  a 
curriculum  has  to  be  devised  for  the  individ- 
ual child  and  has  to  be  a  continuous  proc- 
ess: 

'It  is  important  that  the  curriculum  de- 
vised for  a  deaf -blind  child  and  a  placement 
in  a  school  or  unit  should  not  underestimate 
his  aptitude  and  ability.  As  with  all  state- 
mented  children  under  the  1981  Act.  local 
authorities  should  ensure  that  there  is  ade- 
quate provision  for  continuing  assessment 
and  regular  reassessment  to  take  account 
of  individual  pupils'  development  at  differ- 
ent stages  in  their  school  life. ' 

The  need  for  stimulating  the  use  of  resid- 
ual vision  and  hearing  is  recognised  to- 
gether with  using  touch,  taste  and  smell. 

'These  activities  should  include  strate- 
gies aimed  at  promoting  the  joint  use  of 
senses  in  order  to  develop  the  child's  ca- 
pacities for  receiving,  processing  and  mak- 
ing use  of  incoming  information  and  formu- 
lating and  organising  ideas  and  actions 
leading  to  self  expression.  The  curriculum 
for  a  deaf-blind  child  will  need  to  accord  a 
high  priority  to  the  development  of  a  com- 
munication system,  to  maximise  the  use  of 
the  combined  senses  and  physical  abilities 
both  for  reception  and  expression  and  to 
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foster  relationships.  In  addition  the  child  will 
need  to  acquire  self  help  and  independence 
skills. ' 

Deaf-blind  children  will  also  require  ori- 
entation and  mobility  training  to  enable  them 
to  move  with  safety  and  confidence  in  famil- 
iar and  unfamiliar  surroundings.  Some  may 
have  additional  physical  difficulties  and  will 
require  appropriate  motor  programmes  spe- 
cific to  these  difficul- 
ties. ' 

These  curricular 
needs  will  determine 
which  school  the  child 
attends.  It  is  recog- 
nised that  some  will 
have  to  attend  on  a 
residential  basis  if  it  is 
outside  the  area  they 
live  in. 

Parents  should  be 
involved  at  all  stages 
in  the  assessment  and 
decision  making  proc- 
ess regarding  place- 
ment. The  full  support 
of  educational,  medi- 
cal and  social  service, 
other  agencies  and 
voluntary  bodies 
should  be  available  to 
parents. ' 

Pre-School 
Provision 


and  long-term  assessment.  Close  links 
should  be  established  with  school-age  provi- 
sion to  allow  resources  to  be  shared  and  give 
access  to  a  wider  range  of  professional  skills, 
and  ensure  continuity  in  the  child's  educa- 
tion management. ' 

The  importance  of  involving  parents  at 
the  above  stages  of  assessment  and  pre- 
school provision  is  emphasised,  however 


The  DES  recommends 
early  diagnosis  and 
planning: 

By  the  age  of  2.  LEAs  should  have  begun 
to  plan  involving  parents,  medical,  educa- 
tional and  psychological  personnel,  social 
workers  and  counsellors  associated  with 
deaf-blind  units  and  appropriate  voluntary 
agencies  involved  in  the  assessment  proce- 
dure and  parental  counselling.  Advisory 
teachers  skilled  in  working  with  deaf-blind, 
along  with  specialist  para-medics  such  as 
physiotherapists,  speech  and  occupational 
therapists,  will  be  needed  in  guidance  team 
working  with  the  family.  This  team  could 
provide  support  for  other  professionals,  such 
as  teachers  of  the  deaf  or  visually  impaired 
who  may  be  working  with  children  with  a  dual 
sensory  impairment'. 

Owing  to  the  different  needs  of  deaf-blind 
children  it  is  not  possible  to  identify  an  opti- 
mum age  for  the  start  of  formal  schooling. 
Much  might  depend  on  the  wishes  of  parents 
and  their  capacity  to  assist  the  early  develop- 
ment of  the  child  and  the  support  that  can  be 
given  to  them,  for  example,  by  enabling 
parents  to  work  with  their  children  at  home 
through  Portage  and  similar  projects.  In- 
terveners, working  one-to-one  with  the  child 
for  a  specified  number  of  hours  per  week, 
would  enable  the  deaf-blind  child  to  partici- 
pate more  fully  in  family  life  by  ensuring  that 
he  is  made  aware  of  all  that  is  made  of  all  that 
is  happening  around  him.  This  may  allow 
local  authorities  to  determine  whether  formal 
schooling  might  begin  as  early  as  the  age  of 
2  years.  Local  authorities  should  also  con- 
sider making  available  resources  similar  to 
those  already  provided  by  Sense's  family 
centres  which  would  include  specially  trained 
staff,  parent  guidance  and  support,  equip- 
ment and  a  toy  library.  A  nursery  or  nursery 
unit  would  also  provide  a  base  for  education 


The  Policy  Statement  fails  to  emphasise  the  importance  of  Further  Education 


the  document  fails  to  say  that  involvement 
and  training  for  families  should  continue 
beyond  this.  Throughout  the  child's  educa- 
tion, support  staff  and  services  should  be 
available.  Families  are  often  faced  with 
Herculean  tasks  which  may  become  impos- 
sible to  manage  unless  they  are  adequately 
trained  and  supported. 

School  Provision 

This  section  is  extremely  significant  because 
it  recognises  that  all  deaf-blind  children  will 
need  extra  support  to  compensate  for  their 
loss  of  both  hearing  and  vision.  With  this 
support,  different  placements  could  be  suit- 
able depending  on  the  child's  needs. 

a.  a  specialised  unit  for  deaf-blind  chil- 
dren within  an  existing  school,  where  a  full 
range  of  professional  support  and  specialist 
skills  including  that  of  assessment  will  be 
available.  Such  units  are  likely  to  be  estab- 
lished on  a  regional  basis,  and  it  is  likely  that 
there  would  be  more  than  one  in  each  region, 
based  at  different  types  of  special  school. 
Different  'host'  schools  may  bring  different 
advantages;  units  within  a  range  of  schools 
may  offer  a  variety  of  provision. 

b.  other  classes  within  the  school  where 
a  specialised  unit  is  based.  Here  the  exper- 
tise of  the  unit  can  support  the  additional 
needs  of  a  child  within  a  school  for  deaf 
children,  blind  children  or  children  with  SLD 
or  physical  disability. 

c.  other  schools,  with  the  provision  of 
additional  specialist  support. ' 

Sense  believes  that  in  the  case  of  'host' 
schools  described  in  the  first  paragraph  it  is 
important  that  these  schools  have  other 
children  whose  needs  are  compatible  with 
those  of  multi-sensory  deprived  children  so 


that  the  children  may  integrate  into  a  wider 

community  and  the  best  use  of  resources 

can  be  made. 

It  is  recognised  in  the  statement  that 

some  children  may  have  to  change  their 

current  schools  and  more  deaf-blind  units 

made  available: 

"Many  children  are  at  present  placed  in 

schools  for  children  with  SL  D.  It  will  be  impor- 
tant to  decide  whether 
this  is  the  most  appro- 
priate place  for  them. 
It  may  be  necessary 
for  local  education 
authorities  to  consult 
with  other  agencies 
such  as  social  serv- 
ices in  order  to  enable 
children  to  attend  spe- 
cialist deaf-blind  units 
outside  the  area  which 
might  entail  the  need 
for  boarding  or  hostel 
accommodation. ' 

Educational 
Provision  after 
16 

Unfortunately  this 
section  misses  the  op- 
portunity to  emphasise 
how  essential  further 
education  is  to  a  deaf- 
blind  person:  for  many 
it  is  at  this  stage  that 
learning'  in  a  more 
conventional  sense 
begins  to  take  place.  The  document  does  not 
change  the  failing  in  our  educational  system 
which  means  that  statutory  educational  pro- 
vision for  those  with  special  needs  ends  at 
1 9.  In  Scandinavian  'education'  programmes 
for  the  dual  sensory  impaired  there  is  good 
evidence  of  continued  progress  learning  and 
development  well  after  the  age  of  1 9, 20. 30, 
35... 

The  section  also  appears  to  confuse  is- 
sues about  integration  and  the  type  of  further 
education  needed  fordeaf-blind  young  adults. 
The  document  recognises  the  need  for 
education  after  16  years;  states  that  most 
provision  is  offered  by  the  specialist  institu- 
tions in  the  independent  sector  and  implies 
that  integration  into  FE  colleges  would  be 
extremely  difficult.  Unfortunately  it  does  not 
recognise  that  the  number  of  suitable  FE 
places  is  far  too  few  nor  does  it  recommend 
that  more  specialist  units  are  set  up. 

This  is  the  only  section  where  young 
people  with  Usher  Syndrome  are  mentioned 
but  they  seem  to  be  confused  with  the  needs 
of  the  congenially  deaf-blind.  'The  needs  of 
the  young  people  with  Usher  Syndrome  [a 
condition  where  a  proportion  of  children  are 
born  deaf -blind  (!??)]  will  need  to  be  consid- 
ered—  their  deteriorating  vision  is  likely  Jo  be 
having  significant  effects  by  this  stage  and 
existing  FE  establishments  which  cater  for 
hearing  impaired  students  will  need  to  exam- 
ine carefully  the  specialist  provision  they  are 
making  for  such  students.  Most  importantly 
the  document  states  that 

'The  early  identification  of  visual  prob- 
lems among  deaf  students  in  further  educa- 
tion is  vitally  important'  which  makes  it  sur- 
prising that  this  is  not  mentioned  in  the  pre- 
vious section  on  schools! 
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Teacher  Training 

It  was  encouraging  that  the  DES  agreed 
there  was  considerable  misunderstanding 
about  what  constitutes  a  specialist  qualifi- 
cation for  working  with  children  who  have  a 
dual  sensory  impairment.  From  the  survey 
it  seems  many  LEAs  assumed  that  school 
teachers  with  a  specific  qualification  for 
teaching  the  visually 
or  hearing  impaired 
would  also  be  quali- 
fied to  teach  children 
who  are  deaf-blind. 
The  statement  recog- 
nises that  the  special 
educational  needs  for 
deaf-blind  children 
are  markedly  differ- 
ent from  those  of  the 
child  who  is  either 
deaf  orblind  and  that 
specialist  courses  in 
training  either  deaf  or 
blind  do  not  provide 
the  necessary  train- 
ing for  teaching  chil- 
dren with  a  dual  sen- 
sory impairment. 

In  talking  aboutthe 
full-time  course  in 
Birmingham,  the 
document  was  some- 
what confused.  It 
stated  that  "there  is 
at  present  no  course 
in  Great  Britain  which 
leads  to  a  qualifica- 
tion in  the  teaching  of  dually  impaired  chil- 
dren". What  they  should  have  said  was  that 
there  was  no  course  in  Great  Britain  leading 
to  a  "mandatory"  qualification  in  the  teach- 
ing of  dually  impaired  children  —  let  us  be 
quite  clear  about  this!  The  one  year  course 
on  the  Education  of  Multi-Sensory  Impaired 
Children  at  Birmingham  University  does 
qualify  professionals  to  teach  children  who 
are  deaf-blind.  This  course  has  had  a  very 
successful  first  year  as  is  shown  by  the 
increased  number  of  applications  from 
teachers  in  local  authorities  for  the  next 
session  beginning  September  1989.  The 
statement  recommends  that  places  on  the 
Birmingham  course  are  eligible  under  the 
Local  Education  Authority  Training  Grant 
Scheme.  This  lists  separate  categories  for 
teaching  the  visually  impaired,  teaching  the 
hearing  impaired,  and  teaching  children 
with  severe  learning  difficulties.  No  mention 
is  made  of  training  for  deaf-blind  but  teach- 
ers may  be  seconded  to  the  Birmingham 
course  under  the  category  which  provides 
forteachers  of  children  with  severe  learning 
difficulties.  Of  course  it's  not  an  ideal  solu- 
tion but  it  does  mean  that  money  is  available 
and  the  arrangements  are  there  for  the  use 
of  local  authorities.  Sense  will  continue  to 
do  its  utmost  to  encourage  them  to  take  ad- 
vantage of  this  training. 

The  debate  concerning  a  mandatory 
qualification  for  teachers  of  children  who 
are  deaf-blind  continues.  In  the  Policy  State- 
ment, the  DES  not  only  argues  that  lack  of 
training  opportunities  makes  it  impractical 
to  require  teachers  of  the  deaf-blind  to  hold 
an  appropriate  qualification,  it  does  not  even 
say  that  teachers  of  the  deaf-blind  should 
hold  a  qualification  for  teaching  either  the 
deaf  orthe  blind.  It  merely  states  that  teach- 
ers of  deaf-blind  children  may  hold  one  of 


these  otherqualifications.  However,  with  so 
many  positive  aspects  in  the  document  for 
us  to  discuss  with  local  Education  Authori- 
ties and  Regional  Conferences  on  Special 
Education  we  do  not  intend  at  this  time  to 
spend  a  great  deal  of  effort  in  fruitless 
debate.  Nevertheless,  if  mandatory  qualifi- 
cations are  appropriate  for  teachers  of  the 
deaf  and  appropriate  for  teachers  of  the 


Students  should  be  encouraged  to  use  residual  hearing  and  sight 
as  well  as  touch  and  taste  and  smell. 


be  done.  These  proposals  are  shown  in 
Diagram  1  overleaf. 

It  is  not  intended  that  it  should,  or  could 
be  replicated  in  all  respects  in  every  area. 
Much  depends  on  the  facilities  already 
available  and  the  ability  of  LEAs  and  volun- 
tary organisations  to  redirect  resources  to 
the  development  of  such  a  service. ' 

This  structure  would  have  to  have  'Su- 
pra-regional provision'  for  those  children 
whose  needs  are  more 
complex  or  whose 
cases  are  so  unique  that 
their  needs  cannot  eas- 
ily be  met  locally.  It  is 
also  important  to  recog- 
nise if  these  regional 
structures  are  to  be  ef- 
fective then  training  and 
support  will  also  have  to 
be  available  for  other 
professionals  as  well  as 
for  teachers.  Profes- 
sionals who  have  not 
hadspecialisttrainingin 
identifying  the  special 
needs  of  children  who 
are  dual  sensory  im- 
paired are  more  likely  to 
make  errors  in  assess- 
ment and  may  fail  to 
identify  areas  of  special 
need.  Educational  psy- 
chologists, advisory 
teachers,  audiologists 
and  others  involved  in 
assessment  need  spe- 
cial training  as  well  as 
those  who  are  working 


blind,  the  principle  still  holds  that  teachers 
of  deaf-blind  children  should  have  an  ap- 
propriate qualification.  We  will  return  to  this 
battle  at  some  later  date. 

Sense  believes  it  is  important  that  there 
should  be  a  range  of  training  available  for 
interested  teachers  and  in  addition  to  the 
full-time  courses  at  Birmingham  University 
we  shall  endeavour  to  provide  in-service 
training  at  different  levels  to  meet  the  vary- 
ing needs  of  involved  professionals. 

Training  is  one  of  the  important  keys  to 
the  appropriate  education  of  deaf-blind  chil- 
dren. We  will  do  our  best  to  make  sure  that 
more  and  more  teachers  and  care  workers 
hold  that  key. 

Regional  Resources 

The  document  states 

'  The  small  numbers  and  scattered  popula- 
tion of  deaf -blind  children  make  it  unrealistic 
for  an  individual  LEA  to  provide  a  full  range 
of  educational  and  support  facilities.  Provi- 
sion will  need  to  be  concentrated  in  certain 
places  where  specialist  educational,  as- 
sessment and  support  provision  can  be  of- 
fered. Different  LEAs  within  a  region  might 
provide  different  parts  of  the  provision  and 
co-operate  with  each  other  in  planning  it. 
There  are  already  schools,  both  maintained 
and  non-maintained,  which  contain  the 
nucleus  of  such  units  which  might  develop 
into  a  network  of  regional  provision.  There 
is  no  reason  why  this  should  involve  signifi- 
cant additional  expenditure.  LEAs  would 
pay  for  placements  on  an  actual  cost  basis 
as  with  existing  special  school  placements. ' 
Sense's  proposals  in  this  area,  which  we 
are  discussing  with  local  authorities,  were 
highlighted  as  an  example  of  how  this  could 


with  the  children. 

Future  Action 

'The  Department  intends  this  document  to 
provide  a  basis  upon  which  LEAs  together 
with  the  voluntary  organisations  and  those 
bodies  responsible  for  non-maintained 
schools  can  make  the  most  suitable  provi- 
sion for  deaf-blind  children.  To  some  extent 
this  will  mean  building  up  on  much  of  the 
useful  work  which  has  already  been  done. ' 

The  DES  does  not  call  for  any  immediate 
action  but  'As  a  first  step  the  Department 
asks  LEAs  to  consider  in  consultation  with 
appropriate  voluntary  organisations  such 
as  Sense  how  they  should  provide  for  the 
needs  of  deaf-blind  children  covering  the 
preschool,  school  and  post-school  age- 
groups.  In  view  of  the  relatively  small  num- 
bers of  children  involved,  LEAs  may  find  it 
more  practicable  to  do  this  in  consultation 
with  each  other.  It  is  suggested  that  the 
Regional  Conferences  on  Special  Educa- 
tion could  be  helpful  in  this  respect.  The 
Department  proposes  to  follow  up  this 
document  (within  the  year)  by  seeking 
comments  from  the  regional  conferences  to 
see  what  progress  has  been  made. 

It  is  rather  worrying  that  this  document 
which  has  taken  five  years  to  complete  will 
be  the  subject  of  further  discussion.  Time  is 
short  for  the  deaf-blind  children  who  need 
education.  To  help  this  process  Charles 
Byrne,  Sense's  Director  of  Education  has 
already  arranged  a  number  of  meetings 
with  local  education  officers,  on  a  regional 
basis,  to  advise  them  on  how  to  implement 
the  policy. This  process  will  be  even  faster  if 
parents  contact  their  local  authorities  and 
demand  education  for  their  child  according 
to  the  DES  Policy  Statement. 
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Diagram  1 :  Model  for  a  Regional  Resource  Centre 
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teachers  of  the  hearing 
impaired  or  visually  impaired) 

Family  Guidance  and  Support 

Day  Nursery 

Toy  Library 


Assessment 

Advisory  Teachers  (for  pupils 
and  staff  not  in  special  deaf- 
blind  units) 

Family  Support 

Special  Units  attached  to: 

a)  existing  provision  for  the 
hearing  or  visually  impaired 

b)  existing  provision  for 
children  with  moderate  or 
severe  learning  difficulties 

c)  existing  provision  for 
children  with  physical 
handicap 

Residential  hostels 


Assessment 

Support  Team*  (for  young 
adults  at  home  or  in  other 
non-specialist  settings) 

Family  Support 

FE  and  Rehabilitation  Centre 
(inc.  residence) 

Workshops  and  Day  Care 

Long-term  care  and  housing 


*  Educational  Psychologist, 
Advisory  Teachers,  Social 
Worker,  Para-medics 


Resources 

Equipment 

Library 

Interveners  (to  cover  needs  of 
whole  age  range) 

In-service  Training 

Support  Centre  and 
Headquarters  for  staff 


Regional  Office 

Family  Centre  and  Advisory 
Specialist  teachers  (working 
with  LEA) 

Advocacy 


What  Should  Parents  do? 

Parents  can  use  this  document  to  get  a  better  education  for 
their  child.  The  document  recommends  that  assessment  and 
education  may  start  from  the  age  of  2  years.  Even  if  your  child 
is  older  than  two  this  is  very  important.  In  view  of  the  question- 
able type  of  assessment  children  who  function  as  deaf-blind 
have  received  in  the  past  you  should  consider  asking  your  LEA 
to  carry  out  a  fresh  assessment.  This  is  particularly  important 
if  your  child  has  been  placed  in  a  school  for  children  with  learn- 
ing difficulties.  It  may  be  that  your  child  is  correctly  placed  there 
but  it  is  most  unlikely  that  an  appropriate  kind  of  assessment 
was  carried  out  to  determine  the  level  of  your  child's  potential 
to  learn  if  given  appropriate  teaching  for  dual  sensory  impair- 
ment. 

Having  obtained  an  appropriate  assessment  by  specialist 
teachers,  probably  from  Sense  or  possibly  in  a  Sense  Family 
Advisory  Centre  you  are  entitled  to  ask  for  appropriate  educa- 
tion. Remember  this  could  be  on  a  residential  basis  if  your  child 
needs  a  24  hour  educational  situation. 

If  you  decide  that  your  child  is  not  receiving  the  right  kind  of 
education  recommended  by  the  DES  document  what  can  you 
do  about  it?  You  can  appeal  against  the  decision  that  has  been 
made  for  your  child.  Sense  will  help  you  by  giving  you  the 
details  of  the  1 98 1  Education  Act  upon  which  your  request  for 
reassessment  is  based.  We  can  provide  standard  letters  that 
you  can  modify,  putting  your  argument.  Remember  when  you 
approach  the  local  authority  that  you  must  prepare  your  case 
very  carefully.  If  you  do  not  offer  the  right  kind  of  evidence  in 
writing  you  are  unlikely  to  receive  a  sympathetic  hearing.  LEA 
officers  need  clearly  stated  cases  if  they  are  to  persuade  their 
colleagues  or  councillors  that  they  need  more  money  to  do 
their  job  properly.  If  you  make  the  right  kind  of  case  then  it  will 
make  their  task  easier. 

Sense  has  been  waiting  a  long  time  for  this  document,  and 
many  have  worked  hard  on  your  behalf  to  get  it.  Don't  let  us 
trrir„\H  it  Get  your  thinking  caps  on  and  help  us  to  help  you. 


•  Look  at  the  recommendations  listed  above  and  decide 
whether  your  child  is  receiving  education  appropriate  for  a 
deaf-blind  child  (Don't  forget  that  we  should  be  looking  from 
two  years  of  age). 

•  Next,  decide  whether  you  want  to  contact  your  local  author- 
ity to  request  that  appropriate  assessment  should  be  made  — 
then  consider  whether  you  wish  to  ask  them  for  the  kind  of  edu- 
cation recommended  by  the  DES  policy  statement. 

•  Then,  if  you  need  help  from  Sense  get  in  touch  with  Charles 
Byrne  or  Norman  Brown. 


Local  authorities  should  also  consider  making  resources 

available  similar  to  those  provided  by  the  Sense  Family 

Advisory  Service 
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Project  in  Non-verbal  Communication 


Over  the  past  few  years  Lindi  McWilliam  and  Mary  Lee  from  the  Royal 
School  for  the  Blind,  Edinburgh  have  become  interested  in  non  verbal- 
communication  with  visually  impaired  multi-handicapped  children  who 
have  normal  hearing.  Having  developed  approaches  to  communication 

through  movement  and  signing  they  decided  to  look  at  other  centres 
where  non-verbal  communication  was  being  used. 

With  the  help  of  a  grant  from  the  Kellmer  Pringle  Fellowship  they  visited 
Ekeskolan  in  Sweden.  This  is  a  school  and  resource  centre  for  blind 
children  with  additional  handicaps  where  similar  work  is  being  done. 

Below  they  describe  how  they  are  adapting  their  own  approaches,  having 
been  influenced  by  what  they  saw. 


Ekeskolan  Methods 

At  Ekeskolan  we  spent  most  of  our  time  in 
the  special  unit  for  Speech  Disorders  which 
caters  for  children  whose  hearing  is  normal 
and  who  have  reached  a  certain  level  of 
understanding  but  have  little  or  no  verbal 
language. 

About  three  years 
ago  a  project  was 
launched  to  introduce 
and  evaluate  manual 
communication  (sign- 
ing) with  the  children 
in  the  unit.  The  proj- 
ect leader  was  Britt 
Petersen  who  has 
worked  throughout  in 
close  contact  with 
Gunilla  Preisler,  a 
psychologist  from 
Stockholm  University. 
Her  aim  was  to  ana- 
lyse in  detail,  the  chil- 
dren's reaction  to 
verbal  and  non-verbal 
communicators  and  to 
evolve  the  best  way 
of  enabling  them  to 
be  effective  commu- 
nicators. 

The  children  we 
saw  were  severely 
mentally  handicapped 
but  not  to  the  same  Ryan 

degree  as  most  of  the 

children  in  our  Special  Unit.  However,  they 
all  had  little  or  no  speech  and  for  this  reason 
the  signing  programme  had  been  intro- 
duced and  the  unit  had  become  a  signing 
environment.  This  meant  that  everything 
was  communicated  to  the  children  through 
signs  accompanied  by  speech  both  in  school 
and  in  the  residential  situation. 

In  order  to  communicate  with  a  child  the 
adult  would  sit  close  to  the  child  facing  him. 
Spoken  language  was  kept  simple  and  clear 
and  tone  of  voice  was  as  expressive  as 
possible.  While  speaking  a  sentence,  only 
important  key  words  would  be  signed  as 
they  were  spoken  aloud.  For  example  in  a 
sentence  "After  Lunch  we  will  go  to  the 
shops"  —  the  italicised  words  would  be 
signed.  At  intervals  the  child  was  asked 
"Would  you  like  me  to  show  you  that  sign?" 
If  he  appeared  to  agree  by,  for  example, 
extending  his  hand,  the  adult  would  show 
him  the  sign  by  physically  modelling  the 
child's  hands  to  form  the  sign.  If  he  withdrew 
from  this  contact  it  was  not  continued. 


Mostly  standardised  signs  were  used 
with  some  adaptation  to  make  them  more 
auditory  so  the  child  could  hear  them  being 
made.  They  also  use  functional  gesture 
signs  such  as,  washing,  brushing  hair,  get- 
ting dressed  etc.  This  method  of  signing 
was  the  same  for  all  the  children  in  the 


asking  Nancy  for  the  'keyboard'  (two  taps  on  the 
table)  at  The  Royal  Blind  School 


group  whether  they  had  any  sight  or  not. 
The  reasons  given  for  what  might  appear  to 
be  a  very  visual  method  were  as  follows: 

If  the  adult  is  positioned  close  to  the 
child,  the  child  will  feel  by  the  currents  of  air 
and  hear  by  the  sound  of  the  hands  that  the 
adult  is  signing  to  him. 

For  many  of  the  olderchildren  speech 
has  become  a  method  of  communication 
which  is  unattainable.  When  the  adult  signs 
at  the  same  time  as  speaking  she  is  offering 
him  an  alternative  form  of  communication 
which  he  too  can  be  part  of. 

The  child  is  aware  of  the  adult  sign- 
ing in  front  of  him  and  therefore  comes  to 
realise  that  signing  can  be  two  way  interac- 
tion and  not  just  something  he  does. 

By  signing  and  speaking  simultane- 
ously the  adult's  speech  becomes  simpler, 
clearer  and  more  focused  as  the  keywords 
are  emphasised.  It  therefore  becomes  much 
easier  for  the  child  to  make  sense  of. 

At  this  stage  signing  in  front  of  the 


child  is  done  to  feed  in  language  much  as 
speech  is  fed  into  a  young  baby.  This  stage 
is  necessary  if  we  want  the  child  to  initiate 
signs  himself  at  a  later  stage. 

Our  Present  Methods 

The  methods  which  we  have  developed  at 
the  Royal  Blind  School,  consist  of  very 
detailed  work  on  the  first,  most  basic  stages 
of  communication.  We  look  closely  at  the 
development  of  the  child's  response  to, 
anticipation  of  and  initiation  of  communica- 
tive intent.  We  observe  the  child's  non- 
verbal signals  showing  us  how  they  feel  or 
what  they  would  like.  Through  movement 
therapy,  we  aim  to  draw  out  the  child's 
innate  abilities  and  desire  to  communicate 
and  to  extend  their  repertoire  of  expressive 
movement.  Once  the  children  have  learnt 
that  they  can  use  gesture  communicatively 
and  that  they  can  influence  what  happens  to 
them  by  so  doing,  they  are  well  on  the  way 
to  becoming  active 
communicators. 

Our  next  step  is  to 
show  them  that  ges- 
tures can  'symbolise' 
objects  just  as  words 
are  symbols  for  things. 
This  has  proved  a  diffi- 
cult step  for  many  of 
the  children  as  we  dis- 
covered when  we  tried 
to  teach  conventional 
sign  language  by 
'modelling' or  moulding 
their  hands  into  the 
required  shape  for  each 
sign.  This  approach 
seemed  to  work  only 
for  those  children  with 
a  slightly  more  ad- 
vanced language  con- 
cept. 

In  an  attempt  to 
overcome  the  other 
children's  difficulties, 
we  decided  to  take  a 
step  back  and  return  to 
the  children's  personal 
gestures.  We  took  ges- 
tures used  by  the  chil- 
dren within  movement  sessions  or  used  in 
the  manipulation  of  favourite  toys.  These 
were  gestures  which  we  knew  the  child 
could  make  and  which  came  naturally  to 
him.  We  then  identified  two  or  three  highly 
motivating  objects  for  the  child  and  tried  to 
isolate  the  gesture  made  in  manipulating 
each  object.  The  children  seemed  to  under- 
stand relatively  quickly  that  by  making  that 
gesture  they  could  gain  the  desired  object 
i.e.  that  the  gesture  'symbolised'  that  object. 
In  most  cases  the  differentiation  between 
one  sign  and  another  needs  a  lot  of  rein- 
forcement and  repetition.  In  other  words  the 
child  might,  having  learnt  one  sign,  feel  he 
could  use  it  to  ask  for  anything.  He  has  to 
learn  that  specific  signs  are  attached  to 
specific  objects.  This  stage  requires  a  lot  of 
reinforcement  before  the  child  can  begin  to 
use  more  conventional  signs.  In  the  past  we 
were  trying  to  teach  two  things  at  once  i.e. 
specific  hand/spatial  positions  for  signs  and 
the  fact  that  signs  are  symbols  for  objects 
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Richard  asking  for  a  song' 


events.  Many  of  our  children  could  not  cope 
with  this  and  in  addition  were  resistant  to  the 
modelling  of  signs  on  them. 

Ours  is  an  active  approach,  that  is,  we 
look  very  much  to  the  children  to  initiate 
activities.  We  encourage  them  to  develop 
their  own  gestures  and  put  these  in  a  con- 
text of  making  choices  in  order  to  differen- 
tiate one  gesture  from  another. 

A  Combination  of  Approaches 

We  have  long  been  aware  that  while  en- 
couraging the  children  to  become  active 
communicators  through  personal  gesture, 
we  should  also  be  providing  a  language 
model  which  they  can  aspire  to.  In  Sweden 
they  seemed  to  have  solved  the  problem 
which  had  become  such  a  stumbling  block 
for  us  —  how  to  provide  a  language  model 
without  imposing  it  on  the  children,  i.e. 
through  modelling,  thus  showing  that  we 
too  use  sign. 

We  decided  to  try  a  combination  of  both 
approaches.  That  is, 

•  To  continue  our  present  approach  with 
its  emphasis  on  early  communication  skills 
through  movement.  Thisdevelops  the  child's 
awareness  of  his  ability  to  initiate  and  to 
affect  his  own  environment. 

•  To  develop  this  to  a  stage  of  symbolic 
awareness  by  linking  the  child's  natural 
gesture  to  motivating  objects  and  events. 

•  To  introduce  the  use  of  a  language  model 
by  signing  and  speaking  in  front  of  the  child. 

To  this  end  we  aim: 

•  To  sign  in  front  key  words  using  tactile/ 
auditory  signs 

•  To  pay  attention  to  tone  of  voice  and 


facile  expression  (where  appropriate). 

•  To  keep  close  and  make  the  signs  close 
to  the  face  so  that  the  child  can  feel  the  air 
currents. 

•  To  put  no  pressure  on  the  child  to  sign 
back. 

•  To  observe  carefully  for  any  kind  of 
reaction  from  the  child  and  respond  to  it  e.g. 
any  movement  for  yes  or  no  or  any  signs  of 
excitement/pleasure. 

When  the  idea  of  signing  has  been  estab- 
lished and  the  children  are  used  to  us  sign- 
ing, to  start  to  invite  them  to  feel  our  hands. 

To  touch  their  hands  and  say  —  "Would 
you  like  to  say  that,  too?" 

If  the  child  agrees  then  to  lightly  hold 
hands  and  model  signs.  We  do  not  insist 
that  they  do  it.  Hopefully  in  time  they  may 
spontaneously  stretch  out  their  hands  and 
ask  to  feel  our  signs. 

We  hope  that  in  this  way,  if  and  when  the 
children  reach  a  stage  of  "signing  readi- 
ness" they  will  have  had  several  years  during 
which  a  model  has  been  provided  by  the 
adults,  which  is  the  experience  of  all  infants 
during  language  development. 

We  have  decided  on  a  small  group  of 
children  with  which  to  work  initially.  The 
project  has  been  taken  up  by  a  group  of  staff 
who  have  put  a  lot  of  time  and  thought  into 
compiling  a  list  of  signs  taken  from  British 
Sign  Language  which,  while  sticking  as 
closely  as  possible  to  the  original,  are  being 
adapted  to  make  them  as  auditory/tactile  as 
possible.  It  is  early  days  yet  and  there  are 
still  difficulties  to  be  sorted  out.  We  would  be 
glad  to  hear  from  anyone  who  may  be  trying 
develop  along  similar  lines  with  children 
who  are  severely  multiply-handicapped. 


Trust 


An  anecdotal  survey  into  the 
physical  conditions  of  deaf- 
blind  young  adults 

Norman  Brown  is  Sense's  Family 
Liaison  Officer  with  extensive  expe- 
rience of  deaf-blindness. In  this 
article  he  returns  to  a  subject  which 
has  been  of  growing  concern  as 
many  rubella  children  come  to 
maturity.  Regular  readers  of  Talking 
Sense  will  recall  a  previous  piece  in 
the  winter  1986  issue  on  "Rubella  — 
Delayed  Effects". 

Background 

In  my  article  on  the  delayed  effects  of 
rubella  I  reported  the  results  of  research 
in  Australia  and  the  United  States  which 
showed  that  the  damage  done  to  the 
foetus  need  not  be  confined  to  the  deaf- 
ness, cataracts  and  heart  condition  with 
which  we  are  so  familiar.  Damage,  most 
likely  to  the  under-developed  immune 
system,  made  itself  felt  in  the  teens  and 
twenties  when  diabetes  could  develop, 
sight  and  hearing  could  deteriorate  and 
seizures  might  occur.  Behavioural  dis- 
turbances resulting  from  these  physical 
changes  —  or  maybe  directly  triggered, 
complicated  the  issue. 

The  most  recent  summary  of  these 
and  other  delayed  effects  appeared  in  an 
article  by  A.F.  O'Deaand  C.A.  Mayhall  in 
the  USA  'Journal  of  Visual  Impairment 
and  Blindness',  November  1988,  under 
the  title  of  'Delayed  Manifestations  of 
Congenital  Rubella.'  The  most  re- 
searched effect  seems  to  be  the  onset  of 
diabetes  mellitus  in  late  teenage,  which 
affected  20%  —  30%  of  rubella-deaf- 
ened young  adults  in  Australia  and  the 
USA. 


National  Trust 
Visits 

The  1 989  booklet  Facilities  for  Dis- 
abled and  Visually  Handicapped  Visi- 
tors gives  details  of  more  than  230  of 
the  Trust's  properties  where  provi- 
sions have  been  made  to  enhance 
visits  for  visitors  who  are  disabled. 
Also  detailed  are  properties  of  inter- 
est to  the  visually  handicapped,  in- 
cluding gardens  with  varieties  of 
scented  plants. 

The  National  Trust  is  pleased  to  give 
free  admission  to  the  necessary 
companion  of  a  disabled  visitor  to 
properties  at  which  there  is  a  charge. 

Facilities  for  Disabled  and  Visually 
Handicapped  Visitors  in  1 989  may  be 
obtained  free  by  sending  an  SAE  to: 
Facilities  for  Disabled  Visitors,  The 
National  Trust,  36  Queen  Anne's 
Gate,  London  SW1H9AS. 


■'. 
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us  to  be  Different! 


This  fact  prompted  the  Professorial 
Medical  Unit  at  the  General  Infirmary,  Leeds, 
to  look  at  the  effects  of  the  rubella  vaccine 
upon  the  insulin-making  cells  in  the  pan- 
creas, as  reported  in  "Talking  Sense"  in 
Spring  1988.  We  have  yet  to  hear  of  the 
results. 

That  report  in  its  turn  prompted  a  letter  in 
"Talking  Sense",  Summer  1988  from  the 
Teacher-in-Charge  of  Pathways,  reporting 
that  not  a  single  child  attending  the  unit 
since  it  opened  in  1952  had  been  found  to 
have  developed  diabetes,  although  each 
child  is  screened  for  diabetes  each  year. 

Realizing  that  in  the  specialized  Further 
Education  deaf-blind  establishments  we  had 
a  number  of  young  rubella-affected  adults 
in  their  twenties  alongside  a  number  of 
young  adults  not  affected  by  rubella,  I  wrote 
to  the  five  establishments  (Poolemead, 
Henshaws,  Overbridge,  Manor  House, 
Sense-in-the-Midlands)  asking  their  help  in 
a  survey  concerning  the  onset  of  diabetes, 
seizures,  thyroid  problems,  and  degenera- 
tion of  sight  and/or  hearing  among  their 
students.  All  responded  positively,  for  which 
I  am  very  grateful. 

Results 

The  replies  concern  87  students,  of  whom 
63  have  dual  sensory  impairments  resulting 
from  congenital  rubella  and  24  have  dual 
sensory  impairments  from  other  causes. 

What  emerged  was  striking  in  one  par- 
ticular effect;  of  the  87  students  only  one 
has  developed  diabetes  since  the  age  of 
1 2.  That  student  was  rubella-affected.  There 
was  no  evidence  of  diabetes  in  any  other 
student.  Did  the  rubella  virus  which  caused 
the  UK  epidemic  of  the  sixties  mutate  on  its 
way  across  the  Atlantic  or  was  it  a  different 
strain?  It  still  would  not  explain  the  consis- 
tency of  the  finding  with  Pathway's  experi- 


ence since  1952.  On  these  results,  the 
likelihood  of  one  of  our  young  adults  devel- 
oping diabetes  is  the  same  as  for  the  popu- 
lation at  large. 

For  thyroid  problems,  one  rubella  stu- 
dent has  always  been  subject  to  them  but 
the  only  student  to  develop  thyroid  prob- 
lems since  the  age  of  twelve  is  non-rubella. 

Where  seizures  are  concerned,  5  stu- 
dents have  started  to  experience  them  since 
the  age  of  twelve,  while  3  others  who  used 
to  have  them  as  children  have  none  re- 
corded since  the  age  of  twelve! 

For  sight  and  hearing,  the  results  indi- 
cate a  need  for  further  examination.  Degen- 
eration of  sight  is  recorded  in  the  survey  for 
30%  of  rubella-affected  students  and  25% 
of  non-rubella  but  the  survey  did  not  allow 
for  accident  or  injury  to  be  separated  out  as 
a  cause.  Degeneration  of  hearing,  the 
physical  change  most  marked  at  the  Nuf- 
field Centre  and  now  believed  by  the  Ameri- 
cans to  affect  over  90%  of  their  rubella 
young  people,  was  hardest  to  diagnose,  for 
the  auditory  condition  of  at  least  20%  of  the 
students  was  marked  as  unknown. 

Results  here  are  inconclusive.  It  is  proba- 
bly in  the  area  of  hearing  that  we  have  the 
greatest  difficulty  in  testing  and  monitoring 
and  where  we  may  be  most  unaware  of 
problems. 

Other  areas  such  as  vascular  disease 
and  impulsivity  could  not  be  touched  upon 
in  the  survey.  Impulsivity  has  been  defined 
as  "sudden  unpredictable  acts  which  are 
triggered  by  some  minor  incident".  It  is 
possible  to  see  immediately  how  difficult  it 
must  be  to  differentiate  between  such  acts 
which  need  behaviour  management  meth- 
ods and  such  acts  which  are  not  susceptible 
to  those  methods,  because  they  have  a 
physical  cause. 


Conclusions 

Firstly,  we  must  not  fail  to  keep  checking 
for  physical  changes.  We  know  enough  to 
take  that  seriously.  "If  the  child  is  to  be  well 
served,  diagnostic  assessments  should 
be  co-ordinated  with  educational  program- 
ming and  parental  counseling  ..."  wrote 
Desmond  et  al.  in  1985.  We  may  quarrel 
with  the  spelling  of  counselling  but  not 
with  the  sentiments.  A  changing  physical 
condition  not  recognised  can  play  havoc 
with  all  concerned. 

Secondly  we  need  to  know  more.  It 
would  be  marvellous  if  we  could  attract  or 
inspire  skilled  research  in  this  field.  Dr  Jan 
van  Dijk  has  returned  to  studying  the 
group  he  first  investigated  in  Australia  and 
the  results  should  be  known  this  year.  In 
the  USA,  the  Helen  Keller  Centre  in  co- 
operation with  St  Luke's  Roosevelt  Devel- 
opmental Disabilities  Centre  has  insti- 
tuted a  longitudinal  study  of  200  individu- 
als with  Congenital  Rubella  Syndrome.  It 
is  their  intention  to  publish  a  monograph 
of  articles  for  parents  and  for  workers  in 
the  field  of  deaf-blindness. 

The  apparent  striking  difference  in  the 
incidence  of  diabetes  means  that  we  may 
have  to  be  a  little  more  cautious  in  draw- 
ing conclusions  for  our  own  population. 
Already,  our  Family  Advisory  Service  is 
commenting  on  the  difference  in  general 
terms  between  the  common  effects  of  the 
rubella  virus  now,  compared  with  its  com- 
mon effects  during  the  epidemic  years  of 
the  sixties. 

This  will  seem  strange  to  "us  older  par- 
ents" who  are  getting  quite  used  to  recog- 
nising children  from  all  over  the  world  as 
so  like  our  own  that  they  could  be  the 
same  family. 

I  hope  we  keep  that  feeling  even  if 
causes,  viruses  and  manifestations  alter. 


MMR  Vaccine  begins 
to  show  results 

The  MMR  (measles,  mumps  and  rubella) 
vaccine  was  launched  in  the  UK  in  October 
1988  with  the  long  term  aim  of  eradicating 
these  three  diseases.  This  marked  a  change 
in  policy  towards  protection  against  rubella: 
previously  the  disease  was  encouraged  to 
spread  so  that  women  would  develop  a 
natural  immunity  before  they  became  preg- 
nant. The  school-girl  vaccination  programme 
provided  a  second  opportunity  for  girls  to 
become  immune  with  family  planning  clin- 
ics and  maternity  wards  offering  the  vaccine 
to  those  who  still  needed  it. 

By  eradicating  rubella  it  is  hoped  that 
women  who  are  vulnerable  to  rubella  will  no 
longer  be  able  to  come  into  contact  with  the 
virus.  This  is  only  possible  if  there  is  a  very 
high  uptake  of  MMR.  Sense,  working  closely 
with  the  National  Rubella  Council  is  moni- 
toring uptake  of  MMR  and  looking  at  ways 
of  increasing  it.  Figures  recently  released 
by  the  Department  of  Health  indicate  that 


GIVE  YOUR  CHILD 
SOMETHING  YOU  NEVER  HAD. 


THE  MMR 

(Measles,  Mumps  and  Rubella) 

VACCINATION. 


despite  early  problems  of  distribution  the 
vaccine  is  proving  very  popular. 

The  vaccine  was  targeted  at  babies  in 
their  second  year  of  life  (replacing  the  old 
measles  jab)  and  four  to  five  year  olds.  It 
was  hoped  that  all  children  would  be  im- 
mune before  they  started  school.  In  order  to 
be  fully  effective  in  stopping  rubella,  measles 


and  mumps  from  circulating,  90%  of  all 
children  must  be  vaccinated. 

Statistics  on  uptake  of  MMR  so  far  are 
encouraging  and  the  diseases  do  not  seem 
to  be  as  common. 

The  smallest  number  of  measles  cases 
for  45  years  seems  to  show  that  the  MMR 
vaccine  is  starting  to  protect  our  children.  In 
addition  the  usual  leap  in  the  number  of  new 
rubella  cases  reported  in  the  first  quarter 
has  not  happened  this  year,  according  to 
the  government's  disease  statistics. 

It  looks  as  though  this  year's  uptake  of 
the  MMR  vaccine  is  10%  up  on  last  year's 
figures  of  76%  for  the  measles  vaccine, 
which  it  supercedes. 

The  figure  of  86%  is  getting  close  to 
90%,  the  figure  which  the  World  Health 
Organisation  set  in  1 985  as  the  target  to  aim 
at  in  vaccination,  so  that  several  childhood 
diseases  will  eventually  be  wiped  out  com- 
pletely. 

The  government's  Chief  Medical  Officer 
has  recently  written  to  Health  Authorities  to 
congratulate  them  on  the  success  of  their 
Vaccination  Campaign  so  far  and  to  urge 
them  to  still  greater  efforts. 
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Is  It  All  Right  Just  To  Play? 


Christine  Laffan  is  an  advisory  teacher  working  at  Sense's  Family  Centre 

at  Ealing.  Here  she  points  out  that  mothers  ought  not  to  feel  intimidated 

by  their  professional  advisors.  Mothers  have  the  skills  to  help  their 

handicapped  children  by  play  and  everyday  home  activities. 


In  a  recently  published  and  excellent  book 
on  visually  impaired  children  with  develop- 
mental problems  by  Sally  M  Rogow,  the 
following  story  appeared.  The  mother  of  a 
five  month  old  multihandicapped  baby  was 
attending  a  conference  at  which  she  took 
copious  notes  at  every  session.  During  a 
break  she  admitted  that  she  felt  quite  help- 
less to  interact  with  her  baby,  in  spite  of 
receiving  help  and  advice  from  several 
therapists  in  the  home.  She  looked  very 
tense  and  the  speaker,  at  a  loss,  said  "Can 
you  just  play  with  your  baby,  hold  her  and 
sing  to  her?"  Relief  flooded  the  mother's 
face  as  she  asked  "Is  it  all  right 
just  to  play?" 

This  touching  story  under- 
lined my  own  feelings,  as  an 
advisory  teacher  for  pre-school 
deaf-blind  children,  of  the  need 
to  be  aware  of  the  potential 
danger  of  too  much  "advice" 
and  too  many  "suggestions", 
which  could  lead  to  undermin- 
ing mum's  confidence  in  her 
own  parenting  abilities.  It  is  so 
importantto  rememberthatthe 
normal,  natural  interactions 
between  mother  and  child  are 
by  far  the  most  valuable  stimu- 
lation, not  only  in  infancy,  but 
beyond  into  all  those  early 
years.  Play  doesn't  have  to  be 
anything  to  do  with  toys,  or 
even  what  adults  think  of  as  a 
game.  By  making  play  part  of 
the  normal  family  day,  and 
everyday  routines  fun,  the  life 
of  any  child,  handicapped  or 
otherwise,  becomes  a  rich  and 
full  one.  Real  learning  takes 
place  when  a  child  is  enjoying  himself, 
exploring  the  world  around  him  and  discov- 
ering things  by  himself,  or  with  a  loved  one. 
The  best  toys  for  any  young  child,  espe- 
cially the  handicapped  are  real  things  and 
rea/people  —  things  with  interesting  shapes 
and  textures,  movement  and  noises;  things 
which  have  real  meaning  in  his  life,  and 
people  with  time  to  spare  and  share. 

At  the  earliest  stages,  cuddling  and  sing- 
ing and  tickling  games,  which  develop  so 
naturally  from  the  ready  responses  of  a 
baby  without  vision  or  hearing  defects,  are 
exactly  the  right  things  to  be  doing  with  a 
handicapped  baby  and  that  mother,  who 
was  perhaps  receiving  very  few  responses 
to  her  overtures,  simply  needed  to  be  helped 
to  understand  that  her  little  baby  just  needed 
more  time,  and  that  whatever  behaviour  felt 
comfortable  and  right  for  her,  would  be  right 
for  her  baby. 

The  word  "stimulation"  has  come  to  have 
a  distinctly  "educationaJ"  context  but  after  all 
it  only  means  "doing  things"!  These  things 
don't  have  to  be  "special"  activities  —  for  a 
multihandicapped  child,  or  a  child  with  dual 
sensory  impairments,  situations  and  rou- 
tones,  and  simple  interaction  with  people 
t*ithm  those  routines,  provide  the  most 
valuable  and  important  opportunities  for 
teaming  and  for  understanding  their  world 


Let's  put  away  the  plastic  pop-ups,  stick 
our  stacking  rings  in  the  rubbish  and  strike 
a  blow  for  freedom  by  letting  little  Lottie 
empty  the  shopping  basket!  Don't  feel  guilty 
about  simply  letting  your  child  be  around 
with  you.  John  and  Elizabeth  Newson  told 
us  a  long  time  ago,  in  their  book  "Play  and 
Playthings",  that  play  is  "perhaps  the  most 
serious  and  significant  of  all  human  activi- 
ties" but  there  is  a  tendency  at  the  moment 
to  view  play  as  a  means  of  "education"  in  a 
much  more  formal  way.  It  is  no  longer 
enough  for  a  successful  toy  to  be  simply  a 
plaything,  it  must  bear  the  label  "educa- 


Meal  times  can  be  fun  and  educational 

tional",  resulting  in  the  interlocking,  stack- 
ing shape-sorter  colour  coded  pop-up  toy! 
We  live  in  a  society  which  sees  the  need  to 
push  children's  development  on  faster  and 
faster,  to  prepare  them  for  an  ever-increas- 
ingly  competitive  world  in  which  economic 
success  is  seen  by  many  as  the  mainspring 
of  life  and  where  jobs  may  be  hard  to  find 
without  academic  achievement.  Children 
are  being  asked  to  prove  themselves  at  an 
earlier  and  earlier  age.  The  child  with  com- 
plex difficulties  is  removed  from  these 
stresses  but  still  the  philosophy  has  ex- 
tended in  some  ways  into  his  world.  One 
positive  result  maybe,  is  the  expanding 
range  of  excellent  specially  designed  toys 
for  developing  skills  of  children  for  whom 
ordinary  toys  are  unsuitable,  and  also, 
perhaps,  in  many  "check  lists"  for  measur- 
ing and  charting  progress,  which  can  be  of 
great  help  in  planning  for  a  child.  These  are 
very  positive  things  but,  nevertheless,  there 
is  sometimes  the  feeling  that  the  majority  of 
a  child's  day  needs  to  be  spent  in  self-con- 
scious "educational  activities"  and  there  is 
certainly  an  ever-growing  band  of  mothers 
who  fill  their  toddler's  week  with  a  pro- 
gramme of  often  competitive  activities  that 
would  daunt  a  strapping  teenager! 

To  go  back  to  the  words  of  the  mother  at 
the  beginning,  "Is  it  all  right  just  to  play?"  — 


"Yes,  of  course  it  is!"  and  not  only  for  the 
mother  to  cuddle  and  sing  to  her  five  month 
old  but  also  for  the  growing  child  to  pursue 
the  natural  self-initiated  exploration  and  self- 
discovery  that  such  a  vital  part  of  develop- 
ment, as  much  as  is  possible  for  him.  Our 
task  is  to  provide  him  with  as  many  oppor- 
tunities as  we  can  which  will  increase  these 
possibilities  for  him.  He  may  need  to  stay  for 
much  longer  at  each  small  stage  of  his 
development,  and  if  we  can  create  environ- 
ments and  situations  where  he  can  have  the 
opportunity  to  touch  and  discover  things  by 
himself,  we  will  help  him  towards  the  next 
step  up. 

Almost  every  part  of  the  day  can  provide 
opportunities  for  discovery  and  play,  as 
long  as  there  is  time  to  make  it  interesting, 
and  the  energy  to  be  "playful"!  The  potatoes 
in  your  shopping  basket  can  be  regarded 
with  new  wonder  if  you  consider  their  edu- 
cational value.  Don't  tell  your  greengrocer 
or  he  might  put  them  into  colourful  boxes, 
include  a  small  booklet  and 
charge  fifty  pence  per  pound  for 
his  "Early  Learning  Spud"!  Un- 
packing the  potatoes  from  your 
shopping  basket;  feeling  them, 
some  big,  some  small;  rubbing 
off  the  dirt  —  of  course  dirty  ones 
would  be  more  expensive  than 
clean  ones!  Count  out  "One  for 
Daddy  —  one  for  Mummy",  take 
out  a  saucepan.  Sit  up  high  near 
the  kitchen  sink  and  help  turn  on 
the  tap,  or  feel  the  water  running 
out.  Taking  the  child  through 
each  stage  of  the  peeling,  cut- 
ting up  and  cooking  of  the  pota- 
toes, right  through  to  the  eating 
—  what  a  wonderful  multi-sen- 
sory experience  that  will  be  — 
and  you've  started  the  dinner  as 
well !  What's  more,  you  don't  need 
a  play  therapist  to  show  you  how 
to  do  it. 

Of  course  there  is  a  place  for 
toy-orientated  play,  and  for  the 
more  "educational"  type  of  activ- 
ity, but  it  would  be  very  sad  if  a 
mother  were  to  feel  it  wasn't  all  right  just  to 
do  her  own  thing!  The  naturally  occurring 
interactions  can  provide  the  most  precious 
experiences  for  any  child,  especially  if  those 
around  him  are  trying  to  help  him  to  under- 
stand and  participate  in  them.  So  go  for  a 
walk,  post  a  letter,  visit  a  friend,  do  some 
shopping,  and  think  of  these  things  as 
important  and  valuable  for  your  child.  If  he 
doesn't  see  very  well  —  remember  he  may 
know  about  the  tree  but  not  notice  the 
leaves  —  pick  a  leaf,  let  him  touch  and  smell 
it.  If  he  doesn't  hear  very  well,  alert  him  to 
the  barking  dog,  or  the  big  bus  and  give  him 
the  opportunity  to  know  what  is  making  the 
noise. 

Point  out  the  red  letter  box,  the  bed  of 
daffodils,  stop  and  sniff  the  smells  of  cut 
grass  or  the  coffee  shop,  show  him  the 
noisy  road  works.  Remember,  he  may  not 
notice  these  things  by  himself. 

By  all  means  take  advice  from  therapists 
and  teachers,  they  are  all  trying  to  help  you 
and  you  will  learn  from  their  experience,  but 
remember  that  you  too,  simply  by  being 
mum ,  have  more  to  offer  than  all  of  them  put 
together,  if  you  can  only  have  the  faith  in 
yourself. Any  experience  can  be  play  if  you 
are  playful.  Any  play  involves  learning  if  you 
are  aware  of  it. 

Learning  and  playing  must  be  fun. 


Ys 
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Sean  Purfield  explores  the 
Feely  Box 


The  Feely  Box 

A  feely  box  provides  a  safe,  secure  little 
space  for  a  child  to  lie  in  and  occupy  himself 
for  short  periods.  It  serves  as  a  stimulus  to 
reach  out  and  touch  —  then  grasp  —  inter- 
esting objects  and  textures,  which  have 
been  placed  within  his  reach.  As  the  child 
becomes  familiar  with  the  box  he  will  re- 
member where  his  favourite  objects  are  and 
reach  out  for  them. 

A  feely  box  can  be  made  quite  cheaply 
out  of  any  strong  cardboard  box  (a  TV  box 
is  best)  and  by  using  bits  and  pieces  of 
household  equipment,  e.g.  sponge,  scourer, 
sieve,  J-cloth  rosette,  together  with  inter- 
esting parts  of  old  toys  and  cat  bells.  Chains 
and  plastic  bottles  containing  hard  objects 
can  also  be  suspended.  A  popular  object  is 
an  orange  net  filled  with  crackly  paper  which, 
if  dangled,  just  touching  the  child's  head, 
will  encourage  him  to  use  his  hands  to  clear 
it  away. 

Whatever  goes  in  must  be  safe  and 
washable.  If  beads  are  used  or  other  small 
objects,  they  should  be  strung  together  then 
put  in  a  tablet  bottle  with  a  safety  top. 

How  to  make  one 

The  first  step  is  to  'sew'  back  the  flaps  using 
garden  twine  to  strengthen  the  box.  Then 
the  walls  are  lined  with  different  textures 
such  as  corrugated  cardboard,  soft  material 
or  bubbly  packing  paper.  Large  egg  trays 
can  be  'sewn'  to  the  sides  but  these  must 
not  be  the  brittle  type  which  crack  easily. 

Objects  are  then  attached  to  the  sides  and 
suspended  from  the  top  using  twine  or  col- 
oured ribbon.  The  contents  are  chosen 
specifically  for  each  child  eg  shiny  or  noisy 
and  are  placed  depending  on  which  hand 
needs  encouragement  or  which  side  the 
child  always  holds  his  head. 

To  finish  off  the  box  and  make  it  acceptable 
in  a  lounge,  it  can  be  covered  in  wallpaper. 
For  added  comfort,  a  piece  of  carpet  or  a 
towel  can  be  laid  in  the  bottom. 

For  a  child  who  cannot  move  around  the 
room  to  explore  his  environment,  this  box 
brings  the  environment  to  him.  As  the  child 
develops,  it  can  easily  be  altered  to  meet  his 
changing  needs. 

Joan  Spriggs.  Nursery  Nurse 
Family  Advisory  Service 
Sense  in  the  Midlands 


Make  Your  Own 
Ball  Pool 

Does  your  child  love  using  the  'ball  pool'  at 
the  Family  Centre,  Ealing?  Our's  does  and 
because,  like  most  parents,  we  can't  afford 
a  proper  one,  we  use  Jill's  birthday  money 
to  buy  a  bag  of  coloured  balls  (costing  £50 
from  Rompa)  and  put  them,  at  first  in  the 
bath,  and  then  in  a  travel  cot  we'd  finished 
with.  Jill  gets  lots  of  enjoyment  from  her  own 
little  'ball  pool'!  Try  it! 

Anne  McManus 


PRACTICAL  h 
PLAY 
IDEAS 


^ 


We  welome  ideas  on 

play  equipment  that 

can  be  made  simply 

or  bought.  Please 

send  in  a  brief 

description  with  a 

photograph  if 

possible. 


Explaining  about  Sexuality 

'Show  and  tell  dolls'  are  often  used  during  the  diagnosis  of  sexual  abuse  with  children  but 
they  may  also  be  useful  for  work  with  deaf-blind  children.  They  are  anatomically  correct  with 
genitals  and  pubic  hair.  They  also  come  in  West  Indian,  Asian  and  oriental  representations. 
The  basic  unit  is  a  'family'  of  father,  mother,  son  and  daughter  which  can  be  extended. 
A  'mother  and  child'  pair  has  recently  been  added  to  the  range.  These  have  many  uses  as 


an  educational  and  therapeutic  aid  for  children.  With  the  help  of  human  hands,  the  mother 
doll  gives  birth  to  a  baby  doll. 

The  umbilical  cord  is  detachable  and  following  the  birth  the  mother  can  hold  her  baby  as 
he  or  she  breast  feeds.  All  dolls  are  washable. 


lift  and  See' 

This  is  an  instructional  jigsaw  constructed  in 
four  layers  which  reveal  in  turn  a  clothed 
man  and  woman,  a  naked  man  and  woman, 
the  internal  body  organs  and  finally  the 
skeleton.  Children  can  use  these  puzzles  in 
a  variety  of  educational  ways,  and  they  can 
be  used  very  simply  to  establish  an  ana- 
tomical language  with  children. 

The  puzzles  may  help  parents,  doctors 
and  nurses  to  explain  what  is  wrong  when 
they  are  ill,  or  they  can  be  used  to  explain 
procedures  which  a  child  may  have  to 
undergo  —  whether  X-rays,  operations  etc. 


Children  are  naturally  curious  and  these 
puzzles  can  provide  for  them  a  child-ori- 
ented way  of  discovering  about  their  bodies 
and  how  they  work. 

Prices  are  £125  for  the  basic  family  of 
four  dolls  and  £30  for  the  jigsaw.  Orders  and 
enquiries  to: 

Show  and  Tell  Dolls 

23  Marley  Combe  Road 

Haslemere 

Surrey 

GU27  3SN 

Tel:  0428  4402  and  0428  53987 
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Talking 
Point 


Idiosyncratic  behaviour  and 
how  to  encourage 


Children  who  have  problems  in  understand- 
ing their  world  may  behave  in  ways  that  we 
find  difficult  to  understand.  We  call  such  be- 
haviours all  sorts  of  names,  twiddling,  self- 
stimulating,  stereotypes,  functionless.  and 
so  on.  We  come  across  it  in  all  sorts  of 
children  with  severe  learning  difficulties, 
including  those  with  multi-sensory  prob- 
lems. 

Rather  than  dismissing  strange  behav- 
iour as  purposeless  and  then  trying  to  get  rid 
of  it.  I  find  it  useful  to  assume  that  anything 
a  child  does  is  done  for  a  reason.  When  a 
child  has  special  needs  then  some  of  these 
reasons  are  to  do  with  that  child's  needs. 
We  rarely  know  for  certain  why  a  child  does 
something.  If  the  child  has  no  language, 
how  can  the  child  tell  us  about  it?  Often  we 


Rather  than  dismissing  strange 
behaviour  as  purposeless  and 
then  trying  to  get  rid  of  it,  I  find  it 
useful  to  assume  that  anything  a 
child  does  is  done  for  a  reason. 

can  only  guess  and  operate  on  the  basis  of 
our  guesses.  If  our  guesses  are  right  then 
even  a  child  whose  capacity  to  communi- 
cate is  very  limited  will  give  us  some  feed- 
back. 

Luckily  we  don't  have  to  guess  all  the 
time.  We  can  get  some  informed  inspiration 
to  our  guesses  from  an  understanding  of 
development  in  normal  children.  Having 
said  this  there  is  still  an  awful  lot  that  we  do 
not  know  about  child  development.  For 
instance  we  still  don't  know  how  children 
learn  to  talk!  Even  in  the  field  of  normal  de- 
velopment there  is  much  guesswork. 

Let's  have  some  guesses  about  the 
reasons  behind  some  of  our  children's 
strange  behaviour.  We'll  start  the  story  by 
considering  some  of  the  things  that  go  on 
with  "normal"  babies. 

On  first  sight  a  very  young  baby  of  a 
matter  of  a  few  days  old  appears  to  the 
outsider  to  be  very  helpless.  Things  are 
done  to  him  whether  baby  wants  them  or 
not.  As  most  mothers  and  fathers  will  know, 
this  is  not  entirely  true.  Babies  have  some 
quite  powerful  means  of  controlling  their 
mother.  For  instance,  crying.  Crying  is  an 
obvious  way  that  babies  control  their  moth- 
ers, but  they  also  have  some  more  subtle 
ways  of  dealing  with  mums.  They  can  use 
eye  contact  to  give  mums  feedback  about 
how  they  are  doing.  As  long  as  baby  is 
looking  into  mum's  eyes  then  mum  knows 
that  she  is  doing  fine  but  if  baby  breaks  eye 
contact  then  that's  a  bit  of  subtle  feedback 
to  mum  that  she's  a  bit  off  track  as  far  as 
baby's  needs  are  concerned  so  mum  will 
adjust  and  get  back  to  fitting  in  with  her 
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Babies  with  visual  impairment  do  not 
have  eye  contact  as  a  way  of  giving  feed- 
back to  mother.  If  they  do  not  have  addi- 
tional difficulties  such  babies,  with  their 
mums,  will  work  out  another  way  of  giving 
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All  this  subtle  communication  goes  on 
without  babies  or  their  mothers  really  being 
aware  of  what  they  are  doing.  It's  almost  as 
if  they  are  built  to  behave  in  this  way.  Before 
anyone  accuses  me  of  being  sexist,  let  me 
add  that  fathers  can  and  do  take  part  in  this 
process.  Also  when  we  communicate  with 
each  other,  these  subtle  feedbacks  are 
going  on  which  tune  us  into  each  other's 
non-verbal  behaviours.  Most  of  this  goes  on 
without  our  awareness.  There  is  some  inter- 
est these  days  in  learning  how  to  use  body 
language  but  most  of  what  goes  on  will 
always  be  intuitive.  A  salutory  tale  is  told  of 
the  centipede  who  one  day  discovered  he 
had  a  hundred  legs  and  he  never  walked 
again! 

From  babies'  point  of  view,  one  of  the 
most  important  bits  of  early  learning  is  the 
discovery  that  they  can  actually  cause  some 
of  the  things  that  they  experience,  (e.g.  A 
baby  becoming  aware  of  his  own  voice). 
Better  still,  from  babies'  points  of  view,  is  the 
discovery  that  this  control  may  extend  to 
other  things.  Many  parents  of  small  babies 
have  had  the  experience  of  hearing  the 
baby  cry  and  realising  that  the  controlling 
little  beast  is  doing  it  deliberately  to  get  them 
to  come  rushing  in  attendance! 

Grown  ups  are  usually  very  responsive 
to  babies  but  objects  are  less  kind  and  it 
takes  some  time  before  babies  start  dem- 
onstrating some  deliberate  control  over  the 
inanimate  world.  One  possible  sequence  of 
events  might  follow  this  course:  baby's  first 
attempts  to  develop  skills  in  operating  on 
the  world  involve  feeding,  a  subtle  coordi- 
nation of  some  very  complex  actions.  To 
begin  with,  feeding  is  entirely  about  getting 
food  but  it  quickly  develops  into  a  way  of 
relating  to  mother  and  eventually  it  be- 
comes a  way  of  exploring  bits  of  the  world. 
This  becomes  possible  when  baby's  hands 
start  to  play  a  part  in  bringing  objects  to  the 
mouth.  At  this  point,  babies  are  not  that 
much  aware  of  their  hands  as  such.  They 
focus  on  the  sensations  afforded  by  the 
object  in  their  mouth.  Independently  of  this 
activity  the  day  comes  when  babies  dis- 
cover their  own  hands.  They  become  fasci- 
nated by  these  pink  little  sausages  held  in 
front  of  their  eyes.  This  discovery  of  the 
hands  only  holds  babies'  attentions  for  a 
short  while  because  they  discover  that  the 
thing  that  brings  objects  to  the  mouth  is  the 
same  as  their  little  pink  sausages.  The 
effect  of  this  is  that  baby  then  begins  to  look 
at  the  process  of  bringing  objects  to  its 
mouth.  It  begins  to  look  at  and  manipulate 
objects.  Dependency  on  mouthing  as  a  way 
of  learning  about  objects  quickly  diminishes 


and  a  whole  new  world  of  looking  at  and 
manipulating  objects  appears. 

This  is  a  very  simplified  account  of  the 
complex  processes  that  go  on.  Among 
individual  children  there  are  many  variations 
in  this  sort  of  development  but  the  one  thing 
that  remains  constant  throughout  is  babies' 
delight  and  fascination  in  learning  that  they 
can  make  things  happen  ...  exceptforsome 

...  start  with  becoming  part  of  the 
child's  chosen  activities  and 
allowing  him  to  remain  in  control 
of  what  is  going  on. 

children  who,  because  of  a  variety  of  diffi- 
culties, begin  to  fail  to  make  things  happen. 
Let's  imagine  a  sighted  baby  with  severe 
learning  difficulties.  In  the  course  of  events 
that  I've  outlined  above  he  has  discovered 
his  fingers  but  has  not  yet  developed  enough 
control  to  really  hold  objects,  let  alone  bring 
them  to  his  mouth.  He  fails  to  make  the 
transition  from  looking  at  his  hands  to  look- 
ing at  objects  as  they  are  manipulated  by  his 
hands.  In  his  search  for  success  in  making 
things  happen  he  goes  back  to  what  he  can 
do,  which  is  to  wiggle  his  fingers  and  watch 
them.  The  feedback  from  his  actions  en- 
courages him  and  he  persists.  After  some 
time  his  fingers  become  a  bit  boring  but 
whenever  he  moves  to  dealing  with  other 
things  he  starts  failing  and  goes  back  to 
looking  at  his  fingers.  He  will  discover  that 
he  can  make  his  fingers  behave  in  new 
ways  all  of  which  are  under  his  control.  Over 
a  long  period  of  time  he  will  develop  a 
complex  and  subtle  range  of  hand  watching 
behaviours.  Such  a  child  may  in  the  course 
of  time  begin  to  get  quite  good  at  dealing 
with  objects  but  other  things  like  people 
remain  difficult  and  worrying.  People  will 
often  be  making  requests  and  demands 
which  such  a  child  does  not  understand.  In 
this  situation  the  child  finds  that  everything 
is  out  of  control  and  he  gets  very  anxious.  A 
good  way  of  dealing  with  this  is  to  fall  back 


...  instead  of  imposing  what  we  think 
is  desirable  upon  our  children  and 
telling  them  what  to  do  and  calling 
that  communication,  let's  start  giv- 
ing them  choices  and  a  say  in  what 
goes  on ... 


on  situations  which  are  under  control  so  he 
goes  back  to  either  playing  with  his  hands, 
or  twiddling  very  expertly  with  objects  such 
as  twigs,  pencils,  cups  or  whatever. 

A  baby  with  visual  impairments  has 
similar  problems  which  are  further  com- 
pounded if  he  has  additional  sensory  im- 
pairment. Such  a  baby's  only  means  of 
getting  feedback  about  things  that  he  does 
which  are  in  his  control  are  to  make  sensa- 
tions that  he  is  aware  of  and  to  develop 
these.  Over  time  some  of  these  activities 
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may  involve  eye  poking,  twiddling  with  bits 
of  their  own  body,  and  as  they  grow  up  and 
become  physically  able,  developing  quite 
idiosyncratic  ways  of  spinning  themselves 
around,  standing  bent  double  and  hopping, 
etc. 

In  a  sense  such  children  are  no  different 
from  any  of  us.  When  things  start  going 
wrong  we  can  derive  great  comfort  from 
falling  back  on  what  we  do  well.  This  gives 
us  a  feeling  of  security  and  confidence 
which  may  be  a  safe  platform  to  reach  out 
and  take  on  these  more  difficult  bits  of  the 


...  accept  and  value  their  behaviour 
and  begin  to  join  in  what  they  choose 
to  do ... 

world.  However,  when  we  have  mastered 
these  more  difficult  things  they  themselves 
provide  us  with  a  platform  of  security  with 
which  to  take  on  even  more  demanding 
things  ...  and  so  on.  Yet  when  things  go 
really  wrong  and  we  feel  really  rattled  we  fall 
back  for  security  to  a  safe  place,  and  that  is 
the  comfort  of  a  close  relationship.  This 
echoes  the  security  that  our  own  mothers 
gave  us  when  we  were  babies. 

If  what  I  have  said  so  far  is  true,  then  how 
might  we  respond  to  these  behaviours?  If 
they  are  a  source  of  security  and  a  way  to 
keep  the  world  under  control  then  that  is 
something  that  we  must  respect.  To  deem 
such  behaviours  purposeless  and  undesir- 
able seems  insensitive.  Yet  the  effect  of 
such  behaviour  is  to  maintain  a  child  in  a 
state  where  they  are  unable  to  develop  their 
understanding  of  their  world.  As  parents, 
educationalists  ortherapists  we  cannot  deny 
our  children  the  opportunity  to  develop  — 
so  what  might  we  do? 

Some  approaches,  such  as  behaviour 
modification,  work  quite  well  by  providing 
the  child  with  a  highly  structured  and  pre- 
dictable experience  of  the  world.  If  the  child 
is  able  to  take  this  on  then  such  approaches, 
sensitively  used,  can  provide  a  new  experi- 
ence of  security  and  a  base  from  which  the 
child  can  develop. 

Another  way  of  approaching  the  prob- 
lems which  I  have  found  useful  with  very 
withdrawn  and  self-stimulating  children  and 
young  people  is  to  accept  and  value  their 
behaviour  and  to  begin  to  join  in  what  they 
choose  to  do.  If  a  visually  impaired  person 
who  has  little  contact  with  the  world  taps  her 
own  forehead  and  then  we  tap  her  forehead 
in  exactly  the  same  way  then  that  child  will 
notice  the  new  experience,  possibly  with 
some  surprise.  Were  that  child  able  to  think 
aloud  something  along  these  lines  might  go 
on. 

Child  "I  just  went  tap  tap  and  I  felt  an 
echo.  Let's  try  it  again." 

The  child  taps  again  twice  and  the  thera- 
pist then  taps  twice. 

Child  "It  happened  again!  How  interest- 
ing ...  Let's  try  something  else" 

The  child  taps  three  times  and  the  thera- 
pist does  the  same 

Child  "Wow!  This  is  interesting.  Let's  try 
something  different"  etc  ... 

The  effect  of  adults  behaving  in  this  way 
is  to  put  themselves  in  the  control  of  their 
children  while  this  activity  is  going  on.  If 
such  sessions  are  going  to  be  successful 
then  usually  in  a  matter  of  days  such  activi- 
ties will  develop  into  enjoyable  games.  In  a 


Clifford  uses  his  head  and  hands  to  communicate 
his  pleasure  to  others 


sense  what  happens  is  that  a  very  early 
form  of  communication  starts,  but  in  a  sense 
the  "topics  of  conversation"  are  activities 
that  the  child  has  chosen.  Once  communi- 
cation starts  (however  basic)  then  it  will 
grow  to  have  a  life  of  its  own  and  will 
become  a  vehicle  for  learning  about  the 
world.  What  is  important  is  that  it  is  "true" 
communication  in  the  sense  that  the  child 
has  the  power  to  control  it,  to  choose  what 
to  communicate  with  and  also  to  end  a 
particular  session  when  he  has  had  enough. 
However  it  does  not  follow  that  every  be- 
haviour is  best  responded  to.  There  are 


behaviours  that  are  best  ignored. 
Such  behaviours  may  be  self  inju- 
rious or  such  that  we  are  really 
uncomfortable  about  engaging  in 
a  game  using  these  behaviours.  It 
is  important  too  that  the  adult  has 
some  choice  in  the  game  but  as 
long  as  the  adult  is  comfortable 
with  the  game  then  it's  OK  for  the 
child  to  be  in  control. 

It  seems  paradoxical  to  sug- 
gest that  we  can  promote  a  child's 
development  by  encouraging  such 
undesirable  behaviour,  yet  such 
sessions  will  develop  into  games 
and  the  child  will  begin  to  reach  out 
for  the  adult  in  the  hope  that  they 
will  engage  in  the  games.  In  a 
group  setting  where  there  is  more 
than  one  adult  then  the  child  will 
begin  to  get  to  know  the  one  or  two 
people  that  know  her  and  are  re- 
sponsive to  her  games.  Initially  the 
child  may  get  to  know  who  is  who 
by  how  they  are  responded  to  but 
eventually  they  will  develop  other 
cues.  Feeling  the  person's  fingers 
for  rings,  reaching  to  feel  some- 
one's beard,  the  shape  of  their 
forearms  etc.  All  this  is  a  very  slow 
process  but  the  beginnings  start 
with  becoming  part  of  the  child's 
chosen  activities  and  allowing  him 
to  remain  in  control  of  what  is  going  on. 

Most  people  would  agree  that  in  the 
course  of  working  with  such  children  our 
aim  should  be  to  enable  them  to  have 
choices;  to  have  some  say  in  their  lives  and 
to  be  able  to  communicate.  What  I  am 
suggesting  is  that  if  that  is  so,  then  instead 
of  imposing  what  we  think  is  desirable  upon 
our  children  and  telling  them  what  to  do  and 
calling  that  communication,  let's  start  giving 
them  choices  and  a  say  in  what  goes  on 
right  from  the  start  of  our  work  with  them.  In 
that  process  let  us  learn  how  to  communi- 
cate with  them. 


Government  Revises  Circular  on 
Statementing 


Circular  1/83  on  the  Assessment  and 
Statementing  Procedures  of  the  1981 
Education  Act  is  being  revised.  The 
Department  of  Education  and  Science 
has  circulated  a  draft  of  the  changes 
which  strengthen  parents'  rights  to  par- 
ticipation in  decisions  affecting  children 
with  special  educational  needs. 

The  draft  explains  the  impact  of  the 
Education  Reform  Act  1988,  including 
the  National  Curriculum,  local  manage- 
ment of  schools  and  the  duty  of  Local 
Education  Authorities  (LEAs)  to  have 
regard  for  persons  with  learning  difficul- 
ties in  further  education.  It  restates  the 
recommendation  for  integration  of  chil- 
dren with  Special  Educational  Needs  into 
ordinary  schools,  given  appropriate  sup- 
port and  advises  LEAs  on  ways  of  im- 
proving both  the  extent  and  advantage  of 
having  parental  input  into  the  State- 
menting process. 

While  the  Circular  confirms  some  good 
practices  Sense  would  also  recommend 
that  LEAs: 

—  focus  on  parents  participating  in  as- 
sessments and  placements  as  recom- 


mended in  the  D.E.S.  policy  statement  on 
deaf-blind  children 

—  provide  parents  with  information  about 
voluntary  organisations  concerned  with 
disability  and  also  seek  advice  from  them. 

Of  greater  concern  is  the  fact  that  the 
power  not  to  apply  the  National  Curricu- 
lum, in  respect  of  children  with  special 
educational  needs,  rests  with  the 
headteachers  and  governors,  with  no 
requirement  that  they  receive  approval 
by  LEAs.  This  power  was  given  under 
Section  1 9  of  the  1 988  Education  Act  and 
this  latest  Circular  does  nothing  to  put  it 
right. 

The  Circular  could  be  improved  and 
Sense  has  made  strong  statements  on 
how  this  could  be  done.  Generally,  how- 
ever, it  is  a  significant  advance  and  shows 
awareness  of  the  need  for  frankness 
between  parents  of  children  with  special 
needs  and  providers  of  special  educa- 
tional services. 

The  Department  of  Education  and  Sci- 
ence plans  to  publish  the  New  Circular  in 
the  summer. 
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It  is  difficult  to  explain  . . . 


I  was  born  deaf  to  deaf  parents  and  at- 
tended deaf  schools  at  Heston  and  Newbury. 
When  I  was  about  12. 1  started  to  complain 
of  night  blindness,  and  my  optician  ex- 
plained that  the  cause  was  that  I  had  a 
reduced  visual  field'  and  I  accepted  that 
explanation  and  thought  no  more  about  it. 

After  I  married  and  had  two  children.  I 
had  pushed  the  girls  in  the  pram  and 
pushchair  for  about  six  years,  little  knowing 
that  it  was  like  being  guided  by  a  guide  dog 
over  the  kerbs  and  through  the  crowds.  It 
became  apparent  to  me  that  when  the  pram 
and  pushchair  were  no  longer  needed,  it 
was  hard  to  be  very  mobile  on  my  own  and 
I  couldn't  understand  why  I  missed  seeing 
people  and  things.  I  was  also  seeing  some 
irritating  'flashing  lights'.  I  began  to  be 
aware  of  other  people's  comments  on  how 
rude  I  was  for  'pushing'  or  'walking  past 
them',  not  realising  the  problems  that  I  was 
having  with  my  sight. 

I  tried  to  put  it  at  the  back  of  my  mind  but 
I  knew  I  could  not  put  it  off  any  longer  to  see 
the  optician  to  find  out  what  was  wrong. 
After  an  examination,  she  agreed  there 
were  abnormalities  at  the  back  of  my  eyes 
and  referred  me  to  the  eye  specialist  at  the 
hospital  who  confirmed  her  diagnosis  and 
called  it  'RP'  (retinitis  pigmentosa).  I  had 
heard  of  it  before  but  although  I  was  never 
told  that  I  had  it.  it  had  lain  at  the  back  of  my 
mind  and  whenever  it  came  to  the  fore,  I 
often  wondered. 


It  is  difficult  to  explain  how  I  felt  from  then 
onwards.  I  was  seemingly  calm  but  inwardly 
I  felt  all  alone  and  so  very  mixed  up.  I  found 
it  extremely  difficult  to  talk  about  it  and 
wanted  to  keep  it  to  myself.  My  husband 
was  more  emotionally  affected  than  I  was 
and  he  was  unable  to  help  me.  Friends  who 
knew  of  my  hospital  appointment  wanted  to 
know  the  outcome  and  I  was  forced  to  tell 
them  about  it.  It  was  very  hard  but  that 
helped  me  to  open  up  bit  by  bit. 

It  was  left  to  me  to  read  some  information 
leaflets  provided  by  my  Adviser  for  the 
Visually  Handicapped  to  help  me  to  under- 
stand and  make  the  disease  less  frighten- 
ing. There  was  no  explanation  or  counsel- 
ling offered  at  my  hospital  visit  and  it  wasn't 
until  we  all  went  to  Durham  nine  months 
later  forthe  'Usher  Syndrome  Get-Together' 
weekend  organised  by  Sense  that  we  were 
able  to  talk  to  others  like  myself  more  openly. 

I  consider  myself  to  be  independent  and 
quite  a  sociable  person,  so  it  is  against  my 
nature  to  sit  back  and  let  life  pass  me  by.  It 
is  this  nature  that  creates  many  social  diffi- 
culties for  me.  Some  of  them  I  am  able  to 
overcome  but  there  are  others  that  cannot 
be  adapted,  like  going  into  dimly-lit  public 
places.  Very  often  I  get  into  a  quandary 
about  whether  I  should  attend  or  not  such 
an  event  which  I  know  would  create  prob- 
lems for  me  because  I  dislike  ^^_^^_ 
being  a  'burden'  on  other 
people.  cc 


Although  I  seem  to  be  able  to  cope  with 
some  of  the  normalities  of  everyday  life, 
there  are  times  when  I  cannot  cope  and  it  is 
these  times  that  break  down  my  defences 
and  I  find  myself  very  vulnerable.  The  big- 
gest problem  with  Usher  Syndrome  is  the 
constant  re-adjustment  as  our  sight  gets 
progressively  worse  and  we  have  to  learn  to 
re-adapt  and  that  can  be  very  unsettling. 

Although  there  are  efforts  in  spreading 
'awareness'  of  Usher  Syndrome  among  the 
deaf  community,  there  is  still  a  great  lack  of 
understanding  of  how  to  handle  an  'Usher'. 
It  takes  a  while  for  me  to  get  my  eyes 
adjusted  to  the  brightness  from  the  dark- 
ness and  vice  versa.  It  also  helps  when  you 
ask  if  you  are  at  the  right  distance  and  in  the 
right  light  before  making  conversation. 

It  would  also  be  good  if  requested  that 
there  would  be  a  light  provided  in  a  small 
reception  of  a  dimly  lit  hall  where  a  disco  or 
a  dance  is  taking  place,  where  others  like 
myself  could  see  and  communicate  better. 
Do  not  point  to  something  and  assume  that 
the  'Usher'  will  intercept  it  straight  away,  it 
would  be  best  to  say  where  it  is  exactly,  like 
saying  'Look  to  the  right  of  that  window  in 
front  of  you'. 

I  know  that  there  are  others  like  myself 
who  do  not  want  you  to  feel  sorry  for  us.  This 
is  being  negative.  All  we  want  is  your  con- 
structive understanding,  which  is  the  more 
positive  attitude. 

Sarah  Reed 


Am  I  Entitled?" 


Mini  conference  at  Warwick  University 

This  conference  takes  place  on  Sunday  6th  August  1989  from  2.30  —  5.30 
at  Warwick  University.  It  is  open  to  people  who  have  Usher  Syndrome, 
relatives,  friends  and  professional  workers  interested  in  people  who  have  this 
condition. 

The  first  part  is  entitled  'What's  wrong  with  my  eyes:  Professor  John 
Marshall  who  researches  retinitis  pigmentosa  will  talk  about  how  RP  affects 
the  eye  and  what  progress  is  being  made  in  research. 

The  second  speaker  Dr  Jan  van  Dijk  who  works  at  the  St  Michielsgestel 
Institute  for  the  Deaf  in  Holland  where  many  pupils  with  Usher  Syndrome  are 
educated  will  talk  about  how  a  team  approach  by  professionals  can  help  in 
work  with  people  who  have  Usher  and  with  their  families. 

The  final  speaker  is  Mrs  Sarah  Reed  who  has  Usher  Syndrome  and  has 
started  to  face  up  to  the  challenge  of  this  in  her  life.  She  works  at  Buimershe 
College  which  is  part  of  Reading  University. 

The  cost  per  day  is  £5  per  person.  For  application  forms  and  programme 
details  apply  to  Mary  Guest,  Co-ordinator,  Usher  Syndrome  Project,  31 1 
Gray's  Inn  Road,  London  WC1X  8PT. 


This  is  a  new  report  recommending  changes  in  proce- 
dures claiming  attendance  and  mobility  allowance.  The 
book  examines  the  complexity  of  the  administration  of 
both  these  benefits,  highlights  many  of  the  problems 
faced  by  disabled  people  in  trying  to  establish  entitle- 
ment, analyses  what  disabled  people  spend  these  bene- 
fits on  and  points  to  the  need  for  better  training  for 
professionals. 

Separate  samples  of  recent  claimants  of  attendance  al- 
lowance were  selected  from  DHSS  records  and  a  total  of 
291  people  were  interviewed.  The  author  makes  a 
number  of  recommendations  for  improvements  to  the 
administration  of  the  benefits  system. 

"Am  I  Entitled?  Problems  with  the  take  up  and  admini- 
stration of  attendance  and  mobility  allowance".  Author: 
Judith  Buckle.  Publisher:  The  Disablement  Income  Group. 
Millmead  Business  Centre,  Millmead  Road,  London  N1 7 
9QU.  Price:  £5  plus  p&p. 


Usher  Syndrome 

Rehabilitation 

Course 

Alan  from  Birmingham  and  Dennis  from 
Hemel  Hempstead  attended  the  second  re- 
habilitation course  held  at  Sense  in  the  Mid- 
land s  Family  Centre  in  April. 

They  were  similar  in  age  and  degree  of 
vision  loss.  One  pleasant  addition  to  the 
features  of  this  three  day  residential  course 
was  the  presence  of  Andrew's  wife,  Glenda, 
who  was  able  to  join  in  the  course  work  for 
part  of  each  day. 

Both  students  had  already  received  long 
care  'raining  and  were  prepared  to  use  this 
mobility  technique  to  enable  them  to  move 


safely.  The  tasks  that  emerged  were  to 
reaffirm  the  skills  they  were  already  using 
and  to  build  confidence;  to  encourage  learn- 
ing about  the  environment  through  touch 
and  by  awareness  of  changes  in  the  sur- 
roundings, such  as  gaps  in  hedges  or  breaks 
between  trees. 

In  the  cooking  lessons  Phyllis  Hunt 
guided  them  in  safer  cooking  techniques 
and  encouraged  them  in  their  efforts. 

Val  Brown,  Sense's  blind  telephonist 
kindly  lent  her  home  and  guide  dog  Jason 
so  that  our  students  could  find  out  about  the 
reality  of  having  a  dog.  Each  was  so  encour- 
aged that  he  is  applying  for  a  dog. 

Dennis  and  Andrew  were  shown  how  to 
use  a  lathe  at  the  Industrial  Workshop  of  the 
Birmingham  Royal  Institute  for  the  Blind 
and  managed  to  turn  a  component  on  the 


machine. 

My  thanks  to  all  who  helped  to  make  this 
a  successful  course. 

Update  on  the  Maisonette 

The  maisonette,  future  home  of  the  Usher 
Syndrome  Centre  for  Rehabilitation,  is  at 
present  full  of  rubble  and  future  promise. 
Plans  are  close  to  completion  and  we  hope 
the  extension  and  refurbishing  will  start  in 
September. 

The  job  description  for  the  new  post  of 
Course  organiser  for  Usher  Syndrome 
Rehabilitation  is  being  drawn  up  and  we 
hope  to  see  someone  appointed  by  the 
autumn. 

Mary  Guest 
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Discovering  Usher  Syndrome 


Sue  Sturley's  son  Nicholas  has  Usher  Syndrome. 

This  is  her  account  of  the  gradual  discovery  of 

Nick's  condition  and  its  effects  on  the  family. 


Usher  Syndrome  is  a  combination  of  deaf- 
ness, usually  profound,  with  a  progressive 
loss  of  vision  starting  with  peripheral  vision, 
so  that  the  sufferer  has  tunnel  vision  — 
rather  like  looking  though  binoculars.  This 
condition  is  hereditary. 

We  began  to  discover  something  was 
wrong  with  Nick's  hearing  when  he  was 
about  ten  months  old.  Because  he  was  a 
model  baby,  hardly  crying  at  all  and  very 
placid,  we  did  not  take  much  notice  of  his 
late  motor  development. 

He  did  not  hold  up  his  head  until  he  was 
over  six  months  old,  he  did  not  sit  up  until  he 
was  1 3  months  old,  could  not  stand  unaided 
until  he  was  over  two  and  did  not  walk 
unaided  until  he  was  about  three. 

When  he  was  ten  months  old  we  realised 
that  he  did  not  respond  to  his  name,  or  make 
any  baby  sounds  at  all  and  cried  if  I  was  out 
of  his  sight  for  any  length  of  time.  One  day 
I  came  up  behind  him  as  he  lay  in  his 
playpen  and  he  continued  to  cry  although  I 
shouted  his  name  and  banged  things. 

We  took  him  to  our  G.P.  As  luck  would 
have  it,  our  G. P.  was  the  son  of  deaf  parents 
and  realised  immediately  that  something 
was  wrong  with  his  hearing.  He  said  that 
Nick  should  see  a  specialist.  We  were  dis- 
traught when  the  appointment  with  the 
specialist  came  through.  Having  to  wait  for 
three  monthsior  confirmation  that  he  had  a 
hearing  loss  was  unbearable. 

We  learned  of  the  National  Deaf  Chil- 
dren's Society  and  of  the  deaf  assessment 
centre  in  Manchester  and  made  a  private 
appointment  there  to  have  Nick  tested  just 
before  his  first  birthday. 

We  learned  that  he  was  profoundly  deaf 
and  would  be  for  the  rest  of  his  life.  This  was 
the  most  shattering  and  traumatic  shock  as, 
although  we  had  gone  there  expecting  to  be 
told  Nick  had  something  wrong  with  his 
hearing,  we  also  hoped  to  be  told  some- 
thing could  be  done  about  it  —  that  his 
hearing  should  be  restored. 

Through  the  NHS  Nick  was  fitted  with  a 
Medesco  aid.  They  said  it  was  lucky  he  had 
been  diagnosed  so  early  but  no  one  told  us 
what  to  do.  The  teacher  of  the  deaf  visited 
us  once  or  twice  but  could  not  come  on  a 
regular  basis  as  she  had  her  hands  full  with 
other  work.  She  told  us  to  contact  her  if  we 
had  any  problems!  I  could  have  rung  her 
thirty  times  a  day  if  I  had  taken  her  up  on 
that!  We  had  no  idea  how  to  cope  or  what  to 
do  and  Nick,  although  a  very  happy  baby  in 
the  main,  still  cried  every  time  I  was  out  of 
his  sight.  His  two-year-old  brother,  Martin, 
who  was  too  young  to  understand  the  situ- 
ation, was  desperately  trying  to  gain  his 
share  of  attention.  We  had  one  visit  from  a 
peripatetic  teacher,  but  her  area  was 
changed  and  no  one  else  was  appointed. 

We  sent  for  some  literature  from  the 
National  Deaf  Children's  Society  and  be- 


gan to  realise  something  of  the  magnitude 
of  the  problem.  Then  the  first  ray  of  light  — 
I  was  given  the  address  of  the  John  Tracy 
Clinic  in  America,  who  run  a  free  correspon- 
dence course  for  parents  of  young  deaf 
children.  This  was  really  useful  information 
and  from  that  day  on  we  had  guidance 
about  what  had  to  be  done  to  help  Nick,  how 
to  talk  to  him,  how  to  prepare  work  to  help 
him,  how  the  rest  of  the  family  could  help 
and  so  on. 


The  only  drawback  to  their  correspon- 
dence course  was  their  absolute  insistence 
that  no  signing  must  be  used  —  'sit  on  your 
hands',  we  were  told.  This  was  the  worst  bit 
of  advice  we  ever  received. We  had  not 
heard  then  of  Total  Communication  but  that 
was  what  we  came  to  use  —  signs,  draw- 
ings, photographs,  anything  to  get  the 
message  across.  He  was  four  before  he 
spoke  his  first  word.  Today  Nick  has  poor 
but  not  incomprehensible  speech,  a  normal 


Following  the  publication  of  The  Survey  of  Usher  Syndrome  in 
Schools  Sense  recently  launched  a  campaign  using  this  leaflet,  to 
increase: 

•  Early  Diagnosis 

•  Support  for  the  family 

•  Preparation  for  the  child 

Several  specialist  magazines  covered  the  campaign  including 
several  medical  journals. 
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reading  age  and  signs  fluently. 

We  had  not  bargained  for  Nick's  abso- 
lute determination  to  do  things  for  himself, 
which  was  apparent  when  he  was  a  few 
months  old  and  trying  to  feed  himself.  This 
determination  had  been  a  great  asset  as  he 
grew  up.  but  was  very  difficult  to  cope  with 
while  he  was  still  a  baby. 

Balance  has  always  been  a  problem, 
and  even  until  he  was  eight  or  nine.  Nick 
needed  a  steadying  hand,  except  on  even 
ground  and  he  has  never  learned  to  ride  a 
bike. 

When  Nick  was  two  we  moved  to  Corn- 
wall, where,  for  the  first  time,  we  had  some- 
thing like  regular  help.  Nick  saw  a  teacher  of 
the  deaf  and  attended  a  small  weekly  deaf 
playgroup.  He  also  went  to  the  local  hearing 
playgroup  and  got  on  well  with  the  other 
preschool  children.  It  is  very  important  for 
deaf  children  to  mix  with  hearing  children  as 
much  as  possible  from  an  early  age. 

When  he  was  four  he  entered  the  infant 
PHU  (Physically  Handicapped  Unit),  which 
he  enjoyed  and  did  well  for  a  few  years.  The 
school  building  was  old.  and  although  he 
was  integrated'  into  the  hearing  classroom 
the  room  echoed  so  badly  that  even  a  pencil 
dropped  on  the  floor  sounded  like  a  drum 
roll.  I  am  sure  that  the  sounds  picked  up  by 
his  hearing  aids  has  in  part  been  respon- 
sible for  his  dislike  of  them.  He  has  removed 
them  at  the  slightest  opportunity  all  his  life. 
He  was  subject  to  bad  headaches  and 
vomiting  attacks  (a  form  of  migraine),  and 
having  to  rely  on  lipreading  for  all  his  com- 
munication made  him  completely  exhausted. 
so  when  he  came  home  I  made  no  attempt 
to  talk  to  him  but  relied  on  our  own  signs  for 
at  least  two  hours. 

With  hindsight,  the  best  decision  we 
made  was  to  send  him  to  Hartley  House 
school  in  Plymouth  when  he  was  seven. 

It  was  a  hard  wrench.  He  went  on  Mon- 
day and  came  back  on  Friday.  There  were 
times  when  he  hated  to  go  back,  but  he 
really  bloomed  at  the  school  as  all  the 
classes  were  small,  about  six  in  each,  and 
he  had  concentrated  teaching.  He  also 
picked  up  signing  from  the  other  children, 
and  for  the  first  time  in  his  life  he  realised 
that  he  was  not  some  kind  of  freak,  but  there 
were  other  children  just  like  him.  and  he 
could  communicate  with  them. 

I  used  to  spend  hours  talking  to  myself  in 
a  mirror  to  see  what  Nick  could  see.  so  that 
I  could  recognise  his  lip  patterns  even  if  I 
couldn't  understand  his  speech.  This  really 
came  home  to  me  one  day.  when  a  teacher 
asked  him  what  he  would  like  to  drink,  and 
Nick  said  milk  .  Oh.  you  want  orange  juice 
she  said1 

He  entered  Burwood  Park  School  in 
Surrey  when  he  was  nearly  1 2.  This  school 
takes  profoundly  deaf  boys  from  all  over 
Britain,  and  gives  them  a  first-class  educa- 
tion with  a  high  ratio  of  teachers  to  boys. 

When  Nick  was  ten  years  old  another 
blow  fell.  We  did  not  connect  his  poor  bal- 
ance with  his  eyesight  although  he  did  not 
seem  to  be  aware  sometimes  of  people 
standing  next  to  him  and  he  often  fell  over 
things.  However,  the  day  he  went  out  of  the 
front  door  and  fell  over  his  brother's  bike 
which  lay  outside  in  full  view  made  us  real- 
ise that  something  was  badly  wrong 

Sue  Sturleys  story  will  be  continued  m  the 
Autumn  edition  of  Talking  Sense 


Letting  Go 


Gini  Cloke's  son  Ian  has  been  a  student 
at  Sense  in  the  Midlands  for  a  year.  Here 
she  writes  about  her  feelings  when  he 
started  on  his  new  life  and  how  she  feels 
after  twelve  months  of  separation. 

All  parents  have  mixed  feelings  when  their 
children  grow  up  and  leave  home.  They 
have  loved  and  cared  for  them  and  encour- 
aged their  increasing  independence 
throughout  their  childhood:  done  everything 
possible  to  prepare  them  —  and  them- 
selves for  the  day  they  go  their  separate 
ways. 

When  yourchild  is  multiply  handicapped 
the  situation  is  entirely  different.  Certainly 
as  parents  you  have  loved  and  cared  for 
and  encouraged  your  child  but  there  has 
been  no  increasing  independence  and  ab- 
solutely no  preparation  forany  of  you  forthe 
time  when  you  will  lead  separate  lives. 

Our  son.  Ian.  had  been  living  at  home 
and  attending  local  day  provision  for  the 
mentally  handicapped  for  25  years  before 
he  left  home.  He  is  Rubella  handicapped  — 
totally  blind  and  partially  deaf  with  virtually 
no  means  of  communication.  "The  Future" 
had  always  been  a  major  worry  for  me. 
indeed  it  still  is.  There  is  absolutely  no 
appropriate  local  provision  for  him  in 
Gloucestershire,  so  when  he  was  offered  a 
place  at  Sense-in-the-Midlands  we  were  so 
delighted  and  thrilled  that  at  last  Ian  would 
have  the  opportunity  he  needed  and  de- 
served —  to  be  treated  as  a  deaf-blind 
person. 

He  had  become  increasingly  difficult  to 
cope  with  over  the  past  few  years  and  he 
obviously  needed  so  much  more  than  we 
could  possibly  provide  for  him.  Now  at  last 
there  was  the  opportunity  for  him  to  learn 
some  new  skills  and  basic  communication. 
We  were  so  excited  at  all  the  possibilities 
which  would  open  up  for  him. 

We  knew  he  would  be  in  the  best  pos- 
sible place  with  all  the  specialist  provision 
he  had  never  had  before  —  something  we 
had  hoped  and  dreamed  about  for  him  but 
never  dared  to  believe  would  become  a 
reality. 

Ian  knew  none  of  this.  We  couldn't  tell 
him  anything  about  it.  or  let  him  know  he 
would  be  leaving  home  in  three  months' 
time:  next  week:  tomorrow  —  or  prepare 
him  in  any  way  for  the  enormous  upheaval 
in  his  life. 

So  he  went  to  the  ATC  as  usual  on 
Tuesday.  On  Wednesday  we  put  him  in  the 
car  with  two  suitcases  in  the  back  and  drove 
him  to  Birmingham,  where  he  was  going  to 
live  for  the  next  five  years.  When  we  left  him. 
he  looked  so  confused  and  anxious.  We  just 
had  to  leave  without  even  saying  goodbye 
because  it  would  have  been  so  difficult  to 
tear  ourselves  away  from  him  and  would 
only  have  made  everything  worse. 

The  house  was  so  empty  and  quiet  — 
the  days  so  long.  Much  less  housework  to 
do  and  so  much  more  time  to  do  it  all  in.  No 
bus  to  watch  for  twice  a  day.  no  sleepless 
nights,  no  constant  listening  and  watchful- 
ness, no  difficult  behaviour  to  cope  with,  no 
lovely  cuddles  and  giggles  —  no  Ian. 

Suddenly  there  was  an  enormous  hole 
in  our  lives.  A  large  part  of  me  was  missing 
—  and  there  had  been  no  warning  what  it 
would  be  like.  Certainly  Ian  had  been  away 
from  home  in  respite  care  for  short  periods, 
but  then  he  was  always  coming  home  soon. 


Ian  enjoying  life  at  Sense-in-the- 
Midlands 

and  they  had  been  genuinely  periods  o 
respite,  for  catching  up  on  sleep,  for  som« 
peace  and  quiet,  the  freedom  to  go  out  fo 
an  evening,  to  recharge  our  batteries. 

But  this  was  different.  This  was  perma 
nent.  This  could  be  forever!  And  so  sudden 
With  Ian  there  was  no  growing  independ 
ence.  One  day  he  was  at  home  with  us.  ai 
totally  dependent  as  he  had  been  every  da; 
of  the  past  25  years.  The  next  day  he  wa: 
gone. 

Itwassomuch  more  difficult  adjusting  tc 
living  without  him  than  I  had  expected.  Th< 
enormous  relief  of  not  having  to  look  afte 
him  any  more  was  quickly  replaced  by  awfi 
feelings  of  guilt  because  I  didn't  want  to  lool 
after  him  and  was  no  longer  fulfilling  m; 
responsibilities  towards  him. 

Every  time  I  heard  of  plans  to  teach  hin 
a  new  skill,  or  of  some  new  thing  he  ha< 
done.  I  felt  so  guilty  that  we  hadn't  tried  t< 
teach  him  those  things.  Surely  we  couk 
have  taught  him  to  brush  his  hair  properly 
carry  a  full  plate  of  food  from  the  kitchen  t< 
the  table  or  wash  his  hands?  I  knew  per 
fectly  well  why  we  couldn't  have  done  any  c 
them  but  I  still  felt  horribly  guilty  that  we  hat 
let  him  down  because  we  hadn't  even  tried 

Having  cared  for  Ian  for  all  those  years 
making  all  the  decisions  about  everything  tt 
do  with  his  life,  it  was  extremely  difficult  tt 
hand  him  over  into  someone  else's  care. 

All  those  aspects  of  our  life  with  Ian  tha 
I  had  wanted  to  change,  the  never-endint 
responsibility,  the  total  dependence,  tht 
constant  tie.  the  eternal  inevitability  of  it  all 
were  over.  I  had  what  I  wanted  —  but  lettint 
him  go  has  been  so  much  harderthan  I  eve 
imagined  it  would  be. 

Even  after  a  year  it  is  still  very  hard  a 
times.  We  can  never  escape  the  fact  that  wt 
have  a  multiply  handicapped  son  who  wi 
always  be  our  responsibility  as  there  i: 
always  the  future  to  worry  about.  The  prob 
lem  never,  ever,  goes  away.  Butforthetimt 
being  at  least,  we  can  relax  and  enjo; 
seeing  Ian  develop  and  make  progress  tha 
we  never  thought  possible.  He  is  mud 
happier  with  his  new  life,  developing  nev 
skills,  learning  to  communicate  a  little,  ant 
within  his  severe  limitations  he  is  leading  ; 
full,  interesting  life.  We  are  all  enjoying  ou 
independence. 
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The  }  bung  Deaf  Achievers  Awards 
have  been  created  to  show  that  many 
deaf  young  people  can  rise  to 
considerable  achievement  despite  their 
disability.  Such  young  deaf  achievers 
are  an  inspiration 
to  others. 

For  the  second  year  a  distinguished 
panel  of  judges  will  select  Regional 
Young  Deaf  Achievers  who  will  attend 
the  Awards  Luncheon  in  London. 
Three  lucky  winners  will  then  be 
selected  to  receive  awards  of  £500, 
£300  and  £200,  together  with  an 
engraved  glass  memento  of  the 
occasion. 

In  1988  the  Princess  of  Wales 
graciously  consented  to  attend  the 
Luncheon  and  present  the  awards  as 
she  felt  Tt  gives  great  encouragement 
to  those  who,  because  of  their 
particular  handicap,  may  feel  that  life 
is  especially  hard  or  unfair'. 


Matthew  James,  National  Winner 
YDA  '88  has  refused  to  let  his 
profound  deafness  stand  in  the  way 
of  his  academic  career  and  his  great 
sense  of  adventure.  His  travel 
programme  has  included  an 
expedition  to  SE  Iceland,  Operation 
Raleigh  in  the  Rockies,  a  Tall  Ships 
Adventure,  and  so  on!  Academically 


Matthew  J  ames 

he  is  well  on  target  for  a  good 
honours  degree  in  Biological  Studies. 

Alan  Mather,  Runner-up.  Alan  is 
deaf,  partially  sighted  and  has  other 
disabilities.  His  tremendous 
determination  and  fighting  spirit  has 
lead  him  to  academic  and  personal 
achievement.  Alan  has  successfully 
gained  a  B  Tech  National  Certificate 
for  Business  and  Financial  Studies. 

Angela  Hill,  3rd  place  winner  for 
dogged  determination.  Although 
profoundly  deaf  Angela  battled  from 
an  early  age  to  fulfill  her  dream 
of  becoming  a  hairdresser. 
Disappointment,  discrimination  and 
despair  were  overcome  and  today 
Angela  runs  her  own  highly 
successful  hairdressing  business. 


Angela  Hill 


Do  you  know  a 
Young  Deaf 
Achiever? 


Alan  Mather 


Please  use  the  form  on  the  back  of 
this  leaflet  to  tell  us  of  a  young  deaf, 
deaf  blind  or  hard  of  hearing  person 
who  has  achieved  something  special 
in  their  lives. 

If  you  know  of  a  deaf,  deaf-blind  or 
hard  of  hearing  person  between  the 
age  of  16  and  29  who  you  feel  has 
achieved  something  exceptional  in 
any  field  —  career,  sport,  bravery, 
scholarship  and  so  on  —  we  would 
very  much  like  to  hear  from  you. 

This  scheme  is  organised  by  Deaf 

Accord,  a  consortium  of  charities  for 

deaf  people: 

The  British  Association  for  the  Hard 

of  Hearing 

The  British  Deaf  Association 

The  National  Deaf  Children's  Society 

The  National  Deaf-Blind  League 

SENSE,  The  National  Deaf-Blind 

and  Rubella  Association 

Please  send  your  nomination  on  the 

form  overleaf  to: 

Maggie  Mooge 

YDA  '89  Co-ordinator 

311  Gray's  Inn  Road 

London  WC IX  8PT 

Closing  date  for  nominations 
31  August  1989 


British  Telecom  is  pleased  to 
sponsor  the  Young  Deaf  Achievers 
Awards  as  part  of  a  countrywide 
sponsorship  programme  embracing 

disabled  people,  the  arts  and  the 
environment  which  is  designed  to 
further  our  involvement  with  the 
community  at  large. 


NOMINATION     FORM 


For  you  to  name  a 
YOUNG  DEAF 
ACHIEVER  1989 


The  person  I  want  to  win  a  Young  Deaf  Achiever  Award  is: 


who  lives  at: 

Postcode 

Telephone  No. 

Vistel/Minicom  No. 

Age: 

(must  be  between  16  and  29  years  in  1989) 

Disability: 

I  want  him  or  her  to  win  because:  (Please  continue  on  a  separate  sheet  if 
necessary) 


Your  name: 

Your  address: 

Postcode: 

Your  telephone  number: 

Vistel/Minicom  No. 

How  do  you  know  the  person 

chosen? 

The  parent  or  guardian  must 
16-18  years 

sign  here  if  nominated  person  is  aged  between 

Please  return  this  form  to:  Young  Deaf  Achievers  '89,  311  Gray's  Inn  Road, 
London  WC1X8PT. 

Closing  date  for  nominations  31  August  1989. 

How  did  you  hear  about  YDA  '89 


British 

TELECOM 


Deaf-Blind  Children  in 
Centres  for  the  Deaf 

Discussion  on  whether  Sense  should  extend  its  services  to  provide  for 

multihandicapped  deaf  or  multihandicapped  blind  has  been  continuing  since  the 

Weekend  Away  last  September.  The  most  important  aspect  of  this  debate  is  how  it 

will  affect  the  education  and  care  that  the  children  will  receive.  Here  are  two 

centres  where  deaf-blind  young  people  are  integrated  with  with  deaf  and  deaf 

multihandicapped. 


The  Poolemead 
Experience 

Unlike  Sense,  we  at  at  the  RNID's  Poole- 
mead Centre  have  always  had  a  wider 
client  group,  so  segregation  has  never  been 
a  consideration  —  'deaf  people  with  addi- 
tional handicaps'  inevitably  included  all 
categories  including  deaf-blind.  It  is  nearly 
eight  years  now  since  we  took  our  first  'new' 
resident  and  a  good  time  to  look  back  on 
what  might  have  constituted  a  problem  or 
an  advantage. 

Unlike  Sense,  we  are  not  only  concerned 
with  the  younger  age-range,  but  have  resi- 
dents up  to  the  age  of  90  years.  This  can  be 
both  an  advantage  and  a  disadvantage. 
Frail,  elderly  people  can  be  seriously  upset 
by  the  disturbed,  at  times  wild  behaviour  of 
some  of  our  younger  deaf-blind  residents 
and  can  become  quite  nervous  of  them.  On 
the  other  hand,  we  feel  we  have  created  a 
more  natural  family  environment,  with  a 
developing  tolerance  in  all  quarters.  The 
fact  that  we  have  separate  units  (but  with 
free  access)  does  help  to  create  a  haven  for 
the  older  residents  —  and  some  of  the 
younger  ones  who  go  there  for  some  peace 
and  quiet! 

To  some  of  our  more  able  deaf  residents 
the  bizarre  or  difficult  behaviour  (such  as 
self-damage)  of  our  less  able,  can  seriously 
affect  their  own  self-image  —  they  question 
why  they  have  been  placed  with  others  they 
have  described  as  'mad'.  This  aspect  might 
well  cause  one  to  consider  segregation; 
however,  the  less  able  here  are  not  neces- 
sarily our  deaf-blind,  so  segregation  of  the 
deaf  from  the  deaf-blind  would  not  over- 
come this.  We  have  found,  too,  as  men- 
tioned before,  that  in  fact  a  greater  toler- 
ance seems  to  develop  after  the  initial  shock, 
with  the  more  able  helping  the  less  able, 
and  the  development  of  a  greater  aware- 
ness of  the  needs  of  others. 

Since  Poolemead  is  such  a  large  centre, 
it  is  broken  down  into  smaller  family  size 
units,  one  of  which  is  the  Deaf-Blind  Unit, 
leading  one  to  suppose  that  in  effect  segre- 
gation is  practised.  This,  however,  is  mis- 
leading. Those  who  know  Poolemead  will 
appreciate  that  we  have  deaf-blind  people 
in  all  the  units.  Residents  are  allocated  to 
the  unit  best  suited  to  their  own  particular 
needs:  such  things  as  age,  level  of  inde- 
pendence and  compatability  are  taken  into 
consideration,  as  well  as  our  long-term  aim 
for  that  individual.  However,  the  provision  of 
a  Deaf-Blind  Unit  (again  with  open  access) 
does  allow  for  a  higher  staffing  ratio  for 
those  who  need  it.  In  our  group  homes  deaf- 
blind  people  live  alongside  deaf  and  friend- 
ships develop  across  the  board  regardless 
of  particular  handicap. 

Educationally  speaking,  the  area  of  re- 
sources is  the  most  significant  one.  A  pur- 


pose built  environment,  including  good  light- 
ing, acoustics,  mobility  aids  and  guide  rails 
is  equally  essential  for  the  frail,  elderly  deaf 
orthe  deaf  mentally/physically  handicapped. 
Educational  materials  are  also  suitable 
across  the  board;  sensory  stimulation  is  as 
important  for  deaf  mentally  handicapped  as 
it  is  for  deaf-blind.  Basic  computer  pro- 
grammes, concentrating  on  visual  attention 
skills,  scanning  and  sequencing  and  mak- 
ing good  use  of  colour  and  rewards  are 
again  relevant  to  most  at  Poolemead  and 
not  just  our  deaf-blind.  Where  an  individual 
student  needs  more  attention  from  the 
teacher  or  instructor,  this  can  be  catered  for 
when  timetabling.  All  this  is  also  true  of  such 
things  as  the  soft  play  equipment  and  our 
inflatable  bouncer  is  a  firm  favourite  with  our 


elderly  clients!  What  is  most  important  here, 
of  course,  bearing  in  mind  the  numbers  we 
work  with  at  Poolemead,  is  the  fact  that  a 
greater  variety  of  materials  and  equipment 
can  be  afforded,  to  the  benefit  of  all. 

Our  most  important  resource  must  be 
our  staff.  Few  (as  yet!)  come  to  us  with  any 
training  where  deaf-blindness  is  concerned. 
Special  Needs,  however,  is  a  popular  op- 
tion for  teachers  and  a  background  or  quali- 
fication in  Special  Needs  (for  teacher  and 
instructors)  or  experience  of  a  more  general 
nature  with  people  with  learning  difficulties, 
has  proved  of  more  use  than,  for  example, 
a  background  in  just  deafness.  Once  again, 
this  is  relevant  to  the  needs  of  all  our  people 
andnotjustonegroup  —  segregation  where 
education  is  concerned  would  appear  to  be 
pointless  here. 

It  would  appear,  then,  that  the  problems 
of  integration  at  Poolemead  are  few.  In  fact, 
as  far  as  we  are  concerned,  the  advantages 
seem  to  outweigh  the  disadvantages.  Our 
people  cannot  be  put  into  categories  simply 
because  of  their  clinical  labels.  Each  has  to 
be  looked  at  individually  and  his  or  her 
needs  assessed.  Our  experience  at  Poole- 
mead has  shown  that  this  does  not  neces- 
sarily put  them  into  groups  consistent  with 
their  'labels'. 

Diana  R  McKelvie 


Royal  School  for 
the  Deaf, 
Margate 

At  the  Royal  School  for  Deaf  Chil- 
dren, Margate,  there  is  no  'deaf- 
blind' unit.  The  thirty-five  deaf  visu- 
ally impaired  and  deaf-blind  chil- 
dren are  scattered  throughout  all 
departments,  placed  on  the  basis 
of  their  total  global  needs.  Many 
are  educated  in  the  multihandi- 
capped units,  where  groups  are 
small  and  staff  ratios  very  high; 
some  are  in  the  main  school  and 
some  in  Further  Education  provi- 
sion. Children  are  supported  indi- 
vidually where  necessary  butthere 
is  an  emphasis  on  developing  skills 
and  expertise  in  working  with  deaf- 
blind  children  among  all  staff.  Two 
children  have  intervenors  and  there 
is  an  advisory  teacher  for  deaf- 
blind  and  deaf  visually  impaired 
children. 

Heather  Murdoch 


Above:  Lorraine  helps  Paul  get  ready  for  bathtime 
Below:  Anthony  and  Shuet:  When  it's  been  a  long 
day,  you  need  your  friends 
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SENSE  EAST 


Stepping  out  from  the  Manor  House 


The  studio  tensed  with  the  sense  of  occa- 
sion as  the  first  five  students  from  Sense 
East  waited  for  their  preliminary  exam  at  the 
Edna  Brown  Dance  Studios  in  Peterbor- 
ough. 

This  event  marked  the  first  test  of  a  new 
approach  and  philosophy  underlying  the 
work  and  changes  taking  place  at  the  Manor 
House.  Months  of  discussion  and  planning 
have  led  to  a  series  of  collaborative  projects 
in  the  Peterborough  area  and  now  was  the 
time  of  evaluation. 

Over  the  years  Manor  House  staff  have 
gained  a  wealth  of  experience  in  working 
with  deaf-blind  students.  Links  with  the 
community  have  always  been  encouraged 
and  students  have  participated  in  many 
recreational,  sporting  and  social  activities. 
However,  if  students  were  to  move  beyond 
just  'experiencing'  these  activities  they 
needed  to  be  painstakingly  taught  the 
subskills  involved.  To  achieve  the  levels  of 
excellence  which,  we  believed  our  students 
were  capable  of.  they  needed  to  be  taught 
by  experts. 

We  sought  expert  instruction  from  a 
variety  of  specialists  who  were  prepared  to 
make  a  commitment  to  deaf-blind  students. 
They  needed  to  be  willing  to  work  together 
with  us  to  develop  a  staged  curriculum 
adapted  to  the  needs  of  our  students  and 
taken  from  nationally  recognised  training 
syllabuses.  As  this  was  to  be  a  true  partner- 
ship everything  was  carried  out  on  the  basis 
of  payment  of  full  professional  fees.  This 
demonstrated  our  recognition  of  the  work 
that  would  be  involved  and  also  meant  that 
we  would  have  no  dilemma  in  withdrawing 
from  a  project  which  failed  to  fulfil  expecta- 
tions. 

In  reality,  our  expectations  were  more 
than  fulfilled.  As  the  dance  class  began,  the 


students  became  increasingly  animated,  yet  re- 
laxed and  the  atmosphere  of  sheer  enjoyment  was 
clear  for  anyone  to  see.  Not  only  did  all  the  students 
achieve  their  level  one  certificate,  but  several  are 
well  on  their  way  to  level  two.  Perhaps  Edna  Brown 
is  a  very  special  person,  but  to  have  seen  the 
students  responding  to  her  enthusiasm  and  profes- 
sionalism was  a  learning  experience  in  itself. 

David  Ford 


Dance  Certificate  1 

1 .  Respond  appropriately  to  a 
request  to  dance  by  the  teacher. 

Understand  that  the  dance  has 
ended  and  it  is  now  time  to  sit 
down. 

2.  Understand  sign  for  Foxtrot'. 

Understand  sign  for  'Disco 
Rock  Barn  Dance'. 

Understand  sign  for  Waltz'. 

3.  Be  able,  when  mirrored  by 
teacher  to  do  a  'Social  Foxtrot' 
(slow,  slow,  quick,  quick,  slow) 
and  to  move  with  partner 
(teacher)  around  the  room  dur- 
ing this  dance.  Be  able  to  follow 
teacher  in  'Hand  Jive'. 


Dance  Certificate  2 

1 .  Be  able  (with  teacher  mirror- 
ing) to  do  a  basic  waltz. 

2.  With  partner,  dance  the 'Disco 
Rock  Barn  Dance'.  (This  involves 
a  considerable  number  of  move- 
ments but  in  particular,  at  the 
end  of  the  dance,  partners  turn 
at  an  angle,  separate,  and  move 
away  from  each  other  and  then 
return  together.) 


All  Systems  Go 

A  group  of  Manor  House  students  are  tak- 
ing part  in  a  Computer  Studies  Course  at 
Peterborough  Regional  College. 

The  work  done  by  Kanhai  Powell,  Susan 
White  and  Lorraine  Francis  is  based  on  the 
Micro  Special  project .  After  familiarisation 
with  the  computer  they  have  gone  on  to 
keyboard  skills,  self  survival  and  cash 
handling.  They  found  that  the  'writer'  word 
processor  disc  helped  their  written  English. 
The  Concept  keyboard,  an  added  periph- 
eral, was  a  valuable  later  addition  as  it  made 
the  idea  of  coinage  and  the  concept  of  time 
(seen  as  a  clock  face)  more  understand- 
able. 

Susan  mastered  the  use  of  a  mouse' 
which  allows  pictures  to  be  drawn  on  the 
screen,  edited  and  printed  out. 

It  was  particularly  useful  that  the  set 
programs  were  edited  and  adapted  to  the 
special  needs  and  interests  of  each  of  our 
students. 

There  are  many  exciting  and  extending 
projects  in  the  pipeline  —  such  as  desk-top 
publishing.  Best  of  all  students  are  achiev- 
ing more  than  we  first  anticipated,  demon- 
strating their  growing  abilities. 

Margaret  Griffiths 


>'. 
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Making  Choices 

There  has  been  growing  awareness  re- 
cently of  the  importance  of  encouraging 
structured  recreational  and  leisure  activi- 
ties with  severely  disabled  people.  These 
activities  help  the  intellectual,  social  and 
emotional  development  of  an  individual  who 
may  otherwise  have  'passive'  spare  time 
activities  such  as  watching  television. 

At  the  Manor  House  we  decided  to  tackle 
this.  The  problem  was  the  shortage  of  staff 
time,  there  was  no  lack  of  talent  or  ideas. 
We  had  to  look  at  our  working  day,  to 
reshape  it  to  make  time  for  the  new  activi- 
ties. 

We  also  wanted  to  give  the  students  the 
chance  to  choose  what  they,  as  individuals, 
wanted  to  do.  First  they  had  to  try  out  the 
various  options  we  were  offering  them. 

We  re-jigged  the  working  day  to  make  a 
'hobbies'  period  from  3.15  pm  to  5.00  pm. 
Everybody  is  expected  to  join  in. 

So  far  the  following  activities  have  been 
made  available  to  the  students  to  try: 

Swimming  Puppetry  and  Model  Making 

Keep  Fit  Calligraphy  and  Printing 

Art  and  Craft  Team  Games 

Needlework  Cookery 

Pottery  Hair  and  Beauty  Care 

Dance  Photography 

Youth  Hostelling  and  Rambling 


It  is  still  early  days,  but  feed- 
back from  both  staff  and 
students  has  been  favour- 
able. Everyone  has  found 
that  he  or  she  has  something 
of  value  to  offer,  and  the 
sharing  of  experience  and 
knowledge  has  extended  the 
skills  of  the  students  and  has 
been  enjoyable  and  reward- 
ing for  all. 


Above:  taking  up 
cookery  as  a  hobby. 

Left:  a  trip  to  the 
library  for  books  on 
hair  care. 


Expect  the  Impossible! 


This  is  the  philosophy  of  Pat  Abell  who 
has  recently  arrived  as  Head  of  the  Manor 
House.  Her  own  experience  of  social 
education  has  made  her  believe  that 
students  must  have  education  that  meets 
their  special  needs  anD  also  prepares 
them  for  'real'  life. 

I  was  severely  deafened  by  an  attack  of  TB 
meningitis  at  the  age  of  5  years  and  subse- 
quently educated  at  the  Old  Kent  Road 
School  for  the  Deaf  and  later  at  the  Mary 
Hare  Grammar  school  for  the  deaf. 

My  academic  education  was  unques- 
tionably excellent  and  I  am  very  grateful  for 
it.  My  social  education,  in  terms  of  social 
interaction,  understanding  my  own  handi- 
cap and  its  effect  on  other  people,  on  living 
in  the  real  world  rather  than  the  perfection  of 
a  residential  life  specially  geared  to  meet 
my  special  needs,  was  woefully  inadequate. 

I  left  school  with  the  belief  that  I  was 
"normal"  just  like  any  other  person  and 
realising  that  I  had  quite  serious  communi- 
cation problems  was  a  traumatic  experi- 
ence. As  a  result  of  my  inadequacy  to  cope 
with  a  hearing  world  and  the  communica- 
tion difficulties  I  faced,  I  had  to  leave  the 
HND  course  I  was  attending  as  the  staff 
thought  it  was  beyond  my  capabilities.  This 
put  me  off  any  attempts  to  further  my  educa- 
tion for  nine  years,  when  I  enrolled  with  the 
Open  University  and  throughly  enjoyed  the 
experience. 

By  the  time  I  received  my  degree,  I  was 
confident  enough  to  try  for  teacher  of  the 
deaf,  training  at  Manchester  University.  I 


qualified  in  1983  and  went  to  join 
the  'Post  16  Service  for  the  Hear- 
ing Impaired'  in  Sheffield,  teaching 
profoundly  deaf  students  with  poor 
academic  attainments. 

I  was  able  to  use  my  own  expe- 
rience to  help  lecturers  understand 
the  problems  these  young  people 
had  as  a  result  of  their  handicap. 
My  philosophy  was  "I  expect  the 
impossible  from  my  pupils,  and 
sometimes  they  achieve  the  very 
good";  there  is  no  doubt  some  of 
my  students  did  achieve  the  very 
good. 

I  joined  Sense  in  January  1 989, 
and  the  ideas  that  I  bring  with  me 
are  a  result  of  my  personal  experi- 
ences as  a  disabled  person  in  a 
largely  able  bodied  world. 

Firstly,  when  residential  accom- 
modation is  required,  it  should  be  a 
real  home  and  not  an  institution.  Secondly, 
our  students  must  be  acceptable  to  the  local 
community,  and  this  means  that  they  must 
learn  the  rules  of  social  behaviour  as  far  as 
their  handicap  allows.  Thirdly,  I  believe  that 
every  individual  has  the  right  to  an  educa- 
tion suitable  to  their  ability.  Where  a  handi- 
cap exists,  every  effort  must  be  made  to 
meet  the  special  needs  of  the  individual  so 
that  s/he  reaches  his  optimum  potential. 

Luckily,  as  the  Head  of  the  Manor  House 
I  find  myself  working  for  a  Regional  Director 
who  shares  my  views  and  beliefs. 

I  am  married  to  a  teacher  of  the  deaf.  Our 
20  year  old  son  will  be  going  to  Glasgow 


Abell  with  Laura  Curtis  and  Tim  Mitchell 
taking  part  in  a  Home  Economics  class 

University  this  autumn,  while  our  18  year 
old  daughter  is  having  a  year  at  work  be- 
fore, we  hope,  going  to  London  University 
next  year. 


New  Addition  to 
Sense  East 

Congratulations  to  Denise  and  David  Ford 
(Regional  Director,  Sense  East)  on  the  birth 
of  Lawrence  Christopher.  A  brother  for  2 
year  old  Haley. 
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Mobility  Allowance 
Campaign  Continues 


In  our  last  edition  we  asked  our 
readers  to  write  to  their  MPs  to  sup- 
port an  amendment  to  the  Social 
Security  Bill  (1988).  Jane  Obermann, 
Parliamentary  Officer  of  Deaf  Accord 
(of  which  Sense  is  a  member)  now 
describes  what  has  happened  in  the 
House  of  Commons. 

Attempts  to  amend  the  Social  Security  Bill 
so  that  people  who  are  deaf  and  blind  or 
mentally  handicapped  could  claim  mobility 
allowance  failed  during  the  passage  of  the 
Bill  through  the  House  of  Commons.  How- 
ever, some  important  points  were  made 
which  will  help  the  campaign  in  the  future. 
During  thedebate.  the  Minister,  Mr  Nicho- 
las Scott,  said : "/  do  not  complain  about  the 


use  of  the  clause  to  extend  the  limits  of 
mobility  allowance"  and  that  he  was  "sym- 
pathetic to  the  case". 

He  also  did  not  dispute  the  estimated 
cost  —  an  extra  £12  millions  —  a  small 
fraction  of  the  £500  millions  currently  being 
paid  out  on  mobility  allowance. 

He  gave  two  reasons  for  not  supporting 
the  amendment. 

First,  that  the  case  law  established  by 
the  Social  Security  Commission  and  the 
courts  had  resulted  in  "a  framework  of 
consistent  discussions". 

Not  only  do  the  facts  show  otherwise  but, 
as  the  Minister  himself  stated,  in  practise 
this  meant  many  applicants  had  to  make 
three  attempts  before  they  qualified  —  to 


the  doctor,  then  the  medical  board  and 
finally  the  medical  tribunal.  He  also  referred 
to  the  medical  guidance  issued  to  doctors 
recommending  balance  tests.  Unfortunately 
a  survey  by  the  Mobility  Allowance  Cam- 
paign had  shown  that  many  doctors  failed  to 
carry  these  out. 

His  second  argument  was  that  he 
"needed  to  look  at  any  extension  of  the 
criterion  for  mobility  allowance  against  the 
background  of  the  OPCS  surveys  and  the 
changes  we  may  be  considering  to  other 
allowances  too." 

The  Bill  now  goes  to  the  Lords  where  we 
will  ensure  that  the  matter  is  brought  up 
again.  Even  if  we  fail  in  amending  the  Bill, 
we  will  still  have  presented  a  strong  case  for 
extending  the  mobility  allowance  to  deaf- 
blind  and  mentally  handicapped  people  — 
acase  which  the  Minister  has  publicly  agreed 
with  and  one  which  has  received  wide- 
spread support  from  MPs  and  peers  from 
both  sides  of  the  House. 

Deaf  Accord  will  ensure  that  it  is  a  case 
that  the  Government  cannot  ignore  when  it 
begins  its  review  of  disability  benefits  later 
this  year. 


Should  I  appeal? 

My  daughter  who  is  23  and  deaf-blind  has  just  been  turned  down  for  Mobility  Allow- 
ance. When  we  go  out  I  have  to  keep  hold  of  her  and  encourage  her  to  walk.  Some- 
times she  stops  for  no  reason  at  all! 

At  the  examination  she  followed  me  as  soon  as  I  held  her  arm,  which  wasn't  like 
her  at  all!  And  it  happened  twice! 

I  don 't  think  the  doctor  saw  the  real  Suzy — it  all  happened  so  quickly.  I  have  been 
told  I  can  appeal  —  is  there  any  point? 


In  a  word  —  yes!  But  please  make  sure  that 
you  appeal  within  three  months  of  the  re- 
fusal. In  your  letter  you  must  make  it  clear 
that  you  wish  to  appeal  against  the  decision 
to  refuse  Suzy  Mobility  Allowance  and  say 
why  you  think  the  decision  was  wrong. 

After  your  appeal  you  should  receive  a 
copy  of  the  report  by  the  doctor  who  exam- 
ined your  daughter.  Read  it  very  carefully 
and  note  anything  with  which  you  do  not 
agree.  Is  there  anything  missing?  Does  the 
report  reflect  accurately  Suzy's  circum- 
stances? Make  a  brief  list  of  points  needing 
clarification.  At  this  stage  it  would  be  a  good 
idea  to  start  collecting  supporting  evidence 
—  Suzy's  doctor,  health  visitor,  day  centre 
or  school,  key  worker  and  befriender  are  all 
relevant  witnesses  in  her  claim  for  MA.  You 
should  send  this  evidence  in  to  the  Medical 
Board  as  soon  as  you  receive  the  appeal 
papers  or  take  copies  with  you  on  the  day  of 
the  hearing. 

The  Medical  Board  decision  can  take 
one  of  the  following  three  paths  which  can 
lead  to: 

1.  a  further  refusal,  or 

2.  the  award  of  Mobility  Allowance,  or 

3.  Suzy's  case  could  be  referred  to  the 
Medical  Appeal  Tribunal. 

If  Suzy  is  awarded  MA,  fine.  If  not,  a  refusal 
does  not  mean  the  end  of  your  options. 

You  can  lodge  an  appeal  to  MAT  (Mobil- 
ity Allowance  Tribunal),  i.e.  is  Suzy  unable 
to  walk  or  virtually  unable  to  walk,  or  to 
Social  Security  Appeal  Tribunal  on  non- 
medical questions,  i.e.  residence,  qualify- 
ing period,  etc. 


If  you  are  faced  with  a  further  refusal  you 
can  appeal  to  the  Social  Security  Commis- 
sioners but  only  on  a  point  of  law.  The  most 
common  errors  of  law  are  those  where  the 
decision  has  not  been  clearly  explained  or 
where  MAT  failed  to  record  a  crucial  fact  or 
where  the  law  has  been  interpreted  incor- 
rectly. 

Disentangling  points  of  law  is  a  compli- 
cated business.  You  should  at  some  stage 
seek  advice,  not  least  because  you  will 
benefit  from  an  expert's  opinion  as  well  as 
expert  representation  in  the  Tribunal.  Ad- 
vice can  be  obtained  from  your  local  Citi- 
zens Advice  Bureau,  Welfare  Rights  Or- 
ganisations, Law  Centres  etc. 

As  a  deaf-blind  person,  Suzy  belongs  to 
a  group  of  people  at  the  centre  of  the 
'Mobility  Allowance  Campaign'  led  by  a 
number  of  organisations  including  Sense. 
These  groups  are  concerned  about  the 
exclusion  from  MA  of  deaf-blind  people  and 
deaf  or  blind  people  with  additional  handi- 
caps, who  clearly  would  benefit  from  it. 
However  even  with  present  regulations  there 
have  been  successful  MA  claims  by  deaf- 
blind  people.  The  question  of  how  much 
support  is  given  to  Suzy  when  out  walking 
with  you  is  of  critical  importance.  Sense  has 
argued  that  a  deaf-blind  person  is  receiving 
some  level  of  support  when  they  take 
someone's  arm.  So  the  only  way  to  test 
Suzy's  ability  to  walk  is  to  observe  her 
walking  without  help. 

It  was  argued  that  deaf-blind  people  will 
almost  always  have  a  problem  of  balance. 
In  the  'Notes  for  Medical  Practitioners'  is- 
sued by  the  DHSS  it  is  stated  under  Para- 


graph 22:  "physical  support  —  if  a  claimant 
cannot  walk  without  the  actual  physical 
support  of  another  person  (eg  because  of 
balance  problems)  you  (the  doctor)  should 
look  at  his  independent  walking  ability  for 
Mobility  Allowance  purposes  ...  In  deciding 
whether  any  need  to  be  accompanied  is  for 
the  purpose  of  physical  support,  you  may 
find  it  helpful  to  test  a  claimant's  ability  to 
stand  to  attention  and  walk  without  assis- 
tance using  both  his  'normal'  steps  and 
'heel  to  toe'  steps.  If  you  use  these  tests, 
please  record  them  and  your  observations 
in  your  report". 

So  this  is  the  way  Suzy  should  be  tested: 

•  She  should  be  asked  to  walk  in  a  straight 
line  down  the  middle  of  a  corridor  without 
support.  Her  balance  should  be  checked  as 
she  performs  this  task. 

•  Then  she  should  be  asked  to  do  the 
same  test  'heel  to  toe'.  This  means  pretend- 
ing she  is  walking  on  a  tightrope  and  putting 
one  foot  directly  in  front  of  the  other.  I  will  be 
very  surprised  if  Suzy  is  able  to  do  these 
tests  without  the  benefit  of  a  supporting 
arm. 

It  is  unlikely  that  the  first  examining  doctor 
carried  out  such  a  test  with  Suzy  because  if 
so  it  would  have  been  recorded  with  the 
doctors'  own  observations  according  to  the 
regulations  in  'Notes  for  Medical  Practitio- 
ner' quoted  above. 

I  hope  these  tests  prove  to  be  the  deter- 
mining factor  in  awarding  Suzy  Mobility 
Allowance. 

Maria  Hazipetrou 
Sense  —  Head  Office 


» 
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Scotland's 
News 


There  has  been  a  lot  going  on  in  Scotland; 
the  last  few  months  have  been  busy  and  we 
are  bound  to  get  busier  with  the  approach  of 
summer,  our  conference  and  Sense  chil- 
dren's holidays.  To  help  with  the  work  we 
have  been  joined  by  Fiona  Collie,  who  takes 
up  post  as  Junior  Administrative  Assistant. 

Our  presence  on  the  high  street  has 
been  enhanced  by  a  new  sign  for  the  shop, 
similar  to  those  in  England  and  a  lick  of 
bright,  bright  green  paint.  With  the  outside 
of  the  shop  looking  so  smart,  we  had  to 
tackle  the  inside.  A  coat  of  paint  and  a  re- 
arrangement of  the  fittings  has  made  us 
very  respectable  and  business  is  booming. 
While  all  this  was  going  on  we  were  able  to 
give  our  volunteers  a  holiday. 

Our  thanks  to  everyone  who  helped  us 
get  straightened  out  and  shop-shape  again. 

Regional  Meetings 

To  keep  in  touch  with  our  membership  we 
have  been  branching  out  again  by  hosting 
regional  meetings.  We 
felt  it  important  that  a 
group  should  be  inaugu- 
rated on  the  West  Coast 
but  that  the  first  meeting 
shouldn't  be  too  serious. 
As  a  gentle  introduction, 
we  persuaded  the  local 
pub  to  host  a  fundraising 
and  social  evening.  It  was 
a  very  good  evening  with 
entertainment  provided 
by  a  local  folk  band  and 
everyone  enjoyed  them- 
selves. We  raised  over 
£225  which  was  split 
between  Carnbooth 
School  and  the  Overbr- 
idge  Centre.  We  are 
grateful  to  everyone  who 
made  the  evening  a  suc- 
cess. 

In  Lothian  and  Tay- 
side.ourgroupsaremuch 
more  established  and  it 
is  rewarding  to  see  them 
begin  to  develop  their 
own  identities  and  to  address  issues  which 
are  important  locally  and  of  concern  to  the 
parents  in  the  area.  In  Lothian  this  resulted 
in  a  meeting  which  looked  at  "Realities  of 
Integration"  with  talks  from  Carolyn  Fin- 
layson,  whose  deaf-blind  son  Ailill,  attends 
the  local  primary  school,  and  Lucille  Hender- 
son, the  full-time  nursery  nurse  who  works 
with  Ailill  at  school.  It  was  heartening  to  hear 
of  the  success  the  school  has  made  in 
involving  Ailill  in  school  life  and  of  the  obvi- 
ous pleasure  that  both  he  and  Carolyn 
derive  from  being  at  the  local  school  —  no 
more  long  bus  journeys  into  school  or  the 
separation/isolation  that  that  brings.  It  was 
definitely  felt  that  the  level  of  commitment 
given  by  Dirleton  School  would  not  be 
possible  in  a  larger  school,  although  in 
terms  of  resources  available,  being  a  small 
school  is  not  advantageous. 

In  Tayside  (where  the  room  we  had 


Deaf-Blind 
Skiers 

John  Dearie  and 
Clark  Steven  (both 
deaf  and  visually 
impaired)  went  to  a 
skiing  course  at  Val 
d'lsere  in  the 
French  Alps  this 
winter. 

During  the  one 
week  course,  John 
and  Clark  enjoyed 
skiing  on  the 
nursery  and 
intermediate  slopes 
with  well  co- 
ordinated voluntary  ski  instructors,  both  learned  quickly  and  understood  how  to 
use  the  ski  equipment. 

It  is  interesting  to  report  that  John  has  made  history.  The  Royal  National  Institute 
for  the  Deaf  in  Glasgow  designed  special  equipment  to  facilitate  simple 
communication.  The  equipment  consisted  of  a  radio  transmitter,  run  on  a 
specially  modified  receiver  and  two  tactile  pads  (i.e.  small  vibrator  pads.)  Placed 
in  the  pockets  these  tactile  pads  supply  the  necessary  directional  information  to 
John.  i.e.  go  left  or  right  and  both  vibrators  together  mean  stop.  Sense  in  Scotland 
was  one  of  many  organisations  and  individuals  who  helped  to  make  this 
adventure  possible. 


David  Frame  of  Overbridge 

collecting  a  few  things  at  the 

social  evening 


booked  was  almost  burst- 
ing with  nearly  50  people 
present)  the  issue  tackled 
was  the  "Role  of  the  Wel- 
fare Societies"  in  Tayside 
and  consisted  of  3  contrast- 
ing contributions.  Neil  Far- 
quharson,  father  of  two  deaf- 
blind  boys,  threw  down  the 
gauntlet  by  challenging  the 
societies  to  look  at  them- 
selves and  see  how  they 
might  respond  to  need, 
ratherthan  maintaining  a  low 
profile  statusguo.  Neil  asked 
that  the  societies  respond 
and  keep  up  with  changing 
technologies  and  opportu- 
nities. Ella  Stothart  of  the 
Dundee  Society  for  the 
Welfare  of  the  Blind  re- 
sponded by  talking  of  her 
work  which  is  mainly  with 
deaf-blind  elderly  people. 
Ella,  who  is  blind  herself, 
drew  on  her  many  years  of 
experience,  stressing  that  isolation  result- 
ing from  difficulties  of  communication  is  the 
most  common  area  of  concern.  Finally, 
Morag  Reid,  Chairman  of  the  National  Deaf 
Children's  Society  (N.D.C.S.)  Tayside 
Region,  outlined  the  work  of  the  N.D.C.S. 
nationally  and  locally,  highlighting  the  fact 
that  it  is  very  much  a  parent  organisation 
and  exists  for  parents  to  support  one  an- 
other and  share  their  experiences.  Increas- 
ingly, however,  the  Society  has  become 
more  and  more  involved  in  campaigning 
issues  on  both  local  and  national  levels.  It 
was  interesting  to  compare  the  different  ap- 
proaches of  the  Societies  and  to  draw  to- 
gether the  common  threads  of  their  re- 
sponses to  very  different  situations.  All  in  all 
it  made  for  a  very  good  evening  and  a 
successful  conclusion  to  our  round  of  the 
regions. 

Ben  Spencer 


Holiday  caravan 

Workers  at  a  Glasgow  based  building 
company,  Johnstons  and  Paton,  have 
continued  their  generous  support  for  deaf- 
blind  children  by  buying  an  eight-berth  cara- 
van with  a  gift  of  £6,800.  The  caravan  will  be 
sited  at  Aviemore.  The  money  was  raised 
by  a  sponsored  walk  along  the  West  High- 
land Way  by  staff  from  26  depots,  on  what 
has  become  an  annual  event. 


Sense  in  Scotland  Conference 
23  — 25  June  1989 

Working 
Together 


The  theme  of  this  conference  is  one  of  co- 
operation to  reflect  the  multitude  of  services 
that  our  children  need. 

The  speakers  and  contributors  therefore 
reflect  this  —  Health,  Education,  Social 
Work,  The  Scottish  Office,  the  Voluntary 
Sector,  parents,  children  and  deaf-blind 
people  will  all  be  contributing  to  our  residen- 
tial weekend. 

We  hope  the  event  will  bring  opportuni- 
ties to  share  and  learn  from  each  other,  and 
indeed,  to  enjoy  ourselves. 

We  are  nearly  full  but  hope  to  be  able  to 
offer  places  right  up  to  the  last  minute.  So  if 
you  are  interested  in  attending,  please  don't 
delay  in  contacting  us  at  the  Sense  in  Scot- 
land office. 

All  best  wishes  and  look  forward  to  seeing 
you  all  in  June. 

Gillian  Morbey 
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Fiona  Clarke 

Communication  is  the  biggest  handicap  with 
Fiona  and  anything  that  would  help  to  alle- 
viate the  problem  would  be  very  welcome. 

It  seems  a  very  long  time  ago  that  five 
mothers  and  their  babies  met  at  the  Ealing 
hostel  and  started  the  Rubella  Group.  Mrs 
Freeman.  Mrs  Brook,  myself  with  Fiona  and 
two  other  parents  whose  names  I  can't 
recall  just  at  the  moment.  You  certainly 
have  progressed  considerably  since  then. 
All  we  had  to  rely  on  in  those  early  days  was 
a  letter  from  the  other  mums  telling  of  any 
progress  made. 

I  never  thought  Fiona  would  grow  into 
the  young  lady  she  is  now.  Very  alert  and 
very  nosey.  She  enjoys  doing  little  jobs  she 
can  cope  with,  and  also  swimming  and 
sport.  (She  is  not  very  good  but  tries  hard.) 

Thelma  Clarke,  18  Powell  Road, 
Newick,  East  Sussex,  BN8  4LS 


Anneke  Scholten 

How  the  years  pass  by,  our  'baby'  is  now  a 
sixteen  and  a  half  year  old  young  lady. 
Anneke  remains  at  the  multi-handicapped 
unit  of  RSDC  Margate.  We  are  extremely 
fortunate  that  she  is  able  to  come  home 
every  weekend,  it  gives  her  reassurance 
and  stability  and  even  though  Anneke  has 
been  a  weekly  boarder  for  some  ten  years 
I  still  have  a  warm  feeling  within  myself  on 
a  Friday  afternoon  knowing  she  will  be 
home  and  we  will  be  a  complete  family  once 
more. 

Until  the  summer  of  last  year,  Anneke 
was  making  steady  progress  but  for  some 
unexplained  reasons  best  known  to  herself, 
she  decided  to  live  life  in  the  slow  lane  and 
so  now  everything  is  taking  her  twice  as 
long  and  try  as  we  might  to  encourage  her 
to  'be  quick',  'hurry  up',  or  'you're  being  a 
slow  girl',  there  is  little  response  and  her  'all 
in  good  time'  approach  remains.  It's  so 
frustrating  knowing  she  is  capable  of  getting 
a  move  on  since  on  the  odd  occasion  when 
she  thinks  something  may  happen  without 
her,  Anneke  will  change  gear  and  move 
with  haste.  Anneke  has  always  liked  to 
please  and  be  a  'good  girl',  hates  doing 
anything  wrong  and  bursts  into  tears  if  she 
happens  to  drop  a  glass  and  it  breaks;  all 
the  time  she  seeks  approval  for  her  actions 
with  the  result  that  tasks  given  to  her  par- 
ticularly at  school  only  progress  to  the  next 
stage  once  someone  has  told  her  'good  and 
now  do  so-and-so'.  At  home  Anneke  will 
complete  a  string  of  tasks  eg.  peeling  and 
cutting  carrots  and  putting  them  in  the  dish 
ready  for  the  microwave;  she  seems  to 
have  two  sets  of  rules,  one  for  home  and 
one  for  school  and  switches  from  one  to 
t'other  when  she  reaches  the  school  gates. 
Often  we  compare  notes  with  the  school 


home  staff  and  find  Anneke  almost  doe; 
opposites  at  school;  however  the  slowness 
is  always  with  us  now! 

Its  two  years  since  our  parent  group 
started  'Sign-Post  (Kent)'  to  bring  to  the 
attention  of  the  Social  Services  and  Health 
Authorities  the  lack  of  provision  for  post 
school  deaf  multi-handicapped  who  need  tc 
communicate  by  signing.  Our  wheels  have 
moved  slowly,  we  have  registered  ourselves 
as  a  charity  to  give  ourselves  credibility  anc 
hopefully  be  a  consultative  body  at  Count} 
meetings  etc.  We  are  joining  Sense  anc 
RNID  to  meet  the  All  Party  Disability  Group 
at  the  House  of  Commons  in  July.  Ken 
Social  Services  and  SETRHA  are  funding  i 
project  officer  to  look  into  housing  and  ou 
thanks  go  to  Sense  for  a  big  part  in  this 
meaningful  step  forward.  While  I'm  at  it 
may  I  convey  our  appreciation  of  your  ef 
forts  for  our  children,  Paul  Ennals,  and  wish 
you  every  success  at  RNIB  —  Sense's  loss 
will  be  RNIB's  gain. 

Happy  holidays  to  all  —  Anneke  is  goinc 
in  her  first  aeroplane! 

Barbara  Scholten,  31  The  Coppice, 
Pembury,  Tunbridge  Wells,  Kent 


Helen  Holbrook 

Helen  is  13  years  old  and 
is  profoundly  deaf  with 
learning  difficulties.  She 
had  a  cataract  removed 
from  her  right  eye  at  five 
months  which  was  when 
rubella  was  diagnosed; 
she  does  have  useful  vi- 
sion in  her  left  eye. 

When  Helen  was  a  year 
old  we  moved  from  the 
Nottingham  area  to  Swad- 
lincote, S.  Derbyshire.  I 
had  seemingly  endless 
hospital  visits  but  we  did 
have  an  excellent  peripa- 
tetic teacher  of  the  deaf 
each  week  who  was  a  great  help  at  the  time. 
From  the  age  of  two  Helen  went  to  the 
Special  Care  Unit  at  Springfield  Road  school 
where  the  staff  were  very  supportive. 
However,  it  was  realised  that  the  school 
could  not  provide  the  right  education  for 
Helen  so  just  before  she  was  five,  she 

School  for  the  Deaf  (Manchester)  after 
having  had  an  assessment  at  the  Ryecroft 
Centre  on  the  campus.  It  was  a  traumatic 
time  with  Helen  leaving  home  so  young  but 
in  the  end  worthwhile. 

Progress  has  been  slow  over  the  years, 


particularly  as  she  has 
poor  eye  contact.  How- 
ever, since  last  Septem- 
ber she  has  improved  con- 
siderably. She  has  calmed 
down  a  lot,  is  working 
better  and  although  it  is 
difficult  to  get  her  to  sign 
herself,  at  least  she  is  be- 
ginning to  understand  and 
follow  basic  instructions. 
She  also  goes  back  in  the 
taxi  quite  happily  whereas 
a  year  ago,  I  had  to 
struggle  to  get  her  dressed 
for  school  (she  always 
knew  when  it  was  time  to 
go  back). 

Since  we  moved  to  Lin- 
colnshire three  and  a  half  years  ago,  Helen 
has  been  a  termly  boarder,  coming  home 
for  half-terms  and  holidays  and  one  week- 
end in  between.  Now  she  is  older,  this 
seems  less  disruptive  than  weekly  board- 
ing. The  housemothers  are  very  good,  teach- 
ing her  social  activities  such  as  making 
drinks,  washing  up  etc.  Belinda  has  been 
particularly  special  to  Helen  since  she  was 
little  and  Belinda  used  to  take  her  home 
sometimes  and  even  on  holiday  for  a  week 
for  several  years  until  Helen  grew  too  big  to 
cope  with.  This  was  lovely  for  Helen  and 
much  appreciated  by  us. 


We  had  decided  to  buy  a  Post  Office  anc 
business  so  that  we  could  live  and  worh 
together.  Tony  is  on  hand  if  there  are  prob 
lems,  such  as  trying  to  escape,  usually 
down  to  the  village  school  or  the  fruit  ma- 
chines in  the  pub  across  the  road!  Heler 
has  a  brother,  Royd,  aged  10  and  sister 
Felicity,  aged  7.  Generally  speaking,  they 
accept  her  as  'just  Helen'  and  understanc 
when  they  have  to  be  locked  in  (or  out),  anc 
at  least  we  all  have  a  normal  life  while  Heler 
is  at  school.  People  in  the  village  are  helpfu 
about  ferrying  Royd  and  Felicity  to  theii 
various  activities  when  Helen  is  at  home,  sc 
they  don't  miss  out. 

Helen's  biggest  craze  is  collecting  cray- 
ons and  pencils  —  when  we  go  visiting, 
friends  are  amazed  at  the  number  of  long 
lost  biros  etc.  that  Helen  manages  to  find  in 
every  nook  and  cranny.  I'm  afraid  she  pre- 
fers to  just  roll  the  crayons  around  rather 
than  draw  with  them  but  at  least  it  keeps  her 
out  of  mischief  when  I'm  busy.  It  is  lovely  to 
be  able  to  have  all  our  books  and  orna- 
ments out  on  display  without  them  all  being 
pulled  on  to  the  floor. 

Obviously  life  is  not  easy  with  Helen  but 
luckily  she  has  a  nice  personality  and  people 
who  look  after  her  seem  to  take  to  her.  Let's 
hope  she  really  starts  to  make  progress 
while  she  is  still  at  Manchester. 

Elizabeth  Holbrook,  Post  Office,  12-16 
High  St,  Moulton,  Spalding,  PE12  6QB 
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Alison  Fielder 

"Thursday's  child",  as  the  old 
rhyme  says  "has  far  to  go",  and 
never  has  this  been  more  true 
than  in  the  case  of  our  only 
daughter,  Alison,  born  on  the 
31st  August,  1972. 

At  birth  she  refused  to  take 
from  either  bottle  or  breast  and 
was  transferred  to  the  Special 
Care  Baby  Unit,  where  she  was 
tube  fed.  She  stayed  there  for 
seven  weeks,  during  which  time 
extensive  tests  were  carried 
out,  but  the  doctors  could  not 
pinpoint  any  specif  ic  problems, 
although  it  was  obvious  there 
had  been  some  brain  damage. 
After  learning  to  pass  the  tube 
we  were  allowed  to  take  her 
home,  returning  to  our  local 
hospital  and  Great  Ormond 
Street  regularly  for  more  tests. 

Her  development  was  pain- 
fully slow.  She  rarely  looked  around,  made 
no  attempt  to  walk  or  talk,  her  balance  was 
poor  and  she  had  to  be  supported  by  cush- 
ions to  stop  her  falling  over  when  she  sat  on 
the  floor.  She  suffered  a  series  of  corneal 
ulcers  (it  was  found  she  had  no  sensation  in 
her  face),  resulting  in  the  eyelids  having  to 
be  partially  closed  to  re-create  the  action  of 
blinking  and  prevent  her  eyesight  deterio- 
rating. 

From  the  outset  we  were  given  tremen- 
dous support  by  the  hospital  staff,  physio- 
therapists, occupational-therapists,  etc,  who 
gave  us  a  programme  of  stimulation  exer- 
cises for  her.  In  time  she  was  able  to  attend 
an  Opportunity  Playgroup  and  here  she 
seemed  to  blossom !  Her  head  came  up  and 
she  began  to  take  an  interest  in  everything 
around  her. 

She  started  at  Whittlesea  School  in 
Harrow  at  four  and  a  half  and  she  continued 
to  improve,  albeit  slowly.  The  constant  stimu- 
lation had  paid  off  and  at  last  we  could  see 
her  responding.  The  bomb  dropped  when, 
at  seven,  she  was  found  to  be  profoundly 
deaf!  This,  I  thought,  was  a  completely  new 
ball  game.  We  had  come  to  terms  with  the 
mental  handicap  but  now  we  had  to  learn 
another  set  of  rules!  However,  this  made  us 
even  more  determined  to  give  her  every 
experience  a  normal  child  would  have.  We 
flew  abroad  (flying  is  still  her  favourite  occu- 
pation), had  wonderful  holidays  in  chalets 
and  hotels,  went  on  trains  and  boats,  took 
her  on  the  canals  to  Amsterdam,  to  the  top 
of  the  Eiffel  Tower,  visited  every  zoo,  model 
village,  safari  park,  museum  and  place  of 
interest  we  could  think  of  to  try  to  broaden 
her  world.  We  kept  diaries  and  took  hun- 
dreds of  photos  to  remind  her  of  the  visits. 

It's  funny  how  time  blurs  the  memory  of 
the  bad  times,  but  looking  back  we  have 
been  through  some  dreadful  periods  with 
Alison.  In  the  early  years  we  had  the  head- 
banging  and  temper  tantrums,  and  more 
recently  face-scratching  and  hair  pulling,  all 
symptoms  of  the  terrible  frustration  she 
must  be  feeling. 

While  at  Whittlesea  she  had  learned 
Makaton  (sign  language),  another  key  to 
help  relieve  the  frustration  of  not  being  able 
to  communicate  but  it  soon  became  appar- 


ent that  the  school  was  unable  to  cope  with 
her  particular  set  of  needs.  We  were  very 
fortunate  to  have  a  wonderfully  supportive 
Head  of  Services  for  the  Hearing  Impaired 
and  she  managed  to  secure  a  place  for 
Alison  in  the  Royal  School  for  Deaf  Children 
at  Margate.  Here  she  readily  absorbed  the 


far  more  extensive  vocabulary 
of  signed  English.  We  too  at- 
tended signing  classes  at  a 
local  College  to  keep  one  step 
ahead  of  her  and  assist  her  in 
her  progress. 

Alison  is  now  sixteen  and 
enjoying  her  life  at  Brook 
House,  the  Further  Education 
Department  of  the  R.S.D.C. 
Here  she  is  being  equipped 
with  new  skills  to  help  her  into 
adulthood  (although  some- 
times we  find  it  difficult  to  see 
when  she  will  ever  need  brick- 
laying!) She  still  has  many 
hurdles  to  face  and  she  is  al- 
ways going  to  need  some  kind 
of  support,  but  we  are  confi- 
dent she  will  play  a  useful  part 
in  a  sheltered  community,  given 
continued  help  and  guidance. 
We  have  a  marvellous  social 
worker  who  is  determined  to 
help  us  find  a  suitable  place- 
ment for  Alison  post  19  —  a  daunting  task! 
However,  we  must  remain  optimistic,  sim- 
ply because  we  mustn't  be  anything  else  — 
for  Alison's  sake.  Yes  —  she  has  far  to  go! 

Jenny  &  Colin  Fielder,  32  The  Drive, 
Rayners  Lane,  Harrow,  Middlesex,  HA2 
7EN 


Amanda  Cornell 

Sorry  I  didn't  write  for  a 
long  time.  I  remember  I 
last  wrote  in  1983. 

Well,  I  am  25  now  — 
deaf  and  partially  sighted. 
We  moved  to  Bramling 
from  Wingham  to  be  near 
my  donkeys.  Bramling  is 
very  small,  2  pubs  and  no 
shops  but  it  is  not  far  to  go 
to  Canterbury. 

I  still  have  two  donkeys, 
but  one  died  in  May  1 986 
and  I  still  have  Red  Arrow. 
He  will  be  13  in  July.  I 
have  another  donkey 
named  Medoc.  I  also  own 
a  Welsh  pony  named 
Huggy.  I  got  her  in  1 984. 1 
look  after  four  other  don- 
keys as  well. 

For  four  years  at  the 
Palm  Sunday  Donkey 
Show  Medoc  and  I  have 
won  the  cup  for  best  con- 
ditioned and  turned  out  donkey  and  han- 
dler. I  keep  the  cup  for  one  year  only,  but  I 
won  four  times!  I  am  still  a  member  of  the 
Donkey  Breed  Society.  My  mum  and  I  run  a 
donkey  club  for  children  to  learn  how  to  look 
after  a  donkey. 

I  left  Riding  for  the  Disabled  Association 
in  1984  because  although  I  have  my  own 
pony,  I  don't  ride  her  because  she  is  small 
and  only  suitable  for  children  to  ride.  She  is 
very  strong  and  sometimes  she  can  be 
naughty. 

In  1 984  I  received  the  Gold  Award  in  the 
Duke  of  Edinburgh's  Scheme  and  I  went  to 
St  James's  Palace  to  get  my  certificate  (  I 
already  received  a  gold  badge  at  a  local 


presentation  evening). 

I  am  now  working  in  a  playgroup.  Last 
year  I  went  to  the  Pre-School  Playgroup 
Association  Foundation  Course  at  Canter- 
bury Adult  Education  Centre  to  learn  about 
children  and  playgroups.  I  have  been  taking 
the  course  for  a  year  and  I  have  an  inter- 
preter to  help  me.  I  received  a  certificate.  I 
enjoy  working  with  the  children  so  much. 

I  go  to  Canterbury  Deaf  Club  and  I  am  a 
committee  member,  helping  in  the  kitchen. 
I  am  also  a  member  of  The  British  Deaf 
Association. 

Miss  Amanda  Cornell,  2  White 
Cottages,  Bramling,  Canterbury,  CT3 
1WW 
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Heavy  Metal  Freak! 

Lewis  has  long  been  established 
as  the  heavy  metal  fan  of  Overbr- 
idge.  our  residential  centre  in 
Glasgow.  He  is  a  veritable  con- 
noisseurof  those  dulcet  tones  pro- 
duced by  Motorhead.  Def  Lep- 
pard.  Judas  Priest  et  al.  On  com- 
pact disc  cassette  or  LP.  —  it 
doesn't  matterto  our  Lewis — just 
as  long  as  it's  loud.  Graphic  equal- 
isers are  great  too.  as  long  as  they 
are  always  turned  upto  maximum 
output  on  every  channel! 

Lewis  has  been  a  part  of  our 
lives  for  almost  a  year  now  and 
during  that  time  we  have  intro- 
duced him  to  many  new  experi- 
ences and  potential  pastimes.  But 
at  the  end  of  the  day,  when  he 
wants  a  break  from  all  of  us,  he 
always  retreats  to  his  bedroom 
and  plugs  himself  into  his  hi-fi. 

Our  only  real  concern  about 
Lewis's  love  of  music  (apart  from 
the  regularly  burnt  out  hearing 
aids!)  was  that  he  did  not  know 
about  the  social  aspects  of  music. 
Standing  in  his  bedroom  with  the 
headphones  on.  he  couldn't  really 
experience  music's  ability  to  bring 
people  together.  Discos,  bands, 
jam  sessions,  concerts. 

Concerts*.  Now  there  was  an 
idea.  What  on  earth  would  Lewis 
make  of  a  live  rock  concert.  Any- 
one who  has  ever  been  to  a  heavy 
rock  or  heavy  metal  gig'  knows 
that  profound  deafness  is  no  bar- 
rier to  hearing  a  band  playing  live!  We  are 
talking  about  loud.  Loud  enough  for  Lewis! 

So  the  hunt  was  on  to  find  a  local  'gig'  by 
one  of  Lewis'  favourites.  Within  a  few  weeks 
Charlene  walked  in  with  three  tickets  for 
Bon  Jovi,  playing  live  in  Glasgow.  Arrang- 
ing for  disabled  access  was  easy.  Trying  to 
explain  what  was  going  on  to  Lewis  was 
something  else.  Just  showing  him  the  tick- 
ets was  not  going  to  be  enough! 

Every  time  we  said  to  him  about  going  to 
see  a  band  he  would  sign  'film'.  No  matter 
how  we  tried  to  tell  him  he  always  came  to 
the  delighted  conclusion  that  we  were  going 
to  see  a  music  film.  Realisation  came  in  the 
living  room.  We  stood  on  the  table  playing 
invisible  (but  nonetheless  expensive!)  fender 
Strats,'  while  Lewis  sat  below  cheering, 
clapping  and  listening.  As  soon  as  he  signed 
'are  we  going  to  see  the  same,  not  a  film?' 
we  knew  that  he  had  finally  got  it.  Then 
before  we  knew  it,  he  had  roped  us  into 
taking  him  out  for  a  meal  before  the  concert 
started! 

Well,  the  big  night  rolled  around 
quickly. Lewis  dressed  himself  up  in  his  best 
faded  denims  and  we  all  headed  out  to  the 
Wimpy  Bar.  The  night  was  Lewis's  and  he 
was  clearly  determined  to  make  the  most  of 
it.  Opposite  the  Wimpy  was  a  doughnut 
shop.  And  we  couldn't  go  to  see  Bon  Jovi 
without  stuffing  a  few  doughnuts  first,  now 
could  we? 

The  venue  was  a  sea  of  faded  denim  and 
leather  We  parked  our  car  and  flowed  into 

■  /  * "1 ','  n'.'y ■j-.ii'.rjuitat  What1  didn't  you  know  that'' 


the  main  estuary.  Lewis  was,  liter- 
ally, floating  all  the  way  to  the 
entrance  door. 

Inside  the  complex  he  didn't 
know  which  way  to  turn  first.  Coke 
stand,  ice-cream  parlour,  souve- 
nirs and  programmes.  We  settled 
for  an  ice-cream  and  began  to 
search  for  our  seats.  After  some 
confusion  with  a  few  officials' 
about  the  need  for  two  people  to 
accompany  Lewis  into  the  dis- 
abled section  (which,  fortunately, 
Lewis  didn't  notice)  we  took  our 
seats  and  waited  for  the  show  to 
begin. 

The  lights  went  down,  the  bass 
guitar  belted  out  a  B  flat  and  the 
stage  exploded  into  a  myriad  lights 
and  lasers.  Lewis  leapt  two  feet 
straight  up  into  the  air,  clapping 
and  cheering.  He  was  engulfed  in 
the  greatest  dual  sensory  stimu- 
lation that  he  had  ever  experi- 
enced. What's  more  he  was  shar- 
ing it  with  a  couple  of  thousand 
other  fans.  He  was  in  Heaven.  He 
stayed  there  until  the  whole  show 
was  over. 

Lewis  didn't  sleep  that  night 
but  hopefully,  in  the  days  that  fol- 
lowed, his  music  meant  some- 
thing more  to  him  than  just  a  lonely 
pleasure.  He  is  already  saving  up 
for  the  next  time  that  heavy  metal 
comes  to  Glasgow. 

Ian  Noble,  Overbridge  Centre, 
Glasgow 


Brian  Gaskin 

Some  members  may  remember  my  writing 
about  my  cousin  Marshall,  some  three  years 
ago.  I  told  everyone  how  much  Marshall 
had  taught  me  and  that  he  had  opened  my 
eyes  to  the  world  of  the  deaf-blind.  Well, 
now  I'm  writing  with  news  of  a  new  friend 
that  I  have  made. 

Brian  is  five  and  a  half,  he  is  totally  deaf 
and  totally  blind.  Brian  and  his  family  live  in 
the  United  States  of  America  and  I  am  now 
living  with  them  in  order  to  help  with  Brian. 
Brian  is  very  loveable  and  is  very  free  with 
his  hugs  and  kisses,  so  getting  to  know  him 
was  quite  easy  —  it  took  a  couple  of  weeks 
for  him  to  test  me  out.  He  needed  to  know 
how  far  I  would  go,  how  far  he  could  push 
me  before  I  cracked!  I  think  he  knows  that  I 
can  be  just  as  stubborn  as  him.  I  don't  give 
in  easily. 

Brian  uses  a  form  of  signed  English 
adapted  onto  his  body  and  in  his  hands.  He 
has  a  good  understanding  of  the  signs  but 
more  often  than  not  chooses  to  act  as  if  he 
doesn't  understand  what  we  are  saying,  but 
then  he  cracks  a  smile,  a  smile  that  says 
more  than  words  could  ever  say!  I  guess 
this  is  one  of  his  most  endearing  character- 
istics, the  cheeky  smile  that  says  a  lot  about 
Brian. 

At  present  his  goals  are  chewing  and 
biting  food  and  potty  training.  Needless  to 
say  the  first  sign  I  learned  was  potty!  Some 
days  he  does  really  good,  others  not  so 


good;  we  all  just  need  to  persevere. 

Brian  attends  a  school  for  the  deaf.  He 
has  a  teacher  who  works  one  to  one  with 
him.  She  works  on  his  potty  training  and  all 
sorts  of  awareness  skills  including  swim- 
ming, swinging,  sliding  and  just  walking 
straight  and  up  and  downstairs  relatively 
unaided.  This  he  does  really  well  at.  He 
loves  swimming  and  splashing  in  the  water. 
Apart  from  all  this  he  goes  horseriding.  He 
loves  this  best  of  all.  The  first  time  I  saw  him 
on  the  horse  he  looked  like  a  different  child. 
Very  receptive  and  very  happy. 

I  have  now  been  in  the  USA  for  a  month. 
I  am  thoroughly  enjoying  my  stay  and  hope 
that  both  Brian  and  myself  can  benefit  from 
my  stay  here.  When  I  arrived  his  mum  said 
to  me  that  she  and  his  teachers  had  joked 
that  Brian  would  learn  to  sign  with  a  'British 
accent'!  Perhaps  he  will! 

I  hope  that  one  day  Brian  could  meet 
some  of  the  friends  I  have  met  through 
Sense.  Working  with  Brian  is  most  definitely 
fun  and  very  challenging.  In  lots  of  ways  it's 
just  like  going  back  a  few  years  with  Marshall. 
Marshall  taught  me  a  lot  so  who  knows  how 
much  I  can  learn  from  Brian. 

Now  you've  heard  about  Brian  I  will 
continue  to  keep  you  in  touch  with  his  prog- 
ress. 

Sam  Winter 

2650  Oak  Meade  Drive 

Charlotte 

North  Carolina 

USA  28226 
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Victoria  Jane  Hilton 

Vicky  is  now  nearly  twenty.  She  is  deaf- 
blind  and  has  other  physical  problems.  She 
left  Condover  last  Christmas  after  three 
years.  She  made  more  progress  there  than 
we  had  ever  hoped  for.  She  became  so 
much  more  independent  and  her  communi- 
cation improved  so  that  anyone  would  know 
what  she  was  talking  about. 

We  can't  thank  the  staff  at  Condover 
School  enough  for  this  progress  in  finger 
spelling  and  some  sign  language  and  making 
Vicky  what  she  is  today. 

She  is  independent  and  likes  todo  things 
her  own  way  but  if  she  can't  manage  some- 
thing she  lets  us  know  that  she  wants  help. 

She  is  so  clean  in  herself,  she  has  to 
have  a  bath  and  clean  clothes  every  day 


and  she  makes  sure  that  the  dirty  ones  are 
put  in  the  washing  —  she  gives  me  wash 
day  blues! 

In  the  mornings,  after  she  gets  up  she 
spends  a  good  half  hour  washing,  cleaning 
her  teeth  and  hair  brushing  without  being 
told  to.  She  loves  going  shopping  —  more 
so  if  she  is  going  for  new  clothes  for  herself. 
The  first  things  she  wants  to  do  is  to  go  for 
a  cup  of  tea  and  something  to  eat,  then  she 
is  ready  for  anything.  At  times  we  can't  keep 
up  with  her  as  she  wants  to  be  busy  all  the 
time.  She  has  a  great  sense  of  humour  and 
is  a  help  around  the  house,  washing  and 
tidying. 

By  the  time  you  read  this,  Vicky  will  be  at 
Sense's  Manor  House  at  Market  Deeping. 
We  hope  she  will  take  to  it.  She  usually 
adapts  quite  well  to  anywhere  new  —  she'll 
soon  let  us  know  if  not.  The  photo  shows 
Vicky  with  a  snake  at  the  zoo  on  the  Isle  of 
Wight,  when  she  was  on  holiday  from 
Condover  School. 

Mrs  L.  Standen  (grandparent),  63 
Pembridge  Road,  Blurton,  Stoke  on 
Trent,  ST3  3BU 


Clifford  Sterling 

It  is  a  long  time  since  I  last  wrote  to  Sense 
about  Clifford  and  his  growing  up.  Clifford  is 
doing  so  much  more,  like  trying  to  find  his 
own  way  around  the  home,  exploring  on  his 
bottom,  or  the  little  that  he  can  do  on  his  feet. 
He  is  now  20  years  old.  A  Rubella  child, 
Clifford  was  very  handicapped  from  birth. 
Although  the  doctors  said  he  would  not  live, 
my  belief  all  along  was  the  opposite.  He 
started  sitting  up  when  he  was  19  months 
old,  and  walked  when  he  was  6  years  of 
age.  He  was  born  blind  but  after  an  opera- 
tion he  could  see  until  he  was  8  years  old, 
when  he  lost  his  sight  completely. 

Clifford  has  now  become  more  inde- 
pendent, helping  to  dress  and  undress 
himself;  he  can  get  himself  into  the  bath  but 
needs  help  getting  out.  I  know  that  with 
continued  love  and  care  he  will  surely  make 
even  greater  progress.  It  might  be  he  is  slow 
but  I  have  been  with  him  all  these  years.  I 
am  proud  of  his  progress  because  I  watched 
him  improve. 

I  have  no  relief  care,  only  one  week  away 
each  year  with  Sense.  I  can  truly  say  he  is 
doing  well.  He  goes  to  Three  Ways  five  days 
a  week.  I  am  sure  he  needs  to  be  with  others 
who  are  more  like  himself  and  with  carers 
who  are  trained  to  look  after  people  like 
Clifford.  Then  it  would  be  great  for  him.  He 


is  also  deaf,  has  no  speech  and  is  double 
incontinent. 

I  would  now  like  Clifford  to  go  residential 
but  I  am  not  sure  what  will  be  the  outcome, 
as  the  local  Health  Authority  is  not  too 
happy  about  the  funding.  But  I  am  prepared 
not  to  give  in  to  them. 

In  my  next  letter  I  shall  let  you  know  what 
happens. 

Mrs  Elka  Sterling,  9  North  Paddock 
Court,  Lings,  Northampton 


Mark  Good 

Mark  is  23.  When  I  was  having  him  I  con- 
tracted Rubella  but  as  I'd  had  it  three  times 
before,  it  was  considered  better  than  an 
injection.  For  14  months  he  was  ill  most  of 
the  time  but  walked  and  even  began  to  talk. 
Then  he  had  a  whooping  cough  injection 
and  hours  later  developed  a  rash.  When  he 
regained  consciousness  he  could  not  hear 
or  see.  He  could  not  swallow  solid  food  or 
drink  properly  either.  Both  hands  turned 
inwards  and  his  feet  were  so  twisted  no 
shoes  would  go  on  them.  One  side  was 
more  paralysed  than  the  other.  He  was  so 
terrified  his  jaw  used  to  lock  open  and  the 
only  thing  that  comforted  him  was  two  hands 
full  of  my  hair. 

A  professor  said  that  he  would  never  sit 
up  or  recognise  anyone.  Well  I  suppose 
Mark  remembered  sitting.  I  worked  on  him 
hours  every  day  and  slowly  some  hearing 
and  sight  returned  and  he  began  to  swallow 
food  of  a  sludgy  consistency. 

His  courage  was  unbelievable  and  even 
though  I  made  a  crash  hat  he  dazed  himself 
rocking  around  and  trying  to  sit.  It  took  him 
five  and  a  half  years  to  walk  again  —  albeit 
like  a  robot.  It  took  fifteen  and  a  half  years  to 
get  a  cup,  turn  a  tap  on,  get  a  drink  swallow 
and  put  the  cup  down  again. 

Now  he  hears  a  lot,  enough  to  follow 
language.  He  sees  well  enough  to  watch 
the  TV  from  four  or  five  feet  away. 

He  walks  and  eats  but  his  mouth  is  too 
paralysed  to  speak  and  he's  a  different  kind 
of  difficult  to  care  for.  A  lousy  sleeper,  a 
speedy  bundle  of  muscle,  a  dribbly  mess,  a 
permanent  food  disposal  unit,  a  ton  weight 
with  his  arms  round  you,  making  your  neck 
wet,  and  as  kind  and  as  forgiving  a  person 
as  I  know.  What's  more  he  would  fit  in  even 
in  a  deaf-blind  unit. 


I  can't  contemplate  what  will  happen  to 
Mark  when  I'm  gone  because  I've  already 
seen  it.  Pray  God  he  goes  before  me. 

Les  Good,  Eastfield  House,  Manby 
Road,  Stewton,  Nr  Louth,  Lines 

Welcome  Adam 

Eighteen  months  ago  we  sadly  reported  the 
death  of  Guy  Wilson.  Now  Guy's  parents, 
Valerie  and  Malcolm  have  a  lovely  new  son, 
Adam,  born  in  March.  Our  heartiest  con- 
gratulations to  them  and  our  best  wishes  to 
Adam  for  the  future. 
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Who  is 

Sense  to 

Serve? 


I  would  just  like  to  say  a  few  words  on  'Who 
is  Sense  to  Serve'  which  discussed  whether 
Sense  should  extend  its  services  to  cater 
for  multihandicapped  blind  or  deaf.  Being  a 
relatively  new  member  of  a  few  years'  stand- 
ing. I  have  hesitated  in  the  past  to  write  to 
you  on  what  I  believe  to  be  a  delicate 
subject.  However,  here  goes: 

I  support  Geoff  and  Frances'  Murrills' 
letter  printed  in  the  last  issue  of  'Talking 
Sense'.  Over  the  years  I  too  have  'done  the 
rounds'  on  other  organisations. 

My  son.  Matthew,  was  born  very  prema- 
turely and  is  profoundly  deaf  and  mentally 
handicapped.  On  the  advice  of  'profession- 
als' he  was  first  placed  in  a  local  Education- 
ally Sub-Normal  school.  I  joined  Mencap 
but  it  did  not  cater  for  'deaf  children,  so  I 
joined  the  RNID  and  a  local  inactive  NDCS 
but  Matthew  was  at  an  ESNS  school.  I  knew 
no  other  parents  in  the  area  as  their  children 
went  to  schools  for  the  deaf.  Later,  after 
much  deliberation  and  talks  with  the  Local 
Authority,  Matthew  was  placed  at  the 
R.S.D.C.  Margate  and  at  last  treated  as  a 
deaf  child.  Social  work  in  our  area  was  very 
poor:  which  social  work  category  did  Mat- 
thew fit  into?  —  you  have  to  fall  into  deaf  or 
mentally  handicapped!  Anyway,  from  their 
point  of  view  Matthew  was  away  at  school 
most  of  the  time  so  why  should  I  need  to 
bother  a  social  worker? 

Well,  during  Matthew's  stay  at  RSDC 
Margate.  I  was  introduced  to  Sense  by  the 
school  psychologist  but  I  said  'I  think  this  is 
for  deaf-blind  children'.  I  was  advised  to 
contact  Sense  nevertheless.  I  must  say  I 
have  not  looked  back  since.  Matthew  was 
1 5  when  he  had  his  first  holiday  —  yes,  first 
holiday  —  and  that  was  with  Sense.  That 
was  the  first  time  also  that  I  had  had  a  whole 
week's  break  during  the  long  summer  holi- 
days. I  didn't  sleep  for  worrying  about  Mat- 
thew but  Matthew  had  a  super  time  and  was 
actually  interested  in  going  again. 

Having  said  all  this,  I  can  appreciate  the 
founders  of  the  organisation  may  feel  that 
this  is  not  what  was  intended  but  I  really  do 
feel  that  with  the  changing  times,  a  large 
fully  supported  organisation  carries  much 
more  weight  for  fighting  for  causes  than  a 
small  one  and  if  people  like  me  are  inter- 
ested and  support  your  deaf-blind  cam- 
paigns, surely  the  deaf-blind  people  could 
help  the  deaf-multihandicapped. 

Please  do  not  close  your  doors  to  me  — 
where  can  I  go  if  you  do? 

Mrs  E.J.  Richards 
Coppins 
Stoke  Road 
Henlade 
Taunton  TA3  5LX 


Using  parents'  skills         Can  anyone  help? 


/.-j 


The  last  two  issues  of  Talking  Sense  (Win- 
ter 88  and  Spring  89)  carried  interesting 
articles  entitled  'The  Parent  as  Consumer' 
and  'The  Parent  as  a  Full-Time  Job'. 

Both  features  pointed  to  a  significant 
number  of  skills  which  parents  develop  in 
their  fight  for  appropriate  placement  or  treat- 
ment of  their  child  during  the  long  years  of 
dealing  with  various  services.  As  a  result,  a 
considerable  body  of  knowledge  and  expe- 
rience must  already  be  in  existence,  among 
those  parents  who  have  been  involved  in 
campaigns  on  behalf  of  their  children.  , 

It  occurs  to  me  that  parental  might  would 
increase  considerably  if  all  these  individual 
experiences  were  pooled  to  form  a  sort  of 
reference  library,  where  cases  could  be 
listed  and  precedents  noted.  Such  a  scheme 
would,  in  the  first  instance,  provide  parents 
with  support  and  encouragement  but  most 
of  all,  much  needed  practical  advice  on 
advocacy,  dealing  with  Local  Health  Au- 
thorities, etc. 

The  skills  perfected  by  parents  could 
also  be  used  by  them  when  they  come  to 
consider  their  own  employment  needs.  It  is 
usually  the  case  that  parents  neglect  their 
own  careers  while  pursuing  their  children's 
interests.  This  is  particularly  true  of  single 
parent  families,  most  of  whom  are  headed 
by  women. 

Parents  could  use  the  skills  they  have 
learnt  whilst  campaigning  and  caring  for 
their  child  in  a  new  career  they  may  chose. 
Could  they  also  have  the  confidence  to 
describe  these  skills  to  a  possible  employer 
and  argue  that  they  are  just  as  valid  as  any 
paid  'work'  experience?  Do  other  parents 
have  opinions  or  experience  of  this? 

Maria  Hatzipetrou 
Sense,  London  Office 

NAOMI 

May  I  take  the  opportunity  of  informing  you 
that  the  National  Association  of  Orientation 
and  Mobility  Instructors  is  now  able  to  admit 
qualified  Rehabilitation  Workers  and  those 
possessing  a  recognised  mobility  qualifica- 
tion, into  its  membership.  This  takes  effect 
immediately. 

NAOMI  is  the  only  professional  organi- 
sation which  represents  workers  whose  main 
concern  is  the  mobility  training  of  visually 
handicapped  and  blind  clients.  It  has  repre- 
sentation on  committees  such  as  the  Dis- 
abled Living  Foundation;  the  Joint  Commit- 
tee for  the  Mobility  of  Blind  and  Partially 
Sighted  Persons;  the  National  Mobility 
Centre  Advisory  Committee;  and  the  Joint 
Training  Board. 

NAOMI  welcomes  applications  from 
workers  qualifying  at  the  National  Mobility 
Centre;  the  North  Regional  Association  for 
the  Blind,  and  the  South  Regional  Associa- 
tion for  the  Blind. 

Dr  Allan  G.  Dodds 

Chairman  NAOMI 

c/o  Blind  Mobility  Research  Unit 

University  of  Nottingham 

University  Park 

Nottingham  NG7  2RD 


I  am  involved  in  developing  a  Sensory  Room 
consisting  of  billowing  cushioning,  smell 
pipes,  switching  systems  and  a  projector 
incorporating  many  different  visual  effects. 

The  room  is  used  by  many  different 
groups  of  people,  including  those  with  vis- 
ual handicaps,  and  profound  mental  handi- 
caps, for  sensory  development  and  experi- 
ence work,  aromatherapy,  relaxation  and 
massage. 

I  would  be  very  interested  to  hear  from 
anyone  who  is  doing  similar  work,  with 
regards  to  assessment  procedures  specific 
to  sensory  work  (in  particular  any  visual, 
auditory  or  tactile  assessment  material). 

Helen  Sanderson 

Snr  Occupational  Therapist 

c/o  Wythenshawe  A.T.C. 

Altringham  Rd 

Wythenshawe 

Manchester  M22  4BJ 

Tel:  061  998  6446. 


In  Praise  of 
Peripatetics 

In  the  last  issue  of  Talking  Sense,  Talking 
Point  discussed  assessment.  This  reader 
thought  the  article  did  not  give  peripatetic 
specialists  enough  credit  and  wants  to 
redress  the  balance. 

This  mother  of  a  rubella  syndrome  child 
would  have  jumped  out  of  the  window  long 
ago  without  the  help  of  a  peripatetic  physio- 
therapist and  two  peripatetic  teachers  (one 
being  Christine  Laffan  from  the  Family 
Centre,  Ealing). 

These  people  visit  my  home,  bringing 
knowledge,  advice,  kindness  and  support. 
That's  just  what  they  do  for  me.  They  do  far, 
far  more  for  my  child,  far  more  than  all  the 
doctors  and  specialist  put  together. 

S.M.  King 

33  Abbots  Way 

Lancing 

Sussex 

BN15  9DH 

Keeping  batteries  safe 

For  parents  whose  children  wear  behind- 
the-ear  hearing  aids,  the  poisonous  batter- 
ies required  are  often  a  worry.  I  know  some 
parents  resort  to  sellotaping  the  battery 
compartment  shut  or  removing  the  aid  from 
the  child  when  no  adult  is  present,  in  case 
the  child  should  take  out  the  battery  and  eat 
it. 

P  C  Werth,  manufacturers  of  Phonak 
hearing  aids  with  which  many  of  our  chil- 
dren are  fitted,  sell  children's  tamper-proof 
battery  compartment  kits  to  fit  each  of  the 
their  aids  (including  the  Super-Front  and 
Pico-Forte).  These  kits  cost  around  £7.50, 
or  £5.00  to  health  authorities.  P  C  Werth's 
telephone  number  is  01  580  2221 . 

Barbara  Ball 

Ealing  Family  Centre 


P"j 


Talking  Sense  Summer  1989 


The  Kind  of  Work  I  would  like  to  do  despite 
being  Deaf-Blind 


When  I  get  a  job  I  would  like  to  be  a  teacher. 
I  would  like  to  teach  deaf-blind  children  with 
normal  intelligence.  It  is  just  an  aim  at  the 
moment  because  it  would  require  a  degree 
in  special  education.  I  would  have  to  work 
very  hard  for  my  GCSEs  then  my  A-levels. 
Afterwards  I  would  have  to  do  further  edu- 
cation in  Durham  University  which  has 
special  facilities  fordeaf-blind  students.  Two 
deaf-blind  students  have  already  got  a 
degree  in  Durham  so  that  is  encouraging. 
Also  I  have  heard  that  there  is  a  deaf-blind 
teacher;  that  is  very  encouraging  for  me. 

People  always  ask  me  why  I  want  to 
teach  deaf-blind  children.  I  have  two  main 
reasons.  The  first  is  because  standards  are 
rather  low  for  deaf-children  and  secondly 
because  I  will  be  a  role-model  for  both  the 
children  and  their  parents. 

Going  back  to  the  first  reason:  people 
just  ask  me  how  I  know  how  low  expectan- 
cies are  for  deaf-blind  children.  If  they  are 
low,  how  can  I  possibly  raise  them?  They 
also  ask  are  not  low  expectancies  more 
realistic  for  deaf-blind  children?  Well,  I  was 
wondering  about  it  myself  but  I  read  an 
article  in  Soundbarrier  called  "Living  with- 
out Sight  and  Sound"  and  it  reinforced  my 
opinions  about  deaf-blind  Education  in  this 
and  a  lot  more  countries. 

Another  reason  is  because  I  have  al- 
ready found  deaf  education  pushes  deaf 
children  down  academically. 

When  I  was  in  a  hearing  environment  I 
competed  against  the  hearing  children  with 
a  lot  of  hard  work,  but  when  I  went  to  a  PHU 
(Partially  Hearing  Unit)  they  told  me  off  for 
working  too  hard  and  I  was  moved  down 
from  doing  all  O-levels  except  English  To 
doing  all  CSEs.  I  think  that  deaf-blind  edu- 
cation pushes  the  children  down  to  lower 
levels. 

I  also  want  to  be  a  teacher  of  the  deaf- 
blind  because  I  would  show  the  deaf-blind 
children  that  they  are  not  useless.  They  can 
do  anything  they  want.  It  will  make  them 
more  enthusiastic  and  hopefully  their  moth- 
ers and  fathers  will  see  me  and  say,  "Maybe 
the  deaf-blind  are  not  so  dumb  after  all. 
They  can  do  things  just  like  everybody 
else." 

You  may  be  wondering  how  I  intend  to  go 
about  teaching  deaf-blind  children?  Well,  I 
have  been  reading  all  about  the  education 
of  deaf-blind  children.  I  got  a  lot  of  ideas 
from  reading  about  the  Russian  method, 
although  I  do  not  particularly  agree  with  it 
because  the  Russians  should  not  spend  so 
much  time  teaching  the  deaf-blind  to  talk  — 
speech  therapy  is  very  boring. 

The  reason  for  that  is  because  deaf- 
blind  children  get  confused  if  things  keep 
changing,  Most  children  do  anyway.  I 
achieved  best  in  the  classes  where  the 
teacher  had  a  strong  routine  because  I 
knew  what  would  happen  next.  For  ex- 
ample: for  English  in  my  hearing  school  we 
would  read  stories  on  Tuesday,  Compre- 
hension on  Wednesday  and  Essays  and 
Homework  on  Friday.  That  routine  was  so 
strong  I  can  still  remember  it  four  years 
later. 

Another  thing  is  placing  things  always  in 
the  same  place  so  the  child  knows  exactly 
where  to  look.  Since  my  sight  has  deterio- 


rated I  found  it  more  important  that  every- 
thing should  have  a  correct  place;  things 
are  impossible  otherwise. 

One  thing  which  interested  me  when  I 
was  reading  about  the  Russians'  method 
was  the  role  play.  It  was  in  order  to  show  the 
deaf-blind  child  what  he  was  doing  by  rep- 
resenting the  child  by  a  doll  and  using  other 
things  to  substitute  the  surroundings.  The 
child  would  be  shown  the  action  of  the  doll 
and  told  by  using  the  deaf-blind  language 
what  he  or  she  had  been  doing  yesterday. 

There  are  a  number  of  communication 
methods  I  would  use  with  the  children:  they 
are  Braille,  deaf-blind  language  and  sign 
language  (BSL)  tactile. 

The  first  language  would  be  BSL  tactile 
signs.  The  deaf-blind  alphabet  would  help 
them  when  they  first  learned  to  read.  They 
would  either  read  in  Braille  or  print  or  possi- 
bly both.  When  I  went  to  see  Condover  Hall 
I  was  surprised  to  find  the  children  were  not 
learning  Braille  there.  When  I  asked  why 
they  said  because  the  children  were  not 
clever  enough  to  learn  Braille.  It  seemed 
puzzling  because  I  find  Braille  just  as  easy 
as  print.  My  severely  visually-impaired  friend 
finds  Braille  easier.  The  only  problem  with 
Braille  is  that  the  children  would  need  very 
sensitive  fingertips.  To  overcome  that  diffi- 
culty I  thought  of  teaching  them  enlarged 
Braille  first.  The  child's  fingertips  would 
become  more  sensitive.  Finally,  I  would  use 
all  the  residual  hearing  and  vision  with  strong 
hearing  aids  and  visual  aids.  I  would  intro- 
duce the  child  to  music  by  hearing  or  feeling 
the  vibration.  I  would  also  make  use  of  their 
sense  of  touch,  smell  and  taste. 

Helen  Ryles 
Hereford 

This  article  is  reprinted,  with  permission, 
from  The  Rainbow.  Helen  has  also  written 
to  Members '  News  recently.  We  would 
like  to  hear  from  other  young  people 
about  their  plans  for  a  future  career  and 
how  they  could  do  it  better  than  seeing 
and  hearing  people! 


Mark  Brownfield 
1963-87 

Those  of  our  readers  who  remember  Mark 
Brownfield's  remarkable  story  in  the  Au- 
tumn 1986  Talking  Sense  will  be  saddened 
to  hear  of  his  sudden  death  in  November 
1987. 

He  was  such  a  courageous,  lively  and  in- 
telligent young  man,  who  thoroughly  en- 
joyed his  time  with  us  on  the  Bruges  Inter- 
national conference  and  our  own  Weekend 
Away  in  Birmingham,  spreading  the  enjoy- 
ment to  all  around  him. 

Even  though  we  have  learned  of  his 
death  just  recently  it  would  not  be  right  for 
it  to  pass  unrecorded,  for  Mark  has  a  special 
place  in  our  affections  and  we  send  our 
sympathies  to  Mark's  family,  to  the  staff  at 
the  Cheshire  home  in  Kent  and  to  Daisy 
Fletcher  who  used  Mark's  knowledge  of 
Morse  to  open  up  computer-based  and 
amateur  radio  communication  for  him 


As  you  will  have  read  elsewhere  in  this 
issue  Paul  Ennals  is  leaving  the  post  of 
Director  of  Welfare  and  Information  after  six 
years  at  Sense.  This  letter  from  Margaret 
White  also  speaks  for  many  of  his  col- 
leagues and  friends. 

Thank  you  Paul! 

I  am  sorry  Paul  is  leaving  us.  And  there's  a 
small,  tame,  statement  for  such  a  large  and 
vital  man.  When  I  say  "large"  I  am  not 
thinking  of  his  actual  size,  though  he  is  not, 
of  course,  small.  Many  of  us  know  Paul's 
appetite  for  food  (and  drink?),  fun  and  work. 
He  has  what  people  with  stage  experience 
call  "presence"  or,  if  you  like,  authority. 

I  have  seen  Paul  in  many  situations  and 
on  many  occasions.  Often,  when  there  are 
meetings  at  Head  Office,  which  Paul  is  not 
attending,  he  is  there,  or  he  arrives,  obvi- 
ously still  working,  at  almost  any  hour  dur- 
ing tine  evening.  He  will  often  come  in  to  see 
if  there  are  any  sandwiches  left  for  him,  and 
then  go  again. 

There  are  the  more  public  occasions 
when  Paul  has  very  clearly  outlined  devel- 
opment plans  to  a  meeting  or  taken  a  work- 
shop on  the  rehabilitation  of  young  adults. 

The  special  times  I  particularly  savour 
though,  are  of  three  kinds,  showing  different 
facets  of  his  character.  One  morning,  not 
long  ago,  John  Hatton,  Gini  Cloke  and  I 
were  sitting  in  the  "Deeping  Stage"  teasing 
Paul  about  something  he  had  said.  There 
was  much  nonsense  and  laughter.  A  young 
man  came  in,  watched  for  a  while  and 
ventured  to  say,  in  a  quiet  moment,  that  he 
thought  we  were  some  of  the  people  he 
would  be  meeting  later.  I'm  glad  that  we 
didn't  put  David  Ford  off! 

There's  fun  of  the  same  kind  around 
Paul  at  conferences  and  on  the  holidays; 
but  there  is  so  much  more  besides.  I  hate 
missing  any  of  the  Edgbaston  holidays 
because  I  feel  I  learn  much  from  the  way 
Paul  works  with  our  young  people.  He  has 
so  much  insight  and  works  so  patiently,  with 
skill  and  humour  but  most  of  all  with  the  love 
that  sees  value  in  each  individual,  no  matter 
how  unacceptable  their  behaviour  may 
sometimes  be. 

Then  I  must  mention  the  time  I  was 
actually  quite  scared  of  Paul,  or  would  have 
been  if  his  mingled  anger  and  scorn  had 
been  directed  at  me.  I  have  never  seen 
humbug  so  beautifully  demolished  as  when 
Paul  was  fighting  to  get  the  funding  for 
Helen,  ourdaughter  s,  place  at  Poolemead. 

Thank  you,  Paul,  for  all  you  have  done 
for  me  and  mine  and  for  all  the  thought, 
time,  energy  and  care  you  have  given  to 
Sense  members.  I  am  deeply  grateful,  as  I 
know  are  countless  others.  We  shall  miss 
you.  We  wish  you  the  very  best,  always. 

Margaret  White 


Letters  are  always  welcome  on 
any  issue  of  interest  to  readers. 

Please  write  to: 

The  Editor 

Talking  Sense 

311  Gray's  Inn  Road 

London  WC1X8PT 
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New  Sense  Committee  Structure 


In  1988.  Mike  Hudson.  Sense's  manage- 
ment consultant  was  asked  to  produce  a 
management  review  covering  our  govern- 
ing, management  and  committee  structures. 
Mike  recommended  little  change  in  the  gov- 
erning of  Sense  whereby  major  policy  and 
financial  decisions  are  taken  by  the  Council 
of  Management  and  its  arm,  the  Executive 
Committee. 

For   management,   the   creation   of  a 
management  team  was  recommended  and 
this  has  now  been  instituted.  The  team 
currently  consists  of: 
Rodney  Clark,  Chief  Executive 
Paul  Ennals,  Director  of  Welfare  and 
Information 

Charles  Byrne,  Director  of  Education 
Derek  Pernak,  Finance  Manager 
Ian  Wrattislaw,  Head  of  Appeals 
John  Hatton,  Regional  Director,  Sense- 
in-the-Midlands 

David  Ford,  Regional  Director,  Sense 
East 
Gill  Morbey,  Director,  Sense-in-Scotland 

The  Management  Team  meets  monthly  and 
is  responsible  for  all  major  aspects  of  the 
management  of  Sense. 

Greatest  attention  was  paid  to  the  need 
to  reorganise  Sense's  committees.  These 
have  grown  in  response  to  need  over  the 
years  and  to  date  have  had  no  coherent 
rationale.  In  reorganizing  our  committees, 
we  have  had  the  following  aims: 

•  to  ensure  that  every  aspect  of  our  work  is 
covered  by  a  committee  of  voluntary  inter- 
ests 

•  to  ensure  that  decision-making  on  budg- 
ets and  policy  is  delegated  by  the  Council  of 
Management  to  the  appropriate  body. 

The  Proposed  Structure 

There  are  six  different  levels  of  committee: 

1 .  The  Council  of  Management 

2  Executive  Committee 

3.  National  Councils 

4.  National  Committees 

5.  Regional  Groups 

6.  Special  Interest  Groups 

In  summary,  their  purpose  and  authority  will 


be  as  follows: 

1.  The  Council  of  Management 

The  Council  will  continue  to  be  the  legal 
body  charged  with  formal  responsibility  for 
the  objects  of  Sense  and  the  execution  of  its 
activities  and  responsibilities.  It  will  con- 
tinue to  be  the  supreme  policy  making  body. 

2.  Executive  Committee 

The  Executive  Committee  will  continue  as  a 
section  within  the  Council,  with  authority 
delegated  by  the  Council  to  guide  and  in- 
struct the  Chief  Executive  and  Manage- 
ment Team  in  taking  executive  decisions. 

3.  National  Councils 

National  Council  will  be  responsible  for 
developing  policy  and  providing  advice  on 
all  areas  of  Sense's  work  performed  in  and 
relating  to  a  particular  country.  The  author- 
ity of  National  Councils  will  be  delegated 
from  the  Council  of  Management  through 
the  Executive  Committee.  Each  National 
Council  will  be  free  to  establish,  with  the 
approval  of  Council,  its  own  special  interest 
groups. 

4.  National  Committees 

National  Committees  will  correspond  to  the 
headquarters  departments  of  Sense  (eg. 
Welfare  and  Information,  Education  etc.) 
They  will  have  advisory  and  policy  making 
responsibilities  within  their  own  policy  area 
either  for  those  parts  of  the  UK  which  don't 
have  a  National  Council  (until  such  time  as 
that  area  is  covered  by  a  National  Council) 
or,  eventually,  within  the  geographical 
boundaries  of  a  National  Council  (thus  the 
Scottish  National  Council  may  choose  to 
establish  its  own  National  Committee,  on, 
say,  Welfare  and  Information).  The  author- 
ity of  National  Committees  will  be  delegated 
from  the  Council  of  Management  through 
the  Executive  Committee.  Each  National 
Committee  will  be  able  to  establish,  with  the 
approval  of  Council,  its  own  special  interest 
groups. 

5.  Regional  Councils 

Regional  Councils  will  be  responsible  for 
establishing  regional  policy  relating  to  a 
defined  region  and  for  overseeing  all  areas 
of  Sense's  work  performed  within  the  region 
and  within  the  policy  framework  established 


Helping  Sense  Ltd 

As  Sense  has  expanded  into  the  field  of 
trading  over  the  last  couple  of  years  it  has 
become  necessary  to  form  a  trading  com- 
pany. Any  future  trading  activities  that  Sense 
undertakes  will  be  part  of  the  trading  com- 
pany. Trading  generated  income  will  be 
covenanted  back  to  Sense. 

New  Shops 

rj  / '.-  '/..<■./:/■;'  sior  programme  continues 
This  financial  year  we  hope  to  open  six 
more.  Three  should  be  open  and  trading  in 
Summer  at  Dover,  Wolverhampton  and 
Birchmgton.  Offers  are  out  on  a  number  of 
other  shop  premises. 

We  should  be  in  a  position  to  open  the 
r  exi  three  m  the  second  half  of  the  year. 
Acquiring  suitable  shop  units  is  extremely 


difficult,  unlike  the  housing  market  which  is 
very  flat,  the  commercial  market  is  buoyant 
and  very  cut  throat. 

Shops 

Margate,  our  latest  shop,  is  doing  very  well 
and  is  spreading  the  name  of  Sense  through- 
out the  Thanet  area.  Our  other  shops  con- 
tinue to  improve  their  sales  as  each  new 
one  becomes  more  established. 

One  of  the  most  important  factors  in  the 
success  of  a  charity  shop  is  the  staff.  Sense 
shops  have  a  paid  manager  plus  a  large 
number  of  willing  volunteers.  Commitment 
and  enthusiasm  are  words  that  spring  to 
mind  when  thinking  of  shop  staff.  On  aver- 
age each  shop  has  between  fifteen  and 
twenty  five  volunteers  who  work  on  a  rota 
basis.  At  any  one  time  the  aim  is  to  have 
three  volunteers  plus  the  manager  working 


by  the  National  Councils  and  National 
Committees.  The  authority  of  the  Regional 
Councils  will  be  delegated  from  the  Council 
of  Management  through  the  Executive 
Committee.  Regional  Councils  will  also  be 
free  to  establish,  with  Council  approval, 
special  interest  groups. 

6.  Special  Interest  Groups 

Special  Interest  Groups  will  be  established 
as  sub-committees  of  other  committees, 
usually  National  Committees,  National 
Councils  and  Regional  Councils.  They  will 
consider  specific  areas  of  Sense's  activities 
or  involve  individuals  with  a  specific  shared 
interest.  All  special  interest  groups  must  be 
recognised  by  the  Executive  Committee  on 
behalf  of  the  Council  of  Management. 

The  Initial  Structure 

The  first  step  in  the  development  of  the 
structure  will  require  the  following  Commit- 
tees: 

•  The  Council  of  Management 

•  The  Executive  Committee 

•  One  National  Council 

•  The  Scottish  National  Council 

•  Three  National  Committees: 
-Welfare  and  Information  Committee 
-Education  Committee 

-Appeals  Committee 

•  Two  Regional  Councils: 
-Sense  in  the  Midlands 
-Sense  East 

•  The  number  and  range  of  Special  Inter- 
est Groups  will  be  determined  once  the 
'host'  structure  has  been  established. 

As  Sense's  work  in  Wales  and  Northern 
Ireland  develops  over  the  next  few  years,  it 
may  become  appropriate  to  establish  na- 
tional Councils  for  each  of  these  two  coun- 
tries. Once  National  Councils  are  estab- 
lished they  may  eventually  choose  to  set  up 
National  Comm  ittees  to  look  at  defined  policy 
areas  within  the  territory  of  the  National 
Council.  Additional  Regional  Councils  will 
be  created  once  Sense  has  developed 
sufficient  services  in  any  one  region  to 
warrant  the  devolution  of  responsibility  to  a 
Regional  Council. 

Rodney  Clark 


in  the  shop,  two  in  the  shop  and  two  in  the 
stock  area.  Voluntary  staff  wear  distinctive 
green  tabards  bearing  the  Sense  logo  which 
add  to  the  professional  image  our  shops 
aim  to  portray. 

Adrian  Barker 
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Star  billing  at  the  Weekend  Away  this  year  goes  again  to  parents,  who  will  be 
talking  about  "What  I  want  for  my  child".  Other  main  sessions  will  be  on  Social 
Services  provision,  the  recent  DES  policy  and  Sense's  key  areas  of  develop- 
ment. 

We  will  be  having  dozens  of  workshops  including: 

•  Aspects  of  Rubella 

•  Legal  Responsibilities 

•  Developments  in  Education 

•  Community  Care  and  Independence  Skills 

•  Deaf-Blind  people  speaking  about  bringing  up  a  family; 
mobility;  their  work;  guide  dogs 

•  Touch  and  smell;  music  therapy;  aromatherapy; 
massage 

•  Respite  care 

•  Able  deaf-blind  children  and  low  ability  youngsters 

We'll  also  have  Benefits  Advice  Sessions,  advice  on  education,  communica- 
tion, mobility  and  guiding  and  some  Usher  Syndrome  workshops. 
There  will  be  plenty  more  happening: 

•  creche  —  as  usual  for  all  our  children  and  young  people 
and  their  siblings. 

•  Market  Place  —  lots  of  information,  toys  and  equipment 
to  look  at 

•  Hasicom  users  —  deaf-blind  people  who  use  the  project 
demonstrating  and  joining  in 

This  weekend  is  for  everyone  involved  with  deaf-blind  children  or  adults.  If  you 
haven't  been  before,  do  try  and  come.  It's  good  fun  and  information  packed. 
There's  lots  to  do  during  the  day  while  the  youngsters  are  off  enjoying 
themselves,  and  social  events  in  the  evening. 

Newcomers  will  be  welcomed  by  a  'First  Timers'  party  on  the  Friday  night 
where  'old  hands'  would  be  delighted  to  natter  to  you. 

I  hope  we'll  see  you  there.  Oh  ...  nearly  forgot  the  dates!  22  —  24  September. 
An  application  form  and  programme  is  with  this  copy  of  Talking  Sense. 
Carmel  Perry 


Vacancies  at  Poolemead 

Poolemead  is  a  complex  of  rehabilitative  and  supportive  residential  services  for  deaf 
and  deaf-blind  adults,  including  those  with  additional  handicaps.  Facilities  comprise  a 
deaf-blind  unit,  working  age  rehabilitation  unit,  physically  handicapped  unit,  supported 
housing  and  group  homes  provision. 

Applications  are  invited  for  the  following  vacancies  which  have  arisen  within  existing 
teams  of  enthusiastic  and  able  staff: 

1.  Deputy  Unit  Leader  —  Deaf-Blind  Unit,  SCP  19-24,  £8,574-£1 0,080 

2.  Senior  Residential  Social  Worker  —  Deaf-Blind  Unit,  SCP  19-22,  £8,574-£9,474 

3.  Residential  Social  Worker  —  £6,087-£7,833 

Relevant  experience  and/or  qualifications  are  desirable  for  posts  1  and  2.  For  post  3, 
consideration  will  also  be  given  to  candidates  of  good  educational  standing  without 
experience  who  demonstrate  an  aptitude  for  this  type  of  work.  Manual  communication 
skills  are  not  essential  as  training  will  be  given. 

Interviews  will  be  held  in  July.  For  an  application  form  and  further  details  please 
contact  Simon  Banks,  Principal,  RNID  Poolemead  Centre,  Watery  Lane,  Twerton, 
Bath,  Tel:  0225  —  332818. 

The  RNID  is  working  towards  equal  opportunities  and  particularly  welcomes 
applications  from  deaf  and  hard  of  hearing  people. 


AGM  and  Nominations 

for  the  Council  of 

Management 

The  1989  Annual  General  Meeting  will  take 
place  on  the  afternoon  of  Saturday  23 
September  at  the  University  of  Birming- 
ham, Edgbaston  Park  Road,  Edgbaston, 
Birmingham  1 5,  as  part  of  Sense's  Annual 
Weekend  Away. 

Formal  notice  will  be  sent  out  in  the 
Autumn  Newsletter.  The  minutes  of  the 
1 988  AGM  will  be  available  on  request  from 
Head  Office  from  1st  September. 

Nominations  are  sought  for  election  to 
the  Council  of  Management.  Members  are 
reminded  that,  according  to  Sense's  Ar- 
ticles of  Association,  elections  are  held  by  a 
postal  ballot  prior  to  the  AGM. 

According  to  the  Constitution,  the  Coun- 
cil shall  have  no  less  than  eight  and  no  more 
than  sixteen  members.  The  decision  on  the 
number  of  members  at  any  one  time  is 
reserved  to  the  Council  and  currently  the 
number  is  1 2.  On  the  basis  of  twelve  elected 
members,  there  will  be  four  vacancies  to  be 
filled  at  the  1989  AGM.  The  timetable  for 
this  process  is  as  follows: 

Monday  31  July:  closing  date  for  receipt  of 
nominations.  Issue  of  ballot  papers  if 
necessary. 

Monday  18  September:  closing  date  for 
the  receipt  of  ballot  papers. 

Saturday  23  September:  AGM  and  an- 
nouncement of  result  of  election. 

Nominations  must  therefore  be  received 
by  Monday  31  July  at  the  latest  at  311 
Gray's  Inn  Road,  London  WC1X  8PT  and 
must  be  accompanied  by  notice  in  writing, 
signed  by  the  nominee,  of  his/her  willing- 
ness to  serve.  Members  of  the  Council  of 
Management  must  be  approved  members 
of  the  Association. 

Special  Resolutions 

In  recent  years  Sense's  Annual  General 
Meeting,  like  many  company  AGMs,  has 
become  very  largely  a  short  business 
meeting,  sparsely  attended.  This  is  proba- 
bly because  there  are  now  many  more 
opportunities  for  members  to  discuss  policy 
and  items  of  concern,  especially  during  the 
Weekend  Away. 

In  recognition  of  this  change,  the  AGM 
this  year  is  being  arranged  as  a  purely 
formal  meeting.  In  accordance  with  Com- 
pany practice,  any  matters  for  considera- 
tion by  the  membership  are  not  discussed 
at  an  AGM  but  at  an  EGM,  an  Extraordinary 
General  Meeting.  Since  many  members  will 
be  present  at  the  Weekend  Away,  this  pro- 
vides a  valuable  opportunity  for  the  holding 
of  EGMs. 

An  EGM  is  arranged  to  consider  Special 
Resolutions  put  forward  by  members.  All 
members  of  the  Association  must  be  given 
21  days'  notice  of  the  meeting  and  of  the 
reason  for  it.  We  have  reserved  time  on 
Sunday  24  September  1 989  on  or  after  3.00 
pm  for  the  holding  of  an  EGM  if  required. 
Members  wishing  to  submit  resolutions  must 
therefore  do  so  by  Monday  31  July  1989. 
sending  them  to  me  at  Sense,  31 1  Gray's 
Inn  Road,  London  WC1X8PT.  Any  member 
wishing  advice  on  the  drafting  of  a  resolu- 
tion should  contact  me.        Rodney  Clark 
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And  You  A  Gentleman 

A  biography  of  Stanley  Oscar  Myers 

by  C.  Jones,  published  privately,  1988, 
160pp.  pbk  £7.00.  (Orders  with  remit- 
tance to  C  Jones.  Camden  House, 
Chestnut  Walk,  Worcester  WR1  1  PS.) 

This  biography  of  "Stanley,  Oscar  or  Mike 
Myers"  makes  no  direct  effort  to  tell  us  about 
the  motivation  behind  this  very  remarkable 
life,  but  allows  each  one  of  his  associates 
and  friends  to  say  something  about  the 
individual  who  lived  it. 

Oscar  Myers  was  not  a  great  theoreti- 
cian. He  wrote  only  one  important  book  — 
"Where  Are  They  Now?"  But  at  Condover 
Hall  he  created  something  very  special  which 
was  ahead  of  its  time  both  in  terms  of  blind 
welfare  and  education.  He  did  so  as  a  result 
of  a  unique  empathy  with  the  problems  of 
his  pupils,  coupled  with  a  knack  of  judging 
the  right  people  to  work  with  and  of  inspiring 
them  to  work  in  the  right  way.  Teaching  can 
be  taught  but  for  some  it  remains  an  inborn 
art.  which  practice  perfects.  Such  a  one  — 
the  evidence  of  the  many  contributors  in  this 
book  confirms  —  was  Oscar  Myers.  Cam- 
bray  Jones  has  presented  that  evidence 
admirably  in  this  biography. 

The  nearest  we  got  to  knowing  Oscar 
Myers'  intentions  in  the  creation  of  Con- 
dover Hall  is  a  quote  from  his  introduction  to 
"Where  Are  They  Now?".  Talking  of  the  staff 
he  remarks  —  "We  were  not  a  group  of 
people  dedicated  (in  the  emotive  fashion  in 
which  this  word  is  often  used)  to  the  welfare 
of  seriously  handicapped  children.  I  con- 
sider that  we  were  a  fairly  normal  cross- 
section  of  the  general  population  who,  given 
the  encouragement  to  make  individual  con- 
tributions in  a  democratic  atmosphere,  were 
able  to  develop  a  lively  community  in  which 
the  children  were  able  to  develop  personal 
skills,  a  sense  of  self-responsibility  and  a 
considerable  amount  of  enjoyment  of  life".  It 
is  sad  that  "Where  Are  They  Now?"  went  on, 
in  most  cases,  to  describe  how  former 
Condover  Hall  pupils  had  not  received  the 
further  training,  or  the  appropriate  living  or 

Vision  in  children 
Normal  and  Abnormal 

by  Dr.  Lea  Hyvarinen,  published  by  The 

Canadian  Deaf-Blind  and  rubella 

Association,  Head  Office,  Box  1625, 

Meaford,  Ontario,  Canada  NOH  1YO,  Tel: 

1-519-538-3431,  Price  $10.00,  Orders 

from  outside  Canada  please  add  $2.50 

for  mailing.  All  cheques  made  payable  to: 

The  Canadian  Deaf-Blind  and  Rubella 

Association 

Dr  Hyvarinen  is  a  Finnish  Ophthalmologist 
who  has  been  interested  in  the  develop- 
ment of  visually  impaired  children  with  or 
without  other  handicaps.  She  was  Chief 
Ophthalmologist  of  the  first  Lower  Vision 
Clinic  m  Finland,  1976  to  1979.  Besides  the 
several  articles  and  booklets  she  has  writ- 
ten on  low  vision,  Dr  Hyvarinen  has  devel- 
oped visual  acuity  tests  to  improve  screen- 
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work  opportunities,  for  which  their  years 
with  Oscar  Myers  had  prepared  them. 

Condover  Hall  is  without  doubt  an  ex- 
ample of  very  special  education  but  it  was 
designed  to  lead  its  students  into  an  inte- 
grated world.  As  a  young  man  Oscar  Myers 
had  been  particularly  interested  in  the  inte- 
grated education  of  blind  adolescents.  He 
never  lost  sight  of  the  goal  of  integration  and 
I  suspect,  it  was  with  some  surprise  at  him- 
self that  he  set  out  in  1947  to  establish  the 
new  school  at  Condover  Hall  where  he 
continued  as  Principal  until  1971.  It  con- 
cerned an  aspect  of  blind  education  that  he, 
as  an  integrationist,  had  not  contemplated 
seriously  but  "Teachers  tend  to  be  ambi- 
tious ...  and  I  thought  I  would  have  a  go":  So 
he  committed  himself  to  educating  the  chil- 
dren who  previously  he  had  decided  were 
"ineducable". 

There  was  an  element  of  accident  about 
his  becoming  Principal  of  Condover  Hall  but 
it  was  no  accident  that  his  success  there 
created  for  him  an  international  reputation 
of  which  contributors  to  Cambray  Jones' 
book  write  so  eloquently.  This  reputation 
was  based  upon  his  invention  at  Condover 
Hall  of  a  family  system  where  structured 
informality  provided  just  the  right  atmos- 
phere for  the  education  of  the  "ineducable". 
His  influence  overseas  in  'Developed'  as 


much  as  'Developing'  countries  is  fully  re- 
corded. So  too  are  the  events  of  his  later 
years  as  a  Senior  Research  Assistant  at  the 
University  of  Birmingham. 

The  truth,  of  subsequent  neglect,  re- 
vealed in  "Where  Are  They  Now?"  led  Oscar 
Myers  and  Cambray  Jones  to  play  leading 
roles  in  the  establishment  of  the  Committee 
on  Multi-Handicapped  Blind  which  set  out  in 
the  first  instance  to  ensure  that  former 
Condover  pupils  were  not  left  "where  they 
are  now"  but  enjoyed  a  normal  continuum  of 
life  in  an  integrated  world.  Its  work  has 
expanded  thanks  to  an  interest,  of  which 
again  Oscar  Myers  was  a  forerunner,  in 
mental  handicap. 

This  book  is  not  a  chorus  of  praise,  but 
there  can  be  little  criticism  of  a  man  about 
whom  one  contributor  writes  —  "He  didn't 
have  any  capital  invested  in  the  promotion 
of  his  own  ego,  he  spent  himself  to  give 
other  people  the  opportunity  of  expanding 
theirs  —  which  is  very  rare". 

Another  contributor  writes  "Mike  Myers 
was  one  of  my  favourite  people!"  He  was 
one  of  everybody's  favourite  people  and 
this  book  explains  why  that  was. 

Brian  Eccles 

General  Secretary 

South  Regional  Association  for  the 

Blind 


Disability  Rights  Handbook 

14th  Edition,  April  1989  — April  1990, 

published  by  the  Disability  Alliance 

Educational  Resource  Association,  25, 

Denmark  St  London  WC2H  8NJ,  Tel:  01- 

240  0806,  Paperback  Price  £3.75  post 

free,  ISBN  0  946366  37  7 

It  is  no  exagerration  to  say  that  this  publica- 
tion is  rapidly  becoming  the  definitive  refer- 
ence book  for  welfare  rights  advisors  up 
and  down  the  country. 

Social  Security  rules  and  regulations 
change  constantly,  making  the  task  of  iden- 
tifying entitlements  to  a  benefit  an  arduous 
process.  The  Disability  Rights  Handbook 
makes  things  easier. 

As  with  its  predecessors,  the  primary 
aim  of  the  new  edition  is  to  offer  a  compre- 
hensive guide  to  benefits  and  services 
available  to  people  with  disabilities.  Be- 
sides listing  the  current  benefits  and  serv- 
ices, it  discusses  topics  of  interest  such  as 
the  long  debate  over  a  comprehensive  in- 
come scheme  for  disabled  people,  offers  an 
extensive  list  of  useful  addresses,  explains 
difficult  or  ambiguous  terms,  and  familiar- 
ises the  readers  with  the  role  and  function  of 
officials  involved  in  the  processing  of  appli- 
cations. 

Furthermore,  it  provides  information  on 
new  legislation.  There  are  more  changes  in 
store  when  the  Social  Security  Bill  becomes 
law  in  July  1 989.  This  new  Bill  is  going  to  be 
dealt  with  in  the  Summer  89  Disability  Rights 
Bulletin.  There  will  be  three  Bulletins  before 
the  15th  edition  of  the  Handbook  becomes 
available  in  April  1990. 

Maria  Hatzipetrou 
Sense  Head  Office 


A  New  Deal  for  Carers 

by  Ann  Richardson,  Judith  Unell  and 

Beverly  Aston.  Available  from  King's  Fund 

Book  Sales,  126  Albert  St,  London  NW1 

7NF.  Paperback  only  £4.50.  95  pages. 

ISBN  1  870551  91  5 

A  New  Deal  for  Carers  is  concerned  with  the 
needs  of  carers  in  every  aspect  of  their 
caring  role.  It  is  written  primarily  for  all  levels 
of  staff  in  local  authority  health  and  social 
services  and  the  voluntary  sector. 

The  authors  recognise  that  each  carer 
will  have  very  individual  needs  which  will 
vary  according  to  the  changing  situation 
and  condition  of  the  person  being  cared  for. 
The  point  is  made  that  some  carers  may  be 
reluctant  to  voice  or  discuss  their  needs 
because  they  feel  they  'have  to"  care,  or 
because  they  feel  it  is  an  admission  of 
failure  to  ask  for  help. 

The  book  is  based  on  a  Ten  point  plan 
for  carers',  each  point  highlighting  a  particu- 
lar area  ranging  from  Emotional  Needs  to 
Income  and  Employment.  Each  of  the  areas 
isdiscussed,  then  summarised  underload- 
ings of  Reviewing  Current  Practice,  Sug- 
gestions for  Action  and  Developing  Policy, 
giving  the  reader  both  an  insight  into  the 
needs  of  carers  and  also  several  ideas  as  to 
how  those  needs  could  be  met. 

A  very  useful  guide  for  all  who  come  into 
contact  with  carers.  Understanding  their 
needs  is  one  thing  but  it  remains  to  be  seen 
whether  anything  will  actually  be  done  to 
meet  those  needs  as  a  result  of  this  book. 
As  a  carer  of  long  standing,  I  certainly  hope 
it  is. 

Gini  Cloke 

Sense  in  the  Midlands 
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Preparing  Teachers  to 

work  with  Deaf-Blind 

Children 


The  first  course  for  teachers  in  deaf- 
blind  education  has  nearly  completed 
its  first  year.  Tony  Best  describes  the 
content  of  the  course  and  the  methods 
of  teaching  used. 

Come  to  Birmingham  to  train  to  teach  deaf- 
blind  children!  The  programme  of  study  fits 
into  a  pattern  which  is  common  to  special 
education  training  in  the  UK  and  gives  a 
wide  theoretical  basis  while  providing  op- 
portunities to  spend  an  average  of  2  days  a 
week  in  education  centres  observing  and 
working  with  deaf-blind  children. 

The  course  —  a  joint  venture  between 
the  University  of  Birmingham  and  Westhill 
College,  a  local  college  responsible  for 
teacher  education  —  is  for  experienced 
teachers  who  are  qualified  to  teach  regular 
children.  It  involves  full-time  study  for  one 
year.  Students  take  5/6ths  of  their  study 
within  the  special  areas  of  deaf-blindness 
(or  multi-sensory  impairment  as  it  is  some- 
times termed)  with  1 /6th  of  the  work  se- 
lected from  a  number  of  optional  courses 
available  within  the  special  education  de- 
partment of  the  University. 

Content 

The  content  of  the  teaching  is  grouped  into 
5  main  blocks  of  work  or  modules. 

Aspects  of  Child  Development.  This 
provides  an  overview  of  normal  child  devel- 
opment, followed  by  a  consideration  of 
current  research  into  developmental  as- 
sessment and  recent  studies  in  motor  de- 
velopment. The  implications  of  these  for 
remediation  and  classroom  practice  is  dis- 
cussed, with  particular  attention  being  paid 
to  the  areas  of  feeding,  movement  and 
mobility. 

Sensory  Impairment.  This  considers 
defects  of  hearing  and  vision  and  their 
implications  for  learning.  The  assessment 
of  functional  vision  and  hearing  in  multi- 
sensory  impaired  children  is  examined 
together  with  ways  of  stimulating  and  devel- 
oping residual  vision  and  hearing.  The 
module  also  considers  the  use  and  devel- 
opment of  other  channels  of  learning  and 
communication  such  as  touch. 

Communication.  This  opens  with  dis- 
cussion of  early  communication  and  lan- 
guage development,  followed  by  detailed 
discussion  on  the  development  of  commu- 
nication skills  in  a  deaf-blind  child.  The  use 
of  sign  and  symbol  systems  is  examined 
and  the  assessment  of  communication  skills 
is  covered  through  lectures  and  practical 
work. 

Curriculum  and  Teaching.  The  main 
focus  of  this  module  is  on  the  evaluation  of 
selected  theories  of  curriculum  design  and 
teaching,  in  essentially  practical  situations. 
The  work  undertaken  includes  approaches 
to  the  analysis  of  teaching  skills  and  evalu- 
ation of  practice;  the  setting  of  objectives; 
essential  resources  for  a  multi-sensory 
curriculum;  the  development  of  observation 
skills;  and  classroom  management. 

Population  and  Provision.  This  starts 


by  examining  the  population  of  children  and 
young  people  needing  specialised  provi- 
sion and  teaching  because  of  multi-sensory 
impairments.  This  leads  todiscussion  of  the 
range  of  provision  required  to  fulfil  their 
varied  needs.  A  series  of  visits  to  existing 
services  forms  an  integral  part  of  the  mod- 
ule. There  is  also  study  of  the  main  causes 
of  deaf-blindness,  such  as  Rubella  and 
Usher  syndrome  and  of  their  educational 
implications. 

Format 

Teaching  on  all  these  modules  is  carried  out 
through  a  combination  of  lectures  —  often 
including  the  use  of  video  tapes  and  discus- 
sions —  and  project  work.  With  students 
working  for  a  day  a  week  in  local  schools,  it 
is  possible  to  undertake  work  there,  directly 
related  to  the  content  of  lectures. 

Research  and  Development 

The  content  and  structure  of  the  programme 
is  being  developed  as  part  of  a  3-year 
research  project.  The  project  aims  to  deter- 
mine the  most  effective  ways  of  providing 
teachers  with  the  skills  needed  to  work  with 
deaf-blind  children  and  so,  many  aspects  of 
courses  are  being  examined  for  this  project. 
The  content  was  originally  determined  after 
consultation  with  organizations  and  centres 
concerned  with  deaf-blindness  in  the  UK 
and  using  the  advice  and  experience  of 
overseas  centres  where  teacher  education 
was  taking  place. 

Conclusion 

Establishing  a  new  course  is  exciting  and 
when  it  is  in  a  completely  new  area  of  study, 
it  is  particularly  challenging.  But  the  first 
year's  work  is  now  well  under  way.  Students 
currently  taking  our  courses  in  deaf-blind- 
ness have  backgrounds  in  severe  learning 
difficulties,  hearing  impairments  and  deaf- 
blindness.  They  will  each  be  undertaking 
their  teaching  practicuum  during  the  weeks 
following  Easter  and  will  then  complete  their 
studies  by  working  on  a  1 2,000  word  thesis 
researching  some  aspect  of  education  of 
deaf-blind  children.  We  hope  that,  when 
they  leave  us  in  August,  it  will  be  with 
information  and  skills  that  they  can  use  and 
further  develop  in  their  future  work  with 
deaf-blind  children. 

We  believe  the  work  described  above 
will  make  a  significant  contribution  to  the 
development  of  services  in  the  UK  to  deaf- 
blind  children  and  their  families.  The  pro- 
gramme and  our  research  into  teacher 
preparation  has  been  made  possible  through 
generous  grants  from  the  Leverhulme  Trust, 
Marks  and  Spencer  and  Sense.  The  pro- 
gramme of  study  is  under  the  direction  of 
Tony  Best  —  who  is  also  responsible  for 
programmes  at  the  University  in  visual 
handicap  —  with  Margaret  Davison  as 
course  coordinator/researcher  in  charge  of 
developing  the  programme  as  part  of  a 
research  programme  in  teacher  education. 


New  Videos 

Available  from 

Sense 


Development  in  Young 
Deaf-Blind  Children 

This  video  looks  at  three  areas  of 
development  in  young  deaf-blind  chil- 
dren; fine  motor  skills,  communica- 
tion and  using  touch.  It  suggests  ways 
in  which  the  development  of  these 
skills  can  be  encouraged  and  ex- 
tended. 

Price  £25  (including  postage  by 
surface  mail). 


Sense 


Development 
in  Young 
Deaf-Blind 
Children 


Principles  of  Teaching 
Deaf-Blind  Children 

This  video  and  the  one  described 
below  were  produced  by  Dr  Tony  Best 
of  the  University  of  Birmingham.  It 
describes  the  appropriate  learning 
environment  and  teaching  techniques 
for  use  with  deaf-blind  children  and 
identifies  curriculum  which  may  need 
alteration. 

Price  £15  (including  postage  by 
surface  mail). 

Using  Residual  Vision 

This  video  describes  ways  in  which  a 
child's  vision  can  be  assessed  when 
performing  both  familiar  and  unfamil- 
iartasks.  The  importance  of  using  this 
vision  is  emphasized  and  examples 
shown  of  how  this  can  be  done. 

Price  £15  (including  postage  by 
surface  mail). 

Orders  for  these  videos,  which  are 
VHS  format  and  in  the  English  lan- 
guage should  be  sent  to: 

Sarah  Chippindale 

Sense 

311  Gray's  Inn  Road 

London  WC1X8PT 
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Castle  Priory  College 
Courses 

23  —  25  June  1989 

Counselling  Children  and  Young 
People  who  have  Hearing  Impairment 

Tuition:  £75 

Resident:        £49 
Non-resident:  £20 

10  —  12  July  1989 

An  introduction  to  Signed  English 

Tuition:  £85 

Resident:        £49 
Non-Resident:  £20 

21  —24  July  1989 

Care  of  Children  with  Special  Needs 

Tuition:  £85 

Resident:        £73.50 
Non-Resident:  £30 

Forfurther  information,  orto  reserve  a  place 
on  any  of  these  courses,  contact: 

CPC 

Thames  Street 

Wallingford,  Oxon  0X1 0  OHE. 
Tel:  Wallingford  (0491)  37551 


BDA  Centenary 
Congress 

Next  year  the  British  Deaf  Association  cele- 
brates 1 00  years  of  fellowship.  Make  a  note 
of  the  dates  8,  9,  10  August  at  Brighton. 
Details  to  follow. 


Dame  Elizabeth 
Ackroyd  Travel  Trust 

We  apologise  to  those  readers  whom  we 
inadvertently  misled  in  our  last  edition  and 
who  applied  for  grants.  In  fact  the  1989 
quota  was  already  closed.  We  will  let  you 
know  in  good  time  to  apply  for  1 990s  alloca- 
tion of  travel  grants. 


RNIB  Courses 

Subjects 

8  June 

The  Development  of  Communication 

Implications  of  visual  handicap  and 
practical  methods  of  assisting 
communication  in  additionally 
handicapped  children. 

Venue:  RNIB  Armitage  Hall.  Fee:  £20. 

26  June 

The  implications  of  visual  handicap  in 
the  early  years 

The  nature  of  visual  impairment  and  its 
relevance  to  learning. 

Venue:  Nissan  Centre.  Goring  by  Sea. 
Worthing.  Fee  £25. 

28  June 

Integration  —  special  considerations 
in  further  education 

Successful  preparation  for  the  future 
in  mainstream  with  reference  to 
support  staff  and  resources. 

Venue:  Loughborough  University  of 
Technology.  Fee  £25. 

4  July 

Music  therapy:  modern  dance:  drama 

To  develop  awareness  of  the  potential 
for  assisting  communication,  self 
expression  and  development  by  these 
means. 

Venue:  Cambridge  Education 
Development  Centre.  Fee  £25. 

12  July 

The  national  curriculum:  a  discussion 
day 

Special  consideration  and  practical 
issues  relating  to  the  curriculum  needs 
of  visually  impaired  pupils. 

Venue:  RNIB's  Armitage  Hall,  London. 

Fee  £20. 

Courses  usually  run  10am  —  4pm.  Lunch 

is  inclusive. 

Details  from:  RNIB  Education  Courses, 

Marlborough  House,  Holly  Walk, 

Leamington  Spa  CV32  4XP. 


Residential  Courses 
for  Care  Staff  in 
Special  Schools 

Preliminary  Notice 

The  RNIB  Care  Training  Service  has  va- 
cancies on  its  five-day  residential  courses, 
and  although  planned  primarily  for  care 
staff,  other  staff  would  find  some  aspects 
particularly  relevant  to  their  own  area  of 
responsibility.  Applications  would  also  be 
welcomed  from  those  wishing  to  attend 
individual  workshops. 

Dates: 

Sunday  23  July  to  Friday  28  July  1989 

Sunday  30  July  to  Friday  4  August  1989 

Venue: 

Castle  Priory  College,  Wallingford,  Oxon. 

Subject  areas: 

—  Multi-sensory  impairment  (2-day 
workshop) 

—  Assessing  and  developing 
communication 

—  Specific  behaviour 

—  Sensory  stimuli 

—  Understanding  the  world  better 

—  Play  (1  day  workshop) 

—  Exploratory,  imaginative,  social  and 
skilful  play 

—  Toys  'with  a  purpose' 

—  Mobility  and  experiential  mobility 

—  The  eye,  eye  impairments  and  lighting 

—  Verbal  and  non-verbal  communication 

—  Individual  programme  planning 

—  Goal  planning  and  task  analysis 

—  Observing  and  recording 

—  Assessment  systems 

Further  details,  cost  and  booking  forms  can 
be  obtained  from: 

Head  of  RNIB  Care  Training  Service, 

Marlborough  House,  Holly  Walk, 

Leamington  Spa, 

Warwickshire, 

CV32  4XP 

tel.  0926-450326. 


Sense's  Deaf-Blind 
Awareness  Courses 

Following  last  year's  successful  Deaf-Blind 
Awareness  Courses  we  are  about  to  start 
another  in  May,  again  lasting  six  weeks. 
Communication  methods  —  fingerspelling, 
tadoma,  hpspeaking — will  be  covered  along 
with  topics  such  as:  services  to  deaf-blind 
people;  technology;  Usher  Syndrome;  ru- 
bella; the  needs  of  deaf-blind  children  and 
their  families;  guiding;  working  with  deaf- 
blind  people  and  volunteer  opportunities. 
There  will  be  plenty  of  opportunities  to  talk 
to  and  get  to  know  people  who  are  deaf- 
blino 


For  those  who  live  within  reach  and  are 
interested  but  have  missed  out  on  this  one 
—  don't  worry!  We  are  planning  another  in 
October,  also  in  London,  at  Clapham.  Par- 
ticipants come  from  various  backgrounds 
and  we  are  particularly  hoping  to  encourage 
more  people  from  hospitals,  clinics  and 
other  public  services  to  take  part. 

For  more  information  please  contact 
Amanda  Machin  at  Sense  Head  Office. 

Interpreters'  Course 

Plans  are  underway  for  setting  up  a  course 
on  interpreting,  through  fingerspelling,  to  be 
organised  jointly  by  Sense  and  the  National 
Deaf-Blind  League.  More  details  to  follow. 


Widening  their  Skills 

During  April  and  May  Lorraine  Callow  and 
1 1  of  her  students  from  Redbridge  Techni- 
cal College's  Communicators'  Course  have 
attended  a  series  of  deaf-blind  awareness 
sessions  at  Head  Office.  The  students,  who 
are  training  to  be  communicators  with  deaf 
people,  will  hopefully  emerge  with  skills 
enabling  them  to  work  with  clients  who  are 
additionally  visually  impaired  or  blind.  We 
wish  them  all  well  in  their  work. 

Carmel  Perry  and  Amanda  Machin 
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Study  Awards  in 
MHVI  Practise 

The  Bristol  Royal  Society  for  the  Blind  intro- 
duced its  study  awards  in  Mental  Handicap 
and  Visual  Impairment  (MHVI)  practise  last 
year,  in  recognition  of  the  fact  that  many 
staff  working  either  in  a  residential  or  field 
setting  with  mentally  handicapped  people 
were  not  afforded  the  chance  of  developing 
their  skills  and  expertise  and  introducing 
new  styles  of  work  practise  due  to  lack  of 
opportunity  or  funds.  The  awards  will  be 
made  again  this  year. 

There  are  two  Awards  of  £500  each. 
One  will  be  made  to  a  person  working  in  a 
community  based  setting  related  to  the 
MHVI,  the  other  to  a  person  working  in  a 
large  mental  handicap  hospital  or  similar. 
The  conditions  of  the  Award  allow  for  flexi- 
bility in  definition  to  accept,  for  example, 
proposed  research  projects  etc.  into  the 
needs  of  the  MHVI  in  either  of  the  above 
settings. 

The  applicant's  employer  must  be  aware 
of  and  approve  participation  in  the  award 
scheme.  The  closing  date  for  the  applica- 
tion is  30  June  1989.  Further  details  are 
available  from: 

John  le  Cue 

Support  Services  Coordinator 

Bristol  Royal  Society  for  the  Blind 

c/o  Maytrees  Home  for  the  Blind 

East  Park 

Fishponds  Road 

Bristol  BS5  6YA 

Telephone:  0272  51229 


Annual 

Deaf-Blind 

Rally 

The  National  Deaf-Blind  League  are  hold- 
ing their  Annual  Rally  at  the  Wirrina  Sta- 
dium, Peterborough  from  1 1am  to  6pm  on 
Thursday  July  6th. 

About  300  visitors  —  deaf-blind  mem- 
bers and  their  guides  are  expected  to  at- 
tend. 

A  major  attraction  will  be  the  "See  by 
Touch"  exhibition  where  exhibits  must  be 
able  to  be  touched,  felt,  smelt,  tasted  etc.  so 
that  the  deaf-blind  person  may  obtain  cor- 
rect information  and  take  full  advantage  of 
the  goods  and  services  on  show. 

Enquiries  to: 

Mrs  Ann  Barnett 

NDBL  18  Rainbow  Court 

Paston  Ridings 

Peterborough 

PE4  6UP 

Tel:  0733  73511 


MENCAP  Week 
Conference 

"Quality  During  Transition" 

Thursday  22  June,  1989 

MENCAP's  National  Conference  this  year 
aims  to  focus  on  defining,  achieving  and 
monitoring  quality  for  all  those  involved  as 
services  shift  from  hospital  to  community 
base. 

Speakers:  Sessions  will  be  chaired  by  the 
Chairman  of  MENCAP,  and  the  Secretary- 
General  of  MENCAP.  There  will  be  presen- 
tations by  parents,  staff  and  patients/ex- 
patients  from  two  services  involved  in  radi- 
cal changes  —  Brockhall/Calderstones  in 
Lancashire  and  Exeter  Health  District.  Both 
services  have  featured  in  discussions  at 
national  level  on  how  to  manage  transition 
in  the  interests  on  all  those  affected. 

Location:  Purcell  Room,  South  Bank  Centre, 
London  SE1. 

Travel:  Nearest  mainline  railway  stations  at 
Waterloo  and  Charing  Cross.  Nearest 
underground  station  Waterloo. 

Parking  Facilities:  Parking  available  in  NCP 
car  park. 

Conference  Price:  £30.00  to  include  morn- 
ing coffee,  buffet  lunch  and  Conference 
Information  Pack. 

Contact:  Helen  Smeed 
MENCAP  National  Centre, 
123  Golden  Lane, 
London  EC1YORT 

as  soon  as  possible. 


"A  Sensory 
Experience  Day" 

This  day  course  has  been  planned  for  teach- 
ers and  care  assistants  who  wish  to  discuss 
and  explore  ways  of  introducing  children  to 
experiences  which  may  help  to  compen- 
sate in  a  variety  of  ways  for  their  limited 
visual,  hearing  and/or  physical  ability. 

The  course  is  intended  as  a  day  to  ex- 
change ideas  and  knowledge  and  course 
participants  will  be  encouraged  to  bring 
practical  ideas  with  them.  Numbers  are 
strictly  limited  to  fifteen  participants  and 
early  application  is  advised.  The  course  will 
run  from  10.30  —  3.30  on  Thursday  20th 
June.  Further  details  available  from: 

The  Family  Centre 
86  Cleveland  Road 
London  W1 3  OHE 
Telephone:  01  991  0513 

Cost  of  the  day  is  £1 2,  tea  and  coffee  will 
be  provided  but  please  bring  a  packed 
lunch. 

Applications  must  be  received  by  Mon- 
day, 12th  June. 


Training  Course  for 

Blind  and  Partially 

Sighted  People 

A  course  to  enhance  communication  skills 
will  be  held  at  Leeds  Polytechnic  in  two 
parts,  on1  — 5th  September  and  16  —  20th 
October.  There  are  no  formal  entry  require- 
ments. 

The  course  is  intended  for  people  who  are: 

•  unemployed  and  actively  seeking  em- 
ployment 

•  employed  but  unable  to  realise  their  full 
potential 

•  wishing  to  develop  their  career  pros- 
pects 

•  wanting  to  work  more  effectively  within 
voluntary  and  community  organisations 

•  wanting  to  become  more  active  within 
committee  structures 

Training  will  be  carried  out  by  blind  and 
partially-sighted  trainers,  so  as  to  ensure 
that  the  content  and  course  delivery  is  di- 
rectly useful  and  relevant.  The  aim  will  be  to 
develop  skills  in  a  range  of  topics  including: 

•  achieving  successful  working  relation- 
ships with  colleagues 

•  increasing  confidence  in  personal  ability 
and  methods  of  working 

•  playing  a  more  active  part  as  a  member 
of  a  committee,  team  or  working  group 

•  investigating  different  methods  of  stor- 
ing and  using  information 

•  developing  policies  for  organisations  to 
adopt  on  information  distribution  and  ac- 
cessibility 

Applications  from  unemployed  people  will 
be  considered  irrespective  of  their  location 
but  preference  will  be  given  to  those  who 
live  in  the  Yorkshire  and  Humberside  re- 
gion. Tuition  fees  together  with  full  residen- 
tial accommodation  and  catering  will  be 
paid  for  by  the  EDTA  (Employment  Depart- 
ment Training  Agency).  You  will  also  re- 
ceive a  training  allowance. 

The  RNIB  is  also  funding  a  number  of 
places  on  the  course  for  people  in  employ- 
ment and  those  not  covered  under  the 
Training  Agency  guidelines.  This  will  cover 
the  full  cost  of  your  residential  accommoda- 
tion and  catering  for  parts  1  and  2  of  the 
course. 

If  you  would  like  further  information,  or  to 
discuss  the  course,  please  contact: 

Fran  Faflik 

Leeds  Polytechnic 

Centre  for  Community  Education 

Calverley  Street 

Leeds  LS1  3HE 

Tel:  (0532)  463931  or  462958 

or  contact: 

Nick  Clarke 

Tel:  (0484)  517954 

Only  a  limited  number  of  places  are  avail- 
able so  don't  delay.  Closing  date  for  com- 
pleted application  forms  is  30th  June  1 989. 
so  send  off  for  yours  now. 
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Creative  movement  therapy  at 
Henshaw's  Society  for  the  Blind  in 
Harrogate,  now  in  its  fourth  successful 
year.  It  offers  young  adults  who  are 
visually  and  hearing  impaired,  or  multi- 
handicapped,  the  opportunity  to  enjoy 
and  benefit  from  the  moving  experience 
of  dance. 
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Editorial 

An  autumn  edition  already!  Packed  with  the 
usual  mixture  of  practical  ideas,  personal 
accounts  and  thought-provoking  comments 
—  well,  some  of  these  at  least. 

One  of  the  ways  in  which  we  are  trying  to 
keep  the  contributions  to  Talking  Sense  of 
interest  to  the  wide  range  of  people  who 
read  it  is  by  bringing  in  the  experts.  An 
editorial  advisory  panel  made  up  of  parents, 
teachers,  psychologists  and  various  mem- 
bers of  Sense  staff  has  been  set  up  to  keep 
us  up  to  date  with  any  burning  issues  that 
we  in  the  Information  Section  might  just 
miss.  Individuals  who  have  been  cajoled 
into  this  job  will  be  looking  out  for  good  ideas 
for  articles  and  items  of  news.  However 
there  is  still  at  least  one  gap  to  be  filled  on 
the  panel:  we  have  no  'professional'  carers 
from  a  residential  unit.  So  if  you  represent 
this  group  and  read  Talking  Sense  with  a 
critical  eye  please  get  in  touch  with  me. 

Colette  Mercer 


Invalid  Care 
Allowance 

Parents  who  receive  Invalid  Care  Allow- 
ance for  children  who  come  home  every 
second  weekend  from  residential  place- 
ments may  lose  their  ICA  if  present  direc- 
tives continue  to  be  enforced. 

Officials  at  the  ICA  Unit  are  under  new 
directives  "to  make  more  detailed  inquiries 
as  to  the  exact  number  of  hours  cared." 

Some  parents  are  already  suffering  a 
substantial  loss;  Mrs  Sue  Twose,  one  of  the 
many  people  affected  says:  "Unlike  any 
other  benefit  we  know  of,  ICA  says  that  a 
week  of  caring  begins  on  Sunday  and  ends 
at  midnight  on  Saturday;  so  the  weekend 
our  children  come  home  is  split  between 
two  weeks:  the  Friday  and  Saturday  qualify 
for  one  week  and  the  Sunday  qualifies  for 
the  next  week,  and  neither  meets  the  35 
hour  'caring  week'  rule!  So  unless  our  chil- 
dren are  home  for,  or  collected  by,  1 .00  pm 
on  Friday  we  do  not  qualify  for  ICA  although 
really  we  are  caring  for  our  children  for 
something  like  60  hours  over  the  weekend." 

According  to  Sue  there  are  hundreds  of 
people  in  a  similar  position. 

The  Minister  of  State  for  Social  Security 
and  the  Disabled,  Nicholas  Scott,  insists 
that  "it  is  not  our  intention  to  make  it  difficult 
for  carers  to  get  Invalid  Care  Allowance." 

Despite  these  assurances  a  campaign 
has  been  launched  by  Sue  Twose  who  is 
from  North  Yorkshire  and  Caroline  Slingsby 
from  Derbyshire.  The  aim  of  the  campaign 
is  to  try  and  get  as  much  support  as  possible 
in  order  to  have  the  present  legislation 
changed.  The  campaign  needs  everyone's 
help.  If  you  are  in  this  position,  or  if  you  know 
of  someone  else  willing  to  support  this  initia- 
tive, please  write  to  Sue  at  the  address 
below  enclosing  an  SAE. 

Sue  Twose 

43  James  St,  Scarborough 
North  Yorks,  Y01 2  7PH 
Tel:  0723  367870 

The  views  expressed  in  the  magazine  are 
not  necessarily  those  of  Sense,  The  National 
Deaf-Blind  and  Rubella  Association. 
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Christmas  Cards 
and  Gifts  1989 

Included  with  this  issue  you  will  find 
Sense's  Christmas  card  and  gift  cata- 
logue. We  hope  you  will  like  this  year's 
range.  Please  order  early  and  help 
support  Sense. 


Talking  Sense  in  Braille 

Talking  Sense  is  available  in  braille  and  also, 
experimentally,  in  a  photocopied  large-print 
version.  If  you  would  like  to  receive  a  copy  of 
either  of  these  versions  please  write  to  Gra- 
ham Hicks  at  the  Sense  London  office. 


Talking  Sense  is  published  quarterly.  Contri- 
butions for  our  next  edition  should  be  sent  to 
Peter  Bennett  at  31 1  Gray's  Inn  Road,  Lon- 
don WC1 X  8PT  by  29  October.  Photographs 
are  returned. 

Editor:  Colette  Mercer 
Assistant  Editor:  Peter  Bennett 

Typeset  and  designed  by  lntertype.1 1 1  Cllssold  Crescent,  London  N16. 
Printed  by  Adept  Press,  273  Abbeydale  Road,  Wembley,  Middlesex. 
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A  Successful 
Week  in 
Warwick 

Almost  300  delegates  met  at  Warwick  Uni- 
versity in  August  to  discuss  different  ap- 
proaches to  deaf-blind  education  at  a  con- 
ference organised  by  the  International 
Association  of  the  Deaf-Blind.  Speakers 
and  delegates  from  all  over  the  world,  in- 
cluding Scandinavia,  Iceland,  USA,  Italy, 
France,  West  Germany,  the  Netherlands 
and  the  USSR  attended  to  discuss  the 
theme  of  sensory  impairment  with  multi- 
handicap. 

Tony  Best  from  the  University  of  Bir- 
mingham, in  his  keynote  speech,  suggested 
that  it  was  very  appropriate  that  a  European 
Conference  should  be  taking  place  as  we 
approach  1992  and  a  United  Europe.  He 
warned  about  the  phenomenon  of  becom- 
ing an  'instant  expert'  in  such  a  specialised 
field  and  encouraged  participants  to  always 
listen  to  professionals  from  other  fields,  the 
families  and  deaf-blind  people  themselves. 

Each  morning  of  the  conference  included 
a  plenary  session  looking  in  detail  at  a  par- 
ticular method  of  education.  Chris  Cullen, 
from  the  University  of  St  Andrews,  talked 
about  ways  of  analysing  behaviour  in  multi- 
handicapped  people.  Professor  Chulkov, 
from  the  world  renowned  Institute  of  Defec- 
tology  in  Moscow,  described  Soviet  meth- 
ods of  deaf-blind  education  and  the  experi- 
mental work  taking  place  there.  On  the 
following  day  Jan  Van  Dijk  talking  about  the 
Sint  Michielsgestel  approach  to  diagnosis 
and  education  of  multi-sensory  impaired 
persons,  in  the  Netherlands. 


New  Director  of  Welfare 
and  Information 


Welcome  to  Malcolm  Matthews  who  joined 
Sense  on  June  7th. 

Malcolm  has  1 6  years'  experience  in  the 
voluntary  sector.  He  worked  for  Birming- 
ham Young  Volunteers  as  Co-ordinator, 
where  he  was  responsible  for  a  range  of 
projects  such  as  neighbourhood  youth-in- 
community  schemes  and  volunteer  proj- 
ects. It  was  here  on  a  holiday  project  that  he 
first  came  across  rubella  handicapped 
people. 

Later  he  joined  The  Spastics  Society  as 
Regional  Manager  for  The  South  East.  He 
was  responsible  for  the  identification  of 
needs  and  the  development  of  new  serv- 
ices; support  for  affiliated  groups  and  gen- 
eral management.  Malcolm  was  also  in- 
volved in  the  development  of  two  residential 
projects  for  multiply  handicapped  young 
adults.  He  has  always  been  actively  com- 
mitted to  community  care,  respite  care  and 
support  for  carers. 

Malcolm  and  Val  Matthews  have  two 
children:  Sarah,  seven  and  Ben,  five  and 
are  expecting  a  baby  on  November  5th.  So 
Malcolm  is  run  off  his  feet  both  at  home  in 
Merstham,  Surrey  and  at  Sense! 


Malcolm's  interests  include  swimming, 
cooking,  photography,  micro-computing  and 
music-processing  —  when  he  can  find  the 
time! 


portant  to  realise  that  they  could  not  be 
'transplanted'  without  allowing  forthis.  How- 
ever the  framework  now  existed  to  enable 
materials  and  ideas  to  be  exchanged.  The 
main  differences  exist  in  the  structure  and 
level  of  provision  of  deaf-blind  education 
not  the  philosophies.  The  time  is  now  right, 
he  argued,  for  political  change  so  that  in  the 


Parents  of  deaf-blind  children  from  the  USA,  the  Netherlands  and  Britain  get 
together  at  the  Warwick  '89  conference. 


Over  60  workshops  and  talks  took  place 
in  the  afternoons  on  a  variety  of  subjects 
giving  delegates  the  difficult  task  of  choos- 
ing which  ones  to  attend. 

Paul  Ennals,  who  is  now  Director  of  Edu- 
cation and  Leisure  for  the  RNIB,  after  sev- 
eral years  of  working  at  Sense,  summed  up 
the  Conference  on  the  final  day.  After  hear- 
ing about  many  different  techniques  and 
philosophies  in  deaf-blind  education  during 
the  week,  he  said  he  was  struck  by  how 
similar  they  were.  Individual  practices  var- 
ied according  to  their  culture  and  it  was  im- 


future  deaf-blind  children  have  the  same 
opportunities  for  suitable  education  wher- 
ever they  live  in  Europe 

The  Conference  proceedings  will  be 
written  up  in  a  report  by  Birmingham  Univer- 
sity. This  report  is  expected  to  be  available 
in  about  six  months.  Part  of  it  will  also  be  re- 
produced in  Talking  Sense  and  the  interna- 
tional journal,  Deaf-Blind  Education.  The 
next  European  Conference  is  now  being 
planned  for  1 993  and  will  be  taking  place  in 
Potsdam,  East  Germany  following  the  world 
conference  in  Sweden  in  1992. 


Beverley 

Lewis 

Inquest 

Adjourned 

The  inquest  into  the  death  of  Beverley  Lewis, 
a  23  year  old,  deaf-blind  rubella  handi- 
capped woman  was  adjourned  by  the  Glouc- 
ester Coroner  once  again  in  July.  Beverley 
appears  to  have  starved  to  death  while 
being  cared  for  by  her  mother  at  home. 
According  to  the  Coroner's  office  the  hear- 
ing was  adjourned  because  more  medical 


Beverley's  family  outside  Gloucester 
Coroners'  court 

details  about  Beverley  in  the  time  leading 
up  to  her  death  were  needed. 

The  hearing  is  expected  to  reopen  at  the 
end  of  October  when  it  is  likely  to  receive  a 
lot  of  public  attention. 
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We're  a  forward-thinking  organisation,  so  at 
this  year's  Weekend  Away  we  will  be  look- 
ing ahead. 

Parents  are  at  it  again!  They'll  be  getting 
the  ball  rolling  talking  about  what  they  want 
for  their  children.  This  will  be  followed  up  by 
more  future  gazing  on  Education  Provision 
for  our  youngsters  and  developments  at 
Sense.  We'll  also  have  a  social  services 
Director  talking  about  what  social  services 
can  offer. 

Deaf-blind  people  will  be  there  to  teach 
us  fingerspelling  skills,  to  talk  about  mobil- 
ity, guide  dogs,  their  work,  technical  serv- 
ices and  bringing  up  a  family. 

Parents  will  have  their  own  discussion 
sessions. 

The  Centres  will  be  showing  us  their 
expertise  and  there  will  be  displays  of  their 
activities. 

Community  Care  plansw'iW  be  discussed, 
including  the  Griffiths  Report,  as  well  as  the 
Disabled  Persons  Act. 

Other  workshops  will  include: 

—  Education 

—  Social  Security  Benefits 

—  Rubella 

—  Use  of  computers 

—  Music  Therapy 

—  Touch,  taste  and  smell 

—  Aromatherapy 

—  Relaxation 

—  Massage 

—  Communication 

—  Usher  Syndrome 

—  Legal  Responsibility 

—  Young  Children 

—  Low  ability  deaf-blind  people 

—  Post-school  placements 

—  Changing  behaviour 

and  many  more! 

Creche  facilities  will  be  as  usual.  I  must 
stress  this  is  for  all  our  deaf-blind  and  ru- 
bella youngsters  —  regardless  of  age  and 
level  of  handicap. 

The  Market  Place  will  be  providing  an 


weekend  Away  89 


Friday  22  —  Sunday  24  September 

Mason  Hail,  University  of 

Birmingham 


exhibition  of  toys,  equipment,  information 
etc,  and  a  resource  room.  We're  hoping  the 
deaf-blind  people  on  the  Hasicom  project 
will  again  join  us. 

Social  ActivitiesmW  include  a  Victorian 
Music  Hall  (see  below).  Charles  Byrne  would 
be  more  than  happy  to  hear  from  anyone 
who  fancies  making  themselves  look  silly 
(along  with  members  of  Sense  staff).  To 
balance  the  evening,  there  will  be  a  dance 
display  from  the  very  talented  young  people 
from  Henshaw's,  so  the  evening  won't  be 
entirely  without  taste.There  is  also  a  short 
party  for  any  newcomers  to  the  Weekend 
on  Friday  night. 

When  is  it?  22-24  September  (Friday 
night  until  Sunday  afternoon).  If  you  haven't 
been  before  and  think  you  would  like  to 
attend  —  do  make  an  effort.  The  weekends 
are  lots  of  fun  for  everybody.  You  don't  need 
to  be  brainy,  you  don't  need  to  worry  about 
your  children,  who  will  be  taken  care  of 
(though  bringing  a  child  isn't  compulsory!), 
and  if  you're  a  family  member  without  the 
funds  to  pay  for  the  registration  and  accom- 
modation, you  don't  need  to  worry  either 
(read  the  Application  Form). 

The  deadline  for  professionals  and 
general  interest  applications  is  5  Septem- 
ber —  for  family  members,  it's  1 5  Septem- 
ber. 

The  application  form  and  draft  pro- 
gramme are  enclosed. 

Please  come  if  you  can  —  we'd  love  to 
see  you  there! 

Carmel  Perry 


Victorian  Music  Hall 
Saturday  23  September 
8.30  —  9.30pm 

Let  us  take  you  back  ... 

Before  'telly',  before  radio ...  even  before 
the  Great  War!  To  a  time  when  families 
entertained  themselves  with  songs  around 
the  piano  and  'party  pieces'. 

This  is  your  chance  to  see  the  more 
'sober'  members  of  Sense  doing  their  'party 
pieces'  and  to  join  in  a  lot  of  raucous  vocal- 
ising. 

If  you  have  a  party  piece  you  would  like 
to  do,  ring  Charles  Byrne  (01-278  1005). 
Otherwise  dress  up  a  la  turn  of  the  century 
to  add  to  the  atmosphere.  The  bar  will  be 
available  to  lubricate  yourtonsils.  So,  loosen 
your  stays,  slacken  your  braces  and  come 
and  have  a  good  time! 

See  you  then! 

Charles 

Master  of  Ceremonies 


Usher  Syndrome 

This  year  we  hope  more  people  who  have 
Usher  Syndrome  will  come  to  the  Weekend 
Away.  On  Friday  night  there  will  be  a  First 
Timers'  Party  and  also  a  special  lounge  for 
you  to  relax  and  meet  each  other.  On  Sat- 
urday we  hope  to  visit  a  local  deaf  club. 
Bring  afriendorafamilymemberand  come. 


Annual  General 
Meeting 

The  Sense  AGM  wHi  be  held  on  Sat- 
urday 23  September  at  the  Weekend 
Away.  See  page  32  for  details 


RP  discovery 

Researchers  at  Trinity  College  Dublin  have 
made  a  very  important  discovery  in  their 
research  into  retinitis  pigmentosa.  This 
inherited  form  of  blindness  affects  1  in  4000 
people  and  causes  tunnel  vision  and  dete- 
riorating sight.  It  is  retinitis  pigmentosa  which 
affects  the  sight  of  people  with  Usher  Syn- 
drome. However  this  discovery  relates  to 
the  type  of  RP  which  is  caused  by  a  domi- 
nant gene.  Usher  Syndrome  which  com- 
bines loss  of  sight  and  congenital  deafness 
is  caused  by  a  recessive  gene.  The  implica- 
tions of  this  discovery  for  people  with  Usher 
Syndrome  are  not  clear  as  yet. 

Like  most  inherited  diseases  the  cause 
of  RP  is  totally  unknown  and  the  best  hope 
of  finding  a  cure  is  to  isolate  the  gene 
involved  and  find  out  what  its  function  is. 
Once  this  is  known  it  should  greatly  help  the 
development  of  a  treatment. 

The  research  team  in  Dublin  have  found 
the  approximate  location  of  the  defective 
gene  in  human  DNA.  This  is  roughly  the 
equivalent  of  finding  one  spelling  mistake 
on  one  page  of  one  volume  of  the  Encyclo- 
paedia Britannica!  The  discovery  is  a  great 
v.-:,  '\tr.i"y.  finding  the  cause  of  RP  and 
will  also  help  pre-symptomatic  diagnosis  of 
RP  patients  in  the  future. 


A  Happy  Wedding  Day 


Ian  Cloke,  a  student  from  Sense-in-the-Midlands,  made  his  sister's  wedding  day 
extra  special.  See  Member  News,  page  25. 
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Appealing  Ideas 
Needed 

Our  Appeals  Department  would  like  par- 
ents and  teachers  to  think  of  success  sto- 
ries and  anecdotes  about  their  children 
which  could  be  used  for  our  direct  mail 
letters.  The  best  stories  are  happy  and 
positive  ones— achievements  big  or  small 
or  just  memorable  moments.  Photographs 
are  also  welcomed. 


soma  of  whom  have  helped  Sense  or  shown 
an  interest  before.  A  large  proportion  of 
Sense's  income  comes  from  letters  tike 
this.  They  also  help  to  make  many  mors 


More  changes  on  the 
Education  Front 

Following  the  publication  of  the  DES  policy 
statement  "Educational  Provision  for  Deaf- 
Blind  Children"  which  was  summarised  in 
the  last  edition  of  Talking  Sense,  there  is 
more  good  news. 

Sense  has  been  fighting  for  the  recogni- 
tion of  a  mandatory  qualification  for  teach- 
ers of  deaf-blind  children  for  several  years. 
At  last  our  efforts  have  borne  fruit.  The 
recent  draft  Education  (Teachers)  Regula- 
tions 1989-90  issued  by  the  Department  of 
Education  and  Science  states  that  "Under 
Regulation  17  the  teacher  of  a  class  of 
pupils  who  are  both  hearing  and  visually 
impaired  should  possess  an  appropriate 
qualification  approved  by  the  Secretary  of 
State". 

However,  the  DES  went  on  to  say  that 
where  no  dually  qualified  teacher  is  avail- 
able this  requirement  can  be  satisfied  pro- 
vided that  the  teacher  has  an  appropriate 
qualification  for  teaching  either  hearing 
impaired  or  visually  impaired  pupils. 

In  our  response  to  the  DES  we  pointed 
out  that  this  was  absurd  and  they  them- 
selves had  stated  in  their  earlier  policy  state- 
ment that  LEAs  should  not  assume  that 
teachers  trained  to  teach  either  the  deaf  or 
the  blind  had  the  necessary  skills  to  teach 
the  deaf-blind.  We  will  let  you  know  what  the 
DES  thinks  of  our  objections  in  the  next 
edition. 

In  Service  Training 

The  DES  have  informed  us  that  they  pro- 
pose to  extend  National  Priority  Areas  of  the 
LEA  Training  Grant  Scheme  to  cover  "train- 
ing of  teachers  of  pupils  who  have  disabili- 
ties of  both  hearing  and  sight".  So  not  only 
have  the  DES  at  last  recognised  the  exis- 
tence of  deaf-blind  children  in  their  policy 
statement  but  they  have  now  taken  steps  to 
recognise  the  need  for  trained  teachers  and 
are  making  grants  available  to  support  that 
training.  Sense  has  also  just  been  informed 
that  a  bid  for  money  to  cover  the  second- 
ment of  a  Sense  teacher  in  1 989-1 990  has 
been  approved. 

Charles  Byrne 
Director  of  Education 


High  speed  beds! 


Conditions  were  perfect  on  a  Sunday  morn- 
ing in  June  as  Jim  Brooks  and  his  team  of 
stalwart  Unigate  Milkmen  (all  running  for 
Sense)  limbered  up  round  the  famous 
'Unigate  Flyer'  —  their  entry  for  the  Charity 
Bed  Push.  This  is  an  annual  event  in  West 
Wickham,  Kent,  run  overtwo  miles  between 
pubs.  Ten  teams  were  competing  for  differ- 
ent charities. 

Each  team  also  had  a  display  bed  —  not 
for  pushing.  Jim's  lads  had  made  a  charm- 
ing Teddy  Bears  Picnic  table,  complete  with 
bears.  It  bore  a  poster  of  Kelly  Smith,  adeaf- 
blind  teenager,  with  the  slogan  'It's  no  picnic 


being  deaf  and  blind'.  Two  live  furry  bears 
watched  over  it  and  shook  tins  for  Sense. 
Kelly  came  to  the  event  and  inspired  Sense's 
lads  to  come  first  with  a  time  of  8  minutes, 
45  seconds. 

They  also  collected  over  £2,000  in  spon- 
sorship money  for  Sense.  Jim,  himself  blind 
in  one  eye,  had  Kelly's  poster  on  his  milk 
float  in  the  weeks  prior  to  the  push  and  had 
no  difficulty  in  extracting  money  from  his 
customers  as  he  handed  over  their  pintas. 
The  money  collected  will  go  towards  equip- 
ment at  our  Ealing  Family  Centre. 


Kelly  Smith  and  Jim  Brooks  sharing  the  Teddy  Bear's  picnic. 


Cochlear  Implant 
Success 

Frank  Goff,  the  first  UK  deaf-blind  person  to 
receive  a  cochlear  implant,  was  'switched 
on'  at  Manchester  University  on  Tuesday, 
May  30th. 

Frank  could  immediately  hear  his  own 
voice  and  the  voices  of  people  surrounding 
him  and  this  at  the  age  of  61 ,  after  being 
totally  deaf  for  1 5  years. 

His  first  conversation  was  with  his  son 
Frank  Ju  n  ior  who  was  i  nstructed  to  speak  to 
him  slowly.  "Can  ...  you  ...  hear ...  me".  Dad 
suddenly  announced  "You  sound  like  Hitler!" 
and  proceeded  to  call  his  son  'Adolf  for  the 
next  half  hour. 

Frank's  comfort  and  tolerance  of  the 
implant  improved  rapidly  in  the  first  few 
hours  and  the  medical  team  were  happy 
about  the  results  of  the  operation. 


Sight 
Tests 


The  government  has  had  second  thoughts 
on  eye  tests  and  will  shortly  issue  new 
regulations. 

Bowing  to  considerable  pressure  it  has 
decided  that  all  sight  tests,  whether  NHS  or 
private,  must  include  a  refraction,  an  eye 
examination  and  other  tests  appropriate  for 
individual  patients.  Patients  must  be  given 
a  copy  of  their  optical  prescription  so  that 
they  can  shop  around  for  spectacles. 

The  only  exceptions  will  be  tests  for 
employment  or  insurance  purposes,  for 
residents  in  hospitals  or  people  who  are 
referred  to  their  GPs  for  investigation  or 
treatment. 


New  Sense  Charity  Shop 

The  Mayor  of  Wolverhampton  opened  our  third  West  Midlands  shop  on  Friday  7th  July  to 
the  acclamation  of  a  large  and  enthusiastic  crowd  of  would-be  customers.  May  it  prosper  and 
make  our  name  and  aims  better  known. 

Shop  details:  Sense  Charity  Shop,  1  Hampton  Walk,  Queens  Square,  Wolverhampton. 
Tel:  0902-710192.  Shop  Manageress:  Mrs  Thelma  Crawford. 
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Stimulating  the 
sensory-impaired  child 


We  held  a  sensory  experience  day  at  the 
Family  Advisory  Centre,  Ealing  in  June.  A 
lot  of  ideas  and  suggestions  came  out  of  the 
group  discussions  held  in  three  workshops 
during  the  day.  They  make  a  very  useful  and 
comprehensive  guide  to  sensory  stimula- 
tion. 

Body  Awareness 

The  proprioceptive  sense,  by  which  we 
understand  our  body  and  its  movement  and 
position  in  space,  is  a  very  important  area 
for  stimulation.  The  following  ideas  were 
gathered  for  helping  children  who  are  gen- 
erally unable  to  move,  or  only  minimally,  in 
order  that  they  can  experience  a  variety  of 
positions  and  movements.  This  will  help 
them  to  feel  more  safe,  secure  and  confi- 
dent about  gross  motor  activities,  and  to 
know  where  their  body  is  in  space: 

•  Moving  in  a  hammock 

•  Swinging  in  a  blanket  held  by  two  people 

•  "Crawling"  supported  in  atowel-sling  under 
the  tummy 

•  Pulling  around  on  the  floor  in  a  blanket 

•  Crawling  trolleys,  or  tyres  with  wheels  to 
lie  across 

•  Rifton  "Scooterboard" — child  could  grasp 
a  hoop  to  be  pulled 

•  A  large  skateboard 

•  Pulling  around  on  a  vacuum  cleaner  (cyl- 
inder type) 

•  Toys  for  sitting  on  to  move  —  rockers  or 
peddlers 

•  Horse  riding 

•  Swimming 

•  Use  of  adult  as  "equipment"  —  horse  rid- 
ing, log  rolling 

•  Walking  around  with  child  on  back  in  back- 
pack (gives  good  experience  of  lateral 
movements  used  in  walking) 

•  Use  of  physiotherapy  ball 

•  Outdoor  play  equipment  —  slides,  swings, 
see-saw,  tunnels,  barrels 

Situations  where  the  child  can  be  helped  to 
be  more  aware  of  his  own  very  small  move- 
ments: 

•  Ball  pool 

•  Resonance  board 

•  Softly  inflated  air-bed  (cheap  plastic 
Woolworth  one) 

•  Cardboard  boxes  filled  with  natural  things 
such  as  leaves,  hay. 

•  Cardboard  box  filled  with  softly  inflated 
balloons  or  crinkly  insides  of  biscuit  packs 

Our  kinesthetic  senses  (sense  of  body 
position)  and  tactile  senses  are  stimulated 
by  every  tiny  movement.  This  feed  back  of 
information  about  our  movements  is  vital  for 
sensory  integration,  helping  to  make  a 
complete  picture  from  the  information 
coming  back  through  the  senses. 


Sensory  experiences  are  a  vital 

part  of  the  development  of  a 

sensory  impaired  child.  It  is 

essential  that,  as  well  as 

stimulating  sight  and  hearing  as 

much  as  possible,  the  other 

senses,  which  are  not  always 

utilised  as  much  as  they  could  be, 

are  given  more  stimulation.  This 

helps  to  provide  as  much 

information  about  the 

environment,  and  about  the  child's 

existence  within  it,  as  possible. 


Tactile  Stimulation  to 
Encourage  Communication 

•  Use  of  touch  clues  for  introducing  your- 
self, eg  bracelet,  your  hair. 

•  Tactile  detection  of  sound — drum,  sound- 
box, resonance  board,  vibrating  machines 
such  as  stereo  speaker,  washing  ma- 
chine, vacuum  cleaner  etc. 

•  Tactile  detection  of  speech —  eg  Tadoma 
method,  where  child  feels  lips  and  throats 
to  learn  speech  sounds. 

•  Tactile  signs  as  communication  to  help 
child  to  anticipate  an  event,  eg 
Blowing  on  face  to  mean  "I  am  here". 
Clapping  on  child's  hands  to  mean  "play 
time". 

Rubbing  thighs  to  mean  "toilet  time". 
Patting  mouth  to  mean  "It's  dinner". 


A  piece  of  soap  means  "wash  time". 

An  armband  means  "swimming". 

A  spoon  means  "dinner". 
(An  individual  child  could  have  his  own  sel 
of  objects  in  a  box,  or  hung  from  a  board.) 

Massage 

Massage  encourages  body  awareness, 
helps  to  overcome  tactile  defensiveness 
and  helps  to  build  up  relationships. 

a  With  hands,  using  different  strokes  and 
movements,  patting,  scratching,  push- 
ing, pulling,  squeezing,  rubbing  etc. 

b  With  materials,  fur  plastic,  hairbrush, 
electric  massager,  velvet,  leather  etc. 

c  With  scented  oils,  lotions,  creams,  pow- 
ders, olive  oil,  Vick,  eucalyptus  —  an 
impregnated  pad  or  small  sponge  could 
be  used. 


•  Interesting  tactile 
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d  Aerosol  deodorants  (environmentally 
friendly,  of  course!). 

e  Different  temperatures  could  be  intro- 
duced 

Two  important  points  when  using  massage 

with  children: 

a  Careful  positioning  is  needed  to  ensure 
that  the  child  is  comfortable  and  secure. 

b   Awareness  of  touch  is  helped  by  the 
child  moving  and  touching  himself,  so  he 
should  always  be  encouraged  to  join  in 
the  activities  with  his  own  hands  as  well. 
This  type  of  massage  is  nofthe  same  as  that 
used  by  professional  masseurs  which  uses 
deep  pressure,  and  would  not  be  appropri- 
ate for  multi-handicapped  children. 

The  use  of  air  and  water 

Air  and  water  can  be  used  in  several  ways 

to  stimulate  a  number  of  senses: 

Air  Air  blown  into  water  through  tubes 

Bubble  blowing 

Balloon  pump 

Bicycle  pump 


Hair  dryer 

Electric  fan 

Balloon 

Pethna  (air  machine  used  in  the  Family 
Centre) 

Water  Paddling  pool 

Foot  spa 

Bubble  bath  mat 

Use  of  hoses,  sprinklers,  watering 
cans 

Atomiser  spray 

Squeezy  bottles  and  other  empty 
plastic  containers 

Bubble  bath,  shaving  foam  (take 
care  of  eyes!) 

Use  of  bath  aid  to  support  child  in 
shallow  water 

Smell  and  Taste 

Smell  is  the  least  recognised  of  our  senses 
and  yet  can  provide  a  lot  of  useful  informa- 
tion about  where  we  are  and  what  is  hap- 
pening. The  use  of  different  smells  in  a 
massage  programme  would  be  useful,  and 
the  child's  attention  should  be  drawn  to 
naturally  occurring  smells  during  the  daily 
routines  and  journeys. 

Scented  gardens  may  be  interesting  to  some 
children.  The  RNIB  have  adirectory  of  these. 

A  set  of  smelly  things  could  be  used  —  real 
containers  such  as  Nivea  jars,  TCP  bottle, 
coffee  and  cocoa  tins,  Jif  lemons  etc,  are 
useful,  or  small  film  canisters  make  good 
air-tight  smell  storage.  Fresh  herbs  are  really 
lovely  to  touch  and  smell. 

Squeezy  liquid  bottles  with  different  smells 
inside,  can  be  used  as  air-puffers. 

Smelling  food  should  be  part  of  feeding 
routines  —  and  may  encourage  interest  in 
food  for  some  children.  Smellis  sometimes 
successful  in  encouraging  movements, 
similar  to  visual  tracking  —  a  child  may 
move  to  follow  the  smell  in  a  similar  way  as 
following  light. 

Very  strong  smell  clues  could  be  used  to 
make  totally  different  environments  for  dif- 


A  Bath-time  is  a  sensory  experience       TA  physiotherapy  ball  gives  a  feeling  of  movement 


ferent  activities,  eg 

Strong  soap  smell  in  bathroom 

A  special  cream  in  changing  area 

Have  taste/smell  sessions — these  senses 
are  closely  linked.  Try  very  contrasting  tastes 
—  sour,  sweet,  sharp,  bitter,  etc.  Essences, 
fruit  juices,  lemon,  jams,  honey,  Marmite, 
malt  etc.  Note  things  which  the  child  likes 
and  dislikes. 

Find  out  more  about  Aromatherapy.  In- 
formation concerning  the  use  of  smell  as  a 
form  of  therapy  is  available  from  the  Body- 
shop. 

Vision 

Use  of  strong  visual  clues  in  the  environ- 
ment, eg: 

•  Red  doors  against  white  wall 

•  Yellow  plate  and  cup 

•  Silver  foil  in  changing  corner 

•  Varied  lighting  if  possible  for  distraction- 
free  "looking".  Use  torches,  lights,  shiny 
mirrors  etc.  An  ultraviolet  light  box  can  be 
useful  for  some  children. 

•  Use  large  cardboard  boxes  painted  black 
for  individual  "cubicles"  —  with  dangling, 
shiny  colourful  things  which  a  child  may 
enjoy  to  touch  and  look  at. 

•  Fluorescent  sun  blocks  may  help  encour- 
age eye  contact.  Glitter  wigs,  fun  spec- 
tacles! 

•  Fluorescent  paint  may  be  fun  for  finger 
painting. 

•  Encourage  child  to  look  at  hands  by  using 
shiny  tinsel  round  his  wrists,  a  small  col- 
oured torch  that  he  could  hold,  shine  a  lamp 
on  them  to  show  them  up  clearly. 

•  Always  get  on  child's  level  when  speaking 
to  him,  and  come  close. 

A  Multi-Sensory  Environment 

Use  of  strong  multi-sensory  clues  to  add 
meaning  to  places  and  events,  eg: 

Drink  time 

Always  in  same  area 

Strong  colour  clue  as  visual  symbol  for  area 

Tactile  clue  —  a  dangling  cup 

Musical  clue  —  every  time,  same  tune 

Makaton  symbol  used 

Child  encouraged  to  look,  listen,  touch  smell 
etc. 

Give  him  time 

Create  atmospheres 

Give  child  as  many  experiences  of  real 
things  in  the  real  world  as  possible: 

Rolling  on  grass 

Sitting  in  rain 

Splashing  in  a  puddle 

Feeling  cold  snow,  warm  sun 

Let  him  explore  outside  —  touch  leaves, 
smell  grass,  pull  up  vegetables  etc. 

Teaching  a  child  about  the  real  world  is 
more  important  than  teaching  him  to  sign 
"biscuit"! 
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Text  Users  Help 
Scheme 

This  is  a  scheme  designed  to  help  people 
who.  because  of  communication  difficul- 
ties, can  only  use  a  telephone  with  a  text 
terminal.  A  text  terminal  is  a  keyboard  with 
a  display  which  sends  and  receives  typed 
messages  down  the  telephone  line.  Be- 
cause calls  using  a  text  terminal  take  much 
longer,  telephone  bills  are  higher  for  people 
who  use  them.  The  Help  Scheme  will  help 
people  who  use  text  terminals  to  pay  their 
telephone  bill. 

It  is  run  by  the  Royal  National  Institute  for 
the  Deaf  and  is  funded  by  money  donated 
by  British  Telecom. 

Who  can  use  it? 

To  get  help  with  your  telephone  bill  through 
the  Scheme,  you  must: 

•  be  registered  as  disabled  with  your  local 
authority  as  having  a  severe  communica- 
tion disability  (like  profound  deafness  or 
speech  impairment),  or  be  able  to  provide 
other  proof  such  as  a  validated  letter  from 
your  local  GP 

•  be  unable  to  use  any  telephone,  even  if  it 
is  amplified  or  has  inductive  coupling  facili- 
ties, without  someone  helping  you 

•  be  over  nine  years  old 

•  have  a  text  terminal  which  has  a  keyboard 
and  display  for  messages  and  transmits 
and  receives  text  over  telephone  lines 

If  all  of  these  apply  to  you,  you  can  apply 
to  the  Scheme  for  help  with  your  telephone 
bill.  The  RNID  will  make  a  test  call  to  you  to 
check  that  you  have  a  terminal  connected 
and  that  you  are  using  it. 

You  can  only  claim  help  for  one  tele- 
phone line  (which  has  to  be  at  your  official 
home),  but  more  than  one  person  can  claim 
if  they  use  the  same  line  and  if  they  are  also 
eligible. 

If  the  telephone  line  is  not  in  your 
name.  You  can  still  use  the  Scheme  if  you 
qualify  but  you  must  get  the  agreement  and 
signature  of  the  person  who  rents  the  line. 

Do  I  send  in  my  telephone  bill  before 
it's  due  for  payment?  No,  the  Scheme 
pays  you  back  money  after  you  have  paid 
the  bill  and  can  only  help  with  bills  that  arrive 
after  you  register. 

It's  very  important  that  you  send  in  the 
quarterly  bill  that  you  are  claiming  for  within 
1 6  weeks  of  the  date  of  the  account  shown 
on  the  bill.  You  must  also  send  the  complete 
bill,  including  the  part  which  shows  how  the 
bill  is  made  up  and  proof  of  payment. 

What  you  can  claim.  If  you  are  eligible 
for  the  Scheme  and  have  been  registered, 
you  can  claim  60  per  cent  of  the  part  of  the 
bill  which  covers  the  cost  of  calls  you  have 
made.  The  maximum  you  can  claim  in  one 
year  (the  Text  Users  Help  Scheme  year 
runs  from  1  st  June  to  31  st  May)  is  £1 60. 

How  do  I  claim?  Obtain  an  application 
form  from: 

Text  Users  Help  Scheme,  30  Broad 
Street,  Salford,  Manchester  M6  5BY 
Telephone: 

061 -745  7870  (Voice) 

061-745  8652  (Owerty,  300  baud) 

061-745  0650  (Minicom) 

061-745  7871  (Vistel) 

061-745  8443  (Fax) 


A  Time  for  Change 


Community  Care 

On  the  1 2th  July,  the  Secretary  of  State  for 
Health,  Mr  Kenneth  Clarke  responded  to 
Roy  Griffiths'  report  "Community  Care: 
Agenda  for  Action".  A  White  Paper  will  be 
published  in  the  Autumn.  The  main  points 
so  far  include  increasing  the  responsibility 
of  local  authority  social  services  depart- 
ments for  Community  Care.  Local  authori- 
ties will  be  responsible  for  assessing  the 
needs  of  individuals  but  not  necessarily 
providing  all  services  themselves. 

Money  provided  through  social  security 
payments  to  residential  and  nursing  homes 
will  come  from  the  normal  Income  Support 
System  and  from  Housing  Benefit,  with 
local  authorities  providing  any  further  help 
required  towards  the  cost  of  residential  care. 

The  finances  that  will  be  made  available 
are  at  present  unclear.  The  Government 
has  accepted  some  of  the  main  recommen- 
dations in  Griffiths;  in  particular  that  local 
authorities  should  assume  the  leading  role 
in  assessing  and  organising  care  for  those 
in  the  community. 

Other  changes  are  currently  having  an 
affect  on  services.  The  implementation  of 
some  sections  of  the  Disabled  Persons' 
Act,  1986  is  underway,  for  example  the 
provision  of  information  and  assessment  of 
school  leavers.  Other  sections  have  no 
implementation  date,  for  example  the  provi- 
sion of  authorised  representatives.  Whether 
the  new  Community  Care  White  Paper  will 
affect  implementation  of  the  Act  remains  to 
be  seen. 

Health  Care 

Decisions  on  changes  to  Community  Care 
will  be  taking  place  at  the  same  time  as  the 
Health  Service  Review.  There  is  concern 
that  acute  services  may  be  emphasised  at 
the  expense  of  chronic  service  provision  as 
a  result  of  the  Health  Service  Review.  Dis- 
abled people  may  be  particularly  disadvan- 


Leavesden  Project 

Sense  is  working  with  Leavesden  Hospital 
in  North  London  to  provide  homes,  day  and 
educational  services  to  twenty  people  with 
sensory  impairments  who  are  currently 
resident  at  the  hospital.  It  is  hoped  that  this 
will  be  the  first  of  a  range  of  services  to  be 
developed  in  the  North  Thames  Region. 

A  site  is  being  sought  for  four  residential 
units  and  for  a  day/education  centre.  This 
centre  could  be  the  base  for  an  advisory 
and  support  team  working  with  people  with 
dual  sensory  impairments  and  multiple 
handicaps  who  are  using  other  services  or 
are  in  the  community.  It  could  also  eventu- 
ally be  the  nucleus  for  the  provision  of  a 
range  of  small  residential  and  day  service 
projects  in  the  area. 

Following  the  appointment  of  a  part-time 
project  development  worker,  the  first  people 
to  benefit  from  the  project  will  be  identified. 
A  major  fundraising  campaign  will  then  be 
launched. 

For  further  information  contact  Malcolm 
Matthews  at  Sense's  London  office. 


taged  with  hospitals  specialising  in  profit- 
able areas  and  GPs  reluctant  to  take  high 
cost  patients.  Time  available  to  GPs  to 
communicate  properly  with,  for  example, 
deaf  people,  may  be  reduced.  Respite  care 
through  hospital  admission  may  be  reduced 
if  GPs  have  to  pay  for  it.  What  will  be  the 
consequences  for  immunisation  pro- 
grammes and  for  screening? 

Benefits 

Another  area  of  proposed  change  is  in  the 
provision  of  benefits  for  people  with  disabili- 
ties. In  July  the  final  OPCS  Survey  Report 
on  Disability  was  published.  The  Reports 
are  based  on  information  collected  from 
1985  onwards  and  are  as  follows: 

(1 )  prevalence  of  disability  among  adults; 

(2)  financial  circumstances  of  adults  living 
in  private  households; 

(3)  prevalence  of  disability  among  chil- 
dren; 

(4)  disabled  adults:  services,  transport  and 
employment; 

(5)  the  financial  circumstances  of  families 
of  disabled  children  living  in  private 
households; 

(6)  use  of  services,  transport  and  educa- 
tion for  disabled  children. 

These  Reports  and  the  databank  avail- 
able to  Government  will  be  used  in  planning 
and  lobbying  about  future  services.  The 
Government  is  expecting  voluntary  organi- 
sations to  be  responding  nowto  the  content 
of  Reports.  This  is  seen  as  the  first  stage  in 
reviewing  benefits  fordisabled  people. 

Sense  will  be  campaigning  alongside 
other  voluntary  organisations  over  the 
coming  year  on  issues  likely  to  affect  deaf- 
blind  people  and  parents  and  carers. 


Broken  Through? 

In  September  last  year  a  report  called 
"Breaking  Through:  Developing  Services 
for  Deaf-Blind  People"  was  published  by  the 
Deaf-Blind  Services  Liaison  Group.  This 
Group  comprises  the  National  Deaf-Blind 
League,  RNIB,  RNID  and  Sense.  The  re- 
port, which  was  featured  in  the  1 989  Spring 
edition  of  Talking  Sense,  makes  recom- 
mendations that  if  implemented  should  result 
in  should  result  in  more  comprehensive 
services  for  deaf-blind  people.  It  is  written 
for  senior  staff  in  local  authorities  (and  oth- 
ers) and  covers  such  matters  as:  social 
work  with  deaf-blind  people;  assessment  of 
needs;  access  to  information  and  activities; 
development  of  personal  skills;  families  and 
carers;  residential  services  and  employ- 
ment and  work  opportunities. 

Since  the  publication  of  Breaking 
Through  some  Social  Services  Departments 
of  local  authorities  have  been  working  to 
implement  the  report's  recommendations. 
In  October  a  seminar  is  to  be  held  for  invited 
Directors  of  Social  Services  to  discuss  some 
of  the  work  currently  taking  place  and  to 
consider  the  way  forward. 

There  will  be  information  on  the  outcome 
of  the  seminar  in  the  next  Talking  Sense. 
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My  Job 


*» 


In  1987  the  RNIB  published  a 
consultation  document  on  the  growth 

of  services  for  multihandicapped 

visually  impaired  people.  Following 

this  report  the  RNIB  has  set  up  an 

information  service  for  staff  and  carers 

of  adults  with  visual  and  other 

disabilities  aged  19  to  64.  Gill  Levy 

describes  her  work  as  information 

officer. 

"I  don't  know  if  you  can  help  but  I  work  in  a 
local  authority  day  centre  for  people  with  a 
mental  handicap.  We've  got  this  blind  client. 
We  don't  know  what  to  do  with  him.  We  think 
he  could  learn  to  become  more  independ- 
ent". 

"I  am  worried  about  this  woman  of  60, 
who  is  a  wheelchair  user  and  is  totally  blind. 
Her  family  have  always  been  very  protec- 
tive towards  her  and  never  allowed  her  to  do 
anything  for  herself.  Now  they  can  no  longer 
cope  with  her  —  her  sister  is  too  elderly". 

"I  am  a  Resettlement  Officer  from  a  long 
stay  mental  handicap  hospital.  We  have 
been  trying  to  assess  the  needs  of  a  man 
who  has  been  registered  blind  for  many 
years,  with  a  view  to  finding  him  a  place- 
ment. Can  you  help?" 

These  are  the  "bread  and  butter"  inquir- 
ies of  my  job.  As  Information  Officer  for  the 
Multihandicapped  project  I  deal  with  a  widely 
disparate  group  of  individuals  of  all  levels  of 
ability  and  disability  who  have  only  their 
visual  disability  in  common. 

The  majority  of  blind  or  partially  sighted 
adults  with  multiple  disabilities  in  the  16  to 
64  age  group  have  moderate  or  severe 
learning  difficulties  so  most  of  the  referrals 
to  RNIB  Information  Service  reflect  this. 
Some  agencies  are  contacting  the  Informa- 
tion Service  about  people  who  also  have 
severe  emotional  or  behavioural  problems. 
Sometimes  we  receive  inquiries  about  visu- 
ally disabled  people  who  are  physically 
disabled.  A  high  number  of  the  people  we 
hear  about  have  a  degree  of  hearing  loss  in 
addition  to  their  visual  disability. 

Most  workers  who  contact  me  from  Social 
Services  Departments  and  Health  Authori- 
ties have  had  no  training  in  visual  disability. 
However  their  optimism  that  more  can  be 
done  for  their  client  is  quite  refreshing  and 
was  not  something  I  was  prepared  for  when 
I  took  this  job.  Many  staff  feel  quite  de- 
skilled  when  asked  for  the  first  time  to  deal 
with  clients  with  little  or  no  sight.  Equally, 
specialist  workers  for  visually  disabled 
people  have  seldom  had  enough  training  to 
feel  confident  in  working  with  people  with 
other  severe  disabilities.  Some  of  them  feel 
particularly  anxious  when  dealing  with 
people  with  profound  disability.  In  the  past 
many  people  with  multiple  disabilities  suf- 
fered from  other  people's  low  expectations 
of  them  and  so  without  appropriate  help, 
they  tended  to  have  their  potential  lowered 
—  a  sad  self-fulfilling  prophecy. 

Much  of  my  work  is  finding  people  with 
particular  skills  to  help  others.  I  particularly 
enjoy  the  "one-off"  inquiries.  These  present 
a  challenge  and  to  date  it  has  nearly  always 
been  possible  to  come  up  with  some  way  of 
helping  the  person  who  requests  informa- 
tion. A  psychotherapist  who  had  worked 
with  disabled  children,  including  some  with 
visual  disability,  and  felt  competent  to  work 
with  a  blind  person  with  poor  hearing  and 


learning  difficulties  was  not  hard  to  find. 

But  it  was  not  easy  to  track  down  some- 
one who  had  taught  archery  to  a  totally  blind 
wheelchair  user.  I  soon  discovered  that  it 
was  going  to  take  a  bit  of  hunting  around  to 
find  a  worker  who  had  helped  a  deaf-blind 
lady  with  severe  learning  difficulties  move 
into  totally  independent  living. 

The  other  side  of  the  job  is  that  I  some- 
times hear  very  sad  stories  about  individu- 
als whose  needs  have  been  totally  over- 
looked and  who  have  spent  decades  in 
large  institutions.  This  includes  one  woman 
who  no  one  spoke  to  for  over  10  years 
because  she  was  wrongly  believed  to  be 
profoundly  deaf  as  well  as  blind  and  learn- 
ing disabled. 

Much  of  my  job  consists  of  putting  people 
in  touch  with  other  staff  who  have  done  a 
similar  piece  of  work.  This  is  done  in  an 
informal  way  and  through  the  workshops 
we  run  in  different  parts  of  the  country.  Our 
long  term  aim  is  to  create  a  network  of 
groups  in  the  United  Kingdom,  where  people 
can  meet  regularly  and  turn  to  for  support. 

Nearly  all  our  workshops  have  been  over- 
subscribed and  so  I  feel  quite  certain  that 
there  is  an  enormous  amount  of  interest 
around  the  country  in  trying  to  meet  the 
needs  of  people  with  multiple  disabilities. 
Although  we  had  initially  targetted  'hands- 
on'  workers  (people  who  really  are  involved 
with  the  day  to  day  lives  of  folk  with  severe 
learning  difficulties)  we  in  fact  had  appli- 
cants from  higher  management  as  well.  It 
was  nice  to  see  an  ophthalmologist  talking 
to  instructors  in  adult  training  centres  and  a 
director  of  nursing  services  earnestly  shar- 
ing information  with  a  volunteer.  We  had 
deliberately  chosen  speakers  who  work 
directly  with  learning  disabled  people.  Not 
academics  or  people  who  are  "one  step 
removed",  but  people  who  could  pass  on 
practical  hints  and  skills.  We  were  not  trying 
to  tell  people  "how  to  do  it"  but  to  get  one 
person  to  talk  about  how  they  had  coped 
with  a  range  of  people  or  problems. 

So  what  comes  next?  I  think  the  inquiries 
from  the  Information  Service  really  tell  us 
what  we  should  be  doing.  So  we  have 
started  to  produce  leaflets  for  staff  —  often 


for  the  sort  of  people  who  never  get  time  to 
read  a  book  because  they  are  so  busy  at 
home  and  at  work.  We  are  trying  to  make 
the  leaflets  basic  and  clear,  offering  sug- 
gestions on  how  to  help  people  use  their 
residual  vision.  We  hope  that  the  leaflets 
will  eventually  make  people  realise  that 
people  who  are  learning  disabled  and  have 
other  severe  disabilities  can  achieve  much 
—  if  they  are  given  the  right  help. 

We  are  also  trying  to  produce  newslet- 
ters. Many  parents  remember  just  how 
isolated  and  alone  they  felt  when  they  were 
first  told  about  their  child's  disabilities  — 
where  did  people  go  for  help?  Many  staff 
feel  very  anxious.  In  a  similar  way,  they  are 
dealing  with  individuals,  who  have  real  needs 
but  they  are  not  sure  how  best  to  meet 
these.  They  may  also  need  constant  reas- 
surance that  they  are  heading  in  the  right 
direction,  or  help  in  finding  new  sources  of 
information  and  advice.  The  newsletter,  we 
hope,  will  tell  people  what  is  going  on  around 
the  country.  It  will  also  always  include  one 
article  always  from  a  "hands  on  practitio- 
ner". 

What  else?  The  RNIB  has  for  two  years 
had  a  part  time  Development  Officer  based 
in  Scotland,  whose  job  is  to  investigate 
possible  ways  in  which  we  can  work  to 
improve  life  for  people  with  multiple  disabili- 
ties there.  Proposals  for  new  services  are 
on  the  table  —  we  are  now  waiting  for  other 
people's  committees! 

And  that  key  issue  —  training  for  staff? 
We  hope  RNIB  can  appoint  a  full  time 
Training  Officer  soon. 

And  the  lighter  sides  of  the  job?  There 
are  lots.  One  of  the  best  moments  was 
when  a  staff  member  in  a  long  stay  hospital 
told  me  that  their  patient,  who  used  to  sit 
rocking  quietly  in  the  ward,  was  now  skilled 
enough  to  find  his  own  way  into  the  kitchen, 
open  a  cupboard  and  find  himself  a  choco- 
late digestive  biscuit,  rejecting  the  plain 
ones.  This  showed  initiative  and  determina- 
tion, good  orientation  and  mobility,  the  abil- 
ity to  locate  objects  and  make  choices!  It 
may  be  boringly  normal  but  it  is  what  we  all 
hope  to  be  able  to  achieve  for  the  folk  we 
work  with  as  a  basic  minimum  standard. 


Sunderland  deaf-blind  forum 


In  January  of  this  year  Sunderland  Social 
Services  Department  set  up  a  Forum  to 
investigate  the  needs  of  deaf-blind  people 
in  the  area.  The  aim  was  to  identify  people 
with  a  dual  sensory  loss  and  then  look  at 
ways  to  implement  the  recommendations 
stated  in  the  Report.  Graham  Hicks  made  a 
presentation  at  the  first  meeting  and  was 
then  invited  to  join  the  Core  Group. 
Meetings  have  since  been  held  once  a 
month  and  Working  Groups  were  set  up  to: 

•  Identify  deaf-blind  people 

•  Ensure  people  with  one  sensory  loss  are 
encouraged  to  have  their  sight/hearing 
regularly  tested  so  that  any  indication  of  a 
second  sensory  loss  will  result  in  referral  to 
the  appropriate  services 

•  Investigate  the  possibility  of  setting  up  a 
guide-help  service 

•  Identify  specialised  further  education  and 
rehabilitation  centres  for  deaf-blind  school 
leavers 

•  Ensure  local  authorities'  personnel  de- 
partments are  aware  of  services  available 


to  help  deaf-blind  people  gain  employment 
and  remain  in  work 

•  Notify  the  Standing  Advisory  Group 
(STAG)  on  developments  concerning  ac- 
cess to  information.  This  was  one  of  the 
recommendations  in  the  report  'Breaking 
Through'  produced  by  the  Deaf-Blind  Serv- 
ices Liaison  Group  of  which  Sense  is  a 
member. 

Graham  Hicks  volunteered  to  serve  on 
two  working-groups  —  one  investigating 
the  guide-help  service  and  the  other  looking 
at  access  to  information  to  deaf-blind  people. 

So  far  a  lot  of  progress  has  been  made 
in  identifying  people  with  a  dual  sensory  im- 
pairment. Andrea  Goodall,  of  the  Sensory 
Handicap  team  was  given  a  four-month 
appointment  to  carry  out  this  task  and  has 
identified  over  130  people  already! 

Many  issues  have  already  been  raised  in 
providing  a  service  for  deaf-blind  people. 
With  people  from  a  wide  range  of  services 
joining  in  the  Forum,  the  investigations  being 
carried  out  are  proving  to  be  thorough  and 
very  productive. 

Amanda  Machin 
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Parent  Development 

This  talk  was  given  by  Paul  Ennals  in  Italy  last  year  at  a  European 
Conference  on  staff  development. 


We  must  pay  attention  to  the  needs  of 
parents  for  the  development  of  skills  and 
also  for  the  development  of  other  life  oppor- 
tunities. Parents  are  usually  the  main  source 
of  inputto  deaf-blind  children  and  they  need 
special  consideration.  The  qualities,  knowl- 
edge and  skills  that  they  require  are  differ- 
ent from  those  that  paid  staff  require  and  the 
methods  of  supporting  them  must  also  be 
different. 

We  all  acknowledge  that  the  most  impor- 
tant influence  on  a  deaf-blind  child's  devel- 
opment in  her  early  days  will  be  the  in- 
fluence of  parents.  Most  children  only 
attend  school  for  a  few  hours  each 
week  —  for  all  the  other  hours  they  are 
cared  for  by  their  parents.  The  early 
years  —  the  years  when  a  deaf-blind 
child  can  learn  her  first  concepts  of 
communication,  of  movement,  of  ob- 
jects, of  cause  and  effect  —  are  di- 
rected solely  by  the  parents.  If  we  be- 
lieve that  it  is  important  for  our  paid  staff 
to  have  well-planned  programmes  of 
training  and  development,  how  much 
more  important  is  it  to  offer  a  service  to 
families? 

Our  approach  to  planning  a  pro- 
gramme for  supporting  parents  must  be 
as  professional  as  our  programme  for 
staff.  We  must  define  the  purpose  of  our 
training,  the  qualities  that  we  are  seek- 
ing to  encourage  in  the  parents,  the 
skills  that  we  wish  them  to  acquire  and 
the  methods  we  will  employ  to  carry  out 
the  process. 

However  there  are  some  major  dif- 
ferences between  the  roles  of  the  par- 
ent and  of  the  professional  worker,  which 
we  need  to  recall  when  planning  our 
programme: 

"It  is  not  my  job" 

A  Teacher,  a  therapist  or  a  residential 
worker  has  chosen  to  work  with  deaf- 
blind  children.  They  have  the  opportu- 
nity to  change  their  jobs  if  they  wish  and 
they  will  have  an  emotional  life  outside 
their  life  with  deaf-blindness.  For  a  parent, 
the  'job'  is  not  chosen  —  no  parent  wants 
their  child  to  be  born  deaf-blind  —  the  job  is 
forever  and  the  job  can  take  over  all  your 
life.  With  someone  who  has  chosen  their 
career  and  who  is  pa/dfor  it,  we  can  expect 
a  level  of  professional  commitment,  de- 
mand a  level  of  skill  and  hope  for  a  natural 
aptitude  to  the  job.  Why  should  we  expect 
the  same  of  parents?  Parents  may  have 
another  area  of  skill  or  interest  —  as  writers, 
cooks,  builders,  politicians  —  there  is  no 
reason  why  they  should  be  good  teachers 
or  carers,  least  of  all  of  a  deaf-blind  child. 

"Home  is  not  a  classroom" 

We  do  not  want  to  train  our  parents  into 
becoming  polished  professionals.  As  teach- 
ers, it  is  easy  for  us  to  think  that  the  best  way 
of  helping  a  deaf-blind  child  is  to  teach 
them.  But  a  home  should  be  a  home  and 
family  should  live  in  a  natural  relaxed  set- 
ting. Our  'parent  development'  programme 
must  not  be  aimed  at  getting  the  parents  to 
do  our  job.  Who  wants  to  live  in  a  classroom 
—  either  as  a  teacher  or  a  child? 


"I  don't  care  about  deaf-blindness  —  I 
only  care  about  my  child" 

When  we  train  staff  we  want  them  to  under- 
stand about  deaf-blindness  in  general,  so 
that  their  skills  can  be  applied  to  any  deaf- 
blind  child.  For  a  parent,  they  do  not  need 
this  approval.  If  their  child  is  totally  blind, 
why  explain  about  low  vision?  If  their  child 
has  epilepsy,  then  epilepsy  is  an  important 
area  to  learn  about!  The  parent  needs  help 
in  understanding  their  child,  not  deaf-blind 
children  in  general. 


"Parents  are  usually  the  main  source  of 

input  to  deaf-blind  children  and  they  need 

special  consideration. " 


Parents  of  Young  Children 
Qualities 

What  qualities  do  we  wish  to  encourage  in 
our  parents?  I  suggest  they  are  all  based 
around  confidence. 

Self-confidence 

We  must  encourage  parents  to  feel  good 
about  their  parenting.  Having  a  deaf-blind 
child  can  make  parents  feel  inadequate  and 
feel  that  their  natural  skills  are  not  appropri- 
ate. In  our  work  we  may  'de-skill'  parents  by 
making  them  feel  that  it  is  necessary  to 
have  years  of  special  training  before  we  can 
help  a  child.  If  they  feel  that  only  you  can 
communicate  with  their  child,  we  may  re- 
duce the  quality  of  their  work  with  their  child. 
It  is  more  important  to  praise  a  parent  than 
to  teach  them  a  new  skill.  If  a  parent  feels 
good  about  himself,  then  this  feeling  of 
value  will  be  transmitted  to  his  child. 

Confidence  in  the  Family 

The  family  unit  needs  to  feel  good  about 


their  deaf-blind  members  and  good  about 
themselves.  If  we  concentrate  all  our  sup- 
port on  the  mother,  then  the  father  may  feel 
isolated,  unable  to  help  and  useless.  Ten- 
sions may  arise  and  the  deaf-blind  child 
may  lose  the  chance  to  learn  about  happy 
family  life.  Our  programme  must  concen- 
trate on  supporting  the  role  of  both  parents, 
other  children,  the  grandparents,  the  neigh- 
bours— whoever  constitutes  the  real  family 
for  the  deaf-blind  child. 

Confidence  in  the  Professionals 

The  family  must  also  feel  confident  about 
listening  to  outside  experts.  It  takes  confi- 
dence to  be  able  to  accept  advice  from 
others,  particularly  in  personal  areas.  How 
easy  is  it  normally  to  advise  a  mother  to 
bring  up  her  baby?  Do  we,  as  deaf-blind 
specialists,  readily  accept  advice  on 
our  own  teaching  methods?  Parents 
must  feel  very  confident  and  very  trust- 
ing before  we  can  expect  them  to  take 
advice  confidently.  Perhaps,  as  part  of 
that  process,  the  'advisers'  must  show 
themselves  to  be  ready  to  learn  from 
the  parents. 

Skills 

These  are  some  general  skills  that  we 
can  identify  as  targets  for  parents  to 
acquire. 

Identify  small  steps 

For  many  parents,  the  greatest  frustra- 
tion in  rearing  a  deaf-blind  child  comes 
from  feeling  that  they  are  not  learning. 
Compared  to  able-bodied  children,  their 
achievements  can  seem  very  small  and 
parents  may  always  be  feeling  failures. 
Parents  must  learn  to  recognise  the 
small  improvements  that  their  children 
make  and  rejoice  in  these. 

Know  what  comes  next 

As  part  of  this  process,  parents  need  to 
be  able  to  anticipate  the  next  step  that 
their  child  will  take  and  work  towards 
that.  If  their  child  is  not  sitting  upright, 
we  should  not  teach  them  about  walk- 
ing skills  —  we  should  help  them  to 
recognise  the  different  stages  in  devel- 
oping unsupported  sitting.  This  knowl- 
edgewill  be  individual  to  each  child,  but 
the  skill  becomes  a  general  one. 

Adjust  their  normal  parenting 

In  most  cases,  normal  parent  skills  will  be 
the  valuable  ones  to  use  with  a  deaf-blind 
child.  The  skill  is  in  adjusting  them  without 
losing  their  naturalness  —  before  lifting  the 
child  up,  replacing  visual  and  auditory  cues 
with  appropriate  tactile  ones.  Or  still  playing 
'Hide  and  Seek',  but  in  a  way  that  the  child 
can  appreciate. 

Read'  their  child's  communications 

The  barriers  to  communication  can  be  the 
greatest  obstacles  that  parents  face.  Each 
child  has  their  own  way  of  showing  their 
likes  and  dislikes.  Often  it  is  the  parents 
themselves  who  first  learn  these  but  some- 
times they  will  need  outside  help.  How  do 
you  'read'  the  hand  movements  of  a  blind 
child?  Or  notice  that  her  body  movements 
are  showing  that  she  has  recognised  her 
mother? 

Understand  specific  things  about  their 
child 

Parents  will  want  to  understand  what  their 
child  can  see,  or  hear.  While  a  teacher  may 
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need  to  be  taught  "what  is  the  effect  of 
cataracts  on  vision?",  a  parent  will  want  to 
know  "what  can  my  child  see?" 

Methods 

There  are  a  multitude  of  methods  that  can 
be  used  in  developing  a  programme  for 
Parent  Development.  In  the  UK,  parents  of 
young  deaf-blind  children  may  benefit  from 
any  contribution  of  the  following  services  on 
offer: 

•  Regular  home  visits  from  an  Advisory 
Teacher. 

•  Joint  assessment  of  the  child's  activities 
and  agreed  programmes  for  the  next  stage. 

•  Video  recordings  of  the  child's  behaviour 
at  different  stages. 

•  Written  reports  of  all  visits,  with  suggested 
follow-up  ideas. 

•  Weekend  'Courses',  with  other  parents, 
on  some  subjects  of  common  interest. 

•  Conferences,  jointly  with  teachers  and 
other  professionals. 

•  Parent  support  groups. 

•  Publications  —  books,  'Talking  Sense', 
etc.  and  many  others. 

Parents  of  School-Aged 
Children 

As  the  deaf-blind  child  joins  school,  she 
comes  into  contact  with  an  increased  range 
of  professional  workers.  The  needs  of  the 
family  remain  similar.  However,  perhaps 
there  are  a  few  new  skills  areas  that  the 
parents  need  to  acquire: 

Understand  the  School's  Approach 

There  is  a  great  danger  of  tension  building 
up  between  the  family  and  the  school.  For 
years  the  parents  may  have  been  the  only 
carers  and  they  have  developed  their  own 
approach.  The  school's  approach  will  be 
different:  different  aims,  different  methods 
and  the  parents  need  to  understand  this 
and  understand  their  role  in  this. 

Follow  some  school  programmes 

Perhaps  in  some  areas  it  will  be  useful  for 
the  same  programmes  to  be  followed  at 
home  and  at  school.  In  feeding,  for  ex- 
ample, or  in  the  use  of  signs  and  symbols. 
Parents,  though,  should  not  be  expected  to 
operate  like  teachers.  Often  the  best  that 
can  be  expected  is  that  the  parents  should 
not  undermine  school  programmes. 

Specific  Communication  Skills 

As  the  child's  communication  skills  develop, 
so  too  should  the  family's.  This  is  likely  to 
require  specific  training. 

Understanding  Emotional  Responses 
of  Staff 

A  responsibility  is  passed  to  school  staff,  so 
parents  must  come  to  recognise  the  feel- 
ings that  staff  will  have  towards  their  child 
and  towards  the  parents.  It  is  natural  for 
jealousies  to  arise,  for  distrust,  competition 
and  mutual  misunderstandings.  These 
emotional  responses  can  be  very  damag- 
ing and  both  staff  and  parents  need  support 
in  understanding  these  processes.  As  part 
of  this,  parents  need  help  in  the  first  stages 
of  'letting  go'  of  the  feeling  of  total  responsi- 
bility for  their  child. 


Carers  are  only  human  ... 
what  if  one  starts  to  fail? 


Seven  months  ago  many  of  Sense's  staff  and  members  were  shocked  to  hear  that 

23-year  old  Beverley  Lewis  died  while  being  cared  for  by  her  mother.  Beverley 

was  damaged  by  rubella  and  without  having  received  any  suitable  education 

remained  totally  dependent  on  someone  else's  care.  Norman  Brown,  Sense's 

Parent  Liaison  Officer,  looks  at  the  pressures  placed  on  carers  and  a  system 

which  fails  to  meet  their  needs. 


There  are  six  million  carers  in  Great  Britain 
with  about  1 .7  million  caring  for  someone  in 
the  same  household. 

This  highly  motivated  but  highly  stressed 
and  under-resourced  section  of  the  nation's 
workforce  forms  the  foundation  of  our  soci- 
ety's care  and  health  provision. 

Carers  are  left  largely  unsupervised  as 
well  as  as  unsupported  and  it  speaks  much 
for  their  quality  and  endurance  that  we  get 
away  with  this  exploitation.  Only  occasion- 
ally the  risk  does  not  pay  off  and  a  depend- 
ent person  lives  in  danger. 

Carers  are  motivated  by  love  and  driven 
by  guilt.  Their  own  needs  are  not  taken  into 
account  even  by  themselves.  Not  shielded 
by  their  caring  role  from  all  the  other  prob- 
lems flesh  is  heir  to,  they  may  retreat  from 
them,  concentrating  on  the  increasingly  iso- 
lating caring  relationship  until  all  perspec- 
tive and  personal  identity  is  lost.  The  result 
is  two  dependents  linked  against  the  world, 
carer  and  cared-for.  If  one  breaks,  both  are 
broken. 

Time  will  take  its  toll;  changing  needs  will 
change  abilities.  Willingness  to  care  will  not 
always  mean  ability  to  care. 

The  1986  Disabled  Persons  Act  recog- 
nises the  importance  of  assessing  the  needs 
and  competence  of  the  carer  alongside  the 
needs  of  the  disabled  person  but  this  may 
prove  more  difficult  than  expected,  for  the 
attempt  may  not  be  welcomed. 

Carers  are  marked  by  early  experiences, 
most  notably  the  way  the  news  of  disability 
is  broken  or  the  truth  discovered.  Profes- 
sionals coming  into  contact  with  an  unwel- 
coming carer  may  be  inheriting  the  suspi- 
cion and  distrust  aroused  many  years  be- 
fore by  an  insensitive  or  callous  interview  or 
intervention. 

Expectation  also  plays  its  part.  If  you  do 
not  get,  you  cease  to  expect.  You  do  not 
even  waste  time  asking.  If  you  ask  for 
nothing  at  least  you  will  not  be  disappointed. 

You  may  also  not  ask  if  you  know  that  the 
providers  will  not  agree  with  your  thinking 
anyway. 

The  size  of  the  non-caring  but  integral 
managerial  role  may  also  be  daunting.  In- 
ter-agency and  inter-professional  commu- 
nication, let  alone  co-operation,  is  still  in  its 
infancy  in  this  country.  The  greater  the 
involvement  of  agencies  and  the  flexibility 
of  help  offered,  the  greater  the  co-ordi- 
nating and  organisational  tasks  devolving 
to  the  carer.  These  may  not  be  the  carer's 
skills. 

Carers  will  learn  the  limit  of  their  own 
strength  but  maybe  not  before  it  is  ex- 
ceeded. The  very  exhaustion  and  stress 
which  brings  them  low  may  also  impair 
judgement  and  distort  perspective.  Those 
in  greatest  need  of  help  may  be  the  last  to 
seek  it  or  even  accept  it  when  help  is  of- 
fered. 


Racial,  social  and  religious  elements 
bring  their  own  expectations  and  defences 
—  on  both  sides,  which  can  produce  a 
barrier  as  easily  as  a  bridge. 

The  kind  of  respite  offered  may  lead  to  a 
refusal  even  when  respite  is  desperately 
needed.  Respite  provision  —  the  great 
break-giver  designed  to  allow  families  to 
stagger  on  a  few  more  years  —  has  an- 
other, perhaps  more  vital  role;  it  accustoms 
both  care-giver  and  care-receiver  to  life 
apart  in  preparation  for  the  inevitable  sepa- 
ration which  may  come  by  breakdown  or 
death  but  should  come  by  development  and 
planning.  It  is  also  a  safeguard  against  the 
excessive  bonding  of  lives  together  which 
can  stunt  emotional  growth  and  independ- 
ence. 

The  caring  relationship  and  interdepend- 
ence is  full  of  love  and  conflict,  of  giving  and 
taking  and  of  conflict  of  interest.  Everyone 
concerned  needs  an  outside,  fresh  or  re- 
freshing view,  even  if  it  is  resented. 

In  most  cases  the  challenge  to  accus- 
tomed thinking  and  the  chance  of  being 
listened  to  is  sufficient  to  allow  the  carer  to 
repair  perspective  and  face  change.  In  the 
minority  of  cases  it  will  reveal  a  situation  that 
has  to  be  altered  by  direct  intervention. 

Whose  responsibility  is  it  to  intervene? 
Whose  responsibility  is  it  to  care  and  to  act 
when  one  of  our  society  is  born  or  becomes 
disabled.  For  the  child,  we  look  to  the  par- 
ent. For  the  adult,  we  look  to  the  adult.  For 
the  adult  who  cannot  take  responsibility  we 
often  just  look  away.  Whoever  has  the 
immediate  care  will  do  unless  a  fuss  is 
made.  A  fuss  has  been  made,  but  it  follows 
a  death;  it  always  follows  a  death.  Is  it 
beyond  the  wit  of  humankind  to  think  of  a 
way  of  representing  such  adults  before 
death. 

Where  disability  has  visited  a  family,  we 
can  recognise: 

•  The  importance  of  the  first  contact-maker. 

•  The  importance  of  someone  to  talk  to  who 
understands. 

•  The  importance  of  the  ongoing  counsellor 
or  listener  who  involves  the  carer. 

•  The  importance  of  assessment  of  need 
and  suitable  provision. 

•  The  importance  of  breaks  that  give  re- 
freshment, a  taste  of  separateness  and 
preparation  for  independence. 

•  The  importance  of  a  release  from  ultimate 
responsibility  gained  by  a  known  long-term 
plan. 

•  The  importance  of  a  representative  or 
guardian  for  those  unable  to  represent 
themselves. 

Apparently  we  can  achieve  all  but  the 
last.  Is  that  not  a  shame,  in  the  strongest 
sense  of  the  phrase? 
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Launch  pads  and 
moving  Muppets! 


The  Launch  Pad  exhibition  at  the  Science 
Museum  is  an  excellent  learning  experi- 
ence for  our  children.  Not  only  are  the 
children  able  to  explore  exhibits  by  touch 
but  they  can  also  make  exciting  things 
happen  themselves.  A  simple  push  of  the 
button  changes  the  texture  of  the  "Salt 
Bowl"  which  can  be  explored  by  feet  as  well 
as  hands.  The  "grain  machine"  offers  the 
use  of  simpie  to  complex  manipulation  skills 
and  the  "Turn-table"  relies  on  gross  body 
movement  to  operate  and  control  speed.  It 
was  thrilling  to  see  the  rate  at  which  our 
children  can  learn  a  new  skill,  when  motiva- 
tion is  provided. 

How  often  do  we  ask  our  children  to 
manipulate  "standard" classroom  equipment 
or  "create"  something  in  art  and  craft  ses- 
sions? How  much  more  exciting  and  mean- 
ingful to  build  a  bridge  and  walk  over  it.  By 
fitting  metal  ball  bearings  into  holes,  you 
can  create  something  that  moves  in  a  satis- 
fying manner. 

The  visit  to  the  Museum  of  the  Moving 
Image  offered  a  different  challenge  to  the 
staff  accompanying  the  children  and  also  to 
the  actors  and  actresses  who  function  as 
museum  guides. 

How  can  children  with  little  or  no  useful 
vision,  learn  from  a  visit  to  a  museum  which 
is  all  about  the  visual  image?  In  the  essen- 
tial reconnaisance  visit,  by  the  leaders  of 
the  party,  it  was  immediately  noted  that  the 
floor  textures  changed  from  room  to  room. 
We  decided  that  our  ambulant  children  would 
be  without  shoes  and  socks  for  the  whole 
visit. 


A  group  of  deaf-blind  children 

from  the  Rebecca  Goodman 

Centre  recently  went  on  two  very 

successful  trips  to  the  Science 

Museum  and  the  Museum  of  the 

Moving  Image.  Their  trip  is 

described  by  Caroline  Smith,  a 

team  leader  at  the  Rebecca 

Goodman  Centre. 


and  felt  the  floor  surfaces.  Not  only  are 
there  different  floor  textures  but  also  differ- 
ent wall  textures  and  a  variety  of  open  and 


tunity  for  talking  about  dress;  comparing 
long  skirts  to  short  skirts;  explaining  to  a 
child  that  now  we  might  wear  hats  because 
it  is  cold  but  a  long  time  ago  people  wore 
hats  all  the  time. 

These  photographs  were  taken  on  the 
visit.  It  was  an  opportunity  to  explain  to  the 
children  that  this  very  long,  complex  object 
is  an  old  camera  and  that  this  small  box-like 
object  is  a  new  camera. 

The  Hollywood  Studio  has  a  make-up 
room.  Several  of  our  children  experienced 
the  feel  and  smell  of  make-up  for  the  first 
time. 

The  day  before  the  visit  to  MOM  I  those 
children  who  had  sufficient  useful  vision 
watched  a  video  of  a  Jim  Henson  (of  Mup- 
pet  fame)  film,  "Dark  Crystal".  This  helped 
the  children  to  appreciate  the  exhibition  of 
models  from  the  film  and  to  talk  about  what 


The  children  who  had  sufficient  sight  to 
appreciate  the  visual  displays  moved,  bare- 
foot, through  the  rooms.  Those  that  did  not 
have  sight  but  were  confident  in  using  their 
hands  did  so.  Camella  spent  a  long  time 
exploring  the  interesting  floor  textures  with 
her  feet  and  hands.  Sarah  who  is  wheel- 
chair bound,  also  took  shoes  and  socks  off 


enclosed  spaces,  offering  different  sensory 
experiences. 

The  staff  are  extremely  helpful  and  it  was 
an  added  bonus  that  the  actress  in  the 
"Russian  Cinema"  exhibit  was  afluent  signer 
and  did  everything  possible  to  help  our 
children  to  get  the  most  out  of  the  visit.  The 
period  clothes  they  wear  provide  an  oppor- 


"they  saw  yesterday  on  TV."  After  the  visit, 
the  same  children  watched  a  video  of 
"Labyrinth"  and  were  able  to  talk  with  the 
adult  interpreters  about  the  film  and  the 
exhibits  they  saw. 

MOM  I  has  created  a  "Feelie  Wall"  which 
consists  of  different  textures,  pictures  and 
fastenings,  familiar  to  the  children  —  in  fact 
a  very  large  "Activity  Centre"  which  could 
have  been  especially  designed  for  deaf- 
blind  children.  Whether  or  not  they  had  any 
understanding  of  the  characters  (mostly 
Muppets)  portrayed  on  the  wall,  all  our 
children  were  able  to  benefit  from  this  expe- 
rience at  some  level. 

All  children,  whatever  their  sensory  loss, 
will  benefit  from  a  visit  to  these  two  muse- 
ums. It  falls  upon  the  adults  to  be  essentially 
creative  in  their  approach.  I  personally  look 
forward  to  repeating  these  visits  and  to 
exploring  other  museums.  We  must  give 
deaf-blind  children  as  wide  an  experience 
of  the  world  as  possible. 
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The  1989  Tandem 
Triathlon 

Liz  Hodges,  a  teacher  at  the  Deaf-Blind  Unit  at  Henshaw's,  Harrogate,  has 
recently  introduced  incredible  sporting  feats  into  the  curriculum. 


Why  did  we  do  it?  I  wanted  to  do  something 
that  deaf-blind  people  had  not  done  before, 
something  both  challenging  and  rewarding. 

John  Shaddock,  who  organises  the  tri- 
athlon was  extremely  keen  for  us  to  take 
part  and  could  not  have  been  more  kind, 
making  things  as  easy  as  possible  for  us. 
So,  with  priority  entry,  we  started  training. 

After  a  week  I  was  ready  to  give  up. 
Everybody  said  we  would  never  do  it,  and  I 
began  to  believe  that  the  two  deaf-blind 
students  we  chose  to  work  with  were  feeble 
weaklings  who  would  show  no  improve- 
ment. Ajay,  although  trying  hard,  could  not 
run  to  the  end  of  the  road  and  Jane  couldn't 
cycle  in  the  rain  without  moaning  and  groan- 
ing. For  the  tandem  triathlon,  one  partner 
has  to  swim,  then  both  cycle,  and  then  the 
second  member  runs.  How  could  I  ever 
have  seriously  contemplated  them  swim- 
ming 1  km,  cycling  38km  and  running  1 0km? 

In  the  end  it  was  the  students  who  pulled 
me  through.  Gradually  they  started  to  get 
keener  until  Jane  started  to  swim  lengths 
the  minute  she  got  in  the  pool  and  Ajay  kept 
badgering  me  about  going  for  a  ride.  Jane 
stopped  moaning  about  the  rain,  started 
looking  around,  smiling  and  laughing.  She 
pushed  hard  and  got  us  up  Knaresborough 
Hill  regularly  after  our  routine  twenty  mile 
ride  to  Wetherby.  Knaresborough  Hill  is 
steep! 

We  got  up  for  sessions  at  8.30  am  in  the 
gym  and  even  occasionally  for  7.00  am 
swims.  We  really  started  to  enjoy  it.  We  tried 
out  finger  spelling  from  front  to  back  of  the 
tandem  —  not  recommended  up  hills.  The 
last  two  weeks  we  worked  really  hard,  going 
for  a  twenty  mile  ride  every  day,  often  fol- 
lowed by  a  run  for  Ajay,  a  swim  for  Jane. 


Ajay  was  now  running  six  miles  in  about  fifty 
minutes. 

All  this  behind  us,  we  set  off  on  30  June 
for  the  triathlon,  which  takes  place  at 
Bishop's  Castle  in  Shropshire.  Thanks  to 
the  generosity  of  Mr  Jarvis  and  his  staff  we 
stayed  at  Condover  Hall  School.  For  Jane 
and  Ajay,  both  ex-pupils  of  Pathways,  it  was 
a  real  treat  to  see  so  many  old  friends  again. 
On  Saturday  —  the  event.  I  was  incredibly 
nervous:  Would  we  have  a  puncture?  Would 
anyone,  worst  of  all,  me,  fall  off  and  dis- 
grace us?  The  organisers  made  every  effort 
to  make  things  run  smoothly  for  us.  Al- 
though there  were  over  1 50  swimmers  they 
let  us  have  the  pool  to  ourselves  for  the  first 
half  hour  and  I  am  sure  we  could  not  have 
done  it  without.  Jane  rose  to  the  occasion 
and  beat  her  best  ever  swimming  time. 
Then  on  the  bikes.  The  first  thing  was  an 
incredible  hill  —  Knaresborough  Hill  will 
never  seem  steep  again.  Ajay  and  I  walked 

S N 

1000  miles  for 
Hasicom 

Julia  Gates,  a  deaf-blind  young  woman  from 
Peterborough  who  is  well  known  to  many 
Sense  members,  has  successfully  ended 
her  10  day  sponsored  bike  run. 

She  achieved  her  goal  to  ride  1000  miles 
from  Land's  End  to  John  o'  Groats  on  a 
tandem  guided  by  Richard  James  from  the 
National  Deaf-Blind  League. 

Julia  and  Richard  are  hoping  to  raise 
money  for  Hasicom  from  sponsorship  for 
the  ride. 


though  Tineke  and  Jane  cycled  three  quar- 
ters of  the  way  up.  Then  down  hill  and  then 
a  steady  ride.  No  mishaps,  no  despairing  or 
giving  up,  just  good  fast  cycling.  Ajay  and  I 
were  riding  twenty  miles  regularly  in  one 
hourtwenty  minutes,  only  ten  minutes  slower 
than  our  best  time.  Then  Ajay  had  to  get  off 
and  run.  Aftertwenty  miles  cycling  your  legs 
feel  like  soggy  polystyrene  —  I  don't  know 
how  he  did  it.  To  finish,  a  ride  back  down  the 
horrible  hill  and  back  to  the  start. 

We  didn't  finish  in  the  first  ten,  not  even 
in  the  first  fifty.  (If  you  really  want  to  know 
where  we  finished  you  will  have  to  buy  the 
tandem  club  journal!)  But  we  all  finished, 
and  I  was  very  proud  of  all  the  team.  We 
were  riding  slow,  heavy  tandems  being 
sponsored  to  raise  money  for  a  new,  faster 
one.  We  will  then  prove  we  can  be  quicker 
next  year!  When  they  presented  prizes  that 
evening  for  the  fastest  teams  and  individu- 
als, for  novelties  like  a  tandem  trike,  fancy 
dress  and  a  marshal  who  entered  at  the  last 
minute,  they  presented  us  with  prizes  also 
and  I  am  sure  that  we  got  the  longest 
applause.  Ajay  and  Jane  couldn't  hear  it, 
but  I  know  they  appreciated  the  warmth  of 
the  atmosphere,  the  friendliness  and  help- 
fulness which  pervaded  the  event.  At  the 
barn  dance  following  the  prize  giving  our 
students  disappeared  in  the  crowd,  as 
people  just  passed  them  from  partner  to 
partner,  with  politeness  and  consideration. 
It  was  so  nice  to  see  them  have  a  good  time, 
without  being  picked  out  as  different.  Ajay 
still  asks  to  go  running,  so  I  have  to  keep  fit 
myself! 

A  hearty  thank  you  is  due  to  the  organis- 
ers and  the  staff  from  Henshaw's.  Without 
them  I  would  never  have  seen  it  through. 
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Discovering  Usher  Syndrome 

Part  2 

Sue  Sturley  continues  the  story  of  the  gradual  discovery  that  her  son  Nicholas  had  Usher  Syndrome. 


We  took  Nicholas  to  a  local  optician  who, 
among  other  things,  told  us  to  put  strong 
drops  in  his  eyes  to  dilate  the  pupils.  He 
didn't  tell  us  that  they  would  put  his  eyes  out 
of  focus  —  any  parent  knows  that  to  take 
away  her  deaf  child's  ability  to  lipread  is  to 
take  away  his  lifeline  for  hours  or  even  days. 

We  had  a  neighbour,  an  eye  consultant. 
He  gently  and  patiently  examined  Nick. 
Later  we  learned  from  him  that  Nick  was 
going  blind  and  should  have  further  special- 
ist tests.  Our  G.P.  arranged  for  us  to  visit 
Great  Ormond  Street  Hospital. 

That  day  in  London  was  one  of  the  worst 
I  have  experienced.  We  are  self-employed 
printers  and  my  husband  was  unable  to 
leave  the  business  so  I  went  on  my  own  with 
Nick.  There  was  a  heatwave  and  the  day  at 
Great  Ormond  Street  was  terrible.  We  had 
to  wait  about  an  hour  before  we  saw  the 
specialist,  who  first  tested  his  eyesight  us- 
ing the  lettered  cards  on  the  wall.  He  asked 
me  if  Nick  could  read  letters — and  Nick  was 
about  to  take  his  exam  to  Burwood  Park 
which  was  equivalent  to  the  old  11  Plus! 
Then  we  again  had  this  problem  with  the 
eye  drops.  Being  slightly  wiser  now  I  asked 
when  they  would  wear  off.  He  said  in  about 
twelve  hours!  Twelve  hours  with  a  pro- 
foundly deaf  child  who  had  no  other  means 
of  communication  except  through  his  eyes 
was  a  nightmare.  They  then  agreed  to  drops 
which  would  wear  off  a  bit  quicker.  The 
drops  were  administered  by  a  nurse,  with 
Nick  screaming  the  place  down.  Then  we 
had  to  wait  for  half  an  hour  for  them  to  take 
effect.  Unfortunately  the  drops  wore  off  too 
quickly,  before  the  specialist  was  able  to 
see  him,  so  we  had  to  repeat  the  process — 
more  distress  for  Nick. 

Then  we  had  to  go  to  Harley  Street. 
Once  again  the  specialist  insisted  on  seeing 
Nick  alone,  though  he  soon  came  out  and 
fetched  me  in.  The  specialist  was  impatient 
because  I  insisted  on  trying  to  explain  to 
Nick  what  he  was  going  to  do.  After  the 
examination  I  sat  there  while  he  wrote  his 
notes,  not  saying  a  word  to  me  and  finally  I 
asked  him  what  was  wrong.  'He's  got  retini- 
tis pigmentosa',  he  said.  When  I  asked  him 
what  that  was,  he  said  it  meant  Nick  had  got 
an  incurable  disease  of  the  eyes.  I  asked 
what  could  be  done  about  it.  'Nothing'  he 
said  'he'll  go  blind  eventually'.  I  simply  could 
not  believe  it,  and  asked  him  when.  'I  don't 
know',  he  said,  'it  could  be  any  time  — 
probably  he'll  be  totally  blind  by  the  time  he 
is  twenty'.  Then  he  ushered  me  out,  and 
called  in  the  next  patient.  His  whole  attitude 
was  completely  offhand,  as  though  he  had 
not  completely  destroyed  our  lives.  The  six- 
hour  journey  home  to  Cornwall  was  a  night- 
mare. 

We  made  the  decision  not  to  tell  Nick 
then,  although  he  understood  that  there 
was  something  wrong  with  his  eyes.  Nick 
now  says  we  should  have  told  him  at  the 
time  because  he  would  have  got  used  to  his 
eye  problem  earlier  and  perhaps  been  able 
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to  really  understand  and  it  was  difficult  to 


At  the  age  of  ten  Nick,  who  was 
profoundly  deaf  from  birth,  began 

to  show  problems  with  his 

balance.  We  had  not  connected 

this  with  his  eyesight  although  he 

did  not  seem  to  be  aware 
sometimes  of  people  standing  next 

to  him  and  he  often  fell  over 
things.  However,  the  day  he  went 
out  of  the  front  door  and  fell  over 

his  brother's  bike  which  lay 

outside  in  full  view  made  us  realise 

that  something  was  badly  wrong. 


decide  just  when  to  say  anything.  Unless 
you  make  a  point  of  sitting  down  and  talking 
about  it,  the  opportunity  does  not  seems  to 
present  itself.  We  kept  hoping  for  the  right 
moment  but  it  never  seemed  to  come. 

No  one  suggested  that  Nick  should  have 
regular  checks,  or  that  anything  else  should 
be  done.  We  were  very  concerned  that 
there  seemed  no  one  to  turn  to.  How  were 
we  going  to  cope?  How  was  Nick  going  to 
cope?  We  finally  contacted  our  G.P.  again 
and  insisted  that  he  see  a  specialist  if  only 
to  have  regular  checks.  He  arranged  for 

"It  was  difficult  to  decide  just 

when  to  say  anything. 

Unless  you  make  a  point  of 

sitting  down  and  talking 

about  it,  the  opportunity 

does  not  seem  to  present 

itself.  We  kept  hoping  for  the 

right  moment  but  it  never 

seemed  to  come. " 

Nick  to  see  a  specialist  here  in  Cornwall.  For 
the  first  time  Nick  had  a  field  of  vision  test 
done.  The  specialist  also  wanted  drops  put 
in.  I  insisted  they  were  short  term  ones, 
much  to  his  amazement.  He  had  no  con- 
ception of  dealing  with  a  deaf  person  with 
eye  problems. 

Later  we  changed  to  another  specialist 
who  dealt  regularly  with  deaf  children,  who 
we  visited  privately.  He  was  very  thorough 
in  his  examination  and  tests,  did  not  use 
eyedrops  at  all  and  gave  us  valuable  help 
and  information. 

We  did  not  hear  of  the  term  'Usher 
Syndrome'  for  some  time  to  come.  It  was 
only  after  Jim,  my  husband,  went  to  a 
seminar  in  Loughborough  that  we  first  real- 
ised that  this  might  be  what  Nick  had.  He 
met  Mary  Guest  there  who  gave  him  her 
booklet  (then  still  in  draft  form)  on  Ushers. 

I  got  several  more  copies  from  her  and 
sent  one  to  Burwood  Park  where  Nick  was 


by  now  at  school.  I  also  took  one  to  our  new 
G.P.  who  said  she  had  looked  it  up  in  her 
medical  books  and  couldn't  find  it  men- 
tioned. In  fact,  I  gave  a  leaflet  to  anyone  who 
might  be  interested,  including  our  local 
audiology  service! 

When  Nick  was  14  he  wrote  to  us  from 
Burwood  Park,  very  distressed,  because  he 
was  having  problems  falling  over  things  and 
not  being  able  to  catch  balls  and  so  on.  He 
felt  he  was  very  clumsy  and  stupid.  He  was 
also  having  a  number  of  practical  jokes 
played  on  him.  We  wrote  to  him  and  told  him 
he  did  have  a  problem  with  his  eyes,  called 
tunnel  vision,  which  we  explained  was  like 
looking  through  binoculars  (we  are  fortu- 
nate Nick  has  a  normal  reading  age  and  can 
understand  written  explanations  very  well). 

We  also  telephoned  the  headmaster  and 
he  sent  Nick  off  on  an  errand  while  he  called 
together  all  Nick's  classmates  and  explained 
his  problem.  After  that  the  boys  became 
very  supportive  and  many  of  them  are  still 
his  closest  friends.  The  school  also  became 
more  sensitive  to  the  fact  that  Nick  was 
unable  to  follow  moving  balls,  although  he 
was  a  keen  footballer  and  cricketer,  and 
gave  him  more  supportive  roles  such  as 
scorer  for  cricket. 

One  thing  we  never  knew  was  that  he 
had  problems  reading  black  blackboards. 
He  says  greens  are  all  right,  black  is  very 
difficult  and  white  boards  are  impossible. 
This  should  be  made  clear  in  learning  situ- 
ations where  there  are  children  or  college 
students  with  Usher  Syndrome. 

Nick  was  still  distressed  about  his  eyes 
but  somewhat  relieved  that  it  was  his  eyes 
that  were  the  problem  and  not  his  stupidity 
or  clumsiness.  When  he  came  home  we 
told  him  nothing  could  be  done  and  his 
eyesight  would  probably  get  worse.  He 
wanted  to  know  if  he  could  go  to  America  or 
Russia  or  anywhere  to  get  an  operation  but 
Sense  and  the  specialist  assured  us  that 
there  was  absolutely  nothing  in  the  world 
that  could  be  done  at  the  moment. 

We  decided  it  should  be  shown  to  Nick 
himself  that  nothing  could  be  done  to  pre- 
vent his  eyesight  getting  worse.  To  prove  it 
he  ought  to  see  the  top  eye  specialist  in 
Britain. 

We  made  an  appointment  to  see  Profes- 
sor Bird  at  Moorfield's  Eye  Hospital.  After 
waiting  two  hours  we  were  told  that  Profes- 
sor Bird  was  not  there  that  day  and  we 
would  see  someone  else. 

Finally  we  saw  a  doctor  who  looked  into 
Nick's  eyes  (I  absolutely  refused  to  have 
drops  put  in),  and  sent  him  for  a  field  of 
vision  test.  After  another  half  hour  they  said 
we  could  go  although  they  had  not  com- 
pleted all  the  tests.  We  jumped  into  a  taxi 
and  just  caught  the  last  train  to  Cornwall 
with  seconds  to  spare. 

I  wrote  a  letter  of  protest  to  Professor 
Bird  because  we  had  specially  made  the  trip 
to  London  in  order  to  see  him.  Professor 
Bird  apologised  and  another  appointment 
was  made  to  see  him  when  a  more  detailed 
examination  would  be  made.   Nick  was 


14 


Talking  Sense  Autumn  1989 


coming  from  Burwood  Park  straight  to 
Moorfields,  so,  anticipating  the  dreaded 
eyedrops,  I  made  arrangements  for  us  to 
stay  overnight  and  to  take  Nick  back  to 
Burwood  Park.  He  would  be  unable  to  travel 
on  his  own  because  he  wouldn't  be  able  to 
see  properly. 

After  waiting  nearly  four  hours  we  finally 
saw  Professor  Bird.  He  made  no  examina- 
tion of  Nick  at  all  as  he  said 
he  had  all  the  information  he 
wanted  from  the  previous 
examination.  At  first  he  tried 
to  talk  to  Nick,  but  it  became 
difficult  as  Nick  had  difficulty 
lipreading  him,  so  I  had  to  try 
and  explain  everything.  Fi- 
nally Professor  Bird  simply 
talked  to  me.  I  told  Nick  I 
would  write  down  all  that 
Professor  Bird  said  and  post 
it  to  him.  There  were  no  drops 
so  all  my  arrangements  had 
been  in  vain. 

Professor  Bird  went  into 
long  and  soothing  explana- 
tions. He  said  if  any  break- 
through was  made  Nick 
would  be  one  of  the  first  to 
benefit  and  it  was  hoped  in 
about  five  years  something 
would  be  achieved.  In  the 
meantime  nothing  could  be 
done.  Having  to  write  this 
down  and  post  it  to  Nick  made 
the  exercise  pointless  be- 
cause we  already  knew  but  Nick  needed  to 
be  convinced  we  had  done  all  we  could. 

Nick  is  now  over  21  and  though  his 
eyesight  has  slowly  deteriorated,  he  is  not 
blind  and  in  fact  is  nowhere  near  it.  He  has 
limited  vision  but  refuses  to  use  any  visual 
aids  or  a  striped  stick.  He  is  at  Plymouth 
College  of  Art  and  Design  doing  a  BTEC 
Diploma  course  without  any  support.  He 
leads  a  normal  life  and  travels  around  on  his 
own.  He  is  able  to  read  the  paper  and 
magazines  with  the  aid  of  some  glasses 
which  we  managed  to  persuade  an  optician 
to  give  him — after  being  told  that  no  glasses 
could  help,  I  begged  him  to  give  Nick  some- 
thing that  would  improve  his  reading  vision 
slightly  without  necessarily  giving  him  per- 
fect vision.  He  can't  drive,  of  course,  so 
uses  public  transport.  He  conducts  all  his 
own  affairs,  shopping,  banking,  etc,  but  has 
given  up  ball  games  and  taken  up  weight 
training.  He  is  a  good  swimmer  but  does  not 
go  to  swimming  pools,  mainly,  I  suspect, 
because  of  the  glare  off  the  tiles  which 
affects  his  sight. 

He  is  now  registered  blind  because  his 
specialist  here  thinks  that  if  there  is  a  break- 
through Nick  will  be  listed  on  the  computer 
and  will  be  one  of  the  people  who  might 
benefit.  He  finds  bright  sunlight  difficult  but 
manages  very  well  in  the  dark. 

When  preparing  this  article  I  asked  him 
what  was  his  biggest  problem.  He  said 
'pushchairs'!  He  doesn't  see  anything  on 
the  ground,  unless  he  looks  and  pushchair 
'drivers'  don't  realise  he  can't  see  them.  He 
couldn't  think  of  any  more  problems. 

I  think  more  should  be  done  to  educate 
the  medical  profession  in  problems  of  both 
deafness  and  blindness.  In  our  experience 
they  know  very  little  about  either,  but  par- 
ticularly deafness.  Being  registered  blind 
has  advantages,  we  were  told,  Nick  could 
have  talking  books  or  radios,  and  no  one 


seemed  to  consider  that  he  can't  hear  them ! 

No  testing  has  ever  been  done  on  the 
rest  of  Nick's  family,  although  we  have  been 
told  it  is  hereditary.  I  would  like  to  see,  if  only 
in  the  interests  of  research,  all  families  of 
Usher  Syndrome  sufferers  being  regularly 
tested  both  for  eyesight  and  hearing. 

There  should  also  be  more  support  for 
the  deaf-blind  and  people  with  Usher  syn- 
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drome.  The  social  workers  for  the  deaf  and 
for  the  blind  are  very  kind  but  they  are  not 
trained  to  deal  with  people  with  a  dual 
handicap.  It  is  most  important  that  time  and 
trouble  is  taken  to  make  the  person  with 
Usher  understand  what  is  wrong  (although 
this  can  be  difficult  with  young  children), 
what  the  tests  are  for,  and  why  nothing  can 
be  done.  It  is  not  sufficient  just  to  explain  to 
the  parents,  who  are  often  so  distressed  by 
what  they  are  told  that  they  are  incapable  of 
proper  explanations  to  their  child. 

I  would  also  like  to  see  support  groups 
(  set  up,  to  help  parents  whose  children  are 
first  diagnosed  as  having  Usher.  Not  only  is 
it  devastating,  it  is  also  unexpected  —  you 
think  having  got  one  handicap,  that's  it,  and 
having  got  used  to  that,  it  is  doubly  shatter- 
ing to  have  a  second  handicap  thrust  upon 
you. 

A  final  word,  it  is  most  important  that 
parents  let  their  children  go.  Don't  be  over- 

"Let  your  child  lead  as 

normal  a  life  as  possible, 

expect  the  same  behaviour 

from  him  as  from  your  other 

children  and  he  will  grow  up 

being  totally  confident  and 

able  to  lead  his  own  life. " 


protective.  So  many  parent?  of  handicapped 
children,  and  particularly  (  eaf  children,  will 
not  allow  their  children  to  ead  normal  lives. 
They  are  afraid  they  will  get  knocked  down 
by  a  car,  won't  be  able  to  make  themselves 
understood,  or  get  lost.  You  must  take  the 
chance!  Nick  first  went  shopping  on  his  own 
when  he  was  7  or  8  —  he  used  to  go  into  the 
telephone  box  and  ring  up  for  us  to  fetch  him 


home!  He  can't  hear  on  the  'phone  but  I 
taught  him  to  dial  our  number,  wait  one 
minute  by  his  watch,  and  then  speak.  We 
sat  by  the  'phone  in  agonies  while  he  was  in 
the  local  village  doing  his  shopping  and 
numerous  times  we  have  followed  him  with- 
out him  being  aware  of  it. 

When  he  started  school  in  Plymouth  he 
joined  a  local  Cub  Scout  group  as  soon  as 
he  was  about  8,  which 
meant  travelling  by  bus. 
After  escorting  him  over 
the  route  once,  he  trav- 
elled on  his  own  from  then 
on,  with  a  note  for  the  bus 
conductor  asking  for  his 
fare. 

It  has  paid  off  now  that 
he  is  grown  up,  as  he  had 
complete  confidence  in  his 
ability  to  run  his  own  life. 
They  haveio  learn  to  look 
out  for  themselves,  as 
there  won't  always  be 
someone  around  to  look 
after  them.  If  you  teach 
them  to  be  independent, 
even  to  carrying  little  notes 
in  their  pockets  to  show 
people,  you  will  find  that 
everyone  is  most  con- 
cerned and  helpful. 

We  have  learned  a  lot 
in  the  last  1 1  years  since 
Nick  was  diagnosed.  We 
have  learned  to  have  good 
lighting,  such  as  fluorescent  lights,  not  to 
leave  things  lying  about  on  the  floor,  to 
touch  him  lightly  when  coming  up  beside 
him  knowing  he  will  not  realise  we  are  there, 
to  let  him  walk  behind  us  in  the  street  (if  he 
follows  you  he's  not  going  to  bang  into 
anything  or  fall  over  anything).  We  have 
given  him  his  own  TV  set  because  he  needs 
to  sit  fairly  close  to  it.  We  are  more  con- 
scious of  dark  and  light  surfaces  and  where 
things  are  positioned  on  them.  Nick  has 
learned  to  'pan'  his  eyes  backwards  and 
forwards  to  fit  together  what  he  sees  into  a 
picture,  and  is  extra  careful  crossing  the 
road  one  of  the  danger  areas  for  Usher 
people.  He  once  told  us  his  eyes  are  'foggy' 
round  the  sides,  which  comes  and  goes, 
some  days  being  better  than  others. 

The  changes  have  been  so  gradual  that 
we  scarcely  realise  that  they  are  changes, 
and  parents  of  newly  diagnosed  children 
should  understand  that,  and  try  to  take  each 
day  as  it  comes.  Let  your  child  lead  as 
normal  a  life  as  possible,  expect  the  same 
behaviour  from  him  as  from  your  other  chil- 
dren and  your  son  or  daughter  will  grow  up 
being  totally  confident  and  able  to  lead  their 
own  lives. 

Nick  has  now  gained  his  BTEC  Diploma 
in  General  Art  and  Design,  and  has  just 
gone  to  New  Zealand  (travelling  on  his  own) 
for  five  weeks  to  stay  with  a  friend.  We  are 
thrilled  with  his  Diploma  as  he  has  had  no 
special  support  at  College  at  all  and  has 
achieved  it  all  on  his  own. 


Correction  and  apologies 

PHU  means  Partially  Hearing  Unit 
and  not  Physically  Handicapped  Unit 
as  published  in  the  first  part  of  this 
article. 
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Working  Together 

During  the  last  weekend  in  June,  over  200 
people  made  their  way  to  Jordanhill  Col- 
lege in  Glasgow  to  attend  the  third  Sense 
in  Scotland  conference  (an  event  held  every 
two  years).  Although  organised  primarily 
with  families  in  mind,  the  theme  'Working 
Together'  attracted  many  professionals 
from  all  over  Scotland  and  from  England. 
The  idea  of  co-operation  was  incorporated 
into  the  programme  with  contributions  from 
Health,  Education  and  Social  Work  de- 
partments, the  Scottish  Office,  the  volun- 
tary sector  and  from  parents. 

We  were  very  privileged  to  welcome 
John  Mclnnes  from  Canada  to  give  the 
keynote  address,  entitled  'Parents  are 
Essential' .  John  said  he  had  to  be  commit- 
ted to  parents  because  no  matter  how 
knowledgeable  he  is  as  a  professional  and 
no  matter  how  much  work  has  been  put 
into  developing  programmes,  he  must  have 


the  co-operation  and  support  of  parents 
and  the  family.  This  point  was  also  made 
in  a  very  different  context  by  Barry 
McCormick  in  his  presentation  on  assess- 
ing the  hearing  of  very  young  children  and 
by  Helen  Penn  who  was  talking  about  the 
integration  of  pre-five  services  for  chil- 
dren with  disabilities  in  Strathclyde.  The 
Parents'  Forum  offered  the  parents  them- 
selves a  chance  to  raise  their  real  and  very 
practical  concerns. 

Workshops  covered  a  wide  range  of 
topics  from  counselling,  services  in  Den- 
mark, school  boards,  the  Family  Fund, 
Usher  Syndrome,  environmental  aids  for 
deaf  people,  to  setting  up  a  community- 
based  centre  for  young  deaf-blind  adults. 
There  was  also  a  second,  more  informal, 
Parents'  Forum. 

Formal  thanks  were  accorded  to  Sister 
Ailish  Massey  through  the  presentation  of 
the  Oscar  Myers  Award  and  the  first  Sense 
in  Scotland  Award,  as  recognition  for  her 


committed  work  for  deaf-blind  children, 
particularly  in  setting  up  Carnbooth  School 
in  Glasgow.  Thanks  must  go  to  all  oui 
speakers,  the  workshop  presenters  and 
the  exhibitors,  with  a  special  thank  you  to 
our  conference  chairman,  John  Smith, 
Senior  Social  Work  adviser  at  the  Scottish 
Office,  for  his  skillful  directing  of  the  pro- 
ceedings. Finally  we  must  thank  all  oui 
volunteer  helpers  who  worked  hard  'be- 
hind the  scenes'  to  ensure  everything  weni 
smoothly,  especially  the  creche  workers 
who  kept  the  children  occupied  and  enter 
tained  during  the  day. 

We  hope  the  conference  offered  some 
insights  into  'Working  Together',  but  alsc 
that  there  were  less  formal  opportunities 
to  share  ideas  and  experiences  and  tc 
learn  from  one  another.  Perhaps  there 
was  even  time  for  you  to  enjoy  a  little  bit  o 
Scottish  hospitality? 

Ben  Spencei 


Parents  are  Essential 

John  Mclnnes 

Chairman  of  the  International  Association 
for  the  Education  of  the  Deaf-Blind  and  a 
noted  Canadian  educationalist. 

The  talk  began  by  looking  at  the  use  of  the 
term  deaf-blind  and  the  confusion  often 
caused.  John  suggested  that  talking  about 
'multi-sensory'  deprivation  was  clearer. 
Deaf-blind  children  do  not  have  enough 
sight  to  compensate  for  their  loss  of  hearing 
or  enough  hearing  to  compensate  for  their 
loss  of  vision .  A  deaf  child  may  wear  glasses 
but  the  correction  is  enough  to  enable  that 
child  to  fit  into  the  deaf  world.  Similarly  with 
blind  children  who  wear  hearing  aids.  With 
dear'-b//ndchildren  the  correction  of  glasses 
and  the  amplification  of  hearing  aids  will  not 
enable  them  to  function  as  deaf  or  as  blind 
people.  This  is  certainly  not  suggesting  that 
support  should  not  be  sought  from  the  deaf 
or  blind  world.  Much  of  the  work  and  tech- 
nology of  these  fields  is  very  useful  in  work- 
ing with  deaf-blind  children. 

Yet  the  needs  of  deaf-blind  children  are 
significantly  different  and  can  be  looked  at 
in  terms  of  communication,  motivation, 
learning  styles  and  success  indicators. 
When  using  the  term  communication,  it  is  in 
the  broadest  sense;  in  interacting  with  the 
environment,  referring  to  all  the  information 
you  receive  about  your  surroundings. 
Communication  must  not  be  seen  just  as  a 
substitute  for  language  and  a  much  broader 
approach  to  interpretation  must  be  used. 
The  lack  of  background  information  and  the 
lack  of  being  able  to  see  the  possibilities  in 
things  leads  to  a  severe  deficit  in  motivation 
of  deaf-blind  people. 

Considering  motivation  and  using  toys 
to  illustrate  the  point,  it  is  difficult  to  find  a  toy 
to  motivate  a  deaf-blind  child  beyond  a  very 
simple  level.  You  may  find  a  toy  that  has  an 
immediate  interest  —  one  that  flashes  and 
jumps  and  whistles  and  does  all  kinds  of 
wonderful  things  and  no  more.  A  non-dis- 


Left  to  right:  John  Tulloch  (Chairman,  Sense  in  Scotland);  John  Smith,  conference 
chairman  (Senior  Social  Work  Adviser,  Scottish  Office);  John  Mclnnes  (Chairman, 
International  Association  for  the  Education  of  the  Deaf-Blind). 


abled  child  will  take  a  toy  and  integrate  it  into 
a  plot,  making  it  part  of  a  storyline  that  often 
duplicates  the  world  around.  A  little  deaf- 
blind  girl  given  a  doll  may  wander  around 
holding  it  by  a  foot  or  maybe  chewing  one  of 
its  extremities  but  will  not  play  with  it.  This  is 
not  an  indication  of  a  lack  of  intelligence  but 
in  order  to  play  mummy  that  girl  first  has  to 
know  what  mummy  does. 

Parents  are  essential  in  motivating  a 
child,  in  helping  the  child  learn  and  in  teach- 
ing the  child  how  to  play.  To  enable  a  child 
to  play  with  a  toy  in  an  imaginative  way,  you 
must  help  the  child  find  out  all  the  possibili- 
ties of  that  toy.  This  is  one  of  the  biggest 
problems  facing  deaf-blind  children — there 
is  the  lack  of  communication  and  of  motiva- 
tion but  above  all  there  is  the  difficulty  of 
learning.  Most  things  we  know  (something 
like  80%)  are  learnt  simply  be  being  in  the 
world,  some  things  are  learnt  in  formal 
situations  and  some  things  (8%  or  9%  of 
what  we  know)  are  learnt  by  first  hand 


experience.  Even  with  the  best  interven- 
tion, deaf-blind  people  learn  most  from  first- 
hand experience.  Secondary  and  tertiary 
information  is  extremely  distorted  anc 
screened  through  interpretation,  so  the  deaf  • 
blind  person  has  a  very  limited  understand- 
ing of  the  world  around  them.  As  achild  gets 
older  this  handicap  becomes  greater  anc 
very  careful  co-ordination  between  profes- 
sionals and  parents  is  needed  to  lessen  the 
gap  in  learning  and  knowledge. 

Learning  styles  of  deaf-blind  childrer 
are  therefore  different,  but  so  are  success 
indicators.  A  successful  blind  person  is 
someone  who  can  live  independently  in  the 
community  through  the  use  of  technica 
aids  and  with  little  human  support.  The 
more  successful  a  deaf-blind  person  be- 
comes the  more  support  they  require,  be- 
cause they  will  want  to  know  more  things, 
have  more  options  put  to  them  and  have 
more  control  over  their  lives.  Similarly  in  the 
classroom,  success  for  children  with  othei 
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disabilities  is  getting  them  into  a  class  and 
teaching  them  as  part  of  that  group.  A  deaf- 
blind  child  is  not  going  to  plug  into  a  class- 
room situation  like  that,  although  with  the 
help  of  intervention,  he  or  she  may  be  able 
to  benefit  from  some  group  instruction. 

This  is  another  example  of  why  parents 
are  essential.  Parents  are  the  first  in- 
terveners —  an  intervenor  is  anyone  who 
interacts  with  a  deaf-blind  person.  The  worst 
situation  is  the  deaf-blind  person  who  is  got 
up,  fed  breakfast  and  shoved  into  a  room 
until  lunch  and  then  left  again  until  dinner 
before  being  put  to  bed.  An  intervenor  should 
provide  sufficient  non-distorted  information 
to  enable  the  deaf-blind  person  to  make 
decisions  and  to  provide  the  motivation  to 
carry  out  these  decisions  and  see  all  the 
possibilities  and  benefits  of  that  activity. 

To  explain  this  ask  yourself,  why  would 
a  deaf-blind  child  stack  blocks?  Or,  what  do 
you  do  after  you  teach  a  deaf-blind  child  to 
put  on  his  shoes?  To  answer  the  first  ques- 
tion think  why  a  non-disabled  child  stacks 
blocks:  hand  to  eye  co-ordination,  balance 
—  how  high  can  he  stack,  the  look  on  his 
mother's  face  —  "aren't  you  clever",  the 
expression  when  they  fall,  the  fun  of  watch- 
ing them  fall.  A  deaf-blind  child  will  stack 
blocks  only  if  you  want  him  to  and  only  if  he 
cares  enough  to  do  what  you  want.  In- 
terveners provide  information  and  also  the 
motivation.  What  do  you  do  after  you've 
taught  a  child  to  put  on  his  shoes?  You  give 
that  child  three  shoes  and  he  has  to  find  the 
two  to  wear.  Then  give  the  child  four  shoes, 
two  pairs  and  help  him  identify  which  shoes 
go  with  the  weather.  And  who  is  going  to  do 
this  —  the  parents,  of  course. 

Parents  are  essential,  because  it's  the 
parents  who  are  going  to  expand  the  depth 
and  breadth  of  the  skills  the  professionals 
teach.  All  the  things  children  learn  through 
outside  exposure  must  be  taught  to  the 
deaf-blind  child,  as  these  things  are  not 
going  to  be  learned  incidentally.  Even  with 
the  best  of  support,  a  tremendous  amount 
of  this  learning  must  be  managed  by  the 
parents. 

This  is  also  true  in  the  area  of  behaviour. 
There  are  special  programmes  to  teach 
deaf-blind  children  to  dress  and  yet  these 
children  are  expected  to  learn  how  to  be- 
have, as  non-disabled  children  do.  You 
cannot  simply  eliminate  that  poor  behaviour 
because  there  is  nothing  to  replace  it.  We 
have  to  teach  appropriate  behaviours,  the 
appropriate  response  to  anger  or  to  when 
something  is  exceptionally  good.  These 
things  are  learned  first  hand  and  also  by 
observing  situations  around  you.  How  many 
deaf-blind  people  can  learn  what's  happen- 
ing on  the  other  side  of  the  room  and  get  a 
clear  picture  of  cause  and  effect.  Deaf-blind 
people  are  not  going  to  pick  up  or  learn 
when  to  use  the  appropriate  responses. 

All  this  is  an  ongoing  process  and  par- 
ents are  its  strength.  We  didn't  learn  to  talk 
in  the  3  or  4  hours  spent  at  school.  Support 
has  to  continue  outside  the  educational  en- 
vironment to  allow  a  deaf-blind  child  all  the 
opportunities  that  take  place  in  a  'social 
setting'.  Whatever  the  setting,  a  family  or  a 
residential  centre,  everyone  has  to  work 
very  hard  to  support  the  deaf-blind  person 
to  open  up  opportunities  for  conversations 
and  interactions.  Even  if  a  deaf-blind  child  is 


in  a  residential  school,  it  is  likely  that  the 
child  will  be  at  home  for  a  large  part  of  the 
year  and  it  is  the  parents  who  have  to  put  in 
a  lot  of  energy  to  support  their  child,  in 
language  and  carrying  out  programmes. 
There  isn't  the  opportunity  to  say  'play  by 
yourself  and  without  the  support  of  parents, 
their  child  would  not  have  the  opportunity  to 
benefit  from  the  educational  expertise. 

Professionals  must  be  as  supportive  as 
possible  of  parents  coping  with  their  handi- 
capped child.  Some  parents  will  be  angry, 
looking  for  someone  to  blame,  but  this  is  a 
natural  response.  The  professional  must 
listen  and  help  to  channel  that  anger  into 
doing  things.  Some  parents  may  not  be 
angry,  but  at  a  stage  where  they  feel  guilty 
or  depressed.  Again  this  is  part  of  the  natu- 
ral cycle  and  depression  is  not  unusual 
because  of  the  enormous  fatigue  that  comes 
with  looking  after  a  deaf-blind  child,  day  and 
night,  day  in  —  day  out.  The  pressure  and 
guilt  can  manifest  itself  in  many,  and  often 
irrational  ways.  Professionals  make  appoint- 
ments and  the  parents  don't  show  up,  proba- 
bly because  they  are  feeling  that  they  can't 
see  another  doctor.  This  needs  to  be  under- 
stood and  respected  and  the  meeting  re- 
scheduled for  a  time  when  the  parents  are 
able  to  cope  with  the  situation.  Or  profes- 
sionals may  give  all  kinds  of  advice  and 


suggest  wonderful  programmes  which  the 
parents  don't  follow.  There  is  nothing  wrong 
in  this  and  you  can't  cite  how  well  the 
parents  were  doing  last  week,  last  month  or 
last  year,  as  it  is  part  of  a  circular  process 
and  professionals  must  support  this  coping 
process. 

Parents  will  often  be  frustrated  and  con- 
fused. The  frustration  will  arise  because 
they  find  that  the  professional  they  have  to 
support  them,  moves  away  and  they  are 
back  to  square  one  with  someone  who 
knows  nothing  about  them  or  their  child  and 
who  is  unlikely  to  know  anything  about  deaf- 
blindness. 

The  parents  iv///be  confused  —  a  survey 
found  that  the  'average  deaf-blind  child' 
before  the  age  of  3  was  exposed  to  38 
professionals  most  of  whom  the  parents 
judged  to  have  little  or  no  understanding  of 
the  needs  of  the  child.  Is  it  any  wonder 
getting  advice  from  such  a  variety  of  profes- 
sionals that  it  will  conflict  and  leave  the 
parent  wondering  whose  advice  to  follow? 

Professionals  must  not  condemn  par- 
ents and  have  no  right  to  make  judgments. 
One  of  the  great  strengths  of  Sense  is 
having  parents  involved,  supportive  mem- 
bers of  the  organisation  who  are  not  going 
to  be  judgemental.  This  is  a  tremendous 
asset  and  one  which  should  be  expanded. 


Advances  in  Detecting 

Hearing  Impairment 

and  Progress  with 

Cochlear  Implants 


Barry  McCormick 

Director  of  the  Children's  Hearing  Assess- 
ment Centre  in  Nottingham. 

The  subject  was  introduced  by  looking  at 
the  different  types  of  deafness;  conductive 
and  sensory  neural.  Conductive  deafness 
is  the  result  of  fluid  in  the  ear  causing  a 
blockage  —  so  called  'glue  ear'.  This  com- 
monly responds  to  intervention  by  medica- 
tion or  surgery.  Sensory  neural  deafness  is 
less  common  and  is  often  congenital  or 
acquired  through  illness  such  as  meningi- 
tis. Hearing  loss  is  the  result  of  the  hearing 
nerve  or  cochlear  being  affected  and  in 
many  cases  the  cause  is  unknown. 

The  Institute  of  Hearing  Research  at 
Nottingham  has  developed  non-invasive 
hearing  tests  in  babies,  in  an  attempt  to 
treat  the  deafness  as  early  as  possible. 
Several  methods  have  been  tried  such  as 
the  auto-response  cradle  which  sought  to 
record  the  baby's  body  movement  in  re- 
sponse to  noise,  but  it  had  a  75%  failure  rate 
and  so  it  was  abandoned.  A  second  more 
successful  machine  measured  responses 
to  sound  through  recording  changes  in  the 
baby's  breathing,  pulse  rate,  eye  and  body 
movement.  Although  successful,  it  has  been 
superseded  through  technical  advances. 

Newer  machines  work  on  different  prin- 
ciples. One  records  the  response  of  the 
brain  stem  to  sound:  electrodes  are  placed 


on  the  skull  to  measure  the  response  from 
the  auditory  nerve  pathway.  A  further  devel- 
opment which  can  be  used  in  a  quick  10 
minute  test  is  to  transmit  and  receive  sound 
echoes  from  the  cochlear.  A  small  micro- 
phone is  inserted  in  the  ear  canal  and  the 
echoes  can  determine  whether  the  coch- 
lear is  functioning  correctly.  This  method 
does  not,  however  test  the  eighth  nerve  of 
the  brain. 

A  much  more  'low  tech'  test  has  also 
been  devised,  based  on  the  simple  idea  of 
asking  the  parents  to  record  the  observa- 
tions of  their  child  and  their  suspicions  on  a 
form  called  'Hints  for  Parents'.  Questions 
such  as  'can  your  baby  hear  you?'  or  'is  your 
baby  startled  by  loud  noise?'  are  answered 
at  the  age  of  1  month,  4  months  and  so  on 
for  a  year.  This  has  proved  to  be  a  very 
accurate  guide  to  a  baby's  hearing. 

For  slightly  older  children  there  are  two 
simple  tests  which  are  useful.  The  Distrac- 
tion Test  is  carried  out  by  using  a  'warbler' 
to  produce  sounds  between  1  KHz  and  4KHz 
and  the  Middle  Ear  Impedence  Test  is  made 
by  feeding  controlled  sound  into  the  middle 
ear  and  measuring  the  reflected  sound  from 
the  ear  while  altering  the  pressure  on  the 
ear  drum  with  an  air  pump.  The  results  of 
such  tests  can  be  plotted  on  an  audiogram, 
a  chart  which  shows  frequency  against 
energy  and  which  is  useful  in  plotting  a 
person's  hearing  response.  These  can  be 
used  to  see  if  a  person  is  likely  to  benefit 
from  a  hearing  aid  or  not. 

Turning,  in  conclusion,  to  the  benefits  of 
cochlear  implants,  these  are  potentially  of 
great  value  to  certain  selected  people. 
Deafened  people  seem  to  benefit  most  and 
an  Australian  survey  showed  that  some 
60%  of  people  with  an  implant  could  use  the 
telephone.  The  cost  of  a  multi-channel 
implant  is  about  £15.000. 
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Establishing  a 

Community  Based 

Centre  for  Deaf-Blind 

People 

Geoff  Aplin  and  Charlene 
Gallacher 

Overbridge  Centre 

As  Principal  of  Overbridge,  Geoff  Aplin 
began  by  looking  at  the  practical  problems 
of  running  a  centre.  How  is  it  possible  to 
provide  people  coming  out  of  mental  handi- 
cap hospitals  with  continuity.  Starting  be- 
fore the  student  joins,  continuing  through 
the  course  and  beyond.  He  suggested  it 
might  be  useful  to  look  at  some  experiences 
at  Overbridge.  Five  or  six  year  courses  are 
run  for  1 2  students.  However,  since  the  last 
student  only  arrived  in  1 988  there  has  only 
been  a  one-year  run  so  far.  Already  how- 
ever certain  issues  have  been  highlighted 
which  any  new  proposed  centre  should 
consider. 

To  stream  or  not  to  stream?  If  you  look 
at  the  students,  the  most  able  is  ready  for  a 
group  home  now.  Middle  ability  students 
may  need  a  halfway  house  elsewhere  first, 
but  are  already  able  to  use  parts  of  other 
training  facilities  in  Glasgow  in  their  courses. 
For  the  least  able,  the  future  is  as  yet 
unknown  —  they  will  always  need  a  high 
level  of  support.  At  the  beginning  a  non- 
streamed  approach  was  taken,  aiming  for  a 
family  atmosphere.  That  is  being  ques- 
tioned now. 

What  constitutes  acceptable  behav- 
iour (for  admission  criteria?)  At  Overbr- 
idge there  has  been  no  bar  on  behaviour 
with  regard  to  admission  —  the  only  crite- 
rion used  being  the  ability  to  respond.  The 
rightness  of  this  policy  has  been  proved,  for 
example,  by  the  young  man  who  could  not 
stop  smashing  glass  despite  the  most  ex- 
haustive measures  being  taken.  All  this  is 
forgotten  now  and  he  takes  part  in  a  full 
programme  throughout  the  house  and  gar- 
den. The  message  does  get  through.  Every 
student  is  responding. 

Should  the  Centre  be  a  Care  or  Care 
and  Training  Centre?  At  the  beginning  in 
Overbridge,  there  was  the  Principal  Officer, 
a  Training  Co-ordinator  and  the  two  units. 
Each  unit  had  a  unit  leader,  4  or  5  social 
tutors  (part-time  and  night)  and  8  social 
tutors  (full-time  and  day).  Now  there  is  also 
a  Deputy  to  the  Principal  and  for  each  unit 
there  is  a  Deputy  Unit  Leader.  In  addition  to 
the  unit  teams,  there  is  a  Senior  Social  Tutor 
and  a  Training  Team  with  a  full-time  teacher, 
a  full-time  assistant  teacher  and  part  time 
teachers  with  specific  skills.  Overbridge  still 
needs  a  Mobility  Officer,  an  Educational 
Psychologist,  a  communication  specialist 
and  an  Occupational  Therapist.  The  social 
tutors  (some  with  specialist  skills)  are  the 
major  trainers  and  the  most  central  figures 
for  the  student,  responsible  for  their  liaison 
with  each  family  acting  as  advocate  and 
being  the  programme  deviser.  The  major 
problem  became  how  to  reduce  the  burden 
on  the  social  tutor. 


Charlene,  as  a  social  tutor,  spoke  of  her 
work  with  one  young  woman.  At  the  begin- 
ning, Charlene  found  it  an  awesome  task — 
having  responsibility  for  a  whole  person. 

The  young  woman  was  destructive,  unco- 
operative and  self-injurious.  The  first  thing 
to  do  was  to  consider  her  pattern  of  behav- 
iour; was  it  caused  by  frustration,  was  it 
attention  seeking  or  a  learned  response, 
and  what  of  the  self-injury? 

The  primary  need  was  to  build  a  relation- 
ship with  someone  "fresh".  A  relationship 
developed  by  being  with  her  through  "good 
or  bad".  The  second  need  was  to  overcome 
the  self-injury.  Observed  and  recorded,  a 
pattern  emerged  —  something  akin  to  sei- 
zures when  the  young  woman  had  no  con- 
trol over  her  actions.  Previous  treatment 
consisted  of  bandaging  the  hands  and 
medication.  Overbridge  staff  tried  to  man- 
age with  bandaging  and  holding.  A  sympa- 
thetic doctor  investigated  the  possibility  of 
epilepsy,  but  the  observation  of  a  "fit"  con- 
cluded that  the  cause  was  the  cocktail  of 
drugs  she  was  receiving.  Under  guidance 
the  drugs  were  reduced  and  since  there  has 
been  no  self-injury.  The  drug  regime  was 
the  biggest  barrier  to  progress. 

The  third  need  was  to  develop  a  formal 


communication  system  and  this  has  already 
reduced  frustration.  The  young  woman  is 
now  being  receptive  to'  signing.  She  also 
needed  a  safe,  personal,  self-stimulating 
place  —  a  room  of  her  own  where  she  could 
have  her  own  things  around  her  and  enjoy 
them. 

There  is  also  the  need  to  overcome  con- 
ceptual limitations  —  water  is  for  washing, 
dressing  is  desirable,  etc.  This  is  insepa- 
rable from  the  need  for  and  the  problem  of, 
motivation.  In  this,  staff  have  re-examined 
environmental  clues  and  the  unconscious 
signals  given  by  the  staff  and  environment. 
In  toilet-training,  for  example,  the  mobility 
route  proved  the  key.  She  needed  to  know 
how  to  get  to  the  toilet  when  she  wanted  and 
having  learned  the  route,  she  destroyed  the 
mobility  aids  except  for  tricky  areas,  as  if  to 
tell  everyone  she  was  alright  now.  As  a 
result  of  mobility  training,  she  can  now  trail 
and  protect  herself  —  and  she  has  the 
confidence  to  explore. 

The  question  must  be  asked  what  of  the 
future  for  this  young  woman?  Because  of 
her  background,  it  is  felt  she  needs  more 
than  six  years  at  Overbridge  and  obviously 
the  centre  will  respond. 


A  Parents  Forum 


Three  parents  discussed  the 
education  and  upbringing  of 
their  children 


Carolyn  Finlayson  began  the  discussion  by 
describing  the  lack  of  help  she  felt  parents 
received  from  professionals.  She  had  spent 
three  years  struggling  with  educational 
psychologists  visiting  teachers  for  the  deaf 
and  for  the  blind  before  the  family  moved  to 
Scotland.  She  had  even  been  told  by  an 
educational  psychologist,  who  had  read  an 
article  she  had  written,  that  she  would  never 
be  satisfied  with  the  services  for  her  son. 
Who,  she  asked,  helped  the  parents  who 
had  to  take  on  the  authorities?  Although 
educational  psychologists  have  great  power 
overthe  education  of  deaf-blind  children  it  is 
unfortunate  that  they  do  not  appear  to  want 
to  share  this  responsibility  with  parents. 

After  a  lot  of  struggles  Aillil,  her  son,  is 
now  integrated  into  his  local  school  and  has 
now  successfully  completed  a  two-year  trial 
period. 

Aileen  Farquharson  spoke  about  her 
two  sons,  Murray  and  Ewen,  who  were  both 
born  blind.  Murray's  hearing  began  to  dete- 
riorate from  the  age  of  seven.  Initially,  Murray 
attended  the  Royal  Blind  School  in  Edin- 
burgh but  he  was  very  unhappy  there.  It  was 
decided  that  Ewen  should  not  go  there  but 
attend  a  special  unit  for  the  partially  sighted 
in  Dundee,  where  four  out  of  six  pupils  are 
blind.  Now  Murray  attends  a  school  in 
Dundee  but  this  has  brought  great  pressure 
on  Aileen  and  Neil. 

Their  biggest  need  is  respite  care.  The 
family  has  had  bits  of  help  from  'families 


adopting  a  handicapped  child',  but  it  is 
difficult  dealing  with  the  two  boys  whose 
needs  are  so  different.  Barnardo's  who  ini- 
tially refused  help,  has  now  split  the  boys  up 
to  offer  respite  to  each.  'Friends  in  Need' 
organise  outings  for  children.  It  is  all  rather 
nerve  racking  because  of  the  number  of 
people  that  have  to  be  interviewed. 

At  Easter  a  project  was  organised,  using 
young  people  under  Community  Service 
Orders.  Fifty  visually  impaired  children  and 
their  siblings  were  taken  on  different  out- 
ings on  nine  consecutive  days.  Naturally 
the  parents  had  misgivings,  but  the  young 
offenders  were  carefully  chosen  and  super- 
vised and  at  least  one  parent  was  always 
present.  The  project  which  was  jointly  run 
by  Community  Service  workers  and  the 
Welfare  Society  for  the  Blind,  was  a  great 
success  and  should  be  considered  else- 
where. Aileen's  main  concern,  however,  is 
that  there  is  proper  respite  care  in  Dundee 
and  that  it  is  provided  on  a  permanent  basis. 

Sheena  Tulloch  is  the  mother  of  a  17 
year  old  deaf-blind  young  man,  Richard 
(see  page  29).  She  explained  that  her  older 
children  had  been  able  to  make  choices  to 
furthertheir  ambition.  At  seventeen  Richard 
is  much  more  limited.  He  is  able  to  express 
pleasure  and  frustration  and  make  choices 
in  terms  of  food  and  clothes.  His  opinions  of 
people  and  places  can  be  embarassingly 
frank.  Decisions  must  be  made  about 
schools  for  Richard  to  attend,  although  the 
choice  is  not  really  for  the  parents.  Factors 
such  as  distance  and  availability  will  inform 
decisions.  Sheena  feels  that  Richard  could 
be  happy  in  any  of  the  further  education 
centres  they  have  seen,  but  all  the  places 
are  fully  subscribed;  a  situation  neither  he 
nor  his  parents  can  influence. 

In  making  a  decision  on  placement,  the 
parents  must  put  their  hopes  on  the  child 


18 


Talking  Sense  Autumn  1989 


Is  There  a  Conflict 

Between  Early 

Intervention  and 

Integration  of 

Services? 


Helen  Penn 

Assistant  Director  of  Education,  Head  of 
Pre-Fives  Services,  Strathclyde  Regional 
Education  Department 

This  talk  concentrated  on  the  efforts  being 
made  in  pre-five  services  to  develop  ideas 
about  the  integration  of  children  with  dis- 
abilities. The  starting  point  was  to  examine 
values  and  beliefs  as  to  what  is  right  for 
young  children  and  ask  parents  what  they 
think  is  important.  All  children  have  particu- 
lar needs  and  respond  in  individual  ways  — 
at  different  times  in  their  lives  they  may 
experience  ill-health  or  stress  and  a  truly 
caring  educational  service  should  be  alert 
to  these  differences.  Parents  and  young 
children  also  have  a  right  to  local  services, 


being  fully  occupied  and  happy.  For  Richard, 
someone  will  always  have  to  make  deci- 
sions on  how  to  manage  his  money.  But 
Richard  is  capable  of  making  a  choice  over 
his  summer  holiday.  Should  it  be  at  home  or 
should  he  go  on  a  Sense  holiday?  Richard 
likes  to  spend  the  time  at  home  and  his  mum 
and  dad  think  it  right  that  he  should  make 
the  choice,  although  they  do  get  tired. 

The  process  of  choice  has  spanned  many 
years.  Richard  has  learnt  that  there  are 
places  where  he  can't  get  chocolate,  cake 
or  chips.  With  a  loving  and  supportive  family 
he  is  learning  to  take  responsibility  for  his 
decisions  —  by  being  introduced  to  many 
choices  many  times  over.  Richard  has  feel- 
ings, but  how  can  he  be  taught  to  cope  with 
them  and  how  can  he  express  his  opinions? 
Richard  would  love  to  be  a  motor  mechanic 
or  train  driver,  but  are  these  options  open  to 
him?  Sheena  would  love  to  hear  from  other 
families  as  to  how  they  cope  and  how  they 
make  choices. 

Further  points  were  raised  from  the  floor. 
In  response  to  one,  Carolyn  said  that  she 
hoped  that  further  services  for  deaf-blind 
people  will  expand  and  be  accessible  so 
that  other  parents  do  not  have  to  go  through 
the  same  problems  as  they  had.  Gill  Mo- 
rbey,  of  Sense  in  Scotland  remarked  on  the 
phenomenal  amount  of  energy  needed  10 
keep  services  up  to  the  mark  and  wondered 
what  happened  if  parents  didn't  have  the 
energy.  Rodney  Clark,  Chief  Executive  of 
Sense,  asked:  what  do  we  do  when  a  parent 
is  happy  with  what  they  have  got  and  should 
not  be?  It  was  felt  that  some  parents  are 
unable  to  weigh  up  professional  advice  and 
do  not  begin  to  understand  the  poorness  of 
the  standard  of  education  their  children  are 
given.  Early  counselling  is  vital  to  allow 
parents  to  know  what  is  best  for  their  chil- 
dren in  the  future. 


reflecting  families'  needs,  rather  than  fami- 
lies having  to  adapt  to  whatever  services 
happen  to  be  provided. 

This  is  an  integrationist  philosophy.  The 
pre-five  service  in  Strathclyde  is  already  co- 
ordinated and  integrated  more  than  is  usu- 
ally the  case,  and  an  integrationist  philoso- 
phy for  children  with  disabilities  is  an  obvi- 
ous next  step.  The  Pre-Fives  committee 
adopted  the  following  policy  statement: 

"Services  should  be  organised  in  such  a 
way  that  any  provision  can  accommodate 
and  meet  the  needs  of  children  with  a  handi- 
cap or  chronic  illness  however  severe  the 
condition.  The  emphasis  should  be  on  di- 
recting extra  resources  and  support  to  the 
community  where  the  child  is.  No  child 
should  be  denied  access  to  a  service  on  the 
grounds  of  health  or  disability." 

One  of  the  first  implications  of  this  is  that 
disability  is  an  issue  for  everyone.  All  chil- 
dren have  a  right  to  participate  fully  in  soci- 
ety and  we  all  carry  some  responsibility  to 
ensure  this  is  possible.  This  is  part  of  the 
wider  debate  on  equal  opportunities  and  the 
way  different  groups  in  society  are  discrimi- 
nated against.  Strategies  need  to  be  devel- 
oped to  raise  awareness  of  this.  With  regard 
to  disability,  the  Pre-Five  service  has  tried 
to  do  so  in  a  number  of  ways:  by  making  a 
video  about  a  child  with  a  disability  in  an 
ordinary  nursery;  identifying  good  practice; 
providing  accurate  information  about  differ- 
ent kinds  of  disabilities.  Working  on  disabil- 
ity awareness  is  one  issue,  liaising  with 
voluntary  organisations  and  parent  groups 
who  represent  the  interests  of  the  disabled 
is  another.  A  third  and  contentious  issue  is 
how  to  staff  and  organise  the  facilities  to 
cope  with  children  with  disabilities.  The  base 
line  of  services  is  so  poor,  reflecting  15 
years  of  government  neglect,  that  less  than 
half  of  all  children  aged  3 — 4  years  are  able 
to  go  to  nursery.  There  is  a  shortage  of 
services  and  these  largely  reflect  1950s 


and  1960s  models  of  provision.  The  exist- 
ing service  is  under-resourced,  under-re- 
searched and  doesn't  reflect  need  very 
well.  Therefore  to  push  it  still  more  to  make 
the  changes  necessary  to  accommodate 
children  with  disabilities  is  a  slow  process. 
All  new  provision  will  be  increasingly  geared 
to  the  needs  of  children  with  disabilities. 

Pre-Five  services  in  Strathclyde  follow  a 
trend  towards  integration  based  on  the  idea 
that  fragmentation  of  services  along  pro- 
fessional lines  works  against  the  best  inter- 
ests of  the  children  and  their  families.  There 
is  another  trend,  however,  which  seems  to 
be  in  the  other  direction,  towards  speciali- 
sation —  a  view  that  very  precise  skills  and 
expertise  are  needed  to  cope  with  very 
precise  problems  of  disability .  How  are  these 
views  reconciled? 

There  is  a  risk  of  labelling  children  for  no 
very  clear  purpose  and  that  all  variations 
between  children  become  problematic  and 
medicalised  (eg.  hyperactivity).  An  inte- 
grated service  is  based  on  a  tolerance  for 
the  diversity  of  children  and  their  needs. 
Specialised  services  should  be  available 
within  the  mainstream  provision.  One  ad- 
vantage of  an  integrated  service,  not  sub- 
ject to  fixed  professional  boundaries,  is  the 
possibility  of  growth  and  flexibility.  Our 
perception  of  children's  needs  changes  over 
time  and  services  cannot  be  fixed  once  and 
for  all. 

It  is  recognised  that  children  with  pro- 
found sensory  disabilities  need  a  very  struc- 
tured environment  but  how  isolated  and 
isolating  it  is  to  be  apart  from  everyday 
business  and  activity  of  the  world  around 
you.  The  overwhelming  reason  parents  gave 
for  using  pre-school  services  was  that  they 
wanted  their  children  to  have  the  friendship 
and  society  of  other  children.  The  question 
the  pre-five  unit  must  ask  itself  is  "Have  we 
got  the  balance  right  and  set  ourselves  the 
right  goals?" 


Environmental  Aids 


Margaret  Reynolds 

RNID  Scotland 

Shamus  Reddin 

Hasicom 

Margaret  Reynolds  began  by  giving  a  syn- 
opsis of  her  job  with  the  Royal  National  In- 
stitute for  the  Deaf  in  Scotland,  which  she 
outlined  as: 

•  answering  general  enquiries 

•  giving  advice  on  hearing  aids  (both  N.H.S. 
and  commercial) 

•  organising  the  Radio  Microphone  Loan 
Scheme 

•  giving  talks  and  staffing  exhibitions 

A  range  of  aids  for  daily  living  were  on 
display,  but  it  was  possible  only  to  get  a 
taste  of  what  is  available.  However  it  was 
very  useful  to  note  that  the  RNID  have  a 
resource  centre  which  has  all  the  current 
aids  on  display  at: 

9  Clairmont  Gardens,  Glasgow 
Tel:  041-332-0343 


Many  examples  were  given  of  ways  in  which 
the  loan  scheme  is  an  important  resource 
for  people  whose  need  is  immediate  — 
otherwise  they  would  be  added  to  the  end  of 
a  waiting  list  to  be  processed  through  the 
bureaucratic  channels.  Margaret  also 
demonstrated  the  loop  system  and  the 
various  aids  available  for  watching  televi- 
sion. 

Shamus  Reddin  demonstrated  the  ver- 
sabraille  unit  (a  braille  computer)  which  with 
a  modem  can  be  connected  to  the  tele- 
phone system  to  send  and  receive  mes- 
sages, allowing  deaf-blind  people  who  can 
read  braille  to  communicate  with  each  other. 
Alternatively  units  providing  large  print 
monitors  can  be  used  in  conjunction  with 
the  telephone.  A  pack  describing  these 
options  is  available  from: 

HASICOM 

(Hearing  and  Sight  Impaired 

Communication) 

18  Rainbow  Court 

Paston  Ridings 

Peterborough 

PE4  6UP 

0733  73511 
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Special  needs  and 
current  legislation 


Ian  Swanson 

Principal  Educational  Psychologist  in  Jay- 
side  Region  Education  Department 

This  talk  looked  at  the  effect  of  new  educa- 
tion legislation  on  children  with  special 
needs.  The  English  Education  Act  1988 
and  the  Self-Governing  Schools  (Scotland) 
Bill  1989  set  out  a  series  of  educational 
reforms.  In  the  future  the  English  system 
will  have  small  schools,  and  special  schools 
managed  by  Governors  and  Heads  and 
some  schools  may  opt  out  of  the  system 
completely.  In  Scotland  school  boards  will 
be  introduced  which  are  similar  to  existing 
boards  of  governors  in  England.  Some 
schools  may  later  opt  out  and  establish  a 
board  of  management. 

In  Scotland,  the  characteristics  of  Self- 
Governing  Schools  may  be  changed  to 
exclude  or  downgrade  provision  for  chil- 
dren with  special  educational  needs.  The 
regulations  and  associated  guidelines  re- 
garding special  educational  needs  have  yet 
to  be  issued  by  the  Scottish  Education 
Department.  The  legislation  is  aimed  at 
cutting  the  financial  control  of  local  authori- 
ties. In  England,  funding  for  education  is  to 
be  cut  by  1 0%  this  year  and  by  7%  next  year 
and  there  is  concern  that  the  pressure  for 
appropriate  provision  may  make  the  sys- 
tem collapse.  In  Scotland  local  authorities 
may  decide  not  to  record  children's  special 
educational  needs  if  the  cost  is  too  high. 

Given  the  above  points,  the  following  ad- 
vice was  offered.  Parents  and  interested 
professionals  should  ensure  each  local 
authority  prepares  a  description  or  policy 
statement  of  their  own  special  needs  provi- 
sion, perhaps  adopting  the  strategy  of  pre- 
paring a  policy  statement  on  available  infor- 
mation and  advice  (e.g.  a  series  of  test 
cases  concerning  pupils  as  a  model  for 
local  authority  officers).  This  should  be  sent 
to  the  Chair  of  the  Local  Education  Council 
and  the  action  publicised  in  the  press  and 
media  and  through  parents'  groups.  Par- 
ents also  need  to  gain  strength  from  being 
active  on  School  Boards.  Although  schools 
may  be  able  to  ignore  pupils  with  special 
educational  needs,  local  authorities  are 
bound  by  the  law  to  provide  education  for 
them.  When  approaching  local  education 
authorities,  it  was  advised  that  you  struc- 
ture your  case  carefully  and  press  it  home 
through  elected  politicians.  "Shout  loud" 
and  maintain  the  pressure  and  never  ac- 
cept "no"  for  an  answer  if  your  case  is 
sound.  Also,  ignore  the  difficulties  that  the 
local  authority  may  have  in  finding  finance 
to  respond  to  the  special  educational  needs 
of  children.  It  is  their  problem  and  that  of 
central  government.  Money  can  be  found,  if 
your  case  is  sound,  well  presented  and  well 
publicised.  Remember  if  you  don't  get  the 
available  funds,  someone  who  "shouted 
louder"  will.  Finally,  self-governing  schools 
need  to  describe  fully  the  services  they  offer 
their  pupils  with  special  educational  needs 
and  the  methods  they  use  to  maintain  good 
records. 


The  Family  Fund 

Eleanor  Barnes 

The  Joseph  Rowntree  Memorial  Fund 


The  speaker  outlined  the  workings  of  the 
Family  Fund  and  welcomed  enquiries  from 
anyone  wishing  to  apply  for  a  grant.  The 
government  supported  Fund  was  started  in 
1 974  mainly  as  a  result  of  the  publicity  given 
to  the  Thalidomide  crises  a  year  earlier.  Its 
aim  is  to  compliment  what  is  offered  to 
parents  by  the  statutory  authorities.  It  has 
1 1 0,000  people  on  its  books. 

In  applying  to  the  Fund  for  the  first  time, 
families  with  a  disabled  child  under  1 6  can 
expect  a  visit  from  one  of  the  Fund's  own 
visiting  social  workers.  An  assessment  must 
be  carried  out  and  the  data  is  stored  for 
future  use.  The  under  1 6  rule  has  its  excep- 
tions: in  cases  where  a  young  person  re- 
mains in  full-time  education  and  is  not  re- 
ceiving educational  or  social  security  bene- 
fits, such  as  the  severe  disablement  allow- 
ance. Such  grants  are,  however,  discretion- 
ary. 

The  Fund  supports  applications  for  items 
to  be  purchased  which  enable  parents  and 
siblings  to  spend  more  time  together.  Equip- 
ment such  as  washing  machines  are  often 
sought.  Tumble  dryers  are  also  bought  but 
a  warning  is  given  of  the  high  cost  of  running 


dryers  (some  families  have  had  their  elec- 
tricity cut  of  as  a  result). 

Holidays  are  also  supported  within  the 
UK.  The  Fund  does  not  finance  holidays 
abroad.  Outings  are  also  popular,  providing 
the  opportunity  for  families  to  enjoy  trips  out 
together.  The  Fund  supports  transport  costs 
but  not  for  fares  to  hospital  appointments  or 
school  transport,  as  this  should  be  provided 
by  the  health  or  education  authority. 

Aids  and  adaptions  of  equipment  are 
also  funded  to  complement  local  authority 
provision,  also  bedding  and  clothing  for 
families  on  a  low  income,  where  the  child's 
disabilities  result  in  a  great  deal  of  wear  and 
tear.  The  Fund  also  considers  grants  for 
other  essential  items  such  as  furniture, 
fridges  (if  there  are  particular  dietary  needs 
and  bulk  buying  is  valuable),  televisions, 
etc,  but  all  these  are  reviewed. 

The  staff  at  The  Family  Fund  are  willing 
to  consider  any  application  for  a  grant  pro- 
vided it  is  supported  with  valid  reasons.  Not 
all  applications  are  approved  but  the  oppor- 
tunity exists  for  the  visiting  social  worker  to 
re-consider  the  decision,  when  given  addi- 
tional appropriate  information.  What  mat- 
ters most  to  families  is  that  help  is  provided 
quickly  at  the  crisis  points  in  their  lives  and 
the  Fund  tries  to  meet  their  needs  promptly, 
avoiding  additional  difficulties.  The  service 
is  discreet,  confidential  and  of  great  value  to 
many. 

The  address  of  The  Family  Fund  is: 
P.O.Box  50,  York,  Y01  1UY. 


The  second  Parents 
Forum 

led  by  Carolyn  Finlayson  & 
Keith  Maloney 


The  second  'gathering'  of  the  Parents  Fo- 
rum on  the  Sunday  was  attended  by  a 
mixture  of  parents  (their  children  ranging  in 
age  from  7  to  26),  teachers,  support  work- 
ers and  professionals. 

The  discussion  began  with  the  question 
"Who  cares  when  parents  no  longer  can?" 
For  some  parents,  letting  go  is  so  hard.  But, 
some  children  won't  let  go  either,  as  they 
know  when  they  are  on  to  a  good  thing  and 
have  their  parents  over  a  barrel!  It  was 
recognised  that  everyone  is  different  — 
families,  deaf-blind  people,  family  situations, 
etc,  and  that  each  needs  respect  from  pro- 
fessionals to  allow  and  accept  individual 
reactions.  It  is  important  for  'involved  pro- 
fessionals' to  get  together,  break  down  their 
reserve  and  be  positive.  This  makes  it  easier 
to  respect  individual  wishes  and  needs.  It 
was  pointed  out  that  employers  also  need  to 
accept  and  recognise  the  communication 
methods  of  deaf-blind  people. 

With  regard  to  services  provided  by  the 
statutory  sector,  it  was  recognised  that  these 
are  restricted  by  a  lack  of  manpower  and 
resources.  It  is,  therefore,  essential  that 


parents  of  deaf-blind  children,  deaf-blind 
people  themselves  and  Sense,  press  hard, 
using  all  methods,  to  be  seen  as  a  priority. 
A  person's  needs  must  be  stated  clearly 
and  concisely  —  in  full  but  not  emotionally. 
You  must  also  get  your  facts  right  first.  It  is 
not  just  your  child  that  needs  help,  you  must 
remember  that  you  also  fit  into  the  wider 
spectrum  of  special  needs. 

In  tackling  the  system,  it  was  felt  that  it 
was  better  to  'go  for'  elected  members, 
rather  than  the  paid  officers  and  administra- 
tors of  the  local  authorities.  When  lobbying 
councillors,  parents'  powercan  be  strength- 
ened by  persuading  a  small  group  of  profes- 
sionals on  your  side  to  help.  In  working 
together  in  partnership,  you  can  then  get,  or 
set  up,  services  'through  the  system'.  It  is 
important  to  get  the  right  person  —  to  find 
the  chink  in  the  armour  of  the  local  authori- 
ties. 

Itwas  pointed  out,  however,  that  parents 
see  themselves  as  the  only  people  who  can 
fight  for  deaf-blind  people.  If  possible,  the 
children  should  fight  for  themselves  wher- 
ever they  can.  Deaf-blind  children  must  be 
allowed  to  do  whatever  they  can  for  them- 
selves. 

In  all  areas,  speed  is  important  to  pro- 
vide the  necessary  help  to  young  deaf-blind 
children  as  soon  as  it  is  needed.  It  was 
recognised  that  deaf-blind  people  form  a 
very  small  group  among  the  large  numbers 
of  special  needs  and  only  a  very  small 
number  of  people  are  really  aware  of  their 
problems  and  needs. 


20 


Talking  Sense  Autumn  1989 


Parliamentary 
Proceedings 


Jane  Obermann  is  the  Parliamentary  Offi- 
cer of  Deaf  Accord  which  is  a  consortium  of 
organisations  for  the  deaf  including  Sense. 
She  will  be  monitoring  what  is  happening  in 
Parliament  and  trying  to  influence  legisla- 
tion that  affects  Deaf  Accord  members.  Part 
of  this  will  be  informing  and  educating  MPs 
and  Peers  and  encouraging  them  to  raise 
issues  in  Parliament  in  debate  and  by  ta- 
bling Parliamentary  questions. 

In  the  future  Jane  will  be  calling  on 
individual  members  of  Sense  and  the  or- 
ganisations of  Deaf  Accord  to  help  her.  The 
active  involvement  of  Deaf  Accord  mem- 
bers is  very  important.  An  MPs  first  duty  is 
to  his  or  her  constituents:  they  can  ignore  a 
letter  from  a  Parliamentary  lobbyist  but  a 
letter  from  someone  living  in  the  constitu- 
ency has  to  receive  attention.  Jane  has 
written  a  brief  summary  on  how  legislation 
is  made  and  recent  happenings  in  Parlia- 
ment that  she  has  been  involved  in  on 
Sense's  behalf. 

How  is  legislation  made  and 
influenced? 

Each  proposed  new  law  is  called  a  Bill. 
When  it  has  gone  through  both  Houses  of 
Parliament  and  received  Royal  Assent  it 
becomes  an  Act.  Before  a  Bill  is  published 
the  Government  often  introduces  the  is- 
sues, first  in  a  Green  Paper,  which  is  a 
discussion  or  consultative  document,  then 
in  a  White  Paper,  which  gives  the  govern- 
ment's actual  proposals.  Organisations  are 
invited  to  send  in  responses  to  both  these 
papers,  which  are  then  considered  before 
the  Bill  is  written. 

The  Queen's speechin  Novembermarks 
the  start  of  a  new  Parliamentary  session 
and  lists  the  legislation  to  be  introduced 
over  the  next  year.  The  first  reading  of  a  Bill 
is  its  formal  introduction,  usually  in  the  Com- 
mons. Some  Bills  begin  in  the  Lords,  and 
then  go  on  into  the  Commons.  A  week  or 
two  later  the  second  reading  is  a  major 
debate,  in  which  all  the  MPs  can  participate, 
on  the  principles  of  the  Bill.  The  Bill  then 
goes  into  the  committee  stage,  which  can 
last  one  day  or  several  months.  It  is  here 
that  detailed  amendments  can  be  tabled  by 
MPs  who  are  members  of  the  standing 
committee.  After  this,  the  Bill,  changed  by 
any  amendments  that  were  agreed  to  in  the 
committee,  returns  to  the  floor  of  the  House 
of  Commons  for  its  report  stage  and  third 
reading,  when  further  amendments  can  be 
made.  The  Bill  then  goes  to  the  Lords  where 
it  passes  through  the  same  stages  and 
there  are  further  opportunities  to  table 
amendments.  If  the  Lords  make  any  changes 
these  amendments  have  to  come  before 
the  Commons  again  to  be  voted  on.  If  the 
Commons  reject  any  amendments,  these 
go  back  to  the  Lords  who  will  normally 
accept  that  their  amendments  have  been 
defeated. 

Mobility  Allowance  Defeat 


A  good  (or  bad)  example  of  this  was  the 
attempt  to  amend  the  Social  Security  Bill 
earlier  this  year  and  described  in  previous 
issues  of  Talking  Sense.  Sense,  together 
with  Deaf  Accord  and  other  organisations 
campaigned  to  amend  the  section  on 
Mobility  Allowance  to  include  deaf-blind 
people  and  some  people  who  have  a  se- 
vere mental  handicap.  We  tabled  amend- 
ments during  the  committee  stage  in  the 
Commons  and  during  the  committee  and 
the  report  stage  in  the  Lords.  For  tactical 
reasons  the  amendment  was  withdrawn 
during  the  committee  stages  in  both  Houses, 
but  it  was  put  to  a  vote  in  the  Lords'  report 
stage  and  we  won  by  10  votes.  Unfortu- 
nately this  was  overturned  in  the  Commons, 
but  our  victory  in  the  Lords  and  the  support 
we  have  received  from  MPs  from  all  parties, 
as  well  as  the  extensive  publicity  given  to 
the  issue  in  the  media,  mean  that  we  are  in 
a  very  good  position  to  continue  to  press  the 
issue  when  the  government  reviews  dis- 
ability benefits  later  this  year.  Our  thanks  to 
everyone  who  wrote  to  their  MP  and  helped 
us  with  the  publicity  for  this  campaign. 

Attempts  to  amend  the  Self-governing 
Schools  (Scotland)  Bill  (a  Bill  enabling 
schools  in  Scotland  to  opt-out  of  local  au- 
thority control),  in  order  to  ensure  that  spe- 
cial educational  needs  provision  is  safe- 
guarded and  enhanced,  were  successful. 
This  was  due  to  the  hard  work  done  by 
Sense-in-Scotland,  who  studied  the  Bill 
closely  and  wrote  to  the  Minister,  Michael 
Forsythe,  detailing  their  concerns.  The 
Minister  was  convinced  of  their  case  and 
consequently  tabled  government  amend- 
ments during  the  report  stage  in  the  Com- 
mons. 

The  New  Parliamentary  Session 

There  are  several  issues  coming  up  in  the 
Autumn  that  will  affect  members  of  Sense. 
We  know  that  the  Queen's  speech  in  No- 
vember will  include  Bills  on  the  National 
Health  Service  and  Broadcasting  —  both 
areas  where  we  will  want  to  have  an  input. 
There  will  be  a  White  Paper  on  Community 
Care  in  the  Autumn  and  the  government  will 
begin  its  long  awaited  review  of  disability 
benefits. 

In  addition  we  will  be  looking  for  oppor- 
tunities to  raise  other  concerns  including 
hearing  aids,  discrimination  issues  and 
special  educational  needs  provision.  I  will 
be  pressing  the  Department  of  Education 
and  Science  to  ensure  that  local  authorities 
are  carrying  out  the  recommendations  of 
their  policy  document  on  the  education  of 
deaf-blind  children  and  trying  to  increase 
the  number  of  teachers  being  trained  to 
teach  deaf  and  deaf-blind  children. 

Jane  Obermann  is  based  at: 

The  National  Council  of  Voluntary 

Organisations 
26  Bedford  Square 

London  WC1B3HU 
Telephone  01-636  4066. 


Questions  in 
the  House 


Northern  Ireland 

The  Reverend  Martin  Smyth  MP  tabled 
a  number  of  written  questions  in  the 
Commons  on  deaf  and  deaf-blind  people 
at  the  end  of  July.  In  reply  to  a  question 
on  post-school  provision,  the  Minister, 
Richard  Needham,  stated  that  the  re- 
gional strategy  for  1 987  —  92  advises 
boards  that  the  Department  of  Health 
and  Social  Security  expects  them  to 
effect  improvements  in  services  specifi- 
callyfor  the  deaf  and  blind,  eitherthrough 
the  creation  of  special  posts,  or  through 
in-service  training  designed  to  ensure 
that  existing  staff,  including  social  work- 
ers are  made  more  aware  and  capable 
of  meeting  the  needs  of  sensorily  handi- 
capped people. 

Reverend  Smyth's  Private  Members 
Bill,  which  makes  provision  equivalent 
to  the  1 986  Disabled  Persons  Act  for 
Northern  Ireland,  received  its  Royal  As- 
sent on  25  May. 

A  study  of  disability  in  Northern  Ire- 
land by  the  policy  planning  and  research 
unit  of  the  Department  of  Finance  and 
Personnel  is  currently  being  carried  out. 

Rubella  and  MMR 
Vaccination 

Replying  to  a  question  from  Joan 
Ruddock  MP,  junior  minister  Roger  Free- 
man stated  that  approximately  20  ru- 
bella handicapped  babies  were  born 
per  year.  Leaflets  in  several  ethnic  lan- 
guages had  been  produced  for  the 
launch  of  the  MMR  immunisation  pro- 
gramme last  October,  and  discussion 
on  future  activity  will  include  the  need  for 
information  aimed  at  ethnic  minority 
groups.  Officials  from  the  Department  of 
Health  will  be  discussing  with  the  Na- 
tional Rubella  Council  support  for  spe- 
cific publicity  proposals  that  the  Council 
has  put  forward. 

Rubella-Handicapped  Adults 

Joan  Ruddock  MP  (Lewisham,  Deptford) 
asked  the  Secretary  of  State  for  health, 
how  many  rubella-handicapped  adults 
are  estimated  to  live  in  England  and 
Wales.  Mr  Roger  Freeman  replied  in  a 
written  answer  saying:  "This  information 
is  not  collected  centrally.  Sense,  the 
National  Deaf-Blind  and  Rubella  Asso- 
ciation estimates  that  in  1965,  during 
the  last  major  rubella  epidemic  and 
before  rubella  vaccine  was  introduced, 
about  1 000  babies  were  born  in  the  UK 
with  congenital  rubella  syndrome.  Since 
the  introduction  of  vaccine,  numbers  of 
such  births  have  fallen  to  approximately 
20  per  year.' 
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Links  with 

the 
Community 


During  a  fundraising  appeal  pupils  from 
a  local  school  came  to  the  Overbridge 
Further  Education  Centre  to  meet  the 
students.  Paul  Hart,  a  Unit  Leader  at  the 
centre  believes  that  this  kind  of  experi- 
ence can  benefit  everyone  involved. 

Each  year,  Hutcheson's  Grammar  School, 
a  local  secondary  school  near  Overbridge 
rallies  around  a  specially  chosen  charity. 
The  pupils  involve  themselves  in  a  wide 
variety  of  fundraising  activities  and  the 
proceeds  are  donated  to  that  charity.  In  the 
school  year  1988-89,  the  spotlight  was 
turned  on  Overbridge. 

We  were  constantly  impressed  both  by 
the  ingenuity  shown  buy  the  school  pupils 
when  thinking  of  possible  fund-raising  ac- 
tivities and  by  the  magnificent  enthusiasm 
with  which  they  undertook  each  activity. 
The  school  set  themselves  a  target  of  £2,500 
and  we  in  Overbridge  earmarked  the  money 
to  be  spent  on  the  development  of  what  we 
are  now  calling  our  Adventure  Garden.  Now 
that  the  target  sum  has  been  reached,  we 
are  busy  with  a  landscape  architect  from  the 
Glasgow  Parks  Department  finalising  the 
design. 

While  the  equipment  in  our  Garden  will 
remain  a  lasting  symbol  of  the  association 
that  has  existed  between  Overbridge  and 
the  School  throughout  the  year,  other  im- 
portant benefits  have  emerged.  It  was 
thought  to  be  inappropriate  for  the  pupils  of 
'Hutchies'  to  raise  money  for  a  distant  char- 
ity which  they  knew  little  about,  so  every 
Thursday  afternoon  during  school  terms 
Overbridge  welcomed  a  small  group  of 
pupils.  The  pupils  toured  Overbridge  and 
saw  the  range  of  work  that  goes  on  in  the 
Centre.  A  coffee  break  followed,  when  they 
met  some  of  the  staff  and  students. 

While  visits  can  often  be  seen  as  an 
inconvenience  to  the  daily  routine,  I  feel 
they  are  vital  if  residential  establishments 
are  to  avoid  becoming  removed  from  the 
outside  world.  We  enjoyed  these  visits  and 
judging  by  the  range  of  questions  asked  by 
the  pupils  they  found  the  visits  interesting 
and  worthwhile.  It  was  particularly  pleasing 
for  us  to  hear  that  some  classes  had  spent 
time  considering  what  it  might  be  like  to  be 
deaf-blind  and  how  to  communicate  with 
severely  handicapped  people.  As  Overbr- 
idge plans  to  maintain  close  contact  with 
Hutcheson's'  there  will  be  opportunities  to 
explore  these  and  similar  topics  with  them 
in  time  to  come. 

In  common  with  many  residential  estab- 
lishments, we  in  Overbridge  often  face  dif- 
ficult situations  when  we  accompany  our 
students  into  the  community.  Reactions  can 
range  from  the  sympathetic,  but  patronising 
approach,  to  the  polite  request  to  leave  a 
shop  or  cafe.  It  is  easy  for  us  who  work 
everyday  with  disabled  people  to  assume 
that  the  outside  world  is  not  willing  to  under- 
stand their  needs.  But  we  must  ask  how 
much  we  contribute  to  the  fear  and  misun- 
derstanding which  is  prevalent  beyond  the 
safe  environment  of  any  residential  centre. 


I  use  the  word  fear  because  I  believe  the 
general  public  can  become  afraid  of  handi- 
capped people  if  they  do  not  meet  regularly 
with  them.  Like  any  fear  this  can  be  over- 
come by  education.  This  was  borne  out  by 
the  contact  which  'Hutchie'  pupils  had  dur- 
ing their  weekly  visits.  An  initial  reticence  on 
meeting  our  students  was  followed  by  a 
relaxed  willingness  to  learn  the  sign  for 
'hello'.  Thus  began  the  road  to  understand- 
ing some  of  our  students. 

It  became  apparent  to  me  during  these 
visits  that  very  often  residential  workers 
attempt  to  suppress  particular  behavioural 
characteristics  of  their  students  in  order  to 
make  them  more  acceptable  to  the  outside 
world.  However,  given  that  any  student  may 
have  limited  learning  abilities,  perhaps  there 
are  more  important  areas  we  should  be 
dealing  with  than  social  acceptability.  If 
there  were  more  opportunities  to  educate 


the  general  public  (and  where  better  to  start 
than  a  school)  then  perhaps  our  students 
could  concentrate  more  on  the  blossoming 
of  their  personalities  and  learning  real  life 
skills. 

Overbridge  now  has  links  with  a  number 
of  local  organisations  and  this  can  only  be  of 
long-term  benefit  to  our  students.  The 
Hutchesons'  involvement  has  proved  that 
there  is  much  work  to  be  done.  I  have  asked 
a  lot  of  questions  and  not  provided  many 
answers;  perhaps  other  readers  could  pro- 
vide some.  I  am  sure  every  pupil  in  the 
school  is  now  more  aware  of  the  needs  of 
deaf-blind  people.  Although  it  is  difficult  to 
pinpoint  immediate  direct  benefits  to  any 
individual  student  of  Overbridge,  I  have  no 
doubt  that  in  the  longer  term  our  work  with 
Hutcheson's  Grammar  School  will  have 
enormous  benefits  in  terms  of  their  accep- 
tance in  the  outside  world. 


Pathways  News 

The  Barmouth  Outing 


One  Sunday  in  July  students  and  staff  from  Pathways  set  off  by  Sprinter  Train  for  Barmoutf 
on  the  Welsh  coast: 

"We  were  accompanied  by  our  Railway  Friends  who  provided  ample  tea,  pop,  crisps,  sand- 
wiches and  a  delicious  lunch  when  we  arrived. 

The  afternoon  was  packed  with  activity,  including  a  boat  trip  around  the  harbour  in  "Serer 
Wen",  sunbathing,  paddling  and  funfair  rides.  The  "bumper  cars"  were  great  favourites  anc 
some  even  braved  the  infamous  "Waltzer". 

We  all  enjoyed  spending  our  day  with  our  Railway  Friends  and  thank  them,  once  again 
for  providing  us  with  such  an  exciting  day." 
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Branch  Officers  Weekend 

in  Devon 


The  Old  Postern  in  the  grounds  of  Darting- 
ton  Hall  near  Totnes  was  a  wonderful  set- 
ting for  the  Branch  Officers'  Weekend  in 
May. 

We  had  little  time  to  explore  or  enjoy  the 
surroundings,  for  we  had  come  together  to 
work.  It  is  a  measure  of  the  success  of  these 
weekends  and  of  the  importance  with  which 
they  are  regarded  that  people  travel  great 
distances  to  be  present.  From  all  over  Brit- 
ain they  came — some  30  parents  with  their 
children  and  Sense  in  Scotland  was  repre- 
sented by  the  Farquharsons  from  Dundee. 

The  main  focus  of  our  discussions  was 
the  role  of  Branches  within  the  proposed 
regional  structure  of  Sense.  The  Scottish 
situation  of  having  a  National  Office  and,  as 
yet,  no  formal  branches  is  effectively  the 
reverse  of  the  English  one,  where  Branches 
are  strong  on  the  ground,  but  where  Re- 
gional Offices  are  only  just  being  set  up. 


Cathy  Holman  and  Murray 
Farquharson  on  a  creche  visit  to  the 
National  Shire  Horse  Centre 

Branch  Agreements  and 
Boundaries 

The  first  session  on  Saturday  was  devoted 
to  looking  at  Branch  Agreements  which 
stood  up  well  to  our  scrutiny,  although  it 
seems  that  more  often  than  not,  once  they 
are  signed  they  are  rarely  referred  to.  The 
main  discussions  concerned:  a)  money 
matters  and  whether  figures  quoted  should 
be  raised  or  not;  and  b)  the  role  within 
Branches  of  representatives  of  Sense.  This 
latter  issue  came  up  again  in  discussions  on 
the  report  back  from  the  Working  Party  on 
the  Branch  Officers'  Committee  and  was 
left  for  further  clarification.  Moving  on  to  the 
recommendations  of  that  Working  Party, 
the  main  contention  was  how  the  country 
should  be  divided  up  into  regions  or  voting 


Richard  Holman.  Is  it  love  or  just  the 
sunshine? 

constituencies  for  the  purpose  of  electing 
members  onto  the  committee.  (It  was  pointed 
out  that  these  constituencies  need  not  be 
the  same  as  the  Sense  Regions  and  that 
the  word  'region'  was  confusing).  The  three 
nations,  Scotland,  N.  Ireland  and  Wales  are 
not  disputed  and  after  much  discussion  six 
English  constituencies  were  agreed  upon. 
The  voters  will  be  over  18  and  recog- 
nised members  of  a  Branch  or  of  Sense  and 
the  vote  will  be  by  postal  ballot.  The  same 
qualifications  apply  to  eligibility  to  sit  on  the 
committee  with  clarification  needed  on 
whether  Sense  representatives  who  are 
active  Branch  members  are  excluded  or 
not.  The  option  exists  to  co-opt  people  on  to 
the  committee  where  appropriate. 

Back:  Les  Good,  Mary  Holman,  Clive 
Eden,  Ben  Spencer,  Peter  Holman, 
Mollie  Francis,  Bob  Telford.  Front: 
Jenny  Cross,  Richard  Holman,  Norman 
Brown,  Gus  Silverman. 


What  is  an  Active  Branch? 

Having  spent  the  morning  in  a  large  group, 
after  lunch  we  split  into  smaller  groups  to 
look  atthe  question 'what  is  an  active  Branch' 
and  the  relationship  between  Branches  and 
Regional  Officers.  Ian  Beattie  who  led  the 
first  session,  caused  a  stir  by  asking  us  to 
split  into  two  groups  —  men  and  women! 
Our  deliberations  were  remarkably  similar, 
although  the  women  focused  more  on  prac- 
tical issues.  It  was  agreed  that  if  Sense  were 
to  lose  its  Branches  it  would  lose  its  heart — 
yet  a  telephone  line  can  be  an  active  Branch . 
A  suggested  role  for  the  Branch  Officers' 
Committee  was  as  co-ordinator  for  the 
supply  of  fundraising  items  like  T-shirts, 
badges,  balloons  etc.  We  split  up  again  into 
smaller  groups  to  consider  the  relationship 
between  Branches  and  Regional  Offices 
and  it  was  felt  that  the  benefit  would  be  to 
Branches  in  better  communications,  with 
closer  links  to  a  local  office  rather  than  the 
long  distance  ones  with  London. 

Respite  Care  and  Education 

On  Sunday  after  our  participation  of  the 
Saturday,  we  all  sat  back  to  hear  two  pres- 
entations on  pressing  issues.  The  first  from 
Peter  Holman  on  'respite  care'  highlighted 
the  great  variety  of  services  available  in  the 
South  West  and  suggested  these  might 
offer  models  or  ideas  to  other  regions. 

Charles  Byrne,  Sense  Director  of  Edu- 
cation, outlined  the  implications  of  the  Dept 
of  Education  and  Science  policy  document 
on  the  provision  of  education  for  deaf-blind 
children.  Although  only  applying  to  Eng- 
land, it  could  be  argued  that  it  sets  important 
precedents — and  of  course,  some  children 
in  Scotland  attend  English  Schools. 

Many,  many  thanks  to  Sense  South  West 
for  such  a  successful  and  productive  week- 
end, with  special  thanks  to  the  creche  work- 
ers who  tend  to  remain  unseen  while  enter- 
taining the  kids.  But  most  of  all  thanks  to 
Peter  and  Mary  Holman  for  all  their  work 
'behind  the  scenes'  to  ensure  all  ran 
smoothly. 

Ben  Spencer 
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HEME! 


A  look  at  the  recent  activities  of  some  of  our  branches 


I 


Sense  —  North  West 

The  summer  has  got  off  to  a  pretty  good 
start.  Let's  hope  the  weather  stays  good  for 
a  few  weeks  yet. 

Early  in  May.  we  were  pleased  to  receive 
a  cheque  for  £200  from  Aber-Rag,  the  stu- 
dents' union  attached  to  Aberystwyth  Uni- 
versity. This  money  will  help  to  maintain  the 
caravan  in  the  Lake  District  and  we  are  very 
grateful  to  the  students  for  their  hard  work 
and  consideration. 

On  June  6th,  a  coffee  morning  raised 
£231 .35  for  branch  funds. 

Margery 


Club  and  Leisure  Park,  where  our  caravan 
has  been  sited  for  many  years.  The  Neath 
contingent  almost  didn't  make  it  when  a 
famous  hire  firm  disclaimed  all  knowledge 
of  my  booking,  but  thanks  to  the  headmas- 
ter of  Briton  Ferry  Special  School  we  were 
able  to  borrow  their  mini-bus  and  we  were 
so  glad  that  we  didn't  miss  it!  The  weather 
was  glorious,  the  countryside  beautiful,  the 
food  delicious  (thanks  to  Mr  &  Mrs  Hall  of 
the  Country  Club)  and  the  company — well, 
just  right!  We  were  especially  pleased  to 
see  Peter  and  Peggy  Freeman  and  to  meet 
the  Jenkins  family  of  Llanychaer  for  the  first 
time.  It  was  a  "special  day",  with  time  to 
relax,  chat,  and  enjoy  being  together.  We 
plan  to  make  it  an  annual  event. 


AVOn  ReSOlirCe  GrOUP        Christmas  Card  Competition 


Visit  to  the  Oasis 

A  party  of  children,  friends  and  families 
visited  The  Oasis  in  Swindon.  At  one  point 
we  thought  we  wouldn't  get  there  as  we  got 
stuck  in  a  traffic  jam  for  one  and  a  half 
hours.  Once  we  had  arrived  that  was  soon 
forgotten  and  everyone  enjoyed  a  swim,  the 
wave  machine  and  water  slides  or  a  bounce 
on  their  private  ship  or  both. 

Thanks  to  Gerald  and  Tina  Creed  and 
family  who  organised  and  paid  forthe  coach 
but  were  unfortunately  unable  to  join  us. 

Special  Olympics 

In  July,  Jane  Darby  entered  the  Special 
Olympics  at  Whitchurch  Stadium.  Jane  and 
her  runner  Jeanne  Ogilvie  won  a  Silver 
Medal  in  the  50  metre  Assisted  Wheelchair 
race.  Mary  said  that  Jane  had  a  really  super 
day  and  laughed  all  the  way  there  and  was 
still  laughing  when  she  came  home.  Con- 
gratulations to  Jane.  It  sounds  like  she  had 
a  really  good  time. 

Events  for  Next  Term 

We  hope  to  have  a  Toy  Making  Session 
including  a  visit  to  the  Scrapstore.  We  are 
also  hoping  to  arrange  a  display  of  equip- 
ment by  a  couple  of  the  big  firms  —  so  that 
we  can  make  some  joint  decisions  as  to  the 
kind  of  equipment  we  would  like  to  spend 
our  funds  on. 

Lindy  Wyman  from  the  London  Sense 
Family  Centre  has  kindly  invited  us  all  to  see 
their  Centre  and  to  spend  the  day  with  them 
as  we  did  with  Doreen  in  Birmingham. 

Dates  to  follow.  All  this  and  a  Christmas 
Social  as  well!! 

Sally,  Kate,  Dominique,  Sue,  Tricia  and 
Jane 


Sense  — South  Wales 


Summer  Get-Together 

During  the  year  we  try  to  meet  a  few  times 
outside  our  usual  base  of  Neath  in  order  to 
get  to  know  one  another,  so  we  arranged 
our  summer  get-together  at  Dina's  Country 


Thank  you  everyone  who  submitted  en- 
tries. The  competition  (judged  by  Peter  and 
Peggy  Freeman)  was  won  by  Daphne 
Mallon.  We  hope  to  get  the  cards  printed  in 
time  for  distribution  in  September. 

Annual  general  Meeting 

Norman  Brown  joined  over  twenty  of  us 
from  South  Wales  for  a  pleasant  evening  at 
the  Smith's  Arms  in  Neath  Abbey  on  May 
10th.  After  a  short  business  meeting  we 
enjoyed  a  delicious  meal  (enhanced  by 
Beryl's  cake)  and  viewed  slides  of  our  young 
people. 

Hazel 


Sense  —  Yorkshire 

Happy  First  Birthday  to  all  of  us. 

Yorkshire  has  had  a  very  busy  and  suc- 
cessful year.  Here  is  just  a  brief  report  of 
some  of  the  year's  activities  and  plans  for 
the  future. 

We  have  lots  of  news  and  will  begin  with 
a  brief  report  of  our  Annual  General  Meeting 
for  those  of  you  who  couldn't  make  it.  We 
had  a  really  pleasant  evening  with  a  good 
attendance. 

Moira  Leahy,  our  Chairperson  spoke  of 
the  function  of  branches  and  stressed  the 
need  for  regional  contact — making  the  role 
of  branches  an  important  one.  Concern  was 
expressed  at  the  Leeds  Education  Commit- 
tee's decision  to  close  Elmete  Hall  in  1 990. 
Respite  Care,  or  the  sad  lack  of  facilities  for 
satisfactory  Respite  Care,  is  seen  as  an 
area  for  branch  activity. 

Our  secretary  Pat  Machin  confirmed  the 
steady  progress  in  our  first  year  with  ever 
increasing  circulation  of  our  Newsletter  and 
a  successful  application  to  Yorkshire  Tele- 
vision Telethon  which  has  enabled  us  to 
establish  a  Branch  Resource  Library. 

In  her  report,  Doreen,  our  treasurer 
thanked  everyone  who  had  helped  raise  the 
funds  for  the  branch. 

One  of  our  aims  for  89/90  is  the  estab- 
lishment of  a  Toy  Library  and  we  have 
applied  to  the  BBC  Children  in  Need  Appeal 
for  funds. 

We  intend  to  maintain  our  awareness  of 
Educational  Provision  for  the  Deaf-Blind  in 


our  region  in  line  with  the  recent  policy 
statement  issued  by  the  D.E.S. 

We  want  to  assist  families  on  an  individ- 
ual basis  whenever  possible. 

It  was  recognised  at  the  meeting  thai 
there  is  a  great  need  for  respite  care.  In  our 
second  year  we  hope  to  investigate  and 
expedite  the  various  kinds  of  care  which  our 
families  require. 


^ 


Welcome  to  Kent 


An  enthusiastic  group  of  parents,  friends, 
professionals  and  Sense  staff  celebrated 
the  formal  opening  of  the  new  Kent  Branch 
at  Maidstone  on  July  6th.  After  speeches  by 
the  Vice-Chairman  Ray  Marriott  and  Nor- 
man Brown,  Sense's  Parent  Liaison  Officer, 
the  gathering  enjoyed  a  wine  and  cheese 
supper. 

The  group  was  started  last  year  by  Sharon 
Wood,  a  teacher  for  visually  and  mentally 
handicapped  people  in  the  Maidstone  area. 
It  is  now  bringing  together  the  parents  of 
handicapped  children  and  young  adults  who 
were  known  by  or  referred  to  her. 

A  small  group  of  parents  began  to  meet 
In  Maidstone,  with  a  range  of  interests, 
problems,  worries  and  Ideas,  from  which 
sprang  two  main  needs:  parent  support  and 
long  term  care. 

It  was  clear  mat  while  the  children  ail 
had  differing  problems,  common  to  all  was 
sensory  loss  and,  in  many  cases,  deaf- 
blindness. 

In  April,  after  a  talk  by  Norman  Brown,  it 
was  agreed  that  these  needs  and  aspira- 
tions would  best  be  served  by  becoming  a 
branch  of  Sense.  Sense's  philosophy,  aims 
and  activities  are  flexible  enough  to  ensure 
that  we  can  embrace  the  widest  body  of 
beneficiaries.  The  Initial  specific  aims  of 
this  Branch  are: 

•  to  be  a  mutual  support  group  for  parents  in 
which  we  exchange  ideas,  discuss  prob- 
lems, organise  social  and  educational 
events  and  be  a  recognised  source  of  infor- 
mation and  contacts. 

•  to  improve  the  provision  of  long-term  p  ost- 
19  care,  including  sheltered  homes,  con- 
tinuation of  education,  training  and  suitable 
occupation. 

The  officers  of  the  Branch  are: 
Chairman:  Sue  Turner 

Vice-Chairman:  Ray  Marriott 

Treasurer:  Boh  Trelford 

Secretary:  Sharon  Wood 

Address:  53,  Charlton  Street, 

Maidstone  Kent  ME16  8LB 


Regional  Roundup  is  compiled  by 
Derry  Newton  in  the  Family  Liaison 
Office,  London. 
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Jessica  Verity  Garrett 

Jess  will  be  three  years  old  in  September, 
so  this  is  a  good  time  for  me  to  be  reflecting 
on  her  progress  and  development. 

Three  years  sees  an  awful  lot  of  change 
and  development  in  the  life  of  any  child  and 
Jess  is  certainly  no  different.  What  I  feel  has 
perhaps  been  different  is  the  amount  of 
growth  and  development  that  I,  as  a  mother 
of  a  Rubella-damaged  child,  have  had  to 
do. 

She  was  diagnosed  as  Rubella  dam- 
aged at  seven  days  old.  It  was  clear  there 
was  something  not  right  from  the  beginning. 
My  full  term  baby  weighed  less  than  5lbs, 
was  rather  spotty  and  had  clearly  been 
reluctant  to  make  her  entrance  into  the 
world  and  had  to  be  delivered  by  Caesar- 
ean  section.  Then  began  the  interminable 
round  of  tests,  X-rays,  scans  to  try  to  deter- 
mine the  extent  of  the  damage,  all  per- 
ceived by  me  through  a  fog  of  pain,  confu- 
sion and  grief  which  would  not  and  could  not 
go  away.  What  I  wanted  was  for  someone  to 
gaze  into  a  crystal  ball  and  tell  me  exactly 
what  we  were  going  to  be  facing  and  then 
give  me  a  magic formulafor  making  it  all  OK. 

Of  course  that  couldn't  happen,  and  really 
it  was  an  awful  long  time  before  the  picture 
became  anything  like  clear.  Jess  had  heart 
surgery  at  8  months  to  close  a  patent  duct. 
She  is  profoundly  deaf,  she  is  quite  small  for 
her  age  and  progress  towards  the  usual 
bench  marks  of  babyhood  like  sitting,  crawl- 
ing and  walking  have  always  been  slow.  I've 
slowly  but  surely  begun  to  realise  that  diffi- 
culties like  these  seem  at  the  time  insur- 
mountable when  presented  in  the  cold  clini- 
cal context  of  the  consultancy  room,  mysti- 
cised  by  words  like  "failure  to  thrive"  and 
"cerebral  palsy".  So  many  "specialists"  have, 
and  still  do,  regularly  look  at  'bits'  of  my 
daughter  and  pronounce  on  what  she  isn't 
doing  that  she  should  be  doing  (at  her  age) 
or  what  she  may  or  may  not  be  able  to  do. 
It  is  sometimes  extremely  difficult  to  keep  a 
clear  perspective  about  what  she  can  do 
and,  more  importantly,  who  she  is. 

Jessica  is  very  much  her  own  person, 
and  a  truly  unique  individual.  Through  all 
our  troubled  time  I  have  never  failed  to  be  in 
awe  of  her  strength  and  determination.  I've 
also  been  thankful  for  the  fact  that  her  vision 
does  not  appear  to  have  been  significantly 
damaged  but  then  the  list  of  'things  I  am 
thankful  for'  could  take  up  pages.  She's 
very  bright  and  intelligent  and  communi- 
cates very  well  using  BSL  which  we  are  all 
learning  together  in  our  different  ways. 

The  Family  Advisory  Service  really 
started  me  on  the  road  to  being  a  useful 
parent  to  Jess  rather  than  a  mess  of  anxiety 
and  worry.  We  have  been  to  the  Family 
Centre  in  Birmingham  three  times  now,  and 
we  are  starting  to  look  on  it  as  our  regular 
"fix"  and  antidote  to  the  other  necessary  but 
stressful  support  services. 

Meantime,  Jess  is  our  joy  and  delight. 
She's  going  to  take  her  first  steps  any  day 
now  (we've  only  been  saying  that  for  10 
months),  she  chatsand  jokes  with  herhands 
and  eyes,  and  can  charm  the  birds  out  of  the 
trees. 

Maggie  Garrett, 

108  Church  Lane,  Meanwood, 

Leeds,  LS6  4NR 


A  happy  wedding  day 

Since  she  was  old  enough  to  consider  such 
things  our  eldest  daughter  Jo  has  always 
said  that  when  she  got  married  she  wanted 
her  brother  Ian  to  be  there.  I  had  always 
thought  "Help,  how  are  we  going  to  manage 
that?  How  will  he  behave?  What  will  he 
wear?  Who  will  look  after  him?" 

Well,  on  June  3rd  this  year,  Jo  married 
Paul  at  our  local  church  and  we  had  the 
reception  at  a  nearby  hotel.  A  traditional 
wedding  with  all  the  trimmings  to  make  it  a 
really  wonderful  day.  The  icing  on  the  cake 
for  us  all  was  having  Ian  there  —  beautifully 
behaved,  wearing  a  smart  suit,  white  shirt, 
special  tie,  buttonhole  and  brand  new  shoes. 
He  was  looked  after  by  Karen,  his  personal 
tutor  and  special  friend  from  Sense-in-the- 
Midlands,  and  her  boyfriend  Gary.  That  is 
the  end  of  the  story  ... 

The  beginning  goes  back  to  September 
of  last  year  when  I  told  Karen  that  we  were 
having  a  wedding  next  summer  and  how 
would  she  feel  about  bringing  Ian. 

His  programmes  began  almost  immedi- 
ately. Two  aspects  which  needed  working 
on  were  his  great  reluctance  to  sit  down  for 
a  second  longerthan  was  absolutely  neces- 
sary to  eat  his  meals  and  his  complete 
refusal  to  wear  anything  but  tracksuits.  It 
had  already  been  decided  to  work  on  both 
these  areas  of  lan's  behaviour  but  now 
there  was  a  deadline  of  June  3rd. 

To  persuade  him  to  sit  down  for  longer 
periods  he  was  encouraged,  cajoled  and 
bribed,  mainly  with  the  promise  of  more 
food.  He  slowly  began  to  understand  the 
meaning  of  "wait"  so  that  he  would  sit  and 
wait  for  an  increasing  length  of  time  for  his 
drink  or  pudding,  or  to  be  allowed  to  get  off 
the  chair.  He  was  "programmed"  to  sit  down 
for  two  minutes  several  times  a  day,  and  the 
periods  of  time  were  gradually  lengthened 
until  sometimes  he  would  sit  and  wait  for  up 
to  twenty  minutes. 

To  persuade  Ian  to  wear  more  appropri- 


ate clothes  was  a  different  type  of  problem. 
It  was  only  overcome  through  the  enormous 
perseverance  and  determination  of  Karen 
and  all  the  staff  involved.  It's  a  long  story  but 
when  Ian  eventually  actually  wore  a  proper 
pair  of  trousers,  everyone  at  Sense-in-the- 
Midlands  knew  about  the  great  achieve- 
ment. 

Once  the  trousers  had  been  accepted,  a 
member  of  staff  brought  in  some  of  his  own 
short-sleeved  shirts  to  try  Ian  with.  A  short 
while  later  came  the  ties.  Once  the  battle 
was  won,  there  could  be  no  going  back,  no 
lapses  into  tracksuits.  So  Ian  became  the 
smartest  person  on  site.  He  was  the  only 
one  to  go  to  the  gym  wearing  a  shirt  and  tie 
and  I'm  not  really  convinced  they  even  let 
him  change  his  trunks  to  go  swimming! 
Then  came  the  day  Karen  suggested  buy- 
ing him  a  suit  for  the  wedding.  Peter  brought 
in  an  artificial  buttonhole  for  him  to  get  used 
to. 

On  June  3rd  Ian  looked  wonderful.  He 
sat  with  Karen  and  Gary  through  the  church 
service  and  in  the  bar  and  restaurant  at  the 
reception  with  only  a  few  packets  of  sweets 
as  bribes.  We  were  all  so  proud  of  him,  he 
really  made  the  day  for  us. 

This  is  only  a  small  part  of  the  story,  just 
a  tiny  indication  of  all  the  time,  effort,  pa- 
tience and  love  that  went  into  getting  Ian  to 
his  sister's  wedding.  It  is  typical  of  the  whole 
philosophy  and  attitude  towards  the  stu- 
dents at  Sense-in-the-Midlands. 

So  we  all  want  to  say  an  enormous 
public  thank  you  to  everyone  there  for  their 
hard  work,  their  caring  attitude  and  their 
genuine  pleasure  in  what  is  a  small  but  so 
important  and  significant  achievement  in 
lan's  life.  But  most  especially  of  course  to 
Karen  and  all  in  Flat  5  for  making  June  3rd 
such  an  extra  special  day  for  the  Cloke 
family. 

Gini  Cloke 

See  photograph  on  page  4 
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Helen  Brennan 

It  has  been  a  long  time  since  we  last  wrote 
about  Helen. 

Helen  is  now  20  years  old  and  until  six 
weeks  ago  was  attending  the  Northern 
Counties  School  for  the  Deaf  in  Newcastle. 
Here  she  was  making  tremendous  prog- 
ress both  in  self-help  and  housecraft  skills, 
albeit  very  slowly. 

Helen  went  through  a  very  unhappy 
period  when  she  became  a  very  emotional 
and  physical  young  lady.  It  involved  fre- 
quent violent  outbursts.  She  was  very  set  in 
herself  and  she  didn't  want  to  know  any- 
thing except  her  own  little  corner  and  books. 

There  was  very  little  explanation  for  this 
drastic  change  in  Helen  except  perhaps 
adolescence'  and  that  she  would  probably 
grow  out  of  it  —  thankfully,  she  did. 

On  the  6th  June,  Helen  went  to  Poole- 
mead  in  Bristol.  Whether  this  was  a  good 
move  or  not  we  don't  know  as  yet — it  takes 
time.  It  was  and  still  is  a  very  distressing 
time  for  both  Helen  and  her  family.  There 
were  many  different  emotions  going  through 
our  minds  as  we  left  her  there  and  waved 
goodbye  to  her,  the  major  one  being  guilt. 

What  must  Helen  be  thinking,  to  be  left  in 
totally  strange  surroundings  by  her  family 
who  she  hasn't  seen  since.  She  must  be 
feeling  so  confused,  frustrated,  anxious, 
upset ...  the  list  is  endless. 

How  we  left  her  there  that  day  and 
shrugged  off  her  hand  as  she  tried  to  come 
back  with  us  I'll  never  know!! 

Linda  Brennan  (sister) 


Paul  Taylor 

At  the  beginning  of  the  year  Laura  Pease 
returned  from  maternity  leave  so  there  was 
a  new  teacher  for  Paul.  Not  really  new 
because  Paul  has  now  gone  full  circle  as 
Laura  was  his  first  teacher.  She  had  begun 
the  breaking  through  of  the  barrier  of  fear 
that  Paul  had  built  around  himself.  So,  five 
years  later,  Paul  would  work  for  Laura,  after 
he  went  through  the  "let's  see  just  how  far  I 
can  go  before  she  cracks"  stage. 

When  Paul  began  to  realise  that  Laura 
has  the  experience,  attended  the  talks,  and 
read  the  books,  he  must  have  really  had  to 
think  this  teacher  out.  The  answer  came  to 
him.  Each  time  Laura  told  him  O.R.  (object 
of  reference)  work,  Paul  went  to  his  shelf  — 
gave  Laura  the  correct  O.R.  80%  of  the 
time,  sat  at  the  table  and  wet  his  trousers!  A 
few  weeks  later  wet  trousers  did  not  have 
the  effect  anymore  as  Paul  was  told  to  go  to 
the  loo  before  table  top  work.  Paul  is  now 
able  to  copy  different  lines  —  zig-zags, 
circles,  straight.  Matching  toy  horses  with  a 
rider,  little  people  in  cars,  build  a  high  tower, 
pre-number  skills,  3  cups  and  3  saucers  etc. 

His  mobility  is  increasing,  although  he 
still  likes  to  hold  the  nearest  hand  when 
climbing  or  standing  a  few  feet  from  the 
ground.  With  his  O.R.,  (the  best  invention 
ever)  Paul  feels  and  knows  what  is  going  on 
and  what  is  expected  of  him. 

We  had  a  problem  back  in  the  spring 
when  every  time  Paul  left  our  house  walking 
or  by  car,  he  'blew'  a  temper  tantrum  until 
we  were  back  indoors  again.  This  even 
happened  when,  taken  into  the  main  shop- 
ping area  Paul  was  confused  —  am  I  going 


down  the  road  to  school  or  back  home 
again?  I  even  had  a  few  kicks  or  a  little  pinch 
on  the  arm.  At  school  Paul  was  reacting  the 
same  way,  even  when  he  went  horse  riding 
which  he  loves.  So  with  Laura's  help  we  all 
used  an  O.R.  connected  with  the  journey. 
Problem  now  over  —  fingers  crossed. 

Paul's  class  went  to  the  Tower  of  Lon- 
don. They  all  looked  as  if  they  had  a  won- 
derful time  on  the  photographs.  Paul  ap- 
peared in  a  suit  of  armour  and  was  knighted. 
All  the  children  were  able  to  try  on  robes, 
crown  and  rings. 

Paul  has  built  up  a  very  close  relation- 
ship with  his  present  assistant,  Maggie. 
She  gives  him  a  massage  every  day  which 
helps.  In  fact  if  Maggie  is  not  in  school,  Paul 
cries.  Who  says  we  parents  or  profession- 
als become  too  fond  of  the  children?  I  think 
it  has  to  work  both  ways.  If  we  don't  become 
close,  how  can  achievements  be  made?  It 
all  has  to  be  trust,  love,  patience. 

Paul  now  being  10  years  old  is  wanting 
more  of  a  social  life.  He  goes  to  a  youth  club 
run  at  Whitefield  each  Tuesday  during  term 
time.  It's  his  little  bit  of  integration.  He  al- 
ways goes  to  the  right  entrance  and  door. 
He  has  one  night's  respite  on  Wednesday. 
I've  been  working  hard  on  the  local  council 
for  more  respite.  I  hope  that  the  'powers  that 
be'  are  beginning  to  listen  more.  They  actu- 
ally now  ask  Gary  or  me  onto  committees. 
We  do  have  a  young  adults'  club  for  deaf 
and  hard  of  hearing  and  I'm  hoping  that  as 
Paul's  sign  language  increases  he  will  be 
able  to  attend. 

We  want  Paul  to  have  the  best  of  both 
worlds,  live  at  home  and  go  to  school  each 


day  like  other  children  but  as  Paul  is  grow- 
ing he  becomes  more  demanding  and  Gar) 
and  I  are  not  getting  any  younger. 

The  DES  Policy  Statement  offers  a  new 
chance  for  ourchildren,  Taylor-made  (sorry  ^ 
for  children  like  Paul  who  has  a  teacher  o 
the  blind  3:2  ratio  but  still  those  words 
'teacher  of  the  deaf-blind' are  missing.  LEAs 
cannot  ignore  our  families  anymore,  oui 
children's  special  needs  must  be  met  anc 
LEAs  will  listen  if  the  DES  says  they  have  to 

Our  next  step  up  the  education  laddei 
will  be  when  Paul  reaches  the  age  of  12 
years  to  14  years  as  then  the  Disablec 
Persons  Act  1986  will  apply  to  him.  I  have 
begun  reading  Section  5  and  6  as  this 
covers  school  leavers.  'Breaking  Through 
is  very  helpful. 

The  summer  holidays  have  just  begun. 
Paul  will  be  having  his  Sense  holiday  ir 
Ashburton,  Devon.  From  what  other  par- 
ents have  told  me,  Paul's  fear  of  heights  wil 
be  killed  or  cured.  He  misses  his  schoo 
friends  during  holidays.  The  isolation  must 
be  just  as  bad  as  the  frustration  for  all  our 
children  but  on  the  Sense  holiday  he  will  al 
least  be  with  his  friends  again. 

I  will  finish  by  saying  thanks  to  two  people 
who  have  moved  on  to  pastures  new,  but  in 
the  same  field  (sorry,  I've  done  it  again!), 
Jane  Evans  and  Paul  Ennals.  They  are  both 
very  caring  people  with  101  per  cent  dedi- 
cation to  the  deaf-blind,  multi-handicapped 
and  their  families. 

Hope  to  see  lots  of  you  again  at  the 
Weekend  Away  in  September. 

Christine  Taylor 

26  Albion  Rd,  London  E17  3HZ 
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Ann  Whatley 

Ann  was  born  in  1940  and  is  deaf-blind  from  rubella.  I  have  not 
written  news  about  her  for  several  years.  I  am  now  so  thankful 
to  say  that  after  two  years  struggle  by  her  Social  Workers,  Paul 
Ennals,  Peter  Holman,  Bernard  Harding  O.B.E.  (President 
Sense  SW)  and  my  MP,  supplementary  funding  has  been 
granted  by  Devon  Social  Services  for  Ann  to  go  to  Poolemead. 
She  has  been  promised  the  next  vacancy,  so  I  hope  the  wait  will 
not  be  too  long. 

Adding  to  her  problems,  last  August  her  house  parents  of  8 
years'  standing  (all  the  time  she  has  been  resident  at  the 
Camphill  Devon  Community  here)  retired  and  there  was  no  way 
of  explaining  this  to  her.  The  new  houseparents  are  a  young 
couple.  Ann  naturally  was  thoroughly  upset  in  every  way  and  it 
was  a  good  three  months  before  she  settled  down  again.  It  was 
of  course  most  distressing  for  me  to  see  her  unhappiness  and 
the  houseparents  admit  they  cannot  give  her  the  support  she 
needs.  So  you  can  imagine  how  much  more  important  it  was  to 
obtain  the  supplementation.  Now  Ann  can  look  forward  to  a  life 
where  she  will  have  all  the  very  specialised  support  and  rehabili- 
tation she  so  badly  needs. 

Mrs  M.  Joan  Whatley,  "Blackball",  50  Oaklands  Park, 


Ann  (left)  with  two  of  her  friends 


with 


Helen  White 

It  is  a  very  long  time  since  I  last  wrote 
with  news  of  Helen,  soon  after  she 
went  to  Poolemead,  I  think.  She  will 
have  been  there  for  three  years  at  the 
beginning  of  October.  Recently  there 
have  been  a  number  of  staff  changes. 
These  seem  not  to  have  affected  He- 
len too  much.  When  I  commented  on 
this,  fearing  that  perhaps  Helen  was 
not  sufficiently  awake  or  fond  enough 
of  other  people  I  was  relieved  to  be  re- 
assured about  her. 

Helen  is  so  obviously  much  happier 
and  calmer  now  than  she  has  been  for 
possibly  half  her  life,  especially  since 
she  started  going  to  Poolemead's  ODU 
(Occupational  Development  Unit).  Now 
there  is  someone  for  the  students 
"special  needs". 

Order!  Order! 

Every  now  and  again  over  the  years  Helen 
has  spoken  some  phrase  or  even  sentence 
relevant  to  the  situation  but  months,  even 
years,  would  pass  between  such  utterances. 
Lately,  even  before  she  left  Chelmsley,  we 
have  noticed  that  she  has  become  more 
vocal  and  there  now  seem  to  be  more 
recognisable  speech  sounds.  Sometimes 
she  sounds  as  if  she  is  rehearsing  what  to 
say,  how  to  frame  it,  going  over  and  over 
similar  noises  for  almost  the  whole  journey 
home  from  Twerton  for  instance.  On  one 
occasion  variations  on  the  theme  of  "bug- 
gerlugs"  threatened  my  driving  as  I  won- 
dered where  that  came  from.  At  other  times 
she  seems  to  be  fond  of  Audra  or  Audrey. 
Then  perhaps  she  is  mocking  the  speaker 
by  calling  "Order!  Order!" 

While  she  was  home  last  Christmas  she 
excelled  herself  with  four  remarks  during 
her  five  day  stay.  We  always  visit  a  friend 
with  a  mentally  handicapped  son  who  brings 
all  his  toys  to  Helen,  nearly  crowding  her  out 
of  the  chair.  His  mother,  Ann,  couldn't  help 
laughing  at  Helen's  deep  sigh  and  the  'Oh 
dear,  oh  dear',  and  asked  me  if  we  had 
really  heard  what  we  thought  we  had. 

Helen  did  almost  all  our  washing  up  at 
Christmas  and  one  evening  announced  to 
her  Aunt  Pam  and  me  "I  dit  it,  I  did  it".  I  told 


her  she  had  indeed  and  had  done  it  very 
well  too,  to  which  her  response  was:  "I 
know,  I  know". 

Returning  to  Poolemead  one  day  Pam 
slowed  down  at  one  point  for  a  roundabout. 
Helen  took  her  to  task  "Go  on,  go  on"  she 
instructed.  While  I  can't  help  thinking  that 
the  increased  one  to  one  attention  Helen 
has  now  must  be  the  cause  of  her  under- 


standing more,  I  know  I  have  a  habit  of 
repeating  things  in  this  way.  How- 
ever, I  will  not  hope  for  more.  After  all 
these  years  I'm  happy  to  take  what 
comes,  when  and  if  it  comes. 

Because  of  Geoff's  heart  attack 
just  before  Easter  and  my  broken 
ankle  since,  we  have  seen  rather  less 
of  Helen  this  year.  We  understand 
that  she  is  enjoying  other  pursuits  as 
well  as  horse-riding,  swimming, 
bouncing,  pottery,  woodwork  and  gar- 
dening in  addition  to  her  favourite, 
preparing  food.  As,  like  us,  she  needs 
to  diet  Andrew  her  brother  decided  to 
help  her  combine  two  of  these  activi- 
ties by  buying  her  a  bean-sprouter 
and  beans  for  Christmas.  We  are  told 
she  thoroughly  enjoys  this  "garden- 
ing", understanding  well  what  she  is  doing. 
We  are  looking  forward  very  much  to 
seeing  her  at  Andrew's  wedding  in  August. 

Margaret  White 

115  Lutterworth  Road 

Nuneaton 

Warwicks 

CV11  6QR 


Dawn  Kemsley 

Five  years  ago  my  daughter  Dawn  entered 
the  Manor  House  after  a  long  and  arduous 
struggle.  She  took  the  first  five  weeks  to 
settle  into  the  routine  and  her  new  environ- 
ment but  soon  she  began  to  make  satisfac- 
tory progress  and  to  show  potential. 

When  Dawn  came  home  for  the  first 
holiday  I  was  delighted  with  her  progress. 
She  had  mastered  the  art  of  peeling  pota- 
toes which  she  did  continually  for  the  two 
weeks  she  was  home!  Since  then  she  has 
accomplished  many  things  including  bed- 
making,  cleaning  her  bedroom  and  using  a 
twin  tub  washing  machine. 

Sadly,  two  years  ago  a  possible  long- 
term  effect  of  the  Rubella  infection  appeared, 
resulting  in  Dawn  having  Grand  Mai  epilep- 
tic fits.  She  was  prescribed  phenobarbitone 
and  other  drugs  and  sadly  this  resulted  in 
side-effects  such  as  screaming,  head-bang- 
ing and  violent  changes  of  mood. 


Last  September  we  saw  Dr  Simhadri 
from  the  Gloucester  Centre,  Peterborough, 
who  stopped  the  phenobarbitone  and  started 
her  on  epilim.  She  had  her  last  Grand  Mai 
last  September  but  her  moods  are  still 
unpredictable.  Recently  she  has  appeared 
much  happier  and  has  now  taken  up  horse- 
riding  and  ice-skating. 

The  Manor  House  is  a  marvellous  place 
for  our  deaf-blind  young  people.  The  dedi- 
cation and  patience  of  each  member  of  the 
staff  cannot  be  excelled.  Sadly  this  is  not  a 
permanent  home  for  our  young  deaf-blind. 
My  dream  is  that  one  day  we  shall  have 
such  a  home  as  the  Manor  House  in  York- 
shire. 

Fourteen  months  ago  I  remarried.  James, 
my  husband,  has  shown  patience  and  kind- 
ness to  Dawn.  This  can't  have  been  easy  for 
him  as  he  knew  nothing  of  deaf-blindness 
and  all  the  traumas  it  brings. 

Doreen  Holt 
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Clogs  and  Maypoles 


A  restful  week  in  Holland?  Well  that's  what 
the  seventeen  of  us  hoped  for  —  it  may  not 
have  met  our  expectations  in  that  respect 
but  it  was  a  splendid  week  at  Nijmegen.  A 
group  of  deaf-blind  young  people  including 
students  from  Poolemead,  Henshaws,  the 
Manor  House  and  Sense-in-the-Midlands 
made  up  the  intrepid  party  under  Carmel 
Perry's  capable  organisation. 

Itdidn'tgetofftothe  most  wonderful  start 
though.  The  security  people  at  the  airport 
thought  the  pins  in  Tony's  legs  were,  in  fact, 
guns:  as  bleepers  went  off  on  all  sides,  Tony 
and  Andrew  considered  this  a  great  joke. 
The  security  men  did  not  consider  this  a 
serious  enough  approach  to  the  situation! 
Carmel,  who  went  along  under  the  guise  of 


Holiday  Leader  (a  misnomer  if  ever  there 
was  one),  arrived  in  Amsterdam  minus  her 
luggage.  Evidently  the  Dutch  knew  about 
her  and  were  anxious  to  get  her  back  to 
London  as  quickly  as  possible.  Eva  and 
Susan  from  the  Manor  House  spent  their 
holiday  lending  Carmel  intimate  items  to 
use  or  wear  as  the  veneer  of  hygiene  and 
respectability  had  to  be  kept  up. 

Activities  during  the  week  included  break- 
fast in  an  old  brewery  —  not  quite  as  inebri- 
ating as  it  sounds,  though  we  did  manage  a 
few  samples  —  just  to  check  they  were  up 
to  scratch.  Chris  and  Steven  from  Sense-in- 
the-Midlands  and  Stephen  and  Helen  from 
Poolemead  were  so  rigorous  in  their  exami- 
nations that  they  had  to  be  forced  out. 


Susan  White,  Steven  Bottoms  and  Dipak  Sacchania  at  the  African  Museum 


I  love  Arran 


One  hot  sunny  Saturday  in  June,  myself 
and  Anne-Marie  (social  tutors)  set  off  from 
Overbridge  with  Lesley  and  Alison  for  a 
week's  holiday  on  the  beautiful  Isle  of  Arran. 
As  we  had  holidayed  there  the  year  before 
the  girls  were  able  to  anticipate  the  journey 
that  would  follow  and  we  all  set  off  excitedly. 
We  were  driven  down  to  Ardrossan  where 
we  caught  the  ferry  to  Brodrick.  It  was  a 
beautiful,  hot,  sunny  day  and  we  all  enjoyed 
the  boat  journey,  looking  out  over  the  sea  to 
catch  the  first  glimpse  of  our  'holiday  place'. 
There  it  was,  glinting  in  the  sunlight,  Arran. 
We  disembarked  at  Brodrick,  struggling  with 
our  bags  and  made  our  way  to  the  'holiday 
house'.  The  self-catering  apartment  was 
light  and  spacious  and  had  everything  we 
could  possibly  need.  The  girls  shared  a 
room  and  had  their  own  shower  and  toilet. 
It  took  us  no  time  at  all  to  settle  in.  Once 
unpacked,  Lesley  promptly  fell  asleep  with 
the  cumulative  effect  of  sun,  fresh  air  and 
antihistamines. 


We  had  a  glorious  week  of  hot,  sunny 
weather.  We  spent  our  week  visiting  the 
local  shops  and  tea-rooms  as  well  as  the 
Castle,  the  swimming  baths  and  the  local 
heritage  museum.  Lesley  and  myself  went 
for  a  few  long  walks  which  I  think  Lesley 
surprised  even  herself  by  enjoying. 

We  slowed  the  pace  of  the  week  right 
down  to  compensate  for  Lesley's  hayfever 
and  the  hot  weather.  By  the  end  of  the  week 
we  were  all  happy  and  relaxed.  The  girls 
were  both  very  independent  during  our  week 
away,  washing,  cooking  and  cleaning  for 
themselves.  They  managed  admirably  after 
the  initial  shock  of  realising  that  nobody  was 
going  to  do  it  for  them!  It  was  an  ideal 
learning  environment  to  which  both  girls 
adapted  very  well.  They  worked  well  as  a 
team  'pulling'  together.  It  was  also  an  ideal 
signing  environment.  As  there  were  only 
four  of  us  we  had  all  the  time  in  the  world  to 
communicate. 

Lorna  Dunn,  Overbridge  Centre 


A  trip  to  the  wonderful  African  Museum 
was  followed  by  an  African  Music  Night. 
Much  bongo-thumping  ensued.  Dipak  and 
Tony  displayed  considerable  expertise. 
Mitch,  however,  did  not. 

A  trip  into  Amsterdam  for  the  day  had 
Susan  and  Eva  doing  an  architectural  sur- 
vey of  the  city.  Susan  made  us  all  jealous 
later  with  herfaultless  drawings  of  the  splen- 
did buildings,  done  from  memory.  The  Inter- 
national Evening  was  preceded  by  a  Dutch 
clog  dancing  ensemble.  Tony  persuaded 
the  dancers  that  he'd  look  infinitely  better  in 
theiroutfits.  Ray,  however,  didn't  much  fancy 
the  idea  of  leaping  around  with  blocks  of 
wood  on  his  feet. 

We  had  planned  as  our  contribution  to 
the  International  Evening  that  we  would  do 
a  typical  British  Maypole  dance.  A  short 
while  before  we  were  due  to  appear,  we 
discovered  that  the  German  group  were 


Hot  Lazy 

days  in  the 

Glens 

The  first  of  the  three  Sense  in  Scotland 
holidays  this  year  has  already  returned 
bronzed  (and  burnt,  in  some  cases)  after  a 
week  of  glorious  weather  and  gentle  activity 
in  and  around  Pitlochry. 


Lynn  Gilmour  and  Helen  Peattie  on  the 
swings 

A  fair  few  miles  were  clocked  up  visiting 
some  of  the  many  attractions  in  the  area: 
Dunkeld,  Aberfeldy  and  a  working  water 
mill,  through  Glen  Shee  and  along  Royal 
Deeside  to  the  "Story  Book  Glen"  near 
Aberdeen  (large  fibreglass  models  of  chil- 
dren's stories),  Scone  Palace,  Blair  Castle 
(home  to  the  Duke  of  Atholl)  and  shopping 
for  souvenirs  in  Perth.  It  really  was  too  hot 
to  do  anything  energetic  —  lunches  length- 
ened into  lazy  afternoons!  We  did  manage 
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going  to  do  ...  a  typical  German  Maypole 
Dance.  A  little  short  on  time  (and  in  some 
cases,  talent)  we  opted  for  Tony  to  do  his 
brilliant  Laurel  and  Hardy  and  Charlie 
Chaplin  impersonations  and  Maureen  and 
Sandra  from  Henshaw's  did  a  beautiful 
dance  sequence  that  brought  tears  to  many 
eyes!  Julia  was  our  spokesperson  for  the 
evening. 

Anne  from  Dublin  followed  it  up  with  a 
tale  of  dubious  morality  which,  naturally, 
was  thoroughly  enjoyed.  The  journey  home 
was  less  exciting  though  because  although 
Tony  set  off  all  the  bleepers  at  the  airport 
again,  nobody  lost  any  more  luggage. 

Carmel  got  her  baggage  on  the  way 
back  and  smugly  went  home  with  a  case 
load  of  clean  clothes.  Such  complacency 
finds  its  own  rewards  though.  She  returned 
home  to  a  flooded  bathroom  and  no  kitchen 
ceiling.  But  that's  another  story. 


Ewen  Farquharson  pushes  Lyn  Bell  In 
her  buggy  while  Margaret  Somerville 
looks  on 

>  couple  of  trips  to  the  swimming  pool  for  a 
splash  about  and  to  'chute'  the  flumes.  We 
also  managed  a  ride  in  a  horse  and  cart  at 
a  Heavy  Horse  Centre,  after  talking  to  the 
animals  and  feeding  them  grass.  One  group 
went  pony  trekking  through  the  grounds  of 
Blair  Castle  to  the  delight  of  some  and  the 
pain  of  others.  All  this,  the  scenery  and  the 
sunshine  made  it  a  fabulous  week. 

A  little  apprehensive  at  first  perhaps, 
our  wonderful  group  of  volunteers  kept  the 
children  amused  and  entertained,  without  a 
moment  to  ponder  what  they  had  let  them- 
selves in  for  and  without  a  grumble.  It  wasn't 
long  before  everyone  was  "mucking  in"  and 
mucking  about,  especially  when  "messy 
play"  was  the  order  of  the  day.  Thanks  to 
everyone  for  all  their  hard  work  and  particu- 
larly to  Isobel  Thomson,  our  holiday  leader. 
But  most  of  all,  thanks  to  the  children;  we 
hope  you  enjoyed  yourselves  and  had  a 
good  time. 

Ben  Spencer 


Sheena  Tulloch  honoured 

Sheena  Tulloch,  who  last  year  won  a  Whitbread  Community  Care  Award  for  her 

role  in  setting  up  Overbridge,  was  honoured  with  an  MBE  in  the  Queen's  Birthday 

Honours  List.  Sheena,  whose  son  Richard  is  now  seventeen  and  a  pupil  at 

Pathways,  has  been  an  active  member  of  Sense  in  Scotland  for  many  years. 

Sheena  chairs  the  Scottish  Adult  Services  Working  Group,  the  Overbridge 

Advisory  Panel  and  is  the  longest  serving  member  of  the  Scottish  Advisory  Panel. 

The  MBE  was  awarded  in  recognition  of  Sheena's  contribution  to  the  development 

of  Sense-in-Scotland  and  other  voluntary  and  community  groups.  Peter  Bennett 

talked  to  Sheena  about  her  varied  career. 


If  Sheena  had  achieved  her  ambition  to 
train  as  a  doctor  in  early  post  war  years  her 
energy  and  talents  would  no  doubt  have 
taken  her  far.  Circumstances  prevented  her 
and  she  trained  as  a  Registered  Nurse  at 
the  Royal  Infirmary,  Edinburgh  instead.  Per- 
haps providence  had  more  important  things 
in  mind  for  her? 

She  soon  married  John  who  is  a  doctor. 
She  went  to  Jamaica  with  him  for  six  years 
where  John  was  Senior  Lecturer  in  Medi- 
cine. Later  they  moved  to  Uganda  where  he 
was  Professor  of  Medicine.  In  these  years 
Sheena  sometimes  worked  as  a  part-time 
nurse  or  for  the  Medical  Research  Council. 


Once  she  was  a  school  secretary.  By  the 
time  the  Tullochs  came  home  from  Africa  in 
1966  they  had  four  children. 

John  returnedtothe  NHS.  Richard  joined 
the  family  in  January  1973.  He  was  six 
months  old  and  had  suffered  injury  at  birth 
which  left  him  with  little  sight  and  hearing 
and  some  mental  handicap. 

For  many  years  Sheena  had  worked 
with  the  Girl  Guides  in  Angus  "in  many 
guises"  followed  by  five  years  as  'Scottish 
Advisor'  to  Handicapped  Members.  Now 
she  is  honoured  as  one  of  the  Vice-Presi- 
dents of  the  Angus  Association. 

In  1973  she  started  a  playgroup  for 
handicapped  children  under  the  auspices 
of  the  Scottish  Society  for  Mentally  Handi- 
capped; this  group  is  still  running  sixteen 
years  later  but  now  by  the  local  authority  as 
a  special  nursery  and  long-term  assess- 
ment unit. 

For  12  years,  every  Summer  and  Au- 
tumn Saturday  has  been  devoted  to  the 
Angus  group  of  Riding  for  the  Disabled. 
Sheena  had  joined  Sense  (under  whatever 
title  we  had  then!)  in  1972  but  lost  touch  as 
there  was  only  one  other  member  in  Scot- 


land! She  was  delighted  to  find  the  Scottish 
Branch  thriving  under  Gill  and  Jerry  Morbey 
when  she  recontacted  Sense  in  1980. 

Pausing  to  take  a  BA  Hons  in  Social 
Sciences  and  graduating  in  1983,  Sheena 
soon  swept  up  with  Gill  into  the  Scottish 
Post  School  Project  —  which  became  the 
Overbridge  Centre.  Sheena  has  been  "help- 
ing out"  Sense  in  Scotland  ever  since. 

One  feels,  when  meeting  Sheena  and 
her  husband  John,  that  here  are  a  happy 
and  devoted  couple  who  have  been  blessed 
in  their  married  life  and  their  abilities.  They 
share  the  same  firm  Christian  belief  and  the 
conviction  that  "everybody  is  precious". 

Home  is  a  village  where  John,  now  re- 
tired from  Medicine,  keeps  the  garden  look- 
ing super.  He  manages  this  in  between  the 
work  he  does  as  Chairman  of  Sense  in 
Scotland's  Executive  Committee  and  Advi- 
sory panel,  and  being  an  Elder  of  the  Church 
of  Scotland. 

They  share  an  active  love  of  music.  Their 
four  other  children  plus  spouses  and  six 
grandchildren  are  regular  visitors  and  a 
constant  source  of  fun  and  joy. 


Emrys  Lloyd 

Our  Treasurer,  Emrys  Lloyd,  is  retiring  this 
year. 

Emrys  has  been  with  Sense  since  the 
spring  of  1 983.  We  were  fellow-members  of 
the  London  Symphony  Chorus  and  at  one 
Saturday  afternoon  rehearsal  we  were 
chatting  and  I  asked  him  what  he  was  up  to. 
"Well,  I  have  hust  retired  from  Community 
Service  Volunteers.  Can  I  help  you  out  at 
all?"  A  simple  question  with  a  very  ready 
response,  as  we  had  just  lost  our  Honorary 
Treasurer  at  very  short  notice  to  paid  em- 
ployment. 

I  do  not  know  with  how  much  pleasure 
and  regret  Emrys  now  recalls  making  that 
offer.  Certainly  he  has  been  centrally  and 
crucially  involved  in  the  monumental  devel- 
opment of  the  Association  since  those  first 
days  of  his  when  we  inhabited  just  two  floors 
at  Gray's  Inn  Road. 

During  our  growth  period  1 983  —  1 989, 
when  many  a  rocky  path  was  trod,  Emrys 
provided  a  solid  and  sure  focal  point  which 
many  times  informed  and  supported  us,  the 
risk-takers. 

In  July  1988,  at  the  Family  Centre,  Eal- 
ing, we  had  a  marvellous  party  to  celebrate 
Emrys'  70th  birthday  and  his  formal  retire- 
ment from  Sense's  payroll. 

My  personal  gratitude  for  his  support 
over  these  years  is  immense,  and  I  shall 
miss  his  energy  and  wisdom  greatly. 

For  those  who  would  like  to  keep  in 
touch,  Emrys  can  be  found  at:  27,  Brookland 
Rise,  London  NW11  (Tel.  01-458  2655). 

Rodney  Clark 
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LETTERS 


May  I  say  for  the  record  how  much  I  enjoyed 
Is  it  All  Right  Just  to  Play?'  by  Christine 
Laffan  in  the  last  issue  of  Talking  Sense. 

I  can  still  remember  when  the  word  'stimu- 
lation' meant  more  to  Paul's  physical  and 
mental  growth  than  his  baby  feeds  or  drugs. 
The  word  'stimulate'  seemed  stamped  on 
his  forehead.  I  must  make  him  do  some- 
thing, anything.  One  evening  I  found  my- 
self, while  ironing,  making  four  month  old 
Paul  hold  a  rattle  because  it  was  red  and  it 
would  encourage  him  to  grip.  My  playing 
with  Paul  as  my  baby  didn't  really  happen 
until  Paul  looked  at  me  for  the  first  time;  he 
was  nine  months  old  by  then. 

So  can  I  say  to  parents  —  yes,  your  child 
needs  stimulation  but  s/he  also  needs  family 
life,  if  this  is  possible.  All  that  Christine 
Laffan  wrote  is  true.  No  educational  toy  can 
take  the  place  of  a  child  in  a  loving  family 
and  feeling  that  they  are  part  of  that  family. 
Don't  forget  if  you  are  tense,  so  are  they! 

Christine  Taylor 


ifc) 


I  am  someone  who  has  never  been 
involved  with  deaf-blind  people  before.  I 
would  like  to  thank  Sense  in  Scotland  for 
inviting  me  to  what  was  a  very  well  organ- 
ised and  enlightening  conference,  last 
weekend. 

Sense  in  Scotland  certainly  managed  to 
get  the  message  across  to  the  few  of  us,  like 
myself,  who  were  totally  unaware  of  the 
difficulties  which  surround  the  parents  of 
deaf-blind  children. 

Yours  faithfully 

Alan  McNeill 


Letters  are  always  welcome  on  any 

subject  of  interest  to  readers. 

Please  write  to: 

Colette  Mercer,  Editor 

Talking  Sense 
31 1  Grays  Inn  Road 
London  WC1X8PT 


PEN     FRIENDS 


Mark  who  is  28  would  like  a  penfriend. 
He  was  formerly  at  Poolemead  but 
now  lives  independently.  He  is  inter- 
ested in  all  country  activities  especially 
sheep  dog  trials  and  horse  riding.  Other 
things  he  is  interested  in  are  canals, 
snooker  and  vintage  cars.  Mark  enjoys 
gardening,  pottery  and  painting. 

Mark  can  read  large  print  and  is 
deaf;  his  address  is: 

30  Dominion  Road 
Twerton  on  Avon 
BathBA2  1DW 

Margaret  Evans 

Deborah  Parnell,  who  is  deaf,  would 
like  a  deaf-blind  pen  friend.  She  would 
also  like  to  hear  of  nearby  deaf  clubs. 
Please  write  to  her  at: 

Hall  of  Residence 
High  Peak  College 
Harpur  Hill 
Buxton,  SK1 79  JZ 


I  have  adegree  in  three-dimensional  design 
and  am  capable  of  turning  people's  ideas 
into  finished  prototypes.  There  must  be 
many  readers  of  'Talking  Sense'  who  have 
simple  inventions  for  labour-saving  devices 
forthe  deaf-blind.  Sharp  products  that  could 
be  made  safe,  the  use  of  textures  for  iden- 
tification, improvements  to  existing  tools, 
etc.  By  appealing  to  the  imaginative  reader 
I  could  then  form  a  workable  prototype,  and 
with  your  co-operation,  investigate  patents 
sponsors.  Please  contact  me  with  your  ideas. 

Robert  Young 
Flat  2 

27  Telford  Avenue, 
London  SW2  4XL. 


Dear  Rodney,  Jessica  and  all  in  Sense, 

Thank  you  so  much  for  thinking  me  a 
worthy  recipient  of  the  Oscar  Myers  Award 
and  for  what  you  said  about  me,  Rodney,  at 
the  conference.  I  was  reminded  of  the  story 
of  an  Irish  wake.  When  the  wife  of  the 
deceased  heard  all  the  marvellous  things 
the  neighbours  were  saying  about  him  she 
turned  to  her  daughter  and  said  "Mary, 
would  you  go  upstairs  and  check  that  it  is 
your  father  that's  in  that  coffin".  I  honestly 
feel  I  only  did  my  duty,  but  it  is  good  to  know 
people  appreciate  that. 

Continue  to  grow  in  knowledge  of  the 
needs  of  our  children  and  in  strength  to  fight 
for  them.  You  are  doing  a  great  work. 
My  best  wishes  to  you  all, 

Sister  Ailish  Massey 


Running  for  Sense 


Ian  Wratislaw,  our  Head  of  Appeals  receives  a  nice  long  cheque  for  £700  from 
Angela  Humphrey  following  her  successful  completion  of  the  Harrow  Half 
Marathon.  She  managed  to  finish  despite  a  recent  bout  of  pneumonia.  Thank  you 

Angela. 


New  Appeals  Manager 

Welcome  to  John  Anderson-McDougall  who 
joined  Sense  in  July  to  help  raise  money 
from  companies  and  trusts.  John  comes 
from  a  marketing  and  public  relations  back- 
ground and  has  worked  in  Scotland,  Eng- 
land and  overseas.  He  will  be  visiting  all  the 
Sense  Centres  to  see  the  work  they  are 
doing  —  and  more  importantly,  what  they 
need! 


New  Health  Worker 

Welcome  to  John  Calder  the  new  Health 
Education  Resource  worker  for  Sense  in 
Scotland.  John  comes  to  Sense  following 
two  years  with  the  Glasgow  and  West  of 
Scotland  Society  for  the  Deaf  as  an  Infor- 
mation worker. 

As  a  Health  Education  Resource  worker 
he  is  going  to  develop  Information  Resources 
on  all  aspects  of  Deaf-Blindness  including 
Usher  Syndrome. 

He  will  be  working  on  rubella  awareness 
and  education,  acting  as  a  point  of  contact 
for  people  concerned  with  rubella  issues  as 
well  as  liaising  with  Health  Education  Serv- 
ices and  professionals. 
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rhe  freedom  to  look  after 

your  own  financial  affairs 

-FREE  from  NatWest. 

See  for  yourself. 


}ur  confidential  Braille  Department 
jives  you  a  personal  service  for  all 
our  banking  needs. 

Statements,  Correspondence,  a 
;heque  writing  template,  Servicetill 
ind  Rapid  Cash  Till  details  are  all 
mailable  in  Braille. 

"he  Service  is  FREE  through  over 
1000  Branches.  For  more  details  call 
t  at  your  local  NatWest  Branch, 


telephone  01-480  2285  or  write  to: 

General  Administration  Services 
National  Westminster  Bank  PLC 
1  Prescot  Street,  London  El  8RN. 

Our  booklet  'Make  NatWest  Work 
For  You!  in  Braille,  will  tell  you  all  we 
can  do  for  you. 

Bank  with  NatWest 
and  bank  on  a 
better  service. 


A  NatWest  The  Action  Bank 


Freedom  of 
Information 

The  Campaign  for  Freedom  of  Information 
plan  to  promote  a  bill  to  give  people  a  right 
of  access  to  their  medical  records.  If  you 
have  views  on  this  subject  or  if  you  have 
been  affected  by  the  lack  of  a  right  to  access 
you  might  like  to  be  involved.  The  Cam- 
paign is  seeking  case  histories  which  will  be 
described  anonymously  if  desired.  Ex- 
amples might  include  having  difficulty  dis- 
covering a  diagnosis  or  the  facts  about  a 
medical  accident;  or  might  relate  to  possible 
errors  or  unjustified  comments  on  the  rec- 
ord. 

The  Campaign  can  be  contacted  at  3 
Endsleigh  Street,  London  WC1 . 


The  Revd  Canon 
David  Evans 

David  Evans  was  employed  by  the 
Royal  Association  of  the  Deaf  as  Chap- 
lain and  teamleader  at  St  Bede's  Centre 
for  Deaf  People  in  Clapham,  London 
from  1 978  to  1 988  —  when,  sadly,  he 
died  from  cancer. 

David's  contribution  to  the  work  of 
RAD  among  deaf  people  was  enormous 
and  he  was  greatly  loved  and  respected. 

The  RAD  has  set  aside  the  sum  of 
£10,000  to  help  chaplains  outside  the 
association  receive  specialised  train- 
ing for  their  ministry  to  deaf  people. 
This  fund  has  been  set  up  in  David's 
memory  and  if  anyone  would  like  to 
remember  him  by  making  a  donation 
please  write  to  the  address  below. 

Canon  Evans  was  well  known 
among  several  of  Sense's  staff  and 
members  and  will  be  greatly  missed. 

Canon  Evans  Memorial  Trust 

Royal  Association  in  Aid  of  Deaf 
People 

27  Old  Oak  Road 

London  W3 


Annual  General  Meeting  1989 

NOTICE  IS  HEREBY  GIVEN  that  the  ANNUAL  GENERAL  MEETING  of  the  NATIONAL 
DEAF-BLIND  AND  RUBELLA  ASSOCIATION 


will  be  held  at  the  University  of  Birming- 
ham, Mason  Hall,  The  Vale,  Edgbaston, 
Birmingham  B15  3SX 

on  Saturday  23  September  1989  at  5.30 
pm  for  the  following  purposes: 

1 .  To  receive  Apologies  for  Absence. 

2.  To  receive  the  minutes  of  the  1988 
Annual  General  Meeting  of  the  Na- 
tional Deaf-Blind  and  Rubella  Asso- 
ciation and  to  consider  any  matters 
arising  from  them. 

3.  To  receive  the  Association's  Report 
for  the  year  ending  31  March  1989. 

4.  To  receive  and  consider  the  Accounts 
of  the  National  Deaf-Blind  and  Ru- 
bella Association  incorporating  the  Ac- 
counts of  the  Royal  School  for  Deaf 
Children  Birmingham,  forthe  year  end- 
ing 31  March  1989,  together  with  the 


Reports  of  the  Council  of  Manage- 
ment and  of  the  Auditors  thereon. 

5.  To  receive  the  results  of  the  election 
of  Members  of  the  Council  of  Man- 
agement in  the  place  of  those  retiring. 

6.  To  elect  the  Chairman  of  the  Associa- 
tion. 

7.  To  appoint  the  Auditors.  It  will  be  pro- 
posed that  Messrs  Letchfords  be  re- 
appointed as  Auditors  for  Sense. 

8.  To  authorise  the  Council  of  Manage- 
ment to  fix  the  remuneration  of  the 
Auditors. 

By  order  of  the  Council  of  Management 

RODNEY  CLARK 

Secretary 

311  Gray's  Inn  Road 

London  WC1X8PT 

Tuesday  1  August  1989 


Improving  Services  for 
Mentally  Handicapped  People 


There  is  one  very  small  special  group  which 
tends  to  be  left  behind  in  the  process  of 
planning  services  for  mentally  handicapped 
people.  This  is  people  with  a  mental  handi- 
cap whose  management  and  treatment 
require  special  attention  because  of  mental 
illness,  behaviour  disturbance  or  because 
they  offend. 

A  new  report  has  been  published  which 
describes  service  models  and  basic  prin- 
ciples behind  service  planning  and  provi- 
sion for  this  group. 
It  recommends: 
•    The  aim  should  be  to  provide  services 


BOOK  REVIEW 


Small  Differences 


"Of  Such  Small  Differences"  is  a  novel  by 
Joanne  Greenberg  set  in  America.  The 
story  details  the  relationship  between  a 
deaf-blind  man  called  John  and  an  ac- 
tress, Leda,  who  works  temporarily  at  the 
work  centre  he  attends.  John  lives  alone 
and  writes  poems  for  greeting  cards  in  his 
spare  time.  Leda  becomes  his  lover  and 
through  her,  John's  experience  of  the 
"hearing-seeing"  world  is  widened. 

The  story  outlines  John's  develop- 
ment of  independence  skills,  in  love  and 
in  his  poetry,  and  describes  the  opposi- 
tion and  hostility  he  faces. 

I  enjoyed  Joanne's  novel,  both  for  its 
story-line  and  the  insights  into  the  "deaf- 
blind"  world.  Some  of  John's  observa- 
tions of  his  environment  through  touch 
and  feeling  are  illuminating,  almost  poetic 
descriptions.  However,  I  found  myself 


questioning  many  times  the  author's  in- 
terpretation of  John's  thoughts  and  aware- 
ness. My  contact  over  the  last  couple  of 
months  with  people  who  are  deaf-blind, 
gave  me  the  feeling  that  some  of  her  in- 
sights were  less  realistic  than  others.  This 
review  should,  perhaps,  be  written  by  a 
deaf-blind  person  for  this  to  be  clarified. 
Certainly  the  novel  raised  many  ques- 
tions for  me  about  the  experience  of  deaf- 
blind  people  which  may  help  my  under- 
standing of  them.  The  story  line  is  good, 
based  on  a  main  theme  of  human  explo- 
ration of  self,  of  relationships  and  of  the 
environment. 

Well  worth  a  read. 

Malcolm  Matthews 

Director  of  Information  and  Welfare 


locally  to  maintain  the  individual's  social 
links.  It  may  be  cost-effective  to  use  the 
services  in  the  private  sector. 

•  Mentally  ill  people  should  not  be  passed 
from  one  service  to  another  because  of 
diagnostic  or  management  difficulties. 

•  Behaviourally  disturbed  people  need  pri- 
vacy, physical  and  personal  space,  and 
a  variety  of  activities  and  environmental 
stimulation,  including  general  recreation 
and  sport.  Management  should  supply 
all  staff  with  a  clear,  written,  operational 
policy. 

•  All  levels  of  security  need  to  be  available 
for  adults  with  a  mental  handicap  who  of- 
fend. 

"Needs  and  Responses:  Services  for 
Adults  with  Mental  Handicap  who  are 
Mentally  III,  who  have  Behaviour  Prob- 
lems or  who  Offend",  available  from  DoH 
Leaflets  Unit,  PO  Box  21 ,  Stanmore,  Mid- 
dlesex HA7  1  AY,  Price  £4.00 

New  Mencap  Report 

Mencap  have  published  a  report  called 
"Competency  and  Consent  to  Medical  Treat- 
ment" The  report  proposes  principles  for 
determining  incapacity  in  an  adult  with 
mental  handicap;  criteria  to  be  applied  in 
deciding  what  is  in  an  individual's  interests; 
who  should  be  party  to  the  decision-making 
process  and  the  setting  up  of  multi-discipli- 
nary ethics  committees.  It  also  looks  at 
gaps  in  existing  law  and  proposes  clearer 
procedures. 

Copies  are  available  from  MENCAP  Na- 
tional Centre,  123  Golden  Lane,  London 
EC1Y  ORT.  Price  £1.50,  including  p&p. 
Cheques  should  be  made  payable  to 
MENCAP. 
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Contact  A  Family 

Contact  a  Family  is  a  national  charity  which 
supports  families  who  have  children  with 
different  disabilities  or  special  needs. 
Families  with  a  disabled  child  often  feel 
isolated  and  Contact  a  Family  brings  them 
together  through  local  mutual  support  and 
self-help  groups. 


National  Council  of 

Social  Workers  with 

Deaf  People 

"Turning  on  the  Taps" 
Workshops 

The  National  Council  of  Social  Workers  with 
Deaf  People  are  running  two  workshops 
entitled  "Turning  on  the  Taps"  in  Manches- 
ter and  Edinburgh  in  October  to  address  the 
issue  of  practice  teaching  by  social  workers 
with  deaf  people. 

These  workshops  are  part  of  a  series. 
The  first  was  held  in  London  in  December 
and  the  last  of  the  present  series  will  be  held 
in  Birmingham  on  the  5th  December. 

The  course  is  taking  place  at  a  time  of 
crisis  both  in  terms  of  numbers  of  practice 
placements  available  for  students  and  in 
terms  of  the  recruitment  to  social  work  with 
deaf  people  which  has  left  many  posts 
unfilled  and  is  aimed  at  college  placement 
organisers,  and  Training  Officers  from  Social 
Services  Department  and  voluntary  organi- 
sations, ideally  in  tandem  with  their  respec- 
tive social  worker  with  deaf  people. 

The  aims  of  "Turning  on  the  Taps",  and 
indeed  of  the  whole  series  or  workshops  are 
as  follows: 

1.  To  promote  awareness  among  local 
authority  training  officers  and  college  place- 
ment organisers  of  the,  mainly  untapped, 
potential  teaching  opportunities  that  social 
workers  with  deaf  people  can  offer  to  CQSW, 
CSS  and  community  work  students. 

2.  To  make  social  workers  with  deaf  people 
more  aware  of  their  potential  as  practice 
teachers  and  to  give  them  information  on 
the  issues  around  practice  teaching  and 
accreditation. 

3.  To  provide  some  opportunities  for  exist- 
ing practice  teachers  to  study  their  tech- 
niques. 

4.  To  define  issues  for  local  discussion  and 
joint  work  for  social  workers  with  deaf  people, 
local  authorities  and  local  colleges. 

5.  To  work  towards  readiness  for  the  post- 
qualifying  course  with  the  Open  University 
which  will  require  practical  placement  op- 
portunities for  its  students  in  1992. 

As  research  is  being  done  concurrent 
with  this  series  of  workshops,  there  will  be 
questionnaires  to  complete,  to  gather  infor- 
mation and  monitor  the  progress  of  the 
campaign.  Programmes  and  booking  forms 
can  be  obtained  from  NCSWDP  Training 
Committee,  16  Albert  Street,  Castlefields, 
Shrewsbury,  Shropshire  SY1  2HT. 

For  further  information  contact  Anne 
Darby  0743  59950 


Contact  A  Family's  Work 
Nationwide 

Contact  a  Family  has  links  with  almost  600 
independent  self-help/mutual  support 
groups  and  individual  contacts  throughout 
the  country.  We  offer  support  and  advice  to 
these  existing  groups,  or  to  parents  and 
professionals  who  wish  to  start  a  group  in 
their  neighbourhood. 

Our  quarterly  newsletter,  Share  an  Idea, 
is  circulated  to  a  wide  range  of  parents  and 
professionals  and  provides  information  and 
advice  on  a  range  of  topics  —  for  example 
equipment,  toys,  holidays,  welfare  rights. 
Through  this,  and  other  Contact  a  Family 
publications,  experiences  and  ideas  are 
exchanged  between  family  support  groups. 
For  further  information  about  Contact  a 
Family  and  its  services,  please  write  to: 

The  Information  Department 

Contact  a  Family 

16  Strutton  Ground 

Victoria 

London  SW1P2HP 

Tel:  01-222  2695 

or  ring  us  on  Contact  Line  01-222  2211 


A  Three-D  Printing 
Machine 

The  Ricoh-Fuser  is  a  new  machine 
manufactured  and  sold  in  Sweden,  which 
is  designed  for  the  production  of  raised 
print  work. 

It  is  used  extensively  in  all  areas  of  instruc- 
tion at  The  Ekeskolan  School  for  the  Blind 
and  Deaf-Blind  in  Sweden  who  employ  the 
machine  to  produce  all  sorts  of  raised  mate- 
rial, e.g.  maps,  pictures,  graphs,  letters  and 
words.  Whether  a  student  is  experienced  or 
is  a  novice  in  the  skill  of  travelling  using 
tactual  maps,  sharp  definition  and  consis- 
tency of  texture  and  symbols  is  of  the  ut- 
most importance. 

The  fuser  produces  a  high  quality,  sturdy 
map.  It  will  raise  up  any  design  that  is  drawn 
with  lead  onto  a  specially  treated,  microcap- 
sule paper,  called  Svallpapper,  ("swellpa- 
per").  By  applying  heat  to  the  map,  the 
paper  swells  up  and  the  symbols  on  the 
paper  are  shown  in  relief. 

The  machine  works  with  the  heat  of  an 
infrared,  800  watt  lamp  which  is  located 
above  a  cylindrically  shaped  screen.  This 
cylindrical  cage  rotates  when  in  operation. 
The  piece  of  svallpapper  is  attached  to  the 
outside  of  the  screened  cylinder,  with  the 
printed  side  facing  up,  and  is  exposed  to  the 
heat  of  the  lamp  as  the  cylinder  slowly  turns. 
The  heating  process  takes  approximately 
20  seconds.  The  Ricoh-Fuser  is  small  and 
portable  and  weighs  about  30  pounds.  The 
price,  to  give  an  indication,  was  735  US 
dollars  in  1986  which  included  freight  and 
some  other  extra  charges. 

(With  thanks  to  NAT-CENT  NEWS,  May 
1989  and  the  author,  Nancy  Higgins.) 

1.  The  National  Center  for  Educational 
Aids  for  the  Blind,  RPH-SYN,  Tomtebodav- 
agen  1 1 ,  S-1 71  64  SOLNA,  Sweden.  Con- 
tact: Torsten  Andersson,  Director. 


Who  Cares?  We  Care! 

Barnardo's  have  produced  a  Primary  Edu- 
cation pack,  written  by  Colin  Crowther  which 
aims  to  help  children  to  understand  disabil- 
ity. 

It  also  shows  how  children  with  more 
obvious  sensory,  physical,  mental  or  social 
disabilities  feel  about  the  problems  they 
face.  The  pack  includes  teaching  notes,  a 
collection  of  posters,  a  comic  and  a  range  of 
imaginative  games  and  exercises  to  give 
children  an  experience  of  what  it  feels  like  to 
be  disabled,  combined  with  information  to 
help  them  understand  the  causes  and  na- 
ture of  each  of  the  disabilities  described. 

Copies  of  the  pack  are  available  from 
Barnardo's,  Tanners  Lane,  Barkingside, 
llford,  Essex  IG6  1QG,  telephone  01-550 
8822.  Please  mark  the  envelope  WHO 
CARES?  WE  CARE!  and  a  contribution 
towards  the  cost  of  postage  would  be  wel- 
come. 


Treacher  Collins 

The  Treacher  Collins  Syndrome  (TCS  — 
abroad  it  is  known  as  Franceshetti-Klein 
Syndrome)  is  a  genetically  inherited  condi- 
tion and  also  a  condition  produced  by  ge- 
netic mutation.  It  is  a  condition  which  causes 
facial  malformations  and  frequently  a  se- 
vere hearing  loss. 

The  syndrome  is  not  progressive  and 
while  the  facial  malformations  are  often 
severe  and  may  produce  breathing  and 
eating  problems  as  well  as  those  related  to 
hearing,  many  features  are  improved  by 
surgery. 

In  1987  the  National  Deaf  Children's 
Society  invited  all  known  Treacher  Collins 
families  to  London  and  from  that  meeting 
sprang  the  Treacher  Collins  Family  Support 
Group,  TCFSG. 

The  aims  of  the  group  are: 

To   offer   support    and    friendship   to 
Treacher  Collins  families. 
To  seek  to  gain  a  greater  knowledge  and 
understanding  of  Treacher  Collins  Syn- 
drome. 

To  offer  advice  to  families  on  various  as- 
pects of  the  syndrome. 

To  help  develop  a  clear  policy  on  areas 
such  as  facial  surgery,  hearing  aids  and 
genetic  counselling  for  TC  families. 

The  Treacher  Collins  Family  Support 
Group  extends  its  services  to  families  with 
other  conditions  combining  conductive 
hearing  loss  and  facial/head  malformations, 
for  example,  First  Arch  Syndrome, 
Wardenburgh  Syndrome,  Goldenhar  Syn- 
drome, Klippel-Feil  Syndrome,  Atresia  of 
the  Ear,  Microsoma  and  others. 

For  more  information  or  if  you  would  like 
to  join  the  group  please  contact  the  Secre- 
tary: 

Sue  Moore 

114  Vincent  Road 

Norwich 

Norfolk  NR1  4HH 

Tel:  Norwich  (0603)  33736 
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Education  in  Visual  Impairment 

A  workshop  for  those  who  work  with  visually 
impaired  people  in  Departments  of  Social 
Services,  Voluntary  Associations,  Special 
Education  or  the  Health  Services,  organ- 
ised by  South  Regional  Association  for  the 
Blind.  On  1 3-1 5  November  atthePalm  Court 
Hotel  (RNIB)  Burlington  Place,  Eastbourne. 
To  include: 

•  Groupwork 

•  Teaching  methods 

•  Management  skills 

•  Implications  of  'A  Wider  Vision' 

•  Working  with  multi-handicapped  people 

•  How  to  make  the  most  of  Low  Vision  Aids 

•  Exhibition  of  high  tech  communication 
aids 

A  detailed  programme  will  be  sent  with  the 

acceptance  of  bookings. 

Fees  (including  VAT): 

Residential  (2-day  Workshop  to  include  2 

nights  accommodation,  full  board,  tea  and 

coffee)  Price:  £65.00  per  person. 

Day  Visitors  (2-day  Workshop  to  include 

lunch,  tea  and  coffee)  Price:£1 5.50    per 

person. 

Dinner  is  available  at  an  extra  charge  of 

£5.00  per  person. 

Further  details  from: 
The  Training  Section, 
55  Eton  Avenue, 
London  NW3  3ET 
Telephone:  01-722  9703 


European  Community 
Conference  on  Handicap  and 
Education 

Venue:  Rotterdam,  Holland 
Dates:  Oct  25,  26,  27,  1989 
Subject  areas: 

1    Special  Systems  and  Integrated 
Situations 

2.  Handling  Differences  in  the  Classroom 

3.  Transition  into  the  Labour  Market 
Exhibitions,  presentations,  school  visits. 

Contact: 

Secretariat  Helios  Conference  1989 

Congressbureau  WV  Rotterdam 

Coolsingel  67 

3012  AC  Rotterdam 

Netherlands. 


The  Scottish  Association  for 
the  Deaf  Eastern  Area 
Conference  '89 

"The  Golden  Key  —  Communication" 

Venue:  North  Berwick,  East  Lothian 

Dates:  3,4,5th  November 

Speakers  include: 

Negative  Communication: 

Mr  Chris  Jones,  Research  Psychologist, 

Donaldson's  School  for  the  Deaf 

Positive  Communication: 

Mrs  Doreen  Mair,  Scottish  Association  of 

Sign  Language  Interpreters 

Speaker  to  be  confirmed  — 

British  Association  of  the  Hard  of  Hearing 

Mr  Tony  Winstanley  — 

Telecommunications  Action  Group 

Mr  Alistair  Moffatt,  Grampian  Television 

(The  media) 

Interpreting  Services  in  Norway: 

Anne  Stringstad  Brodahl,  Officer  in  Charge 

of  Services  for  the  Deaf  Royal  Ministry  of 

Church  and  Education 

Hearing  Aids  in  Denmark: 

Speaker  to  be  confirmed 

What  is  available  in  Scotland: 

Dr  B  A  B  Dale,  Vice-Chairman,  East  of 

Scotland  Area 

Disabled  Persons  Act  and  Benefits  pro- 
vided for  other  types  of  Handicap  in 
Scotland: 

Mr  Douglas  Herd,  Development  Officer, 
Lothian  Coalition  of  Disabled  People 
Register  of  Deaf  People: 

Speaker  to  be  confirmed 
Atthe  conclusion  of  the  Conference  we  plan 
to  draw  up  a  resolution  concerning  a  Regis- 
ter of  Deaf  People  through  which  the  need 
for  the  provision  of  Communication  Allow- 
ances can  be  established.  For  further  de- 
tails and  application  form  contact: 

Mrs  L  Sutherland 

Administrative  Secretary 

The  Scottish  Association  for  the  Deaf 

Moray  House  College 

Holyrood  Road 

Edinburgh 

EH8  8AQ 

Tel:  031  557  0591 


Castle  Priory  College  Courses 

15-17  Sept 

The  MAKATON  Vocabulary 

Tuition  £89  Resident  £57 
Non-Resident  £30 

6-8  October 

Getting  to  Grips  with  Aided 
Communication  —  sign,  symbol  and 
computer  assisted  systems 

Tuition  £80  Resident  £57 
Non-resident  £30 

17  October 

Special  programme  Information  Day  — 
inspired  by  work  in  Hungary.  For  staff 
and  parents 

£23  inclusive  fee. 

6  -  8  November 

Coping  with  Staff  Stress  in  the 
Residential  Situation 

Tuition  £89  Resident  £57 
Non-Resident  £30 

25  November 

Learning  with  Rebuses  —  a  course  for 
teachers  of  young  and  special  needs 
children 

£25  inclusive  fee 

27  -  30  November 

Play  for  All  (in  association  with 
PLAYTRAC) 

Tuition  £95  Resident  £85 
Non-resident  £45 

11-13  December 

Behavioural  Difficulties  in  Children 
with  Special  Needs 

Tutor — Malcolm  Jones,  Beech  Tree  School 

Tuition  £89 

Resident  £57    Non-resident  £30 

For  further  information,  or  to  reserve  a 

place  on  any  of  these  courses, 

contact: 

CPC 

Thames  Street 

Wallingford,  Oxon  OX1 0  0HE. 

Tel:  Wallingford  (0491)  37551 


Help  fill  this  space ... 

Listings  under  RESOURCES  and 
COURSES  &  CONFERENCES  are  free. 

Please  let  us  know  the  details  of  your  events  one 
month  before  publication 
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Subject  Groups 

The  RNIB  and  the  Association  for  the  Edu- 
cation and  Welfare  of  the  Visually  Handi- 
capped are  creating  a  number  of  different 
educational  subject  groups  intended  to 
support  teachers  and  others  working  with 
children.  The  groups  will  allow  ideas  on 
teaching,  materials  and  assessment  to  be 
shared.  Each  group  will  collect  information 
on  teaching  visually  handicapped  children 
in  that  subject  and  will  provide  advice  to  any 
organisation  or  individual. 

Group  meetings,  open  to  all  working  in 
the  subject  area  have  been  arranged;  as 
follows  (where  the  event  has  been  held  the 
contact  name  may  be  useful). 
Business  Studies  (including  Economics 
and  Law) 

Contact:  Dr  David  Etheridge,  Royal  Na- 
tional College,  Hereford  (0432  265725) 
Mathematics: 

Contact:  Mrs  Sue  Clamp,  St  Vincent's 
School,  Yew  Tree  Lane,  West  Derby,  Liver- 
pool 

Science:    Contact:    Mrs    Sheila    Hailes 
Smestow  School,  Castlecroft,  Wolverhamp- 
ton, Wolverhampton  764141 
English:  Date  and  venue  to  be  notified 
Contact:  Alan  Rolfe  (Royal  National  Col- 
lege, Hereford,  0432  265725) 
History:  Date  and  venue  to  be  notified 
Contact:  Dr.  David  Etheridge  (Royal  Na- 
tional College,  Hereford,  0432  265725) 
Geography:  (incl.  Environmental  Studies) 
Date  and  venue  to  be  notified 
Contact:  Ian  Byron  (St.  Vincent's  School, 
Yew  Tree  Lane,  Liverpool)  or  Jenny  Rolls 
(RNIB  New  College,  Worcester) 
Other  subjects  to  be  inaugurated:  Lan- 
guages, Art  and  Design,  Computer  Studies, 
Music. 


Whitefield  Conferences 

and 

Waltham  Forest  Parent 
Governor  Association 

Day  Conference 

SPECIAL  NEEDS:  The  Issues. 

at 

Whitefield  School  &  Centre,  MacDonald 

Road,  London  E17  4AZ 

on 

Saturday,  14th  October  1989 
Course  fee  £5  including  morning  coffee, 
buffet  lunch  and  afternoon  tea.  • 
For  further  details  apply: 

Course  Secretary,  Whitefield  School  & 

Centre 

Telephone  01-531  7627 


RNIB  Courses 

Tactile  Maps  and  Diagrams  —  A  Practi- 
cal Workshop  Day 

(maximum  20  persons) 

Wednesday  20  September,  at  Royal  Na- 
tional College,  Hereford.  Price  £35 
AIM:  To  demonstrate  the  techniques  of 
tactile  representation.  (Participants  will  have 
the  opportunity  to  produce  tactile  diagrams 
for  work  of  their  own  choice.) 

The  Assessment  of  Functional  Vision  in 
Adolescence 

Thursday  28  September  at  RNIB's  Armi- 
tage  Hall,  London.  Price  £25 
AIMS:  To  consider  the  special  needs  of  this 
age  group.  To  identify  some  methods  and 
practical  issues  of  assessment. 

The  Assessment  of  Functional  Vision  in 
Infants  and  Pre-School  Children 

Thursday  5  October  at  Pendrell  Hall  Col- 
lege, Wolverhampton.  Price  £30 
AIMS:  To  identify  some  methods  of  assess- 
ment and  screening  and  to  consider  their 
practical  application  with  reference  to  some 
recent  research. 

The  Development  and  Assessment  of 
Pre-School  Multi-Handicapped  Children 

Tuesday  10  October  at  The  Kings  Hotel, 
Grantham.  Price:  £30 
AIMS:  To  promote  understanding^  practi- 
cal methods  of  assisting  the  cognitive,  motor 
and  emotional  development  of  children  with 
additional  handicaps. 

Early  Stages  of  Communication  in  Chil- 
dren with  Multi-Sensory  Impairment 

Wednesday  8  November,  £30 
organised  in  conjunction  with  The  Family 
Advisory  Service  at  Sense-in-the-Midlands, 
Birmingham.  Price  £30 
AIMS:  To  explore  the  development  of 
communication  skills  in  developmentally 
young  children. 

Details  from: 

RNIB  Education  Courses, 

Marlborough  House 

Holly  Walk 

Leamington  Spa,  CV32  4XP. 

Telephone:  0926  452868 


The  Promise  of  Interactive 
Video  for  People  with  Learning 
Difficulties 

This  is  the  first  conference  on  this  subject 
to  he  held  by  Computer  Applications  to 
Special  Education 
at  University  of  Keele,  North  Staffordshire 

on  September  28th  1989.  Fee  £48. 

Contact: 

Dr  Marian  Whlttaker 

C.A.S.E. 

Dept  of  Psychology 

University  of  Keele 

Staffordshire,  ST5  5BG 

Tel:  0782  619373 


RNIB  Workshops 

Workshop  to  discuss  methods  of  develop- 
ing skills  people  who  have  visual  and  se- 
vere learning  disabilities. 

Tuesday,  17th  October,  1989 
VENUE:  Hotel  Commodore,  Spa  Road, 
Llanrindod  Wells,  Powys,  LD1  5ER  —  tel 
0597  2288 

'Issues  and  problems  —  an  overview' 

Gill  Levy,  RNIB's  Information  Officer,  Multi 
Handicapped  Visually  Impaired  People. 

'Establishing  Trust  and 
Communication' 

Steve  Kiekopf,  Head  of  House,  Sense  in  the 
Midlands 

'Thinking  about  Orientation  and 
Mobility'. 

Barbara  Raffle,  Tutor,  RNIB's  NMC  (Na- 
tional Mobility  Centre)  Birmingham. 

Wednesday  22nd  November  1989 
VENUE:  Royal  National  Institute  for  the 
Blind,  224  Great  Portland  Street,  London 
W1N6AA  (tel  01-388  1266) 

'Issues  and  problems  —  an  overview' 

Gill  Levy,  RNIB  Information  Officer,  Multi 
Handicapped  Visually  Impaired  People. 

'Getting  started' 

Dr  Garry  Ephraim 

Principal  Clinical  Psychologist,  South  West 

Regional  Hertfordshire 

'Thinking  about  Orientation  and 
Mobility' 

Martin  Thomas,  Mobility  Officer, 
RNIB  Rushton  Hall  School. 
Practical/Discussion  Groups  at  both  meet- 
ings. 

Cost:  £27  (includes  meals,  workshop  pack 
and  full  documentation 

Contact:  Gill  Levy 

Information  Officer 

MH  Visually  Handicapped  People 

RNIB 

224  Gt  Portland  St 

London  W1N6AA. 


A  Developmental  Therapy/ 
Sensory  Workshop 

Venue:  St  John's  School,  Bedford 

Date:  14  October  9.45  —  3.30  pm 
Tutors:  Flo  Longhorn  and  Christine  Smith 
Cost:  £25  (includes  refreshments) 
A  curriculum  for  all  the  senses  to  suit 
each  child  is  discussed.  Developmental 
therapy  which  originated  in  the  Rutland 
Centre,  Georgia,  USA  is  explained. 

Contact: 

Mrs  Flo  Longhorn 

St  John's  School 

Bedford  Road 

Kempston 

Bedford  MK42  8AB 

Tel:  Bedford  45565 
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Contrasting  images  of  Warwick  '89... 

Left,  Suzanne  and  Jennifer 
Vandervelden  in  the  creche. 

Below:  Valeriy  Chulkov  (centre), 
Director  of  the  Institute  of 
Defectology  in  Moscow,  in 
discussion  with  Peggy  and  Peter 
Freeman,  aided  by  his  interpretor 
Svetlana  Vishveskaja  (left). 
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Sister  Allish  Massey,  who  recently  retired 

from  Carnbooth  School  for  deaf-blind 

children,  has  just  become  the  first  recipient 

of  the  new  Sense  In  Scotland  Award.  Sister 

Allish  set  up  Carnbooth  School  and  leaves  a 

happy  and  mature  centre.  The  award  was 

presented  by  Alistalr  Milne,  Her  Majesty's 

Inspector  of  Schools,  who  supported  Sister 

Allish  during  her  early  years  of  striving  to 

achieve  this  specialist  service  for  deaf-blind 

children  and  young  people 


license. 
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The  Princess  Royal  becomes  Sense  Patron 
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Sense 

The  National  Deaf-Blind 
and  Rubella  Association 

311  Gray's  Inn  Road,  London  WC1X  8PT 
Tel:  01-278  1005  Fax:  01-837  3267 

President Dr  G  B  Simon  MB  ChB  DPM  FRCPsych 

Chairman Jessica  Hills  MBE 

Vice-Chairman Margaret  White 

Treasurer vacant 

Chief  Executive Rodney  Clark 

SENSE-IN-SCOTLAND 
168  Dumbarton  Road 

Glasgow  G11  6XE 
Tel:  041-334  9666/9675 

D/recforGill  Morbey 

Overbridge  Centre 

63  St  Andrews  Drive 

Pollockshields,  Glasgow  G41  5EY 

Tel:  041-423  2064 

Principal  Geoff  Aplin 

REGIONAL  CONTACTS 

SENSE  -  Avon  Parents  Resource: 

Kate  Sullivan.  41  Wigton  Crescent,  Southmead, 

Bristol  BS10  6DX 

SENSE  -  Colchester  Branch: 

Brendan  Giblin,  104  Bergholt  Road, 

Colchester,  Essex 

SENSE  -  East  Anglia  Branch: 

Elizabeth  Royle,  The  Lanterns,  Church  Lane, 

Playford.  Ipswich.  Suffolk  IP6  9DS 

Tel:  0473  622443 

SENSE  -  East  Midlands  Branch: 

Elizabeth  Holbrook„  Post  Office,  12-16  High  Street, 

Moulton.  Spalding,  Lines  PE12  6QB 

Tel:  0406  370201 

Sense  -  Kent  Branch: 

Sue  Turner,  53  Charlton  Street, 

Maidstone,  Kent  ME16  8LB 

SENSE-  London  North  East  Branch: 

Christine  Taylor.  26  Albion  Road, 

Walthamstow, London  E17  3HZ 

Tel:  01-520  1736 

SENSE  •  London  West  Branch: 

Josie  Connolly,  299  West  End  Road,  South  Ruislip, 

Middx  HA4  6QS  Tel:  01-841  2374 

SENSE  -  Midlands  Branch: 

Margaret  Beattie,  The  Cottage'  ,  82  Hinckley  Road, 
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LETTER 


At  the  end  of  October  the  inquest  into  the 
death  of  Beverley  Lewis  took  place.  Bev- 
erley was  a  young  woman  of  23  years 
whose  mother  had  contracted  Rubella  in 
pregnancy  in  the  60s  and  who  was  born 
with  severe  visual  and  hearing  im- 
pairments. She  died  in  February  this  year 
while  living  at  home  in  Gloucesterwith  her 
mother  who  herself  needed  psychiatric 
help.  This  is  a  tragedy  that  should  never 
have  happened  and  raises  many  impor- 
tant issues  that  must  be  addressed  ur- 
gently. 

Why  didn't  the  Authorities  put  the  family 
in  touch  with  Sense  so  that  they  could 
have  received  support  and  guidance? 

Other  families  in  Gloucester  had  this 
support  and  have  been  sustained  through 
many  different  kinds  of  need. 

Why  wasn't  Beverley  placed  in  a  spe- 
cial deaf-blind  unit? 

Another  deaf-blind  child  from  Glouc- 
ester went  to  the  deaf-blind  Unit  in  New- 
castle so  the  LEA  must  have  been  aware 
of  the  availability  of  such  a  Unit,  or  of 
sources  of  expert  advice. 

Why  was  Beverley  allowed  to  leave 
school  at  10  years  old? 

It  must  have  been  obvious  from  that 
stage  that  her  mother  needed  special  help 
as  well  as  the  child  needing  specialist 
education. 

Why  were  the  Social  Services  and 
Health  Authority  doing  so  little  to  sup- 
port the  family? 

How  could  another  family  in  Glouces- 
tershire have  placements  and  support  from 
Social  Services  and  then  appropriate  adult 
placement  and  not  Beverley's? 

Why  was  being  kept  warm  regarded  as 
adequate  care  for  Beverley  -  why  did 
no  one  consider  her  basic  human  rights 
for  activity,  stimulation  and  contact 
with  other  people  as  important? 


Why  is  there  still  such  a  lack  of  under- 
standing of  deaf-blindness  and  rubella 
handicap  with  professionals  regard- 
ing low  weight,  feeding  problems  and 
death  in  the  20s  as  a  normal  part  of  the 
condition? 

Why  was  it  considered  to  be  too  late 
for  Beverley  to  be  given  stimulation, 
education  and  training  because  she 
was  an  adult? 

Why  was  a  young  severely  disabled 
woman  allowed  to  die  without  ade- 
quate supervision  of  her  home  by  social 
and  health  services  in  spite  of  pleas  for 
help  by  her  brothers  and  sisters? 

All  this  raises  questions  of  advocacy, 
the  rights  of  families  and  the  role  of  local 
authorities  once  a  disabled  person  be- 
comes an  adult. 

These  issues  must  be  addressed  by 
Sense,  along  with  other  organisations 
whose  role  it  is  to  support  and  protect 
disabled  people  from  negligence  from 
any  quarter.  The  inquest  has  given  pub- 
licity to  this  young  woman's  sad  life. 

The  document  'Breaking  Through' 
shows  that  if  deaf-blind  people  are  prop- 
erly assessed,  helped  by  advocacy  and 
provided  with  services  suited  to  their  needs 
then  a  tragedy  like  Beverley's  need  never 
happen  again. 

The  DES  policy  statement  on  the  Edu- 
cation of  Deaf-Blind  Children  and  its  fol- 
low-up should  mean  that  all  deaf-blind 
children  receive  the  education  specific  to 
their  needs  from  qualified  teachers  and 
no  deaf-blind  child  is  kept  at  home  unedu- 
cated like  Beverley. 

Let  us  make  the  implementation  of 
these  two  important  documents  our  prin- 
cipal campaigning  issues  of  1990. 

With  best  wishes  to  you  all  for  Christ- 
mas and  the  New  Year. 

Jessica 


The  Princess  Royal 

becomes  Patron  of 

Sense 


Sense  is  pleased  to  announce  that  Her 
Royal  Highness  The  Princess  Royal  has 
agreed  to  become  its  Patron. 

We  are  delighted  that  the  Princess 
will  be  helping  us  in  our  work  to  help 
deaf-blind  people  and  their  families. 
Sense  was  set  up  by  parents  in  the  early 
1950s  so  that  they  could  get  help  and 
support  from  each  other.  We  have  come 
a  long  way  since  then  but  this  is  the 
greatest  recognition  of  the  value  of  our 
work  so  far. 

The  Princess  has  been  very  success- 
ful in  bringing  the  needs  of  children  and 
the  disabled  to  the  public's  attention  in 
her  work  with  Save  the  Children  Fund 
and  Riding  for  the  Disabled.  By  adding 
her  voice  to  ours  we  are  confident  that 
the  needs  of  deaf-blind  people  and  their 
families  cannot  continue  to  be  over- 
looked. 
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Sense  calls  for  a 
Public  Enquiry 

A  special  issue  of  Talking  Sense  is  being 
produced  on  the  case  of  Beverley  Lewis. 
Sense  is  calling  for  a  public  inquiry  into  this 
case  because  a  full  explanation  of  why 
Beverley  was  allowed  to  die  in  such  appall- 
ing conditions  was  not  given  by  the  coroner. 
We  believe  that  there  are  many  aspects  of 
Beverley's  life  and  death  that  affect  deaf- 
blind  and  other  severely  handicapped  adults 
which  can  only  be  examined  by  holding  a 
full  national  public  inquiry  called  by  the 
Secretary  of  State. 

The  Coroner's  court  did  not  have  the 
power  to  look  at  all  the  background  to 
Beverley's  death  and  therefore  determine 
whether  steps  need  to  be  taken  to  prevent 
it  happening  again.  The  Coroner  did  make 
recommendations  that  legislation  should 
be  looked  at  to  see  if  the  laws  needed  to  be 
changed.  Sense  believes  that  this  is  not 
enough. 

A  full  public  inquiry  into  Beverley  and  her 
mother's  circumstances  needs  to  be  held  to 
answer  the  many  questions  that  are  still 
unanswered  about  Beverley's  death.  More 
detailed  information  on  these  questions  is 
available  in  the  special  edition  of  Talking 
Sense.  Please  read  this  carefully  and  sup- 
port us  in  our  call. 


How  can  you  help? 

Write  to  your  MP:  drawing  his  or  her 
attention  to  the  case;  explain  why  you 
think  the  issues  raised  have  national 
importance  and  how  they  affect  you 
as  parent  or  professional.  It  may  be 
useful  to  take  one  or  more  of  the 
questions  raised  in  our  special  edi- 
tion or  write  about  something  that  has 
struck  you  personally  about  the  case. 

Write  to  Kenneth  Clarke,  the  Sec- 
retary of  State:  Kenneth  Clarke  will 
decide  if  it  is  necessary  to  hold  a 
public  inquiry  or  not.  Inquiries  are 
expensive  and  can  take  a  very  long 
time — we  need  to  be  very  convincing 
if  we  are  going  to  get  him  to  call  one. 
Write  the  same  letter  or  similar  that 
you  are  sending  to  your  MP  and  urge 
him  to  use  his  powers  to  look  into  this 
very  important  case. 
The  address  of  both  Kenneth  Clarke 
and  all  other  MPs  is: 

House  of  Commons 

London 

SW1A0AA 


Improved  Benefits 

Important  changes  which  will  affect  deaf- 
blind  people  and  carers  were  announced  by 
the  government  recently. 

Sense  welcomes  the  extension  of  Mobil- 
ity Allowance  to  deaf-blind  people.  We  see 
this  as  the  successful  outcome  of  a  nine 
year  campaign  to  change  what  was  an 
unfair  system. 

Other  important  changes  are  made  to 
the  Invalid  Care  Allowance  and  Attendance 
Allowance.  For  fuller  information  see  page 
5. 


Life  Expectancy  Verdict 


The  Coroner's  verdict  and  publicity  around 
it  may  have  given  some  parents  cause  for 
concern  about  the  life  expectancy  of  rubella 
damaged  children.  We  can  find  no  evi- 
dence to  show  that  the  life  expectancy  of 
rubella  damaged  children  is  short  other 
than  as  a  result  of  heart  failure.  The  Coro- 
ner's 'Natural  Causes'  verdict  means  that 
she  died  from  'natural'  as  opposed  to  being 
killed  or  being  in  an  accident.  It  should  not 
be  interpreted  as  'inevitable'  although  a  lot 
of  the  publicity  around  the  case  gave  this 
impression. 

Beverley's  death  was  not  inevitable  and 
from  the  medical  evidence  given  to  the 
Coroner  we  believe  that  it  was  caused  by 
not  being  properly  cared  for.  The  Coroner 
found  that  Beverley  died  of  pneumonia  due 
to  emaciation  and  probable  rubella  cerebral 
embryopathy.  She  had  an  infection  which  is 
normally  very  mild  to  someone  in  good 
health  but  because  of  her  emaciated  condi- 


tion her  weak  body  could  not  fight  it  off  and 
it  became  pneumonia.  The  cerebral  embry- 
opathy is  literally  damage  done  to  her  brain 
by  rubella  before  she  was  born.  According 
to  Dr  Barry  Jones  one  of  Sense's  medical 
advisors  it  could  not  in  itself  be  a  cause  of 
death.  It  could  not  have  caused  the  emacia- 
tion other  than  making  her  totally  depend- 
ent on  others  for  her  needs  —  including  the 
need  to  provide  food. 

Her  mother  needed  care  herself  and 
was  obviously  not  able  to  cope  with  the 
great  strain  of  caring  for  Beverley  and  her 
own  schizophrenia. 

Parents  and  other  concerned  individuals 
should  be  assured  that  there  was  no  evi- 
dence to  show  that  Beverley  or  anyone  else 
with  Congenital  Rubella  Syndrome  has  a 
short  life  expectancy,  other  than  from  prob- 
lems with  the  heart.if  they  are  properly  cared 
for.  Beverley  clearly  was  not. 

Colette  Mercer 


Young  Deaf  Achievers 
Award  1989 


HRH  The  Princess  of  Wales  presented 
awards  to  the  fifteen  finalists  chosen  from 
the  Young  Deaf  Achievers  of  1989  at  the 
Cafe  Royal  in  London  on  6  December. 

The  fifteen  Regional  Finalists  had  gath- 
ered, with  their  families,  the  previous  eve- 
ning at  the  Telecom  Tower  for  a  meal  and 
the  selection  of  the  three  national  finalists. 

While  the  judges,  Jack  Ashley  MP  Chair, 
Clive  Mason,  Mathew  James  (last  year's 
winner),  Dorothy  Entwhistle,  Evelyn  Glen- 
nie,  Emma  Nicholson  MP  and  Deaf  Accord 
were  choosing  the  top  finalists  the  contest- 
ants and  their  families  were  treated  to  a 
coach  trip  round  London  to  see  the  lights. 

The  three  finalists  were,  third  Shaun 
Godwin,  who,  from  a  terrible  prognosis  had 
achieved  great  independence,  second  our 
own  Graham  Hicks  and  the  winner  Cather- 
ine Clough. 

Catherine  is  profoundly  deaf  but  has 
fought  hard  and  overcome  many  obstacles 
to  qualify  as  a  teacher.  She  now  teaches  Art 
&  Design  in  a  comprehensive  school. 

YDA  was  sponsored  by  British  Telecom. 


Scotland  to  have  a 
Family  Centre 

Scotland  has  been  awarded  £300,000  to 
create  its  first  Family  Centre!  Thanks  to  the 
BBC's  'Children  in  Need'  programme  this 
magnificent  sum  has  been  raised  to  buy 
and  adapt  a  building  in  Glasgow.  This  is  the 
largest  single  grant  ever  given  out  by  the 
Appeal,  and  it  couldn't  have  gone  to  a  better 
cause! 

A  Family  Centre  in  Scotland  will  mean 
that  deaf-blind  children  and  their  families 
will  soon  be  able  to  rely  on  expert  help  from 
birth  through  the  school  years.  It  will  be- 
come a  major  resource  and  training  facility, 
allowing  services  to  be  provided  for  families 
who  are  inadequately  helped  at  present. 

Sense  in  Scotland  have  already  found  a 
building  that  they  think  will  be  suitable.  They 
will  be  looking  carefully  at  what  needs  to  be 
done  to  adapt  it  to  the  many  uses  it  must 
serve  and  the  future  revenue  costs  it  will 
create. 

The  Family  Centre  is  seen  as  covering 
the  first  stage  in  a  'service  for  life'  plan  for 
deaf-blind  children  and  their  families  in 
Scotland. 


Brock  House  was  officially  opened  on  25  October  1989.  Seen  here  are  (left  to 
right)  Jessica  Hills,  Sense  Chairman,  Christopher  Brock,  Bevis  and  Margaret 
Brock  and  the  Lord  and  Lady  Mayoress  of  Birmingham  (see  page  7). 
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Encephalitis  and  the  MMR  Vaccine 

If  Rubella  is  to  be  eliminated  from  Britain  it  is  vital  that  the  MMR  vaccination  programme  reaches 

90%  of  two-year-olds  by  1990.  Recent  returns  show  that  at  least  84%  of  the  target  group  have  been 

vaccinated  since  the  new  policy  was  introduced  last  year.  Reports  of  mishaps  following  vaccination 

with  MMR  are  naturally  of  concern  to  parents.  Here  we  print  the  facts. 


The  safety  of  MMR,  the  three  in  one  vaccine 
introduced  in  Britain  last  October  to  combat 
measles,  mumps  and  rubella,  came  into 
question  this  summer  after  the  death  of  an 
eleven  year  old  boy  from  Essex,  nearly  two 
weeks  after  he  was  given  the  vaccine.  Since 
the  introduction  of  MMR  there  have  been 
three  documented  cases  of  mumps  menin- 
gitis following  vaccination.  In  all  these  cases 
the  mumps  virus  was  isolated  and  all  three 
children  recovered  without  any  apparent 
long  term  effects. 


GIVE  YOUR  CHILD 
SOMETHING  YOU  NEVER  HAD. 


THE  MMR 

(Measles.  Mumps  and  Rubella) 

VACCINATION. 
TfiT 
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Since  then  experts  from  the  Department 
of  Health  have  said  that  in  their  'unanimous 
view'  the  death  of  the  young  boy  'was  un- 
likely to  be  related  to  MMR  vaccine'. 

Dr  Mala  Rao,  acting  director  of  public 
health  for  North  East  Essex  Health  Author- 
ity, accepted  that  meningitis  and  encepha- 
litis types  of  illnessess  do  occur  on  ex- 
tremely rare  occasions  following  MMR 
vaccination.  However  a  complete  recovery 
is  normally  expected  in  such  cases. 

The  vaccine  has  already  been  given 
safely  to  more  than  two  million  children  in 
Britain  and  has  been  in  use  in  the  USA  for 
the  past  15  years  with  no  known  fatalities. 

Set  against  this  background  parents  must 
consider  the  fact  that  about  15  —  20  chil- 
dren die  every  year  due  to  complications 
following  measles  and  mumps. 

Several  weeks  after  the  boy's  death  local 
headlines  proclaimed  the  'Superjab'  safe 
and  Dr  Rao  was  able  to  state  with  conviction 
that  investigations  'demonstrate  categori- 
cally that  there  was  no  connection  between 
the  MMR  vaccine  and  the  child's  illness  and 
•'■■/:  '.  death 

In  the  UK  today  there  are  two  vaccines 
currently  in  use;  the  most  widely  used  is 
produced  by  Smith,  Kline  and  French  — 
'Pluserix'  which  has  been  used  in  Canada 
and  Europe  for  some  years.  The  incidence 
alms  following  this  vaccine  is  1/ 


200,000  and  if  you  only  take  cases  where 
the  mumps  virus  has  actually  been  isolated 
it  is  1/600,000. 

The  other  vaccine  is  produced  by 
Wellcome  —  MMR1 1 .  This  has  been  used 
in  the  USA  since  the  early  1970's:  the 
incidence  of  encephalitis  following  this 
vaccine  is  1  :  2,500,000.  The  two  vaccines 
contain  different  strains  of  measles  and 
mumps.  The  incidence  of  encephalitis  as- 
sociated with  natural  infection  is  about  1  per 
1 ,000  for  measles  and  approximately  3  to  5 
per  1 ,000  for  mumps. 

Faced  with  all  this  seemingly  confusing 
and  certainly  worrying  information  what 
should  a  parent  do? 

As  A.  G.  M.   Cambell,  Chairman  of  the 


joint  Committee  on  Vaccination  and  Immu- 
nisation atthe  University  of  Aberdeen,  points 
out  in  his  letter  to  The  British  Medical  Jour- 
nal on  7  October:  'After  over  one  million 
doses  of  mumps,  measles,  and  rubella 
vaccine  it  would  be  surprising  if  the  occa- 
sional neurological  reaction  did  not  occur . 
.  .  it  would  be  a  pity  if  current  initiatives  to 
improve  the  protection  of . . .  children  from 
measles,  mumps  and  rubella  were  to  be 
affected  adversely  ...  it  is  most  important 
that . . .  (encephalitis)  cases  are  fully  docu- 
mented and  reported  ...  so  that  benefits 
and  risks  of  vaccination  can  be  kept  in 
perspective.' 

Maria  Hatzipetrou 


How  to  Make  a  Musical  Chair 


Sometime  ago  I  felt  that  presenting  sound 
in  the  form  of  vibration  would  be  very 
useful.  Colin,  a  deaf-blind  young  man  at 
Sense  in  the  Midlands,  seemed  to  enjoy 
classical  music.  Having  sat  in  a  few 
concerts  where  the  sound  was  so  loud 
that  you  could  feel  it  vibrating  the  seat 
you  sat  on,  I  began  to  think  of  ways  of 
using  this  effect  with  our  students. 

I  knew  the  idea  has  been  used  by  Alan 
Bickerstaffe  at  a  school  in  Yorkshire  where 
he  uses  a  vibrating  bed.  Working  with 
adults  who  are  not  physically  disabled,  I 
decided  to  use  a  chair  which  would  fit  into 
any  normal  room. 

I  chose  a  chair  made  by  Remploy, 
which  had  vinyl  upholstery  over  foam, 
and  a  chipboard  base.  The  choice  of 
chair  was  governed  by  what  was  avail- 
able on  site  at  the  time.  The  vinyl  is  good 
because  it  wipes  clean  in  the  event  of  any 
accidents. 

The  back  and  seat  were  removed  and 
the  coverings  carefully  taken  off.  Speak- 
ers were  now  required  for  the  chair.  For 
the  seat,  the  larger  the  speaker  the  bet- 
ter. We  bought  a  12-inch  base  from 
Tandys.  Many  old  radiograms  have  large 
speakers  which  would  do  just  as  well. 

A  hole  was  cut  in  the  base  to  take  the 
speaker  and  it  was  bolted  in  place.  Wire 
mesh  was  put  over  the  top  to  protect  the 
speaker  when  the  student  sat  on  it. 
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Tony  Kirk  is  Skills  Instructor  at 

Sense  in  the  Midlands,  where 

several  students  enjoy  music. 

Having  experienced  music  played 

so  loud  that  it  vibrated  through  the 

seats  at  concerts  Tony  has  come 

up  with  an  idea  to  help  the 

students  really  feel  the  music. 

The  upholstery  was  replaced.  The  same 
was  done  on  the  back  using  smaller  treble 
speakers. 

The  chair  was  reassembled  and  a  box 
built  around  the  base,  (many  thanks  Ron!). 
This  really  improved  the  quality  of  the  vibra- 
tions. The  chair  was  wired.  It  was  at  this 
point  I  discovered  I  needed  a  'crossover'. 
This  apparently  sorts  out  the  frequencies 
and  feeds  them  to  the  correct  speaker. 

The  chair  was  wired  as  follows: 


two    sockets 


SP£AK£*5 


switch     input 


The  sockets  were  put  in  the  back  of  the 
chair.  One  is  for  the  input  from  the  amplifier. 
By  using  this  arrangement  the  wire  does  not 
need  to  be  permanently  attached  to  the 
chair.  The  other  socket  is  for  a  switch.  When 
the  switch  is  used  the  chair  becomes  inter- 
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What  Cost  Disability? 

The  annual  upgrading  of  benefits  was  announced  in  November  by  Tony  Newton, 

Secretary  of  State  for  Social  Security.  In  the  twenty  point  plan  announced,  ten  refer  to 

people  with  disabilities.  These  changes  come  into  effect  from  April  but  people  are 

advised  to  claim  now  or  pursue  existing  claims  as  successful  claims  may  be 

backdated. 


MOBILITY  ALLOWANCE  will  now  be  avail- 
able to  deaf-blind  people  following  years  of 
campaigning  by  Sense  and  other  organisa- 
tions. At  the  moment  we  are  still  not  sure 
how  this  will  apply  in  practice.  Unfortunately 
the  allowance  has  not  yet  been  extended  to 
include  the  mentally  handicapped. 

Carers  who  receive  INVALID  CARE 
ALLOWANCE  will  have  £1 0  premium  intro- 
duced into  their  income  support.  ICA  at 
£28.20  per  week  will  become  available  to 
many  carers  who  would  not  otherwise 
qualify.  Earnings  disregard  for  those  receiv- 
ing ICA  will  be  increased  from  £12  to  £20. 

ATTENDANCE  ALLOWANCE  will  now 
be  available  for  severely  disabled  children 
under  two. 

DISABILITY  PREMIUMS  are  to  be  in- 


Colin  enjoys  'listening'  to  classical 
music  through  the  chair. 


active,  the  student  has  to  perform  some 
action  to  keep  the  vibration  going.  Any 
switch  can  be  used ,  or  none  at  all.  The  chair 
works  without  any  switch  attached. 

It  can  also  be  connected  to  the  BBC 
computer  via  the  cassette  port.  Several 
programs  have  been  adapted  to  give  the 
additional  reward  of  sound. 

We  bought  a  powerful  50  watt  amplifier 
to  drive  the  speakers  and  have  connected  a 
compact  disc  player  to  the  chair  to  give 
good  sound  quality. 

If  you  have  never  felt  music  played  in  the 
body  cavities,  it  is  an  experience  not  to  be 
missed. 

The  cost?  We  spent  £35  for  the  speaker, 
£7  on  the  crossover,  £1 30  for  the  amplifier, 
£130  for  the  CD  player.and  about  £15  on 
bits  and  pieces. 

Tony  Kirk 


creased:  in  the  case  of  adults  in  receipt  of 
means  tested  benefits  disability  premium  is 
to  be  increased  for  a  single  person  from 
£13.70to£15.40andforacouplefor£19.50 
to  £22.10.  For  families  with  disabled  chil- 
dren disability  premium  is  increased  to 
£15.40. 

EARNINGS  DISREGARD  for  people  on 
Invalidity  Benefit  or  Severe  Disablement 
Allowance  is  going  up  from  £28.50  to  £35 
per  week.  They  will  also  be  able  to  keep  the 
benefit  when  they  go  on  an  Employment 
Rehabilitation  Course. 

The  INDEPENDENT  LIVING  FUND  will 
be  doubled  to  over  £1 0  million  and  doubled 
again  next  year  to  over  £20  million.  This 
fund  was  introduced  when  the  Domestic 
Help  Addition  was  abolished  and  has  been 
inundated  with  applications.  It  has  come 
under  a  lot  of  criticism  because  its  award  is 
discretionary  and  there  is  no  automatic  right 
of  appeal. 

Campaigning  for  an  Open 
Review 

Organisations  including  Sense  have  been 
campaigning  for  a  review  of  benefits  for 
people  with  disabilities  for  several  years. 
The  Government  has  replied  that  it  would 
wait  until  all  the  OPCS  reports  were  pub- 
lished. The  sixth  and  final  report  has  now 
been  published  and  we  await  the  review. 
But  it  would  seem  that  the  review  that  we 
were  hoping  for  will  not  be  taking  place.  In 
a  letter  to  the  Disability  Alliance,  Nicholas 
Scott  stated  'I  am  not  at  all  sure  that  it  would 
be  sensible  or  realistic  for  the  Government 
to  appoint  an  independent  review  because 
ultimately  it  is  the  Government  itself  that  will 
have  to  decide  what  changes  will  be  made 
and  can  be  afforded'. 

The  Disability  Benefits  Consortium  has  been 
set  up  to  persuade  the  Government  that  the 
most  appropriate  people  to  be  consulted  in 
such  a  review  would  be  the  people  who  rely 
on  the  benefits  system!  A  launch  of  the 
Consortium's  campaign  'Time  for  Change' 
was  held  on  Westminster  Bridge  on  19 
November  where  over  250  representatives 
from  disability  organisations  (including 
Sense)  held  a  banner  saying  'Bridge  the 
Gap'.  According  to  the  Consortium  a  decent 
benefits  system  is  now  clearly  needed  fol- 
lowing the  OPCS  findings.  These  showed: 

•  There  are  6.5  million  disabled  people  in 
Britain  —  more  than  double  the  previous 
official  figures 

•  Three  quarters  of  disabled  adults  rely  on 
state  benefits  as  their  main  source  of 
income.  Average  income  is  £65.20  per 
week. 

•  Less  than  one  third  of  disabled  people, 
under  pension  age  are  in  paid  employ- 
ment and  their  earnings  are  lower  than 
those  of  non  disabled  employees. 

•  Once  the  extra  costs  of  disability  are 


taken  into  account  the  average  weekly 
incomes  of  disabled  people  are  over  £39 
per  week  below  those  of  non-disabled 
people. 

All  these  facts  show  the  need  for  a  disability 
income  which  would  cover  the  costs  of 
disability  e.g.  more  money  for  heating,  diet, 
laundry.  It  should  not  be  means  tested  and 
should  end  discrimination  between  differ- 
ent groups  of  people.  According  to  the 
Consortium  the  review  of  the  benefits  sys- 
tem should  not  be  seen  as  a  cost  cutting 
exercise.  It  should  be  independent  and 
include  the  views  of  disabled  people  with 
knowledge  of  the  benefits  system. 

The  Government's  own  Social  Security 
Advisory  Committee  called  for  'a  coherent 
system  of  cash  benefits  to  meet  the  costs  of 
disability'.  The  need  for  change  is  long 
overdue  and  will  not  come  again  for  many 
years.. 

There  are  many  things  people  can  do  lo- 
cally to  help  this  campaign  either  by  con- 
tacting politicians  or  getting  publicity.  If  you 
would  like  to  help  or  want  further  informa- 
tion please  contact: 

Mary  Willis,  PO  Box  435  DUTEL, 
Boxmoor,  Hemel  Hempstead  HP1  1XQ. 

Maria  Hatzipetrou  and 
Colette  Mercer 


Parents  Win 

£68,000 

Compensation 

for  Rubella 

Damage 

Mr  and  Mrs  Salih  who  live  in  Ch- 
eshunt  have  been  awarded  dam- 
ages for  the  handicaps  caused  to 
their  son  Ali  by  rubella.  Mrs  Salih 
contracted  rubella  when  she  was 
only  a  month  pregnant  and  as  a 
result  Ali  was  born  deaf  and  partially 
sighted.  The  judge  awarded  the 
damages  against  Enfield  Health  Au- 
thority which  admitted  liability. 

Mrs  Salih  was  not  advised  by 
doctors  at  the  ante-natal  clinic  after 
she  caught  rubella  that  her  child 
would  probably  be  damaged.  She 
was  therefore  not  given  the  choice  of 
having  an  abortion  or  continuing  the 
pregnancy  whilst  being  aware  of  the 
likely  damage.  The  sum  £68,000 
was  to  compensate  for  the  full  cost  of 
bringing  up  Ali. 
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Caring  for  People 


As  Talking  Sense  goes  to  press  the  Government  has  published  its  White  Paper  'Caring  for  People'  in  which  it 

indicates  its  intentions  for  providing  'Community  Care  in  the  Next  Decade  and  Beyond'  for  people  who  are 
elderly,  mentally  ill  or  disabled.  Rodney  Clark,  Sense's  Chief  Executive,  explains  the  government's  thinking  on 

Community  Care  as  shown  in  this  draft  legislation. 


The  provision  of  Community  Care  has  al- 
ways been  messy  and  unco-ordinated  as 
the  recent  Beverley  Lewis  case  demon- 
strated. Families,  voluntary  organisations, 
local  authorities  (LA's)  and  health  organisa- 
tions (HA's)  have  all  provided  crucial  serv- 
ices but  with  very  little  planning  and  liaison 
either  locally  or  between  local  interests  and 
central  Government. 

This  is  especially  true  of  residential  care. 
For  a  decade  the  Department  of  Health  and 
Social  Security,  which  is  now  split  into  two 
departments,  has  been  encouraging  LAsto 
accept  more  responsibility  for  care  from 
HAs.  This  proved  too  great  a  task  and 
ultimately  led  to  the  reduction  of  beds  in 
mental  illness  and  mental  handicap  hospi- 
tals, and  indeed  the  closure  of  many  such 
hospitals,  with  only  occasionally  suitable 
services  being  available  from  social  serv- 
ices departments.  No  authority,  local  or 
health,  had  a  duty  —  with  the  corresponding 
financial  resources  —  to  undertake  such 
provision  and  many  needy  people  were 
neglected  as  a  result. 

An  example  of  this  is  our  services. 
Sense's  residential  services,  when  origi- 
nally set  up,  were  funded  wholly  by  social 
services.  Then  health  authorities  were 
enabled  to  transfer  their  patients  into  our 
centres  and  send  substantial  'dowries'  with 
them.  Finally,  in  order  to  expand  the  serv- 
ices and  oil  the  wheels,  the  DHSS  (now 
Department  of  Social  Security)  gave  a 
special  social  security  benefit  to  the  resi- 
dents of  Residential  and  Nursing  Homes 
(approx.  £200  and  £240  per  week  respec- 
tively) which  reduces  the  fee  demands  to 
LA's. 

None  of  these  arrangements  really  af- 
fected the  situation  in  any  meaningful  way 
—  the  job  was  too  big  for  the  social  services 
departments.  They  were  expected  not  only 
to  assess  and  provide  suitable  care  for 
current  users  of  hospital  and  residential 
services  but  also  for  those  who  were  al- 
ready in  the  community  whose  needs  were 
not  being  met. 

The  Griffiths  Report 

Recognising  this,  the  Government  commis- 
sioned an  investigation  and  recommenda- 
tions from  Sir  Roy  Griffiths.  This  report  has 
formed  the  substance  of  the  White  Paper 
and  was  generally  welcomed  by  all  con- 
cerned. The  Griffiths  Report  firmly  placed 
the  responsibility  for  the  assessing  of  indi- 
vidual need,  and  meeting  the  manifest  need, 
with  local  authorities. 

Arrangements  were  suggested  to  en- 
sure appropriate  co-ordination  with  other 
authorities  and  bodies,  and  to  encourage 
better  use  of  voluntary  and  private  agen- 
cies. Care  Managers  will  be  appointed  to 
manage  these  new  responsibilities.  One 
recommendation  of  Sir  Roy  Griffiths  that  the 
Government  has  so  far  not  accepted  is  the 
creation  of  a  Minister  for  Community  Care. 


The  White  Paper 

The  Government  delayed  the  publication  of 
the  White  Paper  for  many  months,  appar- 
ently because  of  their  mistrust  of  some  LAis 
and  their  wish  not  to  give  them  such  respon- 
sibilities. 

The  White  Paper  suggests  six  key  objec- 
tives for  service  delivery: 

•  'to  promote  the  development  of  domicil- 
iary, day  and  respite  services  to  enable 
people  to  live  in  their  own  homes  wher- 
ever feasible  and  sensible..  Existing 
funding  structures  have  worked  against 
the  development  of  such  services.  In 
future,  the  Government  will  encourage 
the  targeting  of  home-based  services  on 
those  people  whose  need  for  them  is 
greatest.' 

•  'to  ensure  that  service  providers  make 
practical  support  for  carers  a  high  prior- 
ity. Assessment  of  care  needs  should 
always  take  account  of  the  needs  of 
caring  family,  friends  and  neighbours.' 

•  'to  make  proper  assessment  of  need 
and  good  case  management  the  corner- 
stone of  high  quality  care.  Packages  of 
care  should  then  be  designed  in  line  with 
individual  needs  and  preferences.' 

•  'to  promote  the  development  of  a  flour- 
ishing independent  sector  alongside 
good  quality  public  services. 

The  Government  has  endorsed  Sir  Roy 
Griffiths'  recommendation  that  social 
services  authorities  should  be  'enabling' 
agencies.  It  will  be  their  responsibility  to 
make  maximum  possible  use  of  private 
and  voluntary  providers  and  so  increase 
the  available  range  of  options  and  widen 
consumer  choice.' 

•  'to  clarify  the  responsibilities  of  agencies 
and  so  make  it  easier  to  hold  them  to 
account  for  their  performance. 

The  Government  recognises  that  the 
present  confusion  has  contributed  to  poor 
overall  performance' 

•  'to  secure  better  value  for  taxpayers' 
money  by  introducing  a  new  funding 
structure  for  social  care. 

The  Government's  aim  is  that  social  se- 
curity provisions  should  not,  as  they  do 
now,  provide  any  incentive  in  favour  of 
residential  and  nursing  home  care.' 

In  order  to  achieve  these 
objectives,  seven  key  changes  are 
to  be  made: 

'First,  local  authorities  are  to  become  re- 
sponsible, in  collaboration  with  medical, 
nursing  and  other  interests,  for  assessing 
individual  need,  designing  care  arrange- 
ments and  securing  their  delivery  within 
available  resources.' 

'Second,  local  authorities  will  be  expected 


to  produce  and  publish  clear  plans  for  the 
development  of  community  care  services 
consistent  with  the  plans  of  health  authori- 
ties and  other  interested  agencies.  The 
Government  will  take  new  powers  to  ensure 
that  plans  are  open  to  inspection,  and  to  call 
for  reports  from  social  services  authorities.' 

'Third,  local  authorities  will  be  expected  to 
make  maximum  use  of  the  independent 
sector.  The  Government  will  ensure  that 
they  have  acceptable  plans  for  achieving 
this.' 

'Fourth,  there  will  be  a  new  funding  struc- 
ture for  those  seeking  public  support  for 
residential  and  nursing  home  care  from 
April  1991 .  After  that  date  local  authorities 
will  take  responsibility  for  financial  support 
of  people  in  private  and  voluntary  homes, 
over  and  above  any  general  social  security 
entitlements.  The  new  arrangements  will 
not,  however,  apply  to  people  already  resi- 
dent in  homes  before  April  1991.' 

'Fifth,  applicants  with  few  or  no  resources  of 
their  own  will  be  eligible  for  the  same  levels 
of  Income  Support  and  Housing  Benefit, 
irrespective  of  whether  they  are  living  in 
their  own  homes  or  in  independent  residen- 
tial or  nursing  homes.' 

'Sixth,  local  authorities  will  be  required  to 
establish  inspection  and  registration  units 
at  arm's  length  from  the  management  of 
their  own  services  which  will  be  responsible 
for  checking  on  standards  in  both  their  own 
homes  and  in  independent  sector  residen- 
tial care  homes.' 

'Seventh,  there  will  be  a  new  specific  grant 
to  promote  the  development  of  social  care 
for  seriously  mentally  ill  people.' 

Funding 

Our  concern  is  that  the  money  coming  from 
Government,  apart  from  the  specific  grant 
in  change  No.  7  (above)  for  mentally-ill 
people  is  not  to  be  'ring-fenced'.  That  means 
that  it  will  be  included  in  the  general  Reve- 
nue Support  Grant  from  central  govern- 
ment to  local  authorities  and  can  be  spent 
by  the  local  authority  as  it  wishes.  The 
Government  seems  confident  that  the  cash 
will  be  channelled  into  appropriate  Commu- 
nity Care  Services  but  only  time  will  tell. 

If  successful,  the  changes  should  see  an 
enormously  improved  level  of  community 
care.  There  are  still  concerns  under  these 
arrangements,  some  voluntary  organisa- 
tions will  become  major  providers  which  will 
dilute  or  remove  their  roles  as  critics  of 
statutory  providers  and  advocates  for  serv- 
ice recipients.  It  may  also  greatly  reduce 
their  ability  to  develop  and  pioneer  new 
ideas  in  community  care. 

The  proposals  in  the  White  Paper  cover 
England,  Wales  and  Scotland.  Because 
Northern  Ireland  has  a  separate  structure, 
the  Government  has  undertaken  to  publish 
a  separate  policy  paper  shortly. 


'. 
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After  Breaking  Through 

'A  significant  milestone  on  the  road  to  adequate 

services,'  is  how  David  Harker  describes  the 

conference  for  Social  Services  Directors  held  in 

Birmingham  in  late  October. 


Twenty-eight  Social  Services  Departments 
registered  for  the  conference  'The  Next 
Steps  to  Breaking  Through'.  At  least  half 
were  represented  by  the  Director  and  most 
of  the  rest  were  deputy,  assistant  or  divi- 
sional directors.  It  was  therefore  a  gathering 
of  some  significance  with  considerable  po- 
tential to  influence  the  future  pattern  of  serv- 
ices for  deaf-blind  people  throughout  the 
United  Kingdom.  There  was  a  good  geo- 
graphical spread  from  Cornwall  to  Tayside, 
from  Northern  Ireland  to  Norfolk,  and  no 
significant  gaps. 

The  sponsors  of  the  conference  were 
the  Association  of  Directors  of  Social  Serv- 
ices, the  Department  of  Health  and  the 
Deaf-Blind  Services  Liaison  Group  (a  con- 
sortium of  voluntary  bodies,  including  Sense, 
the  National  Deaf-Blind  League,  the  RNIB 
and  the  RNID).  The  purpose  was  to  review 
progress  since  the  publication  of  the  'Break- 
ing Through'  report  a  year  ago  and  to  draw 
together  some  pointers  for  the  future. 

Regular  readers  of  Talking  Sense  will 
remember  that  'Breaking  Through'  was  a 
major  report  produced  by  a  working  party 
drawn  from  statutory  and  voluntary  organi- 
sations, including  deaf-blind  people.  The 
report  set  out  clearly  and  unemotionally  the 
principals  on  which  services  should  be  based 
and  type  and  range  of  services  which  should 
be  provided. 

The  conference  delegates  gathered  on 
Sunday  evening  for  dinner  and  an  opportu- 
nity for  informal  discussion.  Monday  morn- 
ing was  to  have  begun  with  an  address  from 
Nicholas  Scott,  the  Minister  for  the  Dis- 
abled. Unfortunately  he  was  unable  to  be 
there  and  Judith  Leibling,  a  senior  official  in 
the  Department  of  Health,  delivered  his 
speech  for  him. 

Terry  Bamford,  Director  of  Social  Serv- 
ices for  the  Southern  Health  and  Social 
Services  Board  in  Northern  Ireland,  was  the 
next  speaker.  He  spoke  in  a  relaxed  and 
fluent  way,  confessing  a  degree  of  igno- 
rance but  going  on  to  demonstrate  a  consid- 
erable degree  of  insight  and  understanding. 
I  was  most  struck  by  the  constraints  on 
development  he  listed. 

These  were: 

*  ignorance  of  number  and  need 

*  a  small,  silenced,  client  group 

*  the  assumption  that  low  profile  equals 
low  priority 

*  the  lack  of  statutory  identification 

*  the  poverty  of  family  expectation. 

At  the  Southern  Board,  they  had  made  a 
start  on  banishing  ignorance  of  numbers 
and  needs  by  conducting  a  survey  in  one  of 
their  units  of  management.  The  result  — 
identification  of  41  deaf-blind  people. 

The  legendary  Professor  Fred  Edwards, 
Director  of  Social  Services  for  the  massive 
Strathclyde  Regional  Council  in  Scotland, 
spoke  next,  together  with  his  deputy,  Bob 
Winter.  Fred  countered  any  suggestion  that 


low  incidence  or  low  profile  should  lead  to 
low  priority.  He  suggested  to  his  fellow 
directors  that  precisely  because  there  were 
relatively  fewdeaf-blind  people  in  theirareas 
they  should  make  them  a  priority.  Why? 
Because  a  degree  of  excellence  could  be 
achieved  relatively  easily.  As  well  as  being 
good  for  deaf-blind  people,  this  set  an  ex- 
ample for  other  services  to  follow  and  had 
an  effect  on  morale  and  confidence  through- 
out a  social  service  department. 

Bob  Lewis,  Director  of  Social  Services 
for  Stockport  reported  that  they  have  al- 
ready established  aforum,  as  recommended 
in  'Breaking  Through'  to  review  existing 
services  and  monitor  progress. 

After  three  directors,  it  was  time  for  the 
Social  Service  Inspectorate,  a  group  of 
professional  social  workers  based  in  the 
Department  of  Health  and  charged  with  the 
task  of  scrutinising  and  reviewing  policy 
and  practice  within  Social  Service  Depart- 
ments. Joan  Holton  and  Mary  Jobbins  had 
recently  completed  an  inspection  of  serv- 
ices for  deaf-blind  people.  In  the  gentlest 
possible  way  and  with  humour,  they  de- 
scribed the  results  of  their  inspection.  It 
revealed  a  picture  of  an  area  of  provision 
where: 

*  policy  lagged  behind  other  service  areas 

*  registration  procedures  were  inconsis- 
tent 

*  the  time  of  skilled  social  workers  with 


specialist  training,  where  they  existed, 
was  wasted  because  of  the  lack  of  ade- 
quate support  services 

*  plans  and  reviews  of  individuals'  cases 
rarely  took  place 

*  collaboration  between  education  and 
social  services  departments  was  inade- 
quate. 

Their  report,  to  be  called  'Sign  Posts'  will 
be  published  later  this  year. 

After  the  formal  speeches  much  of  the 
rest  of  the  day  was  devoted  to  discussion  — 
either  in  the  plenary  or  in  small  workshops. 
There  were  no  great  revelations  and  no  final 
resolution.  Why  was  it  so  significant? 

It  was  significant  because  of  the  number 
of  directors  and  senior  managers  who  had 
come  from  all  over  the  country  to  devote 
their  time  to  thinking  about  services  for 
deaf-blind  people.  The  atmosphere  created 
allowed  them  to  express  their  ignorance  of 
deaf-blindness  and  to  confess  that  they 
were  not  sure  how  many  deaf-blind  people 
there  were  in  their  areas,  or  even  how 
adequately  they  were  being  served.  By  the 
end  of  the  conference  it  was  clear  that  they 
accepted  that  deaf-blind  services  were  an 
area  which  required  their  attention  and  that 
the  blueprint  in  'Breaking  Through'  was  an 
appropriate  starting  point.  I  think  that  is  a 
considerable  achievement  and  one  which 
can  be  built  upon  in  the  future. 


r 


Brock  House  Opens! 


Wednesday  25  October  was  an  impor- 
tant day  in  Sense's  calendar  for  a  num- 
ber of  reasons,  not  least  because  it  saw 
the  official  opening  and  naming  of  Brock 
House  containing  flats  5,  6  and  7. 

It  is  almost  exactly  two  years  ago 
since  Peggy  named  Freeman  House 
where  flats  1  -  4  are.  Since  then,  some 
students  were  taken  into  a  refurbished 
part  of  De  Lys.  They  were  the  first  people 
to  move,  in  July  this  year,  into  the  newly 
completed  flats  in  Brock  House,  followed 
the  next  day  by  five  new  students. 

After  the  three  Edgbaston  holidays 
when  flat  7  was  needed  to  house  volun- 
tary helpers,  the  last  students  arrived  in 
September.  Some  students  changed 
groups  and  so,  with  all  the  changes  time 
was  needed  for  both  students  and  new 
staff  to  settle  in. 

Then  25  October  arrived.  Margaret 
and  Bevis  Brock  came  with  Christopher, 
and  were  soon  joined  by  Jessica  Hills. 
Then  Rodney  and  Marline  from  Head 
Office  brought  a  wonderful  surprise,  Eliza- 
beth, the  Brocks'  married  daughter. 

The  light  drizzle  at  lunch  time  soon 


cleared  to  give  a  bright  afternoon  to  wel- 
come all  the  guests.  The  Lord  Mayor, 
welcomed  by  Jessica,  spoke  of  his  and 
the  Lady  Mayoress's  interest  in  and 
concern  for  handicapped  people. 

We  missed  John  Hatton  whose  ill- 
ness prevented  him  from  introducing 
Margaret,  but  Bob  Snow  deputised  ably 
for  him.  Margaret's  theme  was  of  inte- 
gration. She  hoped  that  the  Lord  Mayor 
and  Lady  Mayoress  along  with  all  the 
other  local  people  would  take  our  young 
people  to  their  hearts  and  ensure  their 
welcome  into  the  local  community. 

After  the  speeches  we  all  went  out- 
side to  see  Margaret  unveil  the  plaque 
on  the  wall  of  the  beautifully  restored 
building  formerly  known  as  'Braidwood', 
now  proudly  declared  to  be  Brock  House. 
The  delicious  buffet  which  followed  gave 
everyone  a  chance  to  see  the  exhibition 
and  to  talk  with  friends.  It  was  a  lovely 
day,  and  the  fulfilment  of  many  hopes 
now  that  our  Further  Education/Reha- 
bilitation department  at  Edgbaston  has 
its  full  complement  of  thirty  six  students. 

Margaret  White 
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Should  we  let  our  young  multiply 
handicapped  son  board? 

Under  no  circumstances  do  we  wish  our  son  to  board.'  These  sentiments  were  firmly 

expressed  by  Susanna  Todd  when  she  first  wrote  to  the  Education  Department  when  her 

son  Paul  was  three  years  old  in  1983  requesting  that  his  special  educational  needs  be 

assessed.  Six  years  on,  Paul  is  an  extremely  happy  little  boy  who  is  a  weekly  boarder  at 

the  Royal  School  for  Deaf  Children  in  Margate.  So  why  the  change  of  heart ...  ? 


Our  eldest  son  was  born  in  October  1980 
and  diagnosed  as  having  'Cat  Eye  Syn- 
drome' —  a  very  rare  disease  involving  a 
chromosomal  abnormality,  about  which  very 
little  was  known.  In  those  early  days  deaf- 
ness was  suspected,  a  congenital  heart 
disorder  discovered  and  useful,  albeit  par- 
tial, vision  was  established.  Sadly  Paul's 
vision  has  since  deteriorated  considerably. 
Due  to  the  complexity  of  Paul's  handicaps 
we  were  seen  by  many  doctors  but  the 
answer  to  any  ques- 
tions about  his  future 
was  always  the 
same:  "We  do  not 
know  how  Paul  will 
develop  physically  or 
mentally  or  what  the 
future  will  hold  for 
him."  Even  in  those 
bleak  early  months 
we    were    making 

mental  notes  of  our  own  —  he  is  our  child 
and  we  are  going  to  show  them  all! 

We  were  very  lucky  geographically  in  the 
early  years  because  we  live  close  to  Chailey 
Heritage  —  a  large  centre  for  physically 
handicapped  children.  This  meantthat  Paul 
was  able  to  attend  a  creche  which  had  a 
mixture  of  handicapped  and  'normal'  chil- 
dren and  which  tended  to  provide  the  equiva- 
lent to  playgroup  facilities  —  but  with  expe- 
rienced staff  looking  after  him.  I  was  ex- 
tremely grateful  for  this  both  for  the  few 
hours  break  it  gave  me  and  for  the  opportu- 
nity of  meeting  other  parents  of  handicapped 
children.  In  those  early  days  it  did  not  matter 
so  much  what  the  specific  handicaps  were 
(as  it  happened  the  associated  problems 
were  all  too  often  identical  e.g.  feeding, 
sleeping  etc.)  —  what  was  important  was 
that  we  were  local  and  had  a  common  bond 
in  that  our  children  had  not  been  born  'nor- 
mal'. 

As  time  went  on  it  was  becoming  obvi- 
ous that  profound  deafness  was  one  of 
Paul's  major  handicaps  and  when  he  started 
to  approach  three  we  were  becoming  in- 
creasingly anxious  that  he  was  not  mixing 
with  any  other  deaf  children  —  especially 
since  he  was  using  a  few  signs.  Hence  my 
letter  to  the  Education  Department  to  start 
the  ball  rolling  on  Paul's  statementing  pro- 
cedure. 

We  made  appointments  to  visit  the  school 
and  unit  in  our  area  that  provided  education 
for  the  deaf.  We  quickly  realised  that  these 
were  specialist  centres  which  were  not 
necessarily  suitable  for  children  like  Paul 
with  additional  handicaps.  We  began  to  get 
worried  and  disillusioned  just  trying  to  fore- 
see where  Paul  was  going  to  fit  in.  Where 
were  the  facilities  locally  that  could  provide 
him  with  the  specialist  teaching  he  needed 
and  had  a  right  to? 

The  school  in  Margate  was  casually  and 


'We  had  now  begun  to 
realise  that  we  just 
could  not  give  Paul 

everything  he  needed 
at  home.' 


diplomatically  brought  up  by  a  few  caring 
professionals  around  me  who  knew  me  well 
but  I  am  afraid  I  just  shut  my  ears.  I  did  not 
want  to  hear. 

Eventually  a  reasonably  near  school  for 
the  deaf,  which  used  total  communication, 
agreed  to  accept  Paul.  Initially  it  was  for 
three  afternoons  a  week  when  he  reached 
the  age  of  four,  and  as  long  as  he  had  his 
own  classroom  assistant.  We  were  so  re- 
lived, although  it  was  made  clear  from  the 
beginning  that  this  was 
only  to  be  a  temporary 
arrangement.  Paul's 
communication  skillsdid 
begin  to  develop  at  the 
school  and  he  was  with 
other  deaf  children, 
which  we  felt  was  im- 
portant. However  it  was 
also  obvious  that  his 
other  complex  needs 
could  not  be  met  in  such  a  school  and  we 
would  have  to  keep  searching  for  a  more 
permanent  alternative. 

During  this  period  I  had  a  phone  call  from 
the  Education  Department  saying  that  they 
wished  to  invite  an  out-of-county  profes- 
sional into  the  school  to  carry  out  an  assess- 
ment on  Paul  and  that  they  required  our 
permission  to  do  this,  since  it  was  related  to 
his  statement.  I  was  told  that  the  profes- 
sional was  extremely  knowledgeable  in 
children  like  Paul  and  was  the  Educational 
Psychologist/Audiologist  attached  to  the 
Royal  School  for  Deaf  Children  in  Margate. 
We  readily  agreed,  grateful  that  perhaps 
someone  would  be  able  to  see  through  the 
various  handicaps  and  assess  Paul  for  the 
child  we  knew  he  really  was.  There  was  just 
one  small  problem  —  he  was  coming  from 
Margate!  My  husband  John  and  I  did  not 
feel  we  could  attend  Paul's  assessment 
and  say  we  did  not  wish 
Paul  to  go  to  Margate 
when  we  had  not  even 
arranged  a  visit  to  the 
school.  We  phoned  for 
an  appointment  and 
when  the  day  arrived  we 
set  off  determined  that 
when  we  got  back  home 
that  evening  we  would 
be  resolute  in  our  deci- 
sion not  to  let  Paul  board. 
How  wrong  we  were!  The  first  thing  that  hit 
us  was  the  general  layout  of  the  school. 
How  much  easier  it  was  going  to  be  in  the 
future  for  Paul  to  get  around  this  school  in- 
dependently and  therefore  relieve  some  of 
the  frustration  of  always  having  to  rely  on  an 
adult.  Then  there  were  all  the  different  groups 
of  children  which  together  embraced  so 
many  levels  of  ability.  We  could  hardly 
believe  it  —  Paul  was  not  unique  —  we  had 
at  last  found  a  place  where  we  knew  he 


fitted  in.  They  really  seemed  to  understand 
the  complex  and  specialist  needs  of  chil- 
dren who  were  deaf  but  with  other  handi- 
caps as  well.  We  were  suitably  impressed 
with  everything  on  the  school  side  but  I  still 
had  one  big  question  in  my  mind  —  'who 
was  going  to  be  Mum  during  the  week?'  We 
were  then  introduced  to  the  Care  Staff  and 
I  was  amazed  when  they  smiled  and  said  — 
yes  —  they  did  know  of  other  children  that 
would  only  drink  Ribena  or  milk  and  eat  their 
food  if  it  were  virtually  reduced  to  a  pulp-like 
consistency.  They  reassured  me  on  my 
countless  questions  and  at  last  I  realised 
that  I  would  not  have  to  worry  about  trying  to 
fit  Paul  into  a  pre-determined  mould.  They 
would  take  him  as  he  was  and  we  would  all 
work  from  there.  When  I  returned  home 
from  that  visit  I  had  tears  of  relief  and  not 
frustration. 

This  did  not  mean  that  all  my  worries  and 
feelings  about  boarding  had  gone  out  of  the 
window  —  in  fact  it  was  quite  the  opposite. 
I  felt  extremely  guilty  about  sending  a  seven 
year  old  away  from  home  during  the  week. 
However,  in  contrast  to  when  he  was  first 
born,  we  had  now  begun  to  realise  that  we 
just  could  not  give  Paul  everything  he  needed 
at  home.  During  the  critical  time  of  reas- 
sessing his  schooling  we  had  had  an 
enormous  set  back  with  his  vision.  From  the 
age  of  two  he  had  only  had  sight  in  one  eye 
and  suddenly  we  became  aware  that  this 
vision  was  deteriorating  rapidly.  Our  worst 
fears  were  realised  as  another  retina  de- 
tachment was  diagnosed.  It  was  only  due  to 
the  enormous  skills  of  the  doctors  at 
Moorfields  that  some  of  his  sight  was  saved 
although  we  do  not  know  how  permanent 
this  will  be.  Obviously  Paul  was  home  from 
day  school  at  this  time  and  much  as  he 
loves  us  and  we  love  him  we  saw  the  frus- 
tration creeping  up  as  his  world  became  so 
introverted  as  it  was 
centred  only  around 
our  home.  Paul's 
brother,  Andrew, 
was  just  two  years 
old  and  I  was  begin- 
ning to  feel  rather 
stretched!  Any  nig- 
gling thoughts  about 
home  education  as 
a  real  last  resort  if 
we  could  not  find 
anything  locally  now  went  for  ever.  I  real- 
ised that  education  for  children  does  not 
only  involve  the  work  you  do  with  them 
across  the  table.  It  is  a  much  wider  spec- 
trum —  involving  contact  with  peer  groups, 
social  skills,  awareness  etc.  —  an  almost 
endless  list. 

Now  that  the  decision  had  been  made 
and  the  authorities  had  agreed  we  had  to  try 
to  make  Paul  understand  what  was  hap- 
pening. We  went  on  various  shopping  trips 


'We  drove  to  Margate 
with  an  excited  Paul  in 
the  back  of  the  car  and 

two  dejected  parents 
in  the  front.' 
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Paul  Todd  at  the 
Royal  School  for 
Deaf  Children, 
Margate 


to  buy  the  things  he  would  need  for  his  new 
school.  A  friend  offered  to  have  him  to  stay 
overnight  and  Chailey  Heritage  also  sug- 
gested that  he  spend  one  night  with  them 
away  from  home.  Paul  seemed  to  take  all 
this  in  his  stride  but  it  still  did  not  make  the 
first  day  any  easier.  We  drove  to  Margate 
with  an  excited  Paul  in  the  back  of  the  car 
and  two  dejected  parents  in  the  front.  Paul 
marched  into  school  very  proud  of  his  bag 
with  all  his  belongings  in.  After  a  quick  visit 
to  the  school  we  went 
across  to  the  home  and 
Paul  was  shown  where 
he  would  be  sleeping. 
He  wanted  to  help  un- 
pack and  seemed  very 
preoccupied  so  it  was 
suggested  that  we  said 
our  goodbyes  quickly. 

We    came    straight 
home  and  were  soon  on 
the  phone  to  the  Care 
Staff  who  reassured  us  that  Paul  was  fine. 
The  next  day  both  John  and  I  were  on  the 
phone  unknown  to  each  other! 

We  were  delighted  to  hear  that  Paul  had 
made  a  little  friend  —  something  that  never 
really  happened  at  his  local  school.  Over 
the  next  few  weeks  I  realised  that  the  most 
important  thing  of  all  had  happened  —  Paul 
himself  knew  he  belonged.  He  could  iden- 
tify himself  with  some  of  the  children  there 
and  then  I  realised  that  he  must  have  sensed 
all  along  at  his  previous  school  that  he  was 
the  one  that  was  different.  Physically  he  just 
could  not  keep  up  with  them  and  therefore 
at  playtime  he  tended  to  keep  away  whereas 
now  he  was  in  the  centre  of  things.  Although 
the  first  weeks  were  very  hard  we  got  through 
it  knowing  that  Paul  was  in  the  right  place. 
I  must  say  I  could  not  have  let  him  board 
unless  I  was  totally  convinced  that  the  place- 
ment was  right  for  him. 

We  eagerly  awaited  the  Friday  evening 
of  his  first  week.  I  rushed  around  getting 
everything  organised  in  the  house  so  that 
we  could  devote  all  our  time  at  the  weekend 
to  Paul  and  his  brother.  Paul  arrived  home 
full  of  beans  and  we  quickly  and  anxiously 
read  the  home/school  books  from  his  teacher 
and  care  staff.  What  relief.  'Paul  has  settled 
into  school  remarkable  well  and  is  relating 


'We  began  to  realise 
what  an  unreal 
lifestyle  we  had 

unwittingly  slipped 
into.' 


to  other  children  and  adults.' 

We  relaxed  and  got  on  with  the  week- 
end, privately  dreading  Sunday  afternoon 
when  we  would  have  to  take  him  back  to 
meet  the  school  mini-bus.  On  that  afternoon 
we  all  set  off  in  the  car  with  an  extremely 
dejected  Paul.  This  rather  threw  me  since 
all  the  build-up  had  been  for  his  first  day 
which  had  gone  remarkably  smoothly.  We 
really  had  not  thought  beyond  that  time  and 
I  now  realised  that  we  still  had  a  long  way  to 
go.  We  quickly 
stopped  the  big  fam- 
ily send  off  and  on 
subsequent  weeks  I 
stayed  at  home.  I  still 
felt  wretched  al- 
though I  knew  that 
the  minute  he  got  into 
the  mini-bus  and 
started  the  journey 
with  the  other  chil- 
dren, he  was  fine. 
As  the  weeks  progressed  I  was  slowly 
beginning  to  realise  what  problems  we  were 
going  to  have  to  face  and  some  of  them  from 
unexpected  quarters.  One  of  our  first  priori- 
ties was  care  in  the  way  we  handled  Andrew 
(Paul's  brother).  From  Monday  to  Friday  he 
was  an  only  child  and  enjoyed  the  attention 
and  subsequent  relationships  it  brought  with 
John  and  me,  other  close  family  and  friends. 
Not  only  did  the  threesome  finish  on  a 
Friday  evening  but  Paul  burst  through  the 
door  after  having  been  away  all  week  de- 
manding a  lot  of  attention.  Andrew  was  and 
still  isemotionally  quite 
torn.  He  is  desperately 
looking  forward  to  Paul 
coming  home  but  once 
he  comes  through  the 
door  he  feels  threat- 
ened. John  and  I  care- 
fully planned  strategies 
on  how  to  handle  this 
crucial  time. 

We  began  to  realise  what  an  unreal  lifes- 
tyle we  had  unwittingly  slipped  into.  Be- 
cause our  time  with  Paul  at  the  weekends 
was  so  short  and  precious  we  felt  that  we 
must  revolve  ourselves  around  the  chil- 
dren. We  threw  ourselves  into  a  level  of 
activity  that  was  quite  exhausting  and  defi- 


'His  home  life  and  his 

school  life  are  both 

extremely  important  to 

him  now.' 


nitely  not  beneficial  to  the  children  in  the 
long  run.  It  was  not  representative  of  normal 
day  to  day  living.  This  is  especially  hard  to 
get  out  of  because  we  still  carry  a  feeling  of 
guilt  for  sending  him  away.  Experience  has 
now  taught  us  that  keeping  him  at  home 
was  not  benefitting  Paul  and  was  in  fact 
making  him  very  demanding  . 

The  home/school  changeover  is  another 
thing  that  was  not  easy  for  Paul  initially.  He 
kept  his  two  lives  very  separate  and  felt  that 
there  was  no  point  in  relating  to  us  about 
school  because  we  were  not  there  and 
therefore  not  involved  and  vice  versa.  This 
began  to  get  easier  once  we  started  to  make 
visits  into  the  school.  He  felt  there  was  a 
point  in  talking  about  it  since  we  now  knew 
the  people  and  places  he  was  mentioning 
e.g.  his  PE  lessons,  or  swimming.  He  still 
would  not  relate  much  about  his  home  al- 
though I  wrote  in  his  books  every  weekend 
and  would  look  almost  accusingly  at  his 
teacher  if  she  tried  to  prompt  him  by  men- 
tioning something  I  had  written.  It  was  almost 
as  if  he  was  saying  'How  do  you  know  that 
about  me.  at  home?'  We  had  a  home  visit 
from  his  teacher  and  care  staff  and  that 
made  a  tremendous  difference  —  it  was  as 
if  it  had  made  his  two  lives  come  together. 
His  home  life  and  his  school  life  are  both 
extremely  important  to  him  now.  It  is  lovely 
to  see  him  excited  about  going  to  school 
and  about  coming  home.  He  tries  to  per- 
suade me  to  let  him  have  an  extra  night  at 
home.  Isn't  this  pretty  normal  behaviour  for 
any  school  child?  I  think  any  problems  we 
may  encounter  are  put 
into  perspective  as  we 
watch  a  happy  little 
boy  gaining  confi- 
dence and  skills  month 
by  month.  I  also  know 
that  I  have  got  at  the 
end  of  the  phone  line 
some  dedicated  and 
caring  people  who 
understand  Paul  and  will  patiently  talk 
through  any  worries  or  problems  we  might 
have. 

I  can  at  last  say  the  isolation  has  gone, 
which  is  rather  conflicting  when  the  dis- 
tance has  increased! 

Suzanne  Todd 
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Educating  Fatima 


At  the  Rebecca  Goodman  Centre  at  Whitefield  School  in  London  the  use  of  picture  cards  has  helped  nine-year- 
old  Fatima  to  understand  difficult  concepts.  Her  teacher,  Jonathan  Bolt,  describes  how  he  has  encouraged 
Fatima  to  understand  the  link  between  spoken  and  written  language  using  picture  cards.  Sue  Ridler,  a  nursery 
assistant  at  the  school,  used  a  similar  idea  to  teach  Fatima  to  concentrate  on  a  series  of  instructions. 


Reading 

The  children  in  Fatima's  class  were  aged 
between  seven  and  nine  years  and  were  all 
taking  part  in  some  academic  work  —  work 
that  would  be  familiar  in  nursery  to  middle 
infant  classes. 

Teaching  Fatima  to  read,  or  at  least  be- 
ginning to  teach  Fatima  to  read,  was  an  im- 
portant step  in  developing  an  educational 
programme  that  would  allow  her,  and  her 
classmates  to  share  in  many  of  the  experi- 
ences her  nonhandicapped  peers  would 
enjoy. 

I  became  Fatima's  teacher  in  January 
1 987,  before  this  I  had  taught  for  a  couple  of 
years  in  a  mainstream  primary  school.  Most 
of  the  children  in  this  mainstream  school 
could  already  read  and  write  to  some  de- 
gree and  those  who  couldn't  still  had  some 
idea  of  what  print  was  about;  as  well  as 
some  understanding  of  learning  how  to 
read  and  write.  What  were  Fatima's  ideas 
about  print?  For  children  who  do  not  have  a 
sensory  impairment,  words,  both  printed 
and  spoken,  are  all  around  them.  The  con- 
nection between  what  somebody  has  said 
and  what  somebody  has  written  down,  can 
be  made  over  and  over  again,  hundreds  of 
times  in  a  day. 

I  realise  now  that  for  most  of  the  children 
in  my  primary  school  class,  I  did  not  actively 
have  to  teach  them  how  to  read,  all  I  had  to 
do  was  to  remove  some  of  the  barriers  to 
reading.  Things,  for  example,  that  say  to  a 
child  reading  is  hard'.  The  most  successful 
thing  I  did  was  simply  to  have  a  large, 
comfortable  reading  area,  well  stocked  with 
exciting  books.  My  chief  allies,  however, 
were  what  the  children  learnt  incidentally: 
what  they  saw  on  television;  what  they  read 
in  magazines  and  comics;  sang  in  songs 
and  saw  all  around  them.  All  teachers  in 
mainstream  schools  rely  on  that  substantial 
amount  of  learning  that  children  share  out- 
side of  their  classrooms.  All  this  is  very  well 
but  what  incidental  learning  does  a  child  do 
who  is  deaf-blind? 

Unless  adults  working  with  a  deaf-blind 
child  take  the  first  steps  along  the  path  to 
reading  and  writing  with  that  child,  then  s/he 
would  be  unlikely  to  learn  how  to  read  and 
write.  As  we  began  to  think  of  ways  to 
develop  Fatima's  reading,  it  became  clear 
that  she  would  always  be  working  with  a 
very  small  vocabulary,  as  the  only  way  that 
Fatima  learned  signed  language,  or  en- 
countered print  meaningfully,  (to  interpret  in 
a  way  that  would  help  her  do  something  or 
give  her  information),  was  through  the  di- 
rect interaction  of  an  assisting,  adult.  We 
had  to  find  ways  that  would  enable  Fatima 
to  do  some  incidental  learning. 

We  began  by  using  significant  objects  to 
indicate  that  a  particular  activity  was  about 
to  take  place.  We  also  used  objects  that 
referred  to  the  adults  working  in  the  class- 
room. These  objects  of  reference  allowed 


us  to  build  up  a  timetable  for  Fatima's  day. 
As  it  became  clear  that  Fatima  was  well  able 
to  associate  the  objects  with  the  tasks  they 
represented,  we  now  began  to  pair  pictures 
with  the  objects  of  reference;  gradually 
phasing  out  the  objects  of  reference,  and 
leaving  the  pictures,  always  with  the  word 
for  the  task/activity  that  they  represented, 
written  on  them. 

It  was  at  this  point  that  we  began  to  look 
at  the  question  of  how  to  help  Fatima  to 
genuinely  begin  reading.  So  far,  when  an 
adult  showed  Fatima  a  picture  reference 
card  and  she  signed  appropriately  in  recog- 
nition of  it,  it  was  hard  to  say  whether  Fatima 
was  truly  reading  the  card,  rather  than  giv- 
ing the  correct  sign  as  a  conditioned  re- 
sponse to  a  two  dimensional  pattern  that 
was  shown  to  her.  In  other  words,  did  a  card 
with  a  yellow  square  on  it  and  a  little  squig- 
gley  loop  on  one  side  mean  'drinktime',  or 
did  it  mean  that  if  Fatima  brought  her  arm  up 
to  her  nose  and  wiggled  her  wrist  back  and 
forth  a  few  times,  she  would  be  praised  as 
a  'good  girl'? 

We  decided  to  start  a  daily  diary  with 
Fatima,  using  the  same  symbols  as  on  her 


Subject 


Object 


rv 


drink+iwe 


Verb 


picture  reference  cards.  At  the  end  of  th 
day  an  adult  would  go  through  Fatima 
timetable  with  her,  and  together  they  woul 
write  sentences  about  two  or  three  of  th 
activities  that  had  taken  place  that  day.  I 
part  that  was  an  extension  of  the  wot 
Fatima  already  did  with  her  picture  refe 
ence  cards;  the  adult  would  draw  the  outlin 
of  the  picture,  and  Fatima  would  choose  th 
correct  colouring  pen  to  fill  it  in.  The  diffe 
ence  now  was  that  the  picture  referenc 
symbols  were  to  be  arranged  in  a  three  par 
subject-verb-object  sequence;  for  exampli 
'Fatima  go  P.E.'.  A  further  difference  we 
that  additional  symbols  had  to  be  added  1 
the  picture  reference  cards  in  order  to  cor 
struct  these  sentences.  By  their  very  n; 
ture,  symbolic  representations  of  verbs  wer 
going  to  prove  more  difficult  to  think  c 
therefore  they  were  also  going  to  be  mor 
difficult  for  Fatima  to  learn,  as  they  were  ru 
based  on  a  three  dimensional  model. 

The  picture  symbols  that  Fatima  used 
her  diary  fell  into  three  categories,  those  < 
the  sentence;  subject,  verb  and  objec 
Below  are  some  examples  from  each  cat( 
gory. 


"£3 

CD 

P-e- 


Pi'nisJi 
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Fatima  having  fun  dressing  up 


For  the  verb  symbols,  we  tried  to  produce 
pictures  that  were  based  on  the  B.S.L.  signs 
Fatima  was  already  using. 

Before  long  Fatima  was  signing,  and 
saying  aloud  the  sentences  that  she  was 
writing  with  an  adult  in  her  diary.  On  one 
occasion,  Fatima  signed  and  said  aloud,  "I 
go  toilet",  while  on  her  way  to  the  bathroom 
—  this  being  a  sentence  we  frequently 
wrote  together  in  her  diary.  We  now  had  to 
look  at  ways  of  reducing  the  importance  of 
the  picture  symbols,  and  at  the  same  time, 
drawing  Fatima's  attention  to  the  written 
word.  The  biggest  problem  here  was  that  I 
did  not  want  to  suddenly  remove  the  pic- 
ture, and  leave  Fatima  floundering  in  a  sea 
of  meaningless  letter  patterns. 

Two  methods  we  used  to  solve  the  prob- 
lem are  shown  on  the  right: 

By  the  time  that  Fatima  moved  on  to  her 
next  teacher,  she  was  signing  and  speaking 
sentences,  which  had  been  put  down  in  her 
diary,  and  which  she  then  copy  wrote.  The 
same  sentence  structure  was  then  used 
before  an  event  as  well,  to  emphasise  that 
it  had  a  connection  with  a  task  that  Fatima 
was  to  take  part  in.  The  next  step  was  to  turn 
this  written  language  which  was  descriptive 
of  what  Fatima  had  done,  into  a  set  of 
written  instructions  that  Fatima  had  to  carry 
out  in  order  to  be  able  to  complete  a  task. 


noto 


FaVi 


ma 


no 


Fatima 


cupboard 


Concentration 

Fatima  is  an  inquisitive,  friendly  girl  and  it 
was  frustrating  to  find  these  qualities  were 
actually  hindering  her  concentration.  Cop- 
ing with  one  command  was  no  problem 
but  given  two,  such  as  "Go  to  the  cup- 
board and  bring  me  a  ball",  Fatima  was 
too  easily  sidetracked  by  all  the  other 
interesting  things  she  found  there. 

Nothing  we  offered  by  way  of  persua- 
sion or  reward  would  encourage  Fatima 
to  concentrate  on  the  task  she  had  been 
given. 

Eventually  we  hit  on  the  idea  of  se- 
quence cards.  Starting  with  just  two  cards, 
one  adult  and  a  lot  of  patience,  Fatima 
was  shown  what  she  had  to  do.  The  cards 


cups 


orange  juice 


Sue  and  Fatima  drink 


ft 


helped  in  two  ways,  firstly  as  a  reminder  and 
secondly,  while  holding  the  cards,  her  hands 
were  not  so  tempted  to  investigate  anything 
else. 

After  several  successful  trips  around  the 
classroom  Fatima  was  ready  to  venture 
outside.  By  now  she  had  three  cards.  One 
to  show  where  she  was  going,  one  to  show 
what  she  had  to  do  when  she  got  there  and, 
most  important  of  all,  one  to  remind  her  to 
come  back. 

Fatima  has  now  built  up  to  a  five  card 
sequence.  An  adult  follows  her  at  a  safe 
distance  but  is  often  only  needed  to  warn 
other  members  of  staff  not  to  engage  Fa- 
tima in  "conversation"  as  she  is  on  an  impor- 
tant task  that  requires  all  her  concentration. 

Fatima's  sequence  cards  were  kept  very 


simple  to  avoid  her  becoming  more  inter- 
ested in  some  detail  in  the  picture  rather 
than  the  task  itself.  When  the  pictures  be- 
came familiar  we  felt  it  was  time  to  intro- 
duce words. 

First  Fatima  sits  at  a  table  and  matches 
the  words  underneath  the  pictures,  then 
she  slots  the  cards  into  a  perspex  holder 
constructed  from  an  old  pocket  photo  al- 
bum. We  found  it  helpful  to  start  with  a 
task  Fatima  wanted  to  do.  For  example, 
her  first  five  card  sequence  is  shown 
above. 

Once  the  cards  were  safely  in  the 
holder  Fatima  was  ready  to  set  off  with 
confidence,  clutching  her  step-by-step 
guide  to  entertaining  a  friend. 

Sue  Ridler 
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Newcastle  Playscheme 

Seven-year-old  Ross  Fleming  and  I  devel- 
oped numerous  games,  where  I  would  push 
him  on  a  swing  and  he  would  giggle  wildly 
with  delight.  I  would  take  him  around  the 
town  in  his  push  chair,  and  he  would  sit 
there  giggling  wildly.  Actually,  Ross  giggled 
wildly  at  most  things,  which  made  working 
with  him  an  absolute  delight.  I  returned 
home  from  Newcastle  having  learned 
numerous  things.  Practical  things,  such  as 
changing  a  nappy,  saying  'no'  in  sign  lan- 
guage, and  how  to  manage  on  seven  hours 
sleep  a  night.  There  were  also  the  joys  and 
rewards  of  working  with  deaf-blind  children, 
the  deep  felt  respect  for  those  that  do  it  full- 
time,  and  the  thought  that  I'd  be  doing  it  all 
again  in  two  weeks  time  in  Birmingham! 

Arun  Arora 


Lolling  in  the  Lakes 

I  thoroughly  enjoyed  looking  after  ten-year- 
old  Claire  Grundy  on  the  Lake  District  Holi- 
day for  6-1 1  year  olds.  The  highlight  of  the 
week  was  discovering  that  she  was  almost 
as  good  a  swimmer  as  me,  on  her  back!  It 
was  a  delight  to  see  a  permanent  look  of  ex- 
citement on  her  face  in  the  swimming  baths, 
and  on  the  big  dipper  (there  may  have  been 
a  touch  of  selfishness  here,  I  love  the  fast 
rides!). 

Dirty  nappies  three  times  a  day  took  a  bit 
of  getting  back  into  ( I  have  a  seven  year  old 
daughter)  but  its  amazing  how  quickly  you 
regain  those  lost  skills  . .  .  well  almost! 

It's  difficult  to  work  out  how  much  a  child 
gets  from  the  holiday,  especially  when  there 
is  little  communication  and  no  apparent 
recognition  of  yourself  as  a  helper  by  the 
child.  However,  the  activity,  fresh  air  and 
special  attention  hopefully  changes  some- 
thing in  their  lives  for  a  week  and  makes  it  all 
worth  it,  and  its  a  week  off  for  the  parents 
isn't  it? 

Steve  Bell 


Volunteers  Lose  Their  'Sense' 
Down  Local  Disco 

It  was  our  night  out  and  we  wanted  to  let  our 
hair  down,  so  we  found  this  really  tacky  club 
'Roosters'  and  made  complete  fools  of 
ourselves.  Dancing,  singing  and  signing 
frenetically  we  ensured  that  the  reputation 
of  Sense  will  never  be  the  same  again!  We 
were  stunned  to  find  that  at  the  end  of  the 
evening  we  were  the  only  extroverts  left  on 
the  dance  floor.  Everyone  else  was  looking 
on  open-mouthed  at  our  outrageous  exhibi- 
tion. Well,  being  a  thespian  I  simply  couldn't 
resist  ensuring  we  left  our  impression  on 
Weston-Super-Mare  —  no  matter  how 
embarrassing! 

A.  J.  Barry 
Weston-super-Mare 
10-16  year  olds  holiday 


Summer 

Jumping  out  of  trees,  bongo  playing 
in  the  park,  running  under  para- 
chutes and  wrestling  in  ball  pools 
are  just  some  of  the  alleged  goings- 
on  this  summer,  when  Sense  sent 
over  1 00  youngsters,  1 40  volunteers 
not  to  mention  15  minibuses,  on 


Mischief  and  Dynamite 


As  the  week  in  Newcastle  was  the  first  time 
we  had  helped  on  a  Sense  holiday  we  were 
very  apprehensive  as  to  what  to  expect. 
What  were  the  children  going  to  be  like? 
Were  we  going  to  get  on  with  the  other 
volunteers?  Would  we  be  able  to  cope? 

But  as  soon  as  we  reached  The  Northern 
Counties  School  for  the  Deaf,  we  both  knew 
that  all  worrying  was  unnecessary. 

The  group  leader  was  Karen  Tait  and 
anyone  who  knows  Karen  will  know  how 
seriously  she  takes  her  job,  yet  she  man- 
aged to  make  everyone  feel  at  home  and 
relaxed. 
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Times 


holiday  to  various  glorious  locations 
around  England.  What's  more,  they 
ALL  came  back  in  one  piece,  give  or 
take  the  odd  flake  of  paintwork  off  a 
bus  or  two!!  ....  The  volunteers 
really  enjoyed  the  experience,  as 
these  reports  show ... 


Some  of  the  many  children  and  carers 
doing  their  holiday  things! 


Scottish  Holidaymakers  at 
Barcaple 

Nicky  Brown,  a  twenty  year  old  student  from 
our  Overbridge  Centre,  enjoyed  our  second 
Barcaple  holiday.  The  weather  was  mixed 
to  say  the  least. 

The  rain  fell  in  torrents  on  ourfirst  full  day 
and  the  wind  obliged  by  doing  its  worst.  This 
combination  seemed  to  invigorate  Nicky  no 
end  and  she  was  delighted  to  go  on,  not 
one,  but  two  walks  that  afternoon.  She  was 
incredibly  trusting  as  we  trudged  over  rough 
and  slippery  terrain  but  obviously  enjoyed 
herself  tremendously.  In  more  open  spaces 
she  ran,  face  into  the  wind,  laughing  all  the 
way. 

When  we  went  on  the  water  Nicky  giggled 
and  sang  throughout  her  tows  through  the 
waves  seeming  to  love  the  spray  blowing  up 
into  her  face  and  the  movement  of  the 
canoe. 

The  holiday  was  a  great  stimulus  for 
Nicky  who  used  two  signs  spontaneously 
for  the  first  time. 

Morvern  Gregor 


We  were  lucky  to  have  on  our  holiday 
seven  of  the  most  wonderful  and  loving 
children  —  well  we  thought  so  anyway! 
They  included  seven  year  old  Jenny,  who 
was  our  adopted  child  for  the  week  and 
described  as  anything  from  a  master  of 
mischief  to  a  bundle  of  dynamite  —  she  is 
an  extremely  clever  little  girl  who  just  likes  to 
be  kept  busy. 

Looking  after  such  a  child  filled  us  with  a 
great  sense  of  fulfilment  and  longing  to  give 
much  more.  Don't  forget  us  next  year! 

Melissa  Owen  and  Catherine  Jeffery 


What  Goes  Up  Must  Come 
Down 

My  heart  went  out  to  11 -year  old  Donald 
Abili  who  was  totally  blind  and  deaf,  He  put 
all  his  trust  and  faith  in  Julia,  his  helper,  and 
the  instructors.  I  can  see  it  now:  'Come  on 
Donald,  lets  climb  this  tree'  and  the  instruc- 
tor was  right  behind  him  to  make  sure  that 
he  did  not  fall  off  —  or  was  it  go  back  down?! 
Donald  climbed  the  three  flights  of  ladders 
patiently  while  a  harness  was  fitted  to  him. 
Just  one  step  forward  was  enough  and 
there  was  Donald  swinging  on  the  end  of  a 
rope  like  a  pendulum  on  a  Grandfather 
clock  having  descended  57  feet  in  three 
seconds  flat. 

I'm  not  sure  what  he  got  out  of  that  but  it 
was  nice  to  see  him  go  up  for  the  second 
time. 

Ian  Beattie 

Ashburton  Activity  Holiday  for  8-12 

year  olds. 
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Record  Keeping 

Philippa  Clark  works  at  the  Royal  West  of  England  School  for  the  Deaf  at  Exeter. 
Here  she  described  how  good  records  can  make  effective  tools  for  teachers. 


The  importance  of  keeping  records  of  chil- 
dren's progress  in  school  is  widely  accepted. 
In  many  schools  there  has  been  a  develop- 
ment in  the  type  and  quality  of  records  being 
kept  which  has  been  influenced  by  assess- 
ment based  upon  the  curriculum  offered 
and  carried  out  during  teaching  activities.  It 
has  also  been  accepted  gener- 
ally that  records  and  testing  of 
children  need  to  be  directly  re-      "Thp 
lated  to  teaching.  '  '  K 

Evaluation  and  record-keep- 
ing must  not  become  a  mean- 
ingless routine  for  the  teacher 
but  be  relevant  to  the  children's 
learning  and  provide  teachers 
with  information  from  which  they 
can  make  decisions  with  regard  to  Individ- 
ual Educational  Programmes. 

Curriculum  and  Assessment 
must  be  done  for  each 
individual  child 

Everyone  involved  in  the  education  of  deaf- 
blind  children  accepts  that  the  curriculum 
must  be  as  relevant  as  possible  to  the 
needs  and  disposition  of  the  individual  child. 
Emphasis  must  be  placed  upon  the  idiosyn- 
cratic conduct  and  problems  which  the  chil- 
dren encounter  in  their  own  lives. 

It  becomes  evident  that  recording  a  child's 
progress  must  be  unique  to  that  child.  A 
school  or  department  system  of  recording 
information  or  progress  may  not  fully  take 
into  account  the  individual  differences  be- 
tween children. 

At  Exeter  we  aim  to  be  flexible  and  to  use 
some  standard  types  of  assessment;  as  it  is 
important  to  measure  children's  progress 
against  the  norm,  as  well  as  our  child  based 
records. 

In  this  way  we  are  able  to  collate  informa- 
tion with  which  to  make  decisions  about 
curriculum  and  teaching  strategies.  It  also 
provides  us  with  reasons  for  parents  as  to 
why  new  ideas  and  methods  are  being 
developed.  The  records  should  reflect  what 
is  being  taught  and  how  it  is  being  taught. 

Some  of  the  processes  we  use  to  record 
different  curricular  areas  include  record- 
keeping processes  which  serve  three  main 
functions: 

•  to  help  teachers  (and  parents)  to  select 
appropriate  learning  experiences 

•  to  communicate  to  others  (parents,  pro- 
fessional and  child)  what  is  expected 

•  to  give  parents  and  professionals  stan- 
dards for  evaluating  progress. 

The  records  are  used  by  teachers  to  ap- 
praise their  own  classroom  practice  and 
ensure  they  are  providing  effective  learning 
e/penences  for  the  children. 

Checklist  of  Attainments 

If  checklists  of  attainments  (e.g.  the  number 
of  words  a  child  can  read)  are  used  sensi- 
tively they  can  provide  information  about  a 
child's  rate  of  learning  and  an  insight  into 
the  child's  strengths  and  weaknesses  in 


one  particular  area. 

However,  we  have  found  that  by  system- 
atically observing  and  recording  one  child's 
school  responses  in  a  reading  test  we  have 
measured  the  number  of  words  known,  but 
also  we  have  learnt  about  his  self-confi- 
dence. By  carefully  observing  the  child  it 


purpose  of  evaluation  and 

keeping  is  not  to  prove  but 

improve. 
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was  possible  to  identify  three  types  of  re- 
sponses he  gave  when  asked  to  read/sign 
a  set  of  written  words: 

•  he  quickly  produced  the  sign 

•  he  hesitated,  but  when  shown  the  initial 
position  of  the  sign  he  completed  the 
sign  before  the  adult 

•  he  did  not  attempt  to  make  any  sign  but 
pointed  to  the  adult  as  an  indication  'you 
do  it'.  He  then  copies  the  sign  and  if  he 
was  not  happy  with  his  own  attempt 
would  present  his  hands  to  the  adult  for 
co-active  guidance. 

It  would  have  been  easy  to  miss  the  distinc- 
tion between  the  child's  responses  if  the 


only  record  being  kept  was  a  simple  tick-list 
of  success. 

Instead,  the  records  have  provided  useful 
information  on  the  child's  learning  proc- 
esses and  this  understanding  is  much  more 
important  than  simply  knowing  the  size  of 
his  signing  vocabulary. 


Checklists  of  Self-Care  or 
Independence  Skills 

These  are  very  common  in  the  education  of 
the  deaf-blind.  Beside  commercial  check- 
lists many  schools  and  teachers  have  de- 
veloped their  own,  with  specific  regard  to 
the  children  in  the  school. 
The  format  of  such 
reCOrd  checklists  tends  to  be  writ- 
.  ten  objectives,  which  can  be 

10  broken  into  small  steps,  and 

which  can  be  readily  used 
on  a  criterion-referenced 
basis.  The  skills  a  child  has 
already  acquired  can  be 
checked  off  and  the  next 
teaching  area  (skills  the  child  has  not  yet 
achieved)  easily  identified. 

Those  adults  in  direct  contact  with  the 
deaf-blind  child  are  the  best  people  to 
complete  such  checklists  —  they  have  the 
details  and  vested  interest  to  help  or  her  de- 
velop. 

The  difficulties  of  generalising  skills  be- 
tween home,  classroom  and  residential 
setting  are  often  very  apparent  in  the  self- 
care/independence  areas.  It  is  therefore 
important  to  identify  the  different  skills  chil- 
dren demonstrate  in  each  setting. 

At  the  Royal  School  for  the  Deaf,  Exeter 
three  sets  of  self-care  skills  are  completed 
on  deaf-blind  children,  by  parents,  teacher 
and  classroom  assistants  and  care  staff  in 
residential  settings. 

The  similarities  and  differences  in 
achievements  have  provided  a  good  basis 
for  negotiating  between  a  child's  various 
carers.  Agreement  can  be  reached  on  which 
skills  to  teach  and  practice. 

The  collaborative  use  of  checklists  has 
also  provided  an  insight  into  how  different 
carers  view  one  particular  child.  It  may  be 
that  in  one  setting,  either  home,  classroom 
or  in  residence,  the  child  is  allowed  to  be 
much  more  independent  than  in  another. 
Our  human  tendency  to  do  things  for  multi- 
handicapped  children  can  be  a  great  hin- 
drance to  them  developing  autonomy  and 
independence.  We  must  learn  from,  and 
encourage,  each  other  to  stand  back  and  let 
the  deaf-blind  child  achieve  things  for  him- 
self. 

One  mother  told  us  that  if  she  had  com- 
pleted a  checklist  earlier  it  would  have  given 
her  more  ideas  of  how  to  help  her  fourteen 
year  old  rubella-damaged  son,  who  is  a 
bright  independent  child.  Many  items  on  the 
checklist  (e.g.  doing  the  laundry),  mother 
had  done  for  her  child  whilst  he  was  at 
school  —  never  thinking  of  the  value  of 
doing  this  exercise  with  him. 

Completing  the  checklists  and  discuss- 
ing the  findings  have  also  led  parents  to 
comment  that  they  feel  more  valued  by  the 
teachers.  Parents  have  found  they  have 
many  contributions  to  make  to  their  child's 
learning  programme. 


The  photographs  show  children  at 
Whitefields  School,  London 
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Developing  Autonomy  in 
the  Deaf-Blind  Child 

If  we  want  deaf-blind  children  to  de- 
velop their  own  powers  of  judge- 
ment and  discrimination  we  must 
give  them  opportunities  to  exercise 
judgement  and  discrimination. 

It  is  for  this  reason  that  we  pro- 
vide a  free-play  area  for  ou r  younger 
deaf-blind  children.  An  activity  room 
with  a  variety  of  play  facilities  e.g. 
trampoline,  rocking  horse,  climbing 
frame,  sand  and  water  play. 

However,  children,  both  those 
with  some  residual  vision  and  the 
totally  blind,  tended  to  remain  on/at 
one  favoured  activity.  This  appeared 
to  be  for  two  reasons,  because  adults  tended 
to  place  the  child  at  the  same  activity  and 
the  child  was  unaware  of  the  variety  of  ac- 
tivities there  and  that  they  could  make  a 
choice. 

We  set  out  to  teach  the  children  the 
mobility  skills  they  required  to  find  the  vari- 
ous activities  and  also  to  teach  them  to 
make  choices. 

To  record  progress  we  linked  the  various 
activities  in  the  room  and  each 
day  we  observed  the  children 
and  ticked  in  red  if  a  child  ap- 
proached and  stayed  at  one 
particular  activity  (we  were  not 
at  this  stage  concerned  with 
the  quality  of  play);  we  gave  a 
black  tick  if  an  adult  had  di- 
rected a  child  to  a  particular 
activity. 

The  early  records  were  a 
clear  indication  that  the  children  had  a  very 
limited  experience  of  the  various  activities 
available  to  them.  However,  as  we  contin- 
ued with  the  teaching  and  recording  we 
found  a  marked  improvement  in  the  number 
of  activities  a  child  chose. 

The  following  emerged: 
•     the  number  of  black  ticks  both  increased 

and  was  better  spread  across  the  chart. 

The  adults  became  more  aware  of  the 
experiences  each  child  was  missing  and 
endeavoured  to  widen  the  range  of  activi- 
ties they  directed  children  to. 

the  number  of  red  ticks  (self-choice) 
also  increased. 

As  the  children  experienced  a  wider  range 
of  activities  and  could  link  this  with  their 
mobility  skills,  they  themselves  became 
more  adept  at  selecting  activities. 

From  these  records  it  was  possible  to 
see,  in  objective  terms,  the  children  devel- 
oping their  autonomy  and  demonstrating 
preference  for  certain  activities;  this  was  not 
a  preference  linked  to  lack  of  experience 
but  enjoyment  of  some  activities  more  than 
others. 

We  noted  that  even  when  activities  and 
apparatus  were  rearranged  in  the  room  that 
the  children  continued  their  favourite  activi- 
ties. This  reassured  us  that  their  choice  was 
not  limited  to  their  mobility  skills, 

This  is  a  good  place  to  emphasise  that 
record-keeping  need  not  continue  for  ever. 
The  above  records  are  no  longer  neces- 
sary. Records  can  be  made  trivial  by  com- 
pleting them  just  for  their  own  sake  and  will 
not  then  lead  to  an  improvement  in  teach- 
ing. 


We  must  reflect  on  our  teaching  practice 
at  all  times  and  adapt  our  record-keeping  to 
help  us  select  appropriate  learning  experi- 
ences for  the  children. 

Self-Recording 

As  deaf-blind  children  develop  it  may  be 
possible  to  involve  them  in  self-recording. 


Completing  the  checklists  and 

discussing  the  findings  have  also  led 

parents  to  comment  that  they  feel 

more  valued  by  the  teachers. 


To  involve  them  in  monitoring  their  own 
progress  helps  them  to  develop  self-worth 
and  responsibility  for  their  own  actions. 

In  our  senior  school  a  house-mark  sys- 
tem operates,  where  all  children  can  be 
awarded  good  marks  for  good  work  and 
behaviour.  Each  child  is  in  one  of  three 
house-groups  (Red,  Blue  or  Green)  and 
their  marks  at  the  end  of  the  term  earn  a 


day's  outing  e.g.  to  the  theatre  or 
funfair.  The  system  works  very  well 
for  the  mainstream  children  and 
leads  to  the  correct  form  of  peer- 
group  pressure  to  encourage  each 
other  to  get  good  marks. 

We  wanted  the  deaf-blind  chil- 
dren to  be  seen  as  equal  partici- 
pants in  this  process.  Hence  we 
developed  a  token  economy  sys- 
tem whereby  the  children  recorded 
their  ticks  on  a  weekly  chart,  using  a 
different  coloured  pen  for  each  day. 
At  the  end  of  the  week  they  totalled 
their  ticks  and  exchanged  them  with 
the  classteacher  for  the  appropriate 
number  of  good  marks.  It  did  not 
take  them  long  to  learn  that  the 
harder  they  worked  the  more  ticks 
they  could  award  themselves.  They  real- 
ised the  importance  of  the  good  marks  and 
were  pleased  to  be  praised  in  the  weekly  as- 
sembly for  achieving  lots  of  good  marks. 

Perhaps  most  important  was  that  the 
children  learnt  the  idea  of  negotiation.  The 
'exchange  rate'  of  ticks  for  good  marks  was 
different  for  each  child.  The  rate  might  also 
vary  from  week  to  week,  if  six  ticks  earned 
a  good  mark  one  week  the 
teacher  encouraged  the  child 
to  get  seven  ticks  the  next 
week  forthe  same  good  mark. 
It  was  evident  that  the  chil- 
dren enjoyed  this  self-record- 
ing of  their  work  and  began  to 
see  that  they  could  improve 
their  own  work-rate.  We  were 
impressed  when  the  children 
worked  out  for  themselves  that 
by  writing  down  extra  activities  (playing  ball, 
going  to  church)  on  the  chart  they  could 
award  themselves  with  even  more  ticks! 

Conclusions 

It  is  important  to  keep  records  of  the  prog- 
ress of  each  child.  The  records  should  be 
clear,  concise,  easy  to  use  and  directly 
related  to  the  child's  learning  experience.  If 
records  are  too  detailed  or  difficult  to  com- 
plete then  they  will  only  increase  the  work- 
load of  busy  teachers,  parents  and  care 
staff.  Simple  charts  that  can  be  completed 
in  the  classroom  are  always  the  most  effec- 
tive. 

The  value  of  this  type  of  record-keeping 
is  evident  when  it  comes  to  the  time  of 
making  decisions  about  children,  or  writing 
reports.  The  objective  data  is  all  collected 
and  this  information  will  help  you  in  planning 
Individual  Educational  Programmes  — 
ensuring  that  the  child  makes  maximum 
progress  and  wastes  minimum  time  in  fail- 
ing. 

A  further  advantage  to  a  good  record- 
keeping system  is  when  you  want  to  com- 
municate with  your  parents  and  other  pro- 
fessionals regarding  a  child's  progress  and 
your  teaching  programme  —  the  informa- 
tion is  readily  available  to  you. 

We  can  now  talk  with  parents  about 
specific  progress.  We  can  tell  them  exactly 
how  their  child  has  progressed,  rather  than 
simply  saying  'We  think  he  can  eat/dress/ 
write  better  now'.  The  records  provide  evi- 
dence of  progress  even  when  this  is  in  small 
increments.  This  evidence  encourages 
parents  and  teachers  to  continue  in  their 
often  unrewarding  task  of  educating  deaf- 
blind  children. 
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Well  Done  Eric! 


Eric  is  19  years  old.  He  has  had  combined  sensory  impairment  since  birth 

and  is  now  totally  blind,  having  lost  any  useful  residual  vision  four  years 

ago.  He  joined  us  at  The  Manor  House  in  May  1989. 

From  the  outset.  Eric  made  his 
mark  as  a  willing  and  enthusi- 
astic student.  Yet.  although  he 
showed  a  tremendous  drive 
and  capacity  for  learning  in 
practical  ways,  we  still  needed 
to  break  through'  the  difficul- 
ties he  had  with  communica- 
tion and  understanding  of  the 
world  around  him.  We  decided 
to  use  his  enthusiasm  for  learn- 
ing by  introducing  him  to  braille 
as  the  main  medium  through 
which  we  would  teach  him 
language  and  communication 
skills. 

We  knew  this  would  be  a 
slow  process.  At  first,  concepts 
would  be  taught  using  many 
different  concrete  situations 
(using  manual  signs  ratherthan 
finger  spelling).  Only  when  Eric 
could  demonstrate  understand- 
ing and  application,  would  the 
braille  equivalent  be  intro- 
duced. As  with  much  early 
language  development,  we 
were  primarily  concerned  with 
receptive,  rather  than  expres- 
sive, language  —  therefore  activities  were 
set  up  in  such  a  way  that  Eric  could  physi- 
cally demonstrate  his  understanding  of  the 
written  word. 

Eric  has  delighted  staff  with  his  prog- 
ress. Not  only  is  he  able  to  make  the  asso- 
ciation between  an  object  and  written  word 
but  following  structured  teaching,  he  can 
also  demonstrate  the  ability  to  understand 
some  of  the  complexities  of  language  struc- 
ture, e.g.  simple  prepositions,  possessive 
terms.  Moreover,  he  positively  thrives  on 
the  experience! 

We  hope  to  use  Eric's  willingness  and 
motivation  to  explore  the  possibility  of  de- 
veloping a  reading  scheme'  at  The  Manor 
House,  which  can  be  geared  specifically  to 
the  needs  of  adolescents  like  him.  Whilst  it 
is  difficult  at  this  stage  to  determine  how  far 
he  will  go  in  basic  literacy  skills,  we  are 
certain  that  his  successes  and  failures  will 
teach  us  a  great  deal  which  will  benefit  other 
students. 
Mary  Cooksey  Denise  Ford 


As  this  is  a  pioneering  venture  at  The  Manor 
House,  they  would  be  grateful  to  hear  from 
any  person  who  has  attempted  a  basic 
literacy  scheme  through  the  medium  of 
braille  with  a  learner  like  Eric.  Copies  of 
Eric's  programme  to  date  are  also  available 
if  anyone  would  like  to  contact  us  at  the 
Manor  House  at  Sense  East 


Education  Act  1988 

and  Children  with 

Special  Needs 

Recent  circulars  from  the  Department  of 
Education  and  Science  concerning  the 
Education  Act  1 988  have  gone  some  way  to 
giving  support  to  children  with  special  needs 
in  mainstream  schools.  However,  we  await 
the  revised  version  of  Circular  1/83,  which 
deals  with  the  assessment  and  statementing 
of  children  with  special  needs  to  see  how 
the  procedures  will  fit  into  the  1 988  Educa- 
tion Act.  Rumours  abound  about  its  good 
and  ill  effects,  but  until  the  circular  is  actually 
issued  and  we  have  an  opportunity  of  look- 
ing at  it  in  detail,  it  is  difficult  to  say  in  what 
ways  it  will  affect  children  who  are  deaf- 
blind.  This  circular  is  due  out  within  the  next 
few  weeks  and  an  article  dealing  with  the 
1 988  Act  and  the  new  Circular  on  Assess- 
ments and  Statements  will  be  included  in 
the  next  issue  of  Talking  Sense. 


Rainbow  Court 

Rainbow  Court  Flats:  Applications  are 
welcomed  from  Deaf-Blind  persons/couples, 
capable  of  running  their  own  home.  Resi- 
dent staff  available  to  give  assistance  in 
times  of  need. 

Rehabilitation  and  Self-Catering  Holi- 
days: A  ground-floor  flat  at  Rainbow  Court 
is  available  to  rent  for  short-term  rehabilita- 
tion or  self-catering  holidays  to  Deaf-Blind 
persons.  Bookings  now  being  accepted. 

Rainbow  Court  Guest  House:  Deaf-Blind 
visitors  with  their  guides  will  be  welcome 
from  May  to  October. 

All  applications  should  be  addressed  to: 
The  Chief  Executive,  National  Deaf-Blind 
League,  18  Rainbow  Court,  Paston  Rid- 
ings, Peterborough  PE4  6UP. 
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First  you've  g°t  to 
persuade  them  to 
mdKe  gn 
assessment. 


[find  then  ill  thT~~\ 
professionals  hsveto] 
yve  their  opinions  ) 


Volunteers  Required 

Do  you  have  any  spare  time? 

Would  you  like  to  help  us? 

We  urgently  require  some  volunteers  to 
assist  us  at  our  three  London  offices.  All 
three  sites  are  within  five  minutes  walk  of 
King's  Cross  Station. 

If  you  have  any  keyboard  skills,  are 
willing  to  assist  with  other  tasks  e.g.  com- 
puter inputting,  letter  writing,  telephone  work, 
compiling  information  packs  etc.  we  would 
like  to  hear  from  you. 

For  further  information,  please  contact: 
Martine  Coppens.  Senior  Admin  Officer, 
SENSE.  311  Grays  Inn  Road,  London 
WC1X  8PT.  Tel  01-278  1005 


[find  then  you  m&y\ 

get  9  chioce  to  I 

[Sty  what  you  fyinir] 


Cfind  then  they 
heve  <?  Case 


Conference.  ..and... 


Good  nevJS  Mrs  Jones . . . 
Yoor  daughter  now  h*s 
3  Statement s~5 
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Once  again,  over  500  parents,  children, 
professionals  and  members  of  Sense 
got  together  for  the  annual  'Weekend 
Away'  in  Birmingham.  It  was  generally 
agreed  to  be  the  usual  fantastic  success 
as  these  reports  show. 


Plenary 

What  Do  I  Want  for  My 
Child? 


Speakers:  Gini  Cloke  (Chair);  Shirley 
McAloo,  Gill  Morbey,  Wanda  Hudson 

Each  parent  began  their  talk  by  saying 
how  much  their  hopes  for  the  future  of 
their  child  were  coloured  by  their  un- 
happy experiences  in  the  past.  Other 
people's  attitudes  were  perhaps  the  most 
important  factor  in  their  children's  fu- 
ture. 

Gini  Cloke  introduced  the  discussion  by 
describing  how  all  parents  have  high  hopes 
and  expectations  for  their  children.  As  they 
get  older  the  children  have  their  own  hopes 
and  expectations.  Whether  or  not  these  are 
achieved,  depends  mainly  on  the  child  it- 
self. On  the  whole,  as  parents,  we  can  take 
some  things  for  granted:  our  children  will  go 
to  a  school  which  is  appropriate  for  their 
needs;  they  may  well  go  to  a  college  or 
university  and  they  will  almost  certainly  get 
a  job.  We  expect  them  to  leave  home  and 
live  independently  and  take  responsibility 
for  their  own  lives  because  that  is  how  life  is 
for  all  of  us. 

But  if  we  have  a  child  that  is  deaf-blind, 
probably  with  other  handicaps,  life  is  not  like 
that.  Our  hopes  and  expectations  for  our 
deaf-blind  child  fluctuate  from  high  to  low 
depending  on  his  or  her  development  and 
progress,  what  the  various  medical  experts 
have  to  say  and  the  amount  of  really  spe- 
cialist help  and  support,  if  any,  we  receive. 
Nothing  is  certain  in  their  lives  and  whatever 
hopes  we  have  for  them  depend  so  much  on 
the  availability  of  really  suitable  services  for 
their  very  special  needs. 

Lack  of  understanding 

Shirley  McAloo  began  by  describing  the 
difficult  21  years  of  her  daughter  Fiona's 
life.  Fiona  was  born  after  a  difficult  preg- 
nancy and  birth.  However,  from  her  cries, 
she  had  a  healthy  pair  of  lungs  and  was 
beautiful.  After  a  blood  test  it  was  revealed 
that  she  had  had  Rubella,  but  the  McAloos 
were  assured  she  was  perfect.  Five  days 
later  Fiona  went  into  heart  failure.  She  re- 
covered and  was  transferred  to  Birming- 
ham Children's  Hospital  for  tests  which 
revealed  a  heart  condition,  Patent  Ductus 
Arteriosis.  She  had  no  sight  in  her  right  eye 
and  little,  if  any,  in  the  left  and  she  was 
profoundly  deaf.  After  numerous  needlings 
and  operations  on  her  eyes  she  eventually 
gained  useful  sight,  although  she  was  later 
diagnosed  as  having  glaucoma  which  is 
now  being  kept  under  control  by  drops.  She 
is  still  profoundly  deaf. 

Shirley  described  how  in  the  early  years 
no-one  seemed  to  know  anything  about  the 


deaf-blind  until  she  got  in  touch  with  Sense. 
The  Health  Officer  came  once  and  after 
saying  Fiona  looked  'normal'  she  disap- 
peared never  to  be  seen  again. 

Fiona  had  been  a  very  happy  child  with 
an  infectious  laugh  and  who  had  given  them 
some  hilarious  times.  She  also  remem- 
bered some  very  tense  times. 

Fiona  eventually  went  to  Perrygrove 
School  within  the  Lee  Hospital.  When  she 
was  1 7,  Perrygrove  School  closed  and  she 
was  transferred  to  Kidderminster,  but  the 
move  was  handled  very  badly.  Although  the 
staff  were  very  caring  they  did  not  have 
specialised  knowledge  of  working  with  deaf- 
blind  people. 

Fiona  is  now  in  Sense-in-the-Midlands 
where  she  has  settled  well.  She  treated 
everyone,  on  the  first  day,  to  all  her  ex- 
tremes of  behaviour,  some  unbelievable 
'miss  goody  two  shoes'  to  a  horrid  little 
monster.  Shirley,  described  how  she  de- 
spaired at  Fiona  staying  there  but  also 
received  a  message  from  the  staff  that  they 
were  communicating  with  Fiona  and  they 
were  loving  and  firm.  Fiona  has  now  settled 
in  very  well.  She  is  happy,  independent  and 
fulfilled. 


This  year's  market  place  was  bigger 
and  better  than  ever 


Shirley  described  how  she  thought  fam- 
ily life  had  been  very  important  to  Fiona. 
She  has  always  been  very  close  to  her 
father  and  also  her  grandfather.  Her  two 
sisters,  three  and  six  years  older  than  Fiona 
were  always  marvellous  with  her  and  still 
are. 

Forthe  future,  Shirley  hoped  Fiona  would 
remain  as  happy  and  independent  and  ful- 
filled as  her  capabilities  allowed.  She  knew 
Fiona  would  probably  have  to  move  again 
but  hoped  it  would  not  be  too  many  times. 
As  a  parent  who  was  not  getting  any 
'younger',  she  would  really  like  to  see  Fiona 
settled  somewhere  permanent.  Hopefully  it 
would  be  a  house  somewhere  assisted  by 
Sense  so  that  Fiona  would  still  be  able  to 
communicate  and  grow.  'Fiona  truly  is  our 
special  child'  she  said. 

Attitudes  and  systems 

Gill  Morbey  began  by  saying  she  would  not 


be  giving  a  conciliatory  or  fearful  talk  about 
the  future  for  her  son  Marshall.  Her  hopes 
and  fears  for  Marshall  were,  in  essence,  the 
same  as  those  for  her  able  bodied  daugh- 
ter. She  wanted  him  to  live  a  full  and  happy 
life,  to  be  respected  and  loved  for  what  he  is 
and  to  be  with  people  who  understand  him. 
However,  Marshall  is  amongst  some  of  the 
most  vulnerable  people  in  society  —  he  is 
disabled.  He  is  additionally  hampered  be- 
cause of  his  communication  methods.  Not 
because  Marshall  can't  communicate  but 
rather  because  his  communication  is  spe- 
cialised. He  may  be  ignored  or  misinter- 
preted because  of  this.  These  problems 
would  certainly  affect  his  future.  Everyone 
knew  what  happened  when  we  ignored  or 
misunderstood  his  more  appropriate  com- 
munications —  less  appropriate  communi- 
cations came  into  play,  such  as  head-butt- 
ing or  self-abuse.  Gill  said,  Marshall  then 
becomes  labelled  'aggressive'.  He  can't 
really  win,  he  tried  to  sign  first,  got  nowhere 
and  so  resorted  to  more  direct  physical 
contact.  Without  understanding  and  pa- 
tience he  could  very  easily  and  quickly  lose 
all  his  skills,  give  up  communicating  and 
regress  to  aggression.  He  could  become 
locked  in  his  own  prison,  not  through  any 
fault  of  his  own  but  through  other  people's 
inadequacies. 

The  second  thing  that  Gill  felt  would 
influence  what  kind  of  a  life  Marshall  had 
was  the  'system'.  She  wondered  if  it  was 
some  divine  intervention  that  decided  about 
departments  and  issued  orders  that  led 
psychiatrists  not  to  talk  to  social  workers, 
that  occupational  therapists  would  not  refer 
to  physiotherapists  and  that  doctors  looked 
down  on  us  all!! 

Marshall  needs  an  integrated  and  mean- 
ingful service.  His  legs  can't  be  detached 
for  mobility  training.  Sadly,  a  mobility  officer 
would  need  to  learn  to  talk  to  him !  She  knew 
this  was  inconvenient  but  believed  it  was 
necessary.  Finally,  Marshall  would  need 
some  sort  of  support  for  the  rest  of  his  life. 
She  knew  this  would  involve  finance  and 
had  often  seen  arguments  about  money, 
heard  the  sharp  intake  of  breath  and  seen 
the  eyes  roll.  However,  there  could  be  very 
little  cost  difference  between  Marshall  vege- 
tating in  a  hospital  or  being  given  the  oppor- 
tunity to  contribute  to  society.  Indeed,  if 
Marshall  will  cost  more  to  keep  in  a  suppor- 
tive group  home,  whatever  the  costs,  they 
cannot  be  equated  to  Marshall's  quality  of 
life. 

Like  all  the  children  whose  parents  were 
at  the  'Weekend  Away'  Marshall  deserved 
dignity  and  the  same  rights  as  everyone 
else.  He  may  have  some  difficulties  and 
until  his  communication  skills  are  improved, 
Gill  said  she  would  be  happy  to  speak  up  for 
him  and  she  hoped  everyone  could  do  the 
same  for  their  children. 

Uppers  and  Wawts 

Wanda  Hudson  began  by  saying  'Society 
should  be  judged  by  how  it  educates  its 
young  and  cares  for  its  old'.  Her  experience 
as  Joe's  mother  had  told  her  that  our  society 
was  not  very  good  at  it.  She  had  come 
across  two  types  of  professionals.  The 
'uppers',  the  useful  professionals;  and  the 
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wawts'.  who  were  the  'what  a  waste  of 
times'.  The  first  person  to  waste  her  time 
was  a  doctor,  after  Joe  was  born. 

She  remembered  being  alone  and  very 
weak  after  a  difficult  birth.  The  doctor  began 
by  asking  her  how  much  she  knew  about 
biology.  She  didn't  believe  it.  how  could  this 
happen.  The  doctor  described  Joe  as  hav- 
ing 'piggy  eyes'  and  lacking  half  a  chromo- 
some. Don't  get  too  fond  of  him,  he  said, 
because  he  will  die  young.  In  fact,  Joe  did 
not  have  piggy  eyes,  he  had  small  twinkly 
eyes.  It  was  later  found  that  he  did  not  lack 
half  a  chromosome  and  he  didn't  die.  This 
was  the  first  of  many  death  sentences  that 
Joe  was  given.  When  Joe  was  five  Wanda 
was  again  told  not  many  children  like  him 
had  survived  beyond  this  age.  She  asked 
for  medical  papers  and  was  told  that  they 
were  only  written  for  medical  people  to 
read. 

She  questioned  the  wisdom  of  some 
Doctors  who  told  parents  that  God  only 
gave  this  child  to  people  who  can  cope. 
What  if  someone  can't  cope?  What  effect 
would  this  kind  of  statement  have  on  them? 

What  did  she  want  for  Joe  for  the  future? 
She  had  asked  Joe's  father  the  same  ques- 
tion. He  said  he  wanted  Joe  to  keep  smiling 
and  one  day  he'd  like  it  if  he  called  him  dad. 
Wanda  herself  wanted  people  to  under- 
stand Joe.  She  wanted  taxi  drivers  to  stop 
beeping  on  the  road  to  hurry  up.  She  wanted 
society's  attitude  to  change  towards  'spe- 
cial children'. 


Structuring  the  Day 


Bob  Snow 

This  workshop  was  mainly  a  discussion 
based  on  the  need  for  structure  in  the  day  of 
a  deaf-blind  person  and  the  difficulties  in- 
volved in  building  routine  both  at  home  and 
m  education  and  training  establishments. 
It  was  felt  important  to  develop  a  sense 
of  anticipation  for  particular  activities.  This 
can  be  helped  by  introducing  a  timetable  or 
sequence  of  events  leading  upto  an  activ- 
ity. A  sequence  or  structure  within  the  activ- 
ity itself  was  also  equally  important;  for 
example,  getting  dressed  in  a  particular 
order.  Many  problems  were  pointed  out  by 
the  professionals  and  parents  —  such  as 
the  difficulties  in  building  structure  into  a 
day  spent  at  home.  Some  practical  sugges- 
•  v  -,  Hh'H  offered.  The  day,  to  some  extent, 


has  a  natural  structure,  i.e.  getting  up, 
washing,  dressing,  meal  times,  bath  times, 
bed  times.  Building  a  routine  into  these 
everyday  activities  would  help  the  deaf- 
blind  person. 

Report  by  Charlene  Gallagher 


Making  the  Most  of 

Touch,  Smell  and 

Taste 


Karen  Theiss-Tait  and 
Vanessa  Hutchinson 

It  was  discussed  how  multiply  handicapped 
youngsters  can  benefit  by  being  constantly 
encouraged  to  use  their  residual  vision  and 
hearing  and  make  the  most  of  their  other 
senses:  touch,  smell  and  taste. 

Massage  and  tactile  play  and  the  differ- 
ence between  these  two  was  discussed: 
both  can  be  enhanced  by  using  a  variety  of 
creams  and  oils;  each  can  give  an  experi- 
ence that  is  frightening  or  pleasurable  to 
deaf-blind  youngsters. 

The  tactile  calendar  was  shown  and  how 
it  makes  use  of  touch,  smell  and  taste  was 
described.  Smells  can  be  used  to  indicate 
activities  or  give  signals  about  our  environ- 
ment. For  example,  the  smell  of  chlorine 
means  that  it  is  time  to  go  swimming.  On  a 
mobility  route  the  smell  of  bread  will  tell  a 
child  they  are  passing  a  bakers. 

Participants  in  the  group  experienced 
being  blindfolded  and  had  to  give  a  descrip- 
tion of  what  they  felt,  smelt  and  tasted.  This 
exercise  illustrated  very  clearly  how  differ- 
ently words  could  be  interpreted  and  how 
important  clear  communication  was. 

Report  by  Vanessa  Hutchinson 


Getting  Funding  for 
Post-School 
Placements 

Paul  Ennals 

Paul  outlined  the  main  sources  of  funds  and 
some  of  the  problems  which  arise  when  a 
young  person  reaches  the  age  of  19;  the 
point  where  procedures  change.  It  is  vital 
that  a  young  person's  needs  are  recog- 
nised before  they  are  19  and  that  it  is 
pointed  out  that  they  will  need  continuing 
care. 

As  yet,  even  though  there  is  a  strong 
movement  towards  care  in  the  community, 
no  systems  exist  to  support  the  profoundly 
disabled  within  the  community  and  so  the 
solution  has  to  be  a  cocktail  of  funds  from  a 
variety  of  sources: 

DSS  Board  and  Lodging  Payments  are 

usually  easy  to  get  for  anyone  living  in 
registered  homes.  The  entitlement  is  ap- 
proximately £200  per  week. 

Social  Services  have  a  discretionary  power 
to  pay  additional  fees  but  are  certainly  not 
obliged  to  pay  any  outstanding  amount.  It  is 
important,  however,  to  try  to  get  the  Social 


Services  to  pay  something  as  this  will  help 
them  to  recognise  their  responsibility  and 
establish  a  link  with  the  local  authority. 

Education  Authorities  may  fund  place- 
ments up  to  the  age  of  1 9.  It  is  useful  to  get 
Social  Services  involved  in  such  funding  — 
dividing  the  costs  into  education/training 
and  board/lodging.  This  helps  to  establish 
payment  by  Social  Services  and  they  are 
then  less  likely  to  withdraw  after  the  student 
reaches  19. 

Health  Authorities  are  organised  on  a 
Regional  and  District  level.  The  Regional 
Authorities  are  important  because  they  act 
as  planning  bodies  and  are  able  to  target 
money  at  policies  to  influence  provision  in 
the  region  (for  example,  the  movement  of 
people  out  of  Mental  Handicap  Hospitals 
into  the  community).  It  is  the  District  Health 
Authorities,  however,  which  allocate  the 
funds  and  policies  differ  from  district  to 
district.  Some  District  Health  Authorities  are 
local  and  often  feel  responsible  for  people  in 
their  care,  it  is  often  possible  to  negotiate 
with  them.  It  is  not  possible  to  negotiate  with 
the  Regional  Health  Authorities  although 
they  may  be  able  to  help  in  the  setting  up  of 
centres  in  the  community  by  making  one-off 
payments  to  help  with  start  up  costs. 

In  general  Social  Services  are  an  impor- 
tant source  of  funds  for  students  coming  out 
of  school,  the  District  Health  Authority  for 
people  coming  out  of  hospital. 

It  was  felt  important  that  good  contacts 
with  social  workers  should  be  made  to  get 
them  involved.  Formal  opportunities  to  do 
this  exist  when  students  are  14  and  16,  at 
the  review  of  education  and  post-school 
provision.  It  is  also  good  to  get  social  work- 
ers involved  by  asking  them  for  help/serv- 
ices which  they  can  provide.  The  social 
worker  himself  will  not,  however,  have 
control  over  a  budget  and  so  it  is  important 
to  know  who  makes  the  decisions  and  to  get 
their  names.  Similarly  it  is  important  to  know 
who  the  elected  officials  are  who  enable  the 
decisions.  Any  problems  arising  should  be 
bypassed  informally  and  without  conflict  — 
find  out  who  needs  to  be  influenced  to  ease 
the  blockage,  councillors,  for  example,  are 
swayed  by  public  opinion.  Be  wary  of  the 
press  and  go  to  them  on  issues  rather  than 
individual  cases,  although  you  may  need 
specific  cases  to  back  up  your  point. 

Report  by  Ben  Spencer 


'Independent  Mobility' 


Graham  Hicks  and  Thomas  Lafferty 

The  two  workshop  leaders,  both  deaf-blind, 
described  some  of  their  methods  and  expe- 
riences when  finding  their  way  around  inde- 
pendently. Sue  Evans  and  Linda  Donald 
interpreted. 

Crossing  roads,  shopping  and  travelling 
by  public  transport  present  different  chal- 
lenges for  Graham  who  has  speech  and  a 
little  sight,  and  Thomas,  who  has  neither. 

Travelling  independently,  they  explained, 
involves  communicating  with  the  public.  A 
deaf-blind  person  must  explain  both  the 
information  needed  and  how  to  communi- 
cate, usually  by  writing  capital  letters  on  the 
palm  of  a  hand. 


'% 
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Graham  mentioned  the  need  to  avoid 
over-protectiveness.  If  difficult  situations  are 
always  avoided  for  the  deaf-blind  person 
there  is  no  opportunity  to  devise  strategies 
for  coping  with  them.  A  deaf-blind  person 
constantly  needs  to  devise  methods  to 
overcome  problems. 

The  workshop  looked  at  which  problems 
could  be  foreseen  when  a  person  is  travel- 
ling alone  who  is  without  sight  and  hearing. 
Discussion  points  included  specific  ex- 
amples of  safety  and  how  they  may  conflict 
—  curbs,  for  example,  may  be  lowered  for 
wheelchair  users  but  this  leaves  them  with- 
out tactile  markers  for  blind  and  deaf-blind 
people. 

Transport  officials  and  members  of  the 
public  may  never  have  met  a  deaf-blind 
person.  A  greater  awareness  of  potential 
needs  and  how  to  help  may  form  the  most 
valuable  aid  to  independent  mobility.  A  deaf- 
blind  person  can  use  touch  to  find  land- 
marks and  smell  to  identify  shops,  for  ex- 
ample. 

Report  by  Heather  Murdoch 


Having  a  dual  sensory 

impairment  and 
bringing  up  a  family 

Jane  Nelson  lost  her  sight  when  she  was 
eight  and  her  hearing  began  deteriorating  at 
24.  She  is  married  to  John  and  has  four 
daughters  Henrietta  and  Esther,  and  twins 
Georgia  and  Laura. 

Jane  never  thought  it  was  remarkable 
having  adual  sensory  impairment  and  bring- 
ing up  a  family.  She  and  her  husband  and 
the  girls  always  saw  the  family  as  com- 
pletely 'normal'. 

The  key  seems  to  have  been  careful 
planning,  regular  routine  and  common 
sense.  Catastrophes  had  to  be  carefully 
avoided  —  a  sighted  mother  can  dive  in  at 
the  last  minute  to  save  a  child  from  injuring 
itself  —  whereas  the  safety  of  Jane's  chil- 
dren was  brought  about  by  skilled  planning. 
Communication  with  the  children  was  a 
problem  that  sorted  itself  out  as  the  children 
became  more  proficient  at  finger  spelling  — 
early  attempts  often  resulted  in  bizarre  mis- 
spellings. When  they  were  babies  Jane 
found  it  easy  enough  to  meet  their  needs, 
which  were  very  basic — food,  drink,  etc.  As 
their  needs  have  grown  more  sophisticated 
so  has  their  finger  spelling. 

However,  careful  planning  could  not 
prevent  all  embarrassing  events  happen- 
ing. One  rainy  day  Jane  and  Esther  were  on 
a  bus  going  to  visit  friends.  Getting  off  the 
bus  and  walking  through  the  puddles  Jane 
thought  her  daughter  was  commenting  that 
it  was  a  miserable  day  as  she  kept  saying 
'wet'.  It  was  only  on  arrival  at  her  friends 
house  that  it  transpired  that  Esther  had 
kicked  her  shoes  off  on  the  bus  and  had 
been  walking  along  in  socked  feet! 

Jane  finished  by  saying  how  worthwhile 
she  found  being  a  mother  and  urged  other 
deaf-blind  people  not  to  be  put  off  from 
having  a  family  because  of  their  disabilities. 

Report  by  Sarah  Chippindale 


Community  Linked 
Education  for  Deaf- 
Blind  Young  Adults 

Pat  Abell,  Mary  Cooksey  and 
Mary  Courtier 

A  new  approach  to  teaching  young  deaf- 
blind  adults  at  the  Manor  House  was  de- 
scribed in  this  workshop. 

In  the  past  most  teaching  was  classroom 
based  and  therefore  fairly  theoretical.  As  a 
result,  it  was  not  often  personally  meaning- 
ful to  the  individual  students.  Students  now 
take  part  in  more  practical  activities,  such 
as  skiing,  which  involves  them  in  learning 
new  skills  as  well  as  being  enjoyable. 

These  activities  can  be  used  as  a  base 
for  teaching.  The  students  find  this  combi- 
nation more  stimulating  and  relevant  and  it 
has  helped  them  to  gain  confidence  in  their 
own  abilities.  Another  benefit  has  been 
developing  links  with  the  community.  This 
has  made  people  more  aware  and  more 
accepting  of  the  deaf-blind  people  who  live 
at  the  Manor  House  and  also  of  the  work  of 
Sense. 

This  increased  level  of  activity  and  inter- 
est for  the  students  also  seems  to  have  led 
to  a  decrease  in  personality  problems. 
Perhaps  because  the  students  are  more 
tired  and  possibly  because  life  is  more 
interesting. 

Report  by  Phil  Stockley 

Usher  Syndrome  — A 
Parent's  Viewpoint 

Sue  Sturley's  description  of  discovering 
that  Nick,  her  son,  had  Usher  Syndrome 
has  recently  been  reproduced  in  Talking 
Sense.  However,  some  interesting  new 
points  came  up  for  discussion  at  the  end 
of  the  workshop. 

The  different  types  of  Usher  Syndrome 
were  discussed.  In  some  people  retinitis 
pigmentosa  came  relatively  early  and  deaf- 
ness was  not  diagnosed  until  later.  Some 
people  had  also  experienced  loss  of  use  of 
lower  limbs  from  time  to  time.  These  expe- 
riences do  not  seem  to  be  the  true  or  typical 
Usher  Syndrome  problems.  Individuals 
described  how  this  made  planning  their 
lives  difficult. 

Participants  discussed  how  parents  have 
difficulties  in  coming  to  term  with  a  child's 
disabilities  caused  by  Usher  Syndrome.  If  a 
parent  cannot  accept  their  child's  sight  and 
hearing  problems,  that  child  can  be  left 
alone  to  fight  its  own  battles.  Coping  with 
their  family's  attitude  towards  them  and 
their  disabilities  can  be  more  disabling  than 
the  Usher  Syndrome  itself. 

One  of  the  participants  who  had  Usher 
Syndrome  also  pointed  out  how  losing  your 
sight  can  become  a  preoccupation  both  for 
yourself  and  others  around  you.  The  mes- 
sage was  clear,  'Don't  let  your  eyes  rule 
your  brain.  Carry  on  with  your  life'. 

The  difficult  question  of  whether  to  use  a 
red  and  white  stick  or  a  badge  as  a  signal 
that  you  are  a  deaf-blind  person,  was  dis- 
cussed. Some  felt  that  these  symbols  were 


very  useful  in  explaining  to  people  what 
your  problems  might  be  and  in  creating  a 
greater  awareness  amongst  the  general 
public.  Others  found  accepting  the  use  of  a 
red  and  white  stick  very  difficult  and  had  not 
been  ready  to  make  that  kind  of  statement 
about  themselves  for  a  long  time  after  their 
sight  had  deteriorated. 

Sue  Sturley 

Housing  in  the 
Community 

Ewa  Stefanowska 

The  aims  of  housing  in  the  community  are  to 
provide  a  good  quality  of  life  to  residents 
and  to  encourage  and  enable  people  to  be 
as  independent  as  they  can.  Ewa  explained 
how  this  could  be  achieved  through  high 
quality,  comfortable  and  homely  accommo- 
dation; profitable  use  of  time  based  on  an 
individual's  need.  This  may  include  shel- 
tered work  or  a  wide  range  of  leisure  pur- 
suits. An  ongoing  education  is  needed  to 
polish  acquired  skills  and  to  learn  new  ones. 
Community  housing  is  provided  by  a 
number  of  different  agencies: 


Local  authorities  have  a  duty  in  law  to 
provide  accommodation  for  homeless 
people  who  are  in  priority  groups  because 
they  are  vulnerable.  Other  powers  that  they 
have  to  provide  housing  are  often  carried 
out  by  using  voluntary  agencies.  In  reality, 
'the  right  to  buy'  has  seriously  reduced 
housing  stocks  and  recent  legislation  de- 
signed to  open  housing  to  a  more  market 
oriented  system  has  put  local  authorities 
more  in  the  role  of  enabling  houses  to  be 
rented  than  to  providing  rented  accommo- 
dation. 

Health  Authorities  have  also  become 
increasingly  involved  in  housing  provision 
with  the  move  towards  care  in  the  commu- 
nity and  hospital  closures.  It  was  ques- 
tioned whether  this  was  an  appropriate  role 
for  health  authorities  as  their  primary  duty 
as  part  of  the  national  health  service  is  to 
work  to  improve  people's  mental  and  physi- 
cal health. 

The  voluntary  sector  includes  housing 
associations  and  other  non-profit  making 
bodies.  Housing  associations  are  completely 
independent  with  a  voluntary  committee  of 
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management.  Their  activities  are  closely 
regulated  by  statute  and  regular  monitoring 
is  carried  out  by  the  Housing  Corporation. 

The  private  sector  has  grown  rapidly  in 
the  last  few  years  but  operates  mainly  for 
profit.  Monitoring  is  carried  out  by  local 
authorities  where  accommodation  falls 
under  the  provisions  of  the  Registered 
Homes  Act  1 984. 

Individual  sources  of  capital  and  reve- 
nue funding  and  the  various  criteria  for 
receiving  these  funds  were  discussed. 

Senses  housing  initiatives 

All  projects  currently  underway  are  being 
developed  in  partnership  with  housing 
associations.  Therefore,  capital  funding  is 
being  sought  from  the  Housing  Corporation 
where  revenue  for  running  costs  will  come 
from  fees  made  up  of  Department  of  Social 
Security  board  and  lodging  money,  topped 
up  with  funds  from  local  authorities  and 
health  authorities. 

As  part  of  Sense-in-the-Midlands,  ac- 
commodation for  fourteen  young  adults  is 
being  developed  in  four  units  close  to  the 
Edgbaston  Centre.  Capital  funding  is  se- 
cure and  it  is  hoped  that  the  builders  will  be 
able  to  start  on  site  in  early  1 990,  ready  for 
people  to  move  in  early  in  1991 . 

At  Sense  East,  a  second  bid  for  funding 
will  be  made  this  year  for  two  group  homes 
offering  accommodation  to  ten  residents. 
The  site  has  been  found  and  plans  drawn 
up.  so  progress  should  be  fast  once  funds 
are  available. 

There  has  been  much  activity  in  the 
South  West  towards  the  development  of  a 
group  home  for  ten  people.  A  suitable  site  is 
being  found  and  a  bid  for  funding  will  be 
made  this  year. 

The  Sense  South  Wales  branch  have 
set  up  a  working  party  comprising  represen- 
tatives of  social  services,  health,  education 
and  Sense  nationally.  This  group  have  been 
meeting  for  over  two  years.  Two  possible 
sites  for  development  are  under  considera- 
tion and  it  is  hoped  funding  will  become 
available  this  year. 

Family  Members 

During  the  discussion  sessions  for  fam- 
ily members  two  main  issues  were  con- 
sidered: 

'Is  there  a  need  for  family 

members  to  be  actively  involved  in 

Sense? 

Should  they  contribute  towards 

the  development  of  Sense  and  if 

so,  how?' 

The  important  role  that  parents  have  always 
played  was  recognised  and  envied  by  par- 
ents abroad.  However,  some  concern  was 
e/pressed  that  the  new  committee  struc- 
ture adopted  by  Sense  may  lessen  the  op- 
portunities for  parents  to  have  representa- 
tion on  various  levels,  as  has  been  enjoyed 
in  the  past.  It  was  also  recognised  that  for 
Sense  to  move  ahead  as  an  association 
with  credibility,  it  had  to  employ  profession- 
als. These  same  professionals  needed  to 
meet  and  fully  understand  the  problems  ex- 
fflced  by  parents  —  not  be  reading  or 


hearing  about  them  second-hand  but  by 
active  involvement  through  taking  part  in 
holidays,  meeting  parents  on  their  own 
ground,  in  the  regions  and  visiting  centres. 

The  question  was  also  asked  'Is  there  a 
need  for  family  groups  in  Sense?'  A  con- 
sensus emerged  in  all  three  meetings  that 
the  answer  to  this  question  was  'YES'.  The 
view  was  expressed  quite  strongly  that  if 
parents  ceased  to  become  actively  involved 
they  did  not  deserve  to  have  Sense.  It  was 
important  to  keep  parental  input  on  a  high 
level  on  committees  to  ensure  that  the  as- 
sociation listens  to  its  members.  It  was  also 
important  that  a  shortage  of  parents  able  to 
be  representatives  could  restrict  this  in- 
volvement. As  many  parents  as  possible 
should  be  involved  in  branches  and  in  branch 
committees  to  gain  experience  to  enable 
them  to  'work  their  way  up'  to  the  dizzy 
heights  of  the  council. 

Further  discussion  included  the  new 
structure  of  Sense  and  parental  involve- 
ment. The  role  of  branches  was  taken  into 
account  and  the  definition  'a  branch  is  a 
group  which  gathers  the  wishes  of  the  par- 
ents to  give  to  the  council  for  their  discus- 
sion' probably  best  sums  up  the  outcome. 

It  was  also  recommended  that  branch 
representatives  on  regional  councils  should 
be  parents. 

Amending  the  constitution  to  specify  that 
committees  and  councils  should  have  the 
minimum  ratio  of  parent  members  was  dis- 
cussed. However,  it  was  considered  that 
this  was  not  necessary  at  present  and  it  may 
also  lead  to  parents  being  pressured  onto 
committees  merely  to  make  up  numbers. 

Vision  Homes 
Association  — A 
Future  for  Multi- 
Handicapped  Blind 
Adults 

Stephanie  Pratt  and  Pat  Edwards 

This  workshop  described  how  Vision  Homes 
Association  was  formed  by  a  group  of  par- 
ents who  were  all  very  concerned  about  the 
'after  school  years'  for  their  multi-handi- 
capped blind  children.  Started  in  1985,  the 
association's  first  priority  was  to  visit  exist- 
ing centres  and  set  up  local  groups  to  look 
at  the  needs  in  each  area. 

Parents  were  particularly  concerned  that 
anyone  leaving  a  specialist  unit  seemed  to 
soon  lose  their  skills  if  they  went  to  a  non- 
specialised  environment.  Even  following  the 
report  by  the  RNIB  'Out  of  Isolation',  it  was 
difficult  to  prove  that  there  was  a  need  for 
this  type  of  accommodation.  It  was  also 
unpopular  as  it  was  seen  to  be  segregating 
the  population  and  not  integrating  them. 
With  the  rapid  closure  of  hospital  wards, 
however,  the  parents  saw  a  desperate  need 
for  a  specialist  centre,  particularly  as  they 
were  still  concerned  about  how  community 
care  would  work  in  the  future.  Contacts 
were  made  with  local  housing  associations 
as  a  first  step. 

Vision  Homes  are  now  working  with  the 
Corinthian  Housing  Association  and  plans 
are  being  drawn  up  for  a  site  in  Ludlow  for 
three  five-bedded  bungalows  and  a  com- 


munal building.  The  Ludlow  home  is  hoped 
to  be  completed  in  1991  and  links  are  al- 
ready being  made  with  local  colleges,  swim- 
ming clubs,  horseriding  clubs  etc.  so  that 
they  will  be  involved  in  day  to  day  pro- 
grammes. On  a  very  practical  basis,  al- 
though the  main  cost  of  the  building  will  be 
paid  for  by  the  Housing  Association,  Vision 
Homes  need  to  raise  £50,000  for  furnishing 
and  running  the  Ludlow  Home.  This  is  prov- 
ing difficult  as  they  feel  they  are  up  against 
the  larger  organisations  and  also  because 
they  are  a  relatively  new  organisation.  They 
considered  perhaps  that  the  next  step  is  to 
employ  a  professional  fund  raiser. 

Similar  activities  are  taking  place  in  other 
areas.  In  Leicestershire  a  working  party  has 
been  set  up  but  their  main  difficulty  has 
been  contacting  the  visually  impaired.  They 
are  also  finding  a  problem  of  defining  their 
client  group  and  the  range  of  disabilities  is 
varied  and  their  needs  vast.  It  was  generally 
felt  that  the  social  services  department 
couldn't  cope  with  such  a  multiplicity  of 
needs. 

Groups  are  also  active  in  Walsall,  North- 
ampton and  Kent.  Representatives  from 
Vision  Homes  believe  that  the  fight  for  such 
homes  must  start  now  and  the  voluntary 
sector  needs  to  work  together  to  achieve 
them.  They  will  soon  be  faced  with  the  most 
difficult  decision  once  they  have  established 
the  homes  and  that  is  how  to  choose  and 
who  to  offer  a  place  for  life. 

Brothers  and  Sisters 

This  report  is  by  Cathy  Brown,  a  founder 
member  of  the  'Sibs' group.  Here  she  de- 
scribes the  changing  function  of  the 
group  since  it  was  set  up  three  years 
ago. 

There  is  a  difference  of  17  years  between 
the  oldest  and  the  youngest  member  of  the 
group,  both  of  whom  shall  remain  nameless 
for  reasons  of  modesty.  We  have  come  to 
the  group  at  different  ages,  from  different 
backgrounds  and  although  we  have  the 
common  experience  of  growing  up  in  a 
'special'  family,  a  family  with  a  handicapped 
member,  and  there  are  often  similarities 


20 


Talking  Sense  Winter  1989 


>  > 


HEEZES 


and  many  areas  of  understanding  in  all  our 
life  stories,  each  of  us  remains  unique.  No 
two  experiences  are  the  same,  not  even  in 
the  same  family;  brother's  and  sister's 
emotions  will  differ,  even  when  triggered  by 
the  same  incident.  We  have  our  own  way  of 
dealing  with  things,  or  not  dealing  with  them. 

It  is  often  much  easier  to  see  a  situation 
from  the  outside  than  the  inside.  It  is  difficult 
to  make  sense  of  life  when  you  are  caught 
up  in  it,  there  is  never  enough  time  to  step 
back  and  unscramble  all  those  feelings.  By 
sharing  our  experiences  with  the  group  we 
not  only  give  ourselves  the  opportunity  to 
stop  and  unravel  it  all  but  we  also  often 
clarify  each  others  fears,  hopes  and  joys.  If 
someone  were  to  make  a  silent  movie  of  our 
meetings  the  most  striking  things  would 
probably  be  the  smiles  of  recognition  and 
amount  of  head  nodding  that  goes  on. 

While  there  is  still  a  definite  need  for  us 
to  meet,  this  year  we  actually  only  held  two 
of  the  advertised  three  sessions.  I  feel  the 
needs  of  the  group  are  changing  and  I  think 
it  is  for  two  main  reasons.  One  is  that  every 
year  the  large  majority  of  the  group  have 
attended  before  and  the  initial  recognition 
and  release  of  emotions,  etc  has  already 
taken  place.  This  leaves  more  time  for  dis- 
cussion of  specific  topics  and  for  new  at- 
tendees to  talk  or  ask  questions  if  they  wish 
to.  The  second  reason  is  that  we  all  have 
other  interests,  contrary  to  popular  belief  we 
are  not  exclusively  concerned  with  the 
pursuit  of  siblinghood.  The  Weekend  Away 
offers  such  a  rich  feast  of  information  that, 
devoted  as  we  are  to  our  little  elite,  the 
opportunity  to  imbibe  is  too  good  to  miss. 

In  the  future  we  may  want  to  set  one  of 
two  sessions  to  invite  our  own  speakers.  It 
would  be  interesting  for  instance  to  talk  with 
professionals  about  their  special  experi- 
ence of  working  with  the  disabled. 

Among  the  topics  we  discussed  this  year 
was  the  legal  implications  of  our  parents' 
death  and  how  the  handicapped  sibling  can 
be  provided  for.  Andy  White  explained  some 
of  the  difficulties  his  parents  are  facing  in 
untangling  this  puzzle.  We  agreed  that  it 
would  be  interesting  and  useful  to  know 
more  about  this,  especially  in  the  way  that 
an  inheritance  may  affect  state  benefits.  For 
instance,  over  a  particular  financial  thresh- 


old who  pays  for  residential  care?  —  Does 
it  come  out  of  the  disabled  person's  sav- 
ings/inheritance etc? 

I  thought  it  was  important  to  hear  what 
brothers  and  sisters  felt  about  the  issue  of 
who  should  be  Sense's  beneficiaries.  Whilst 
most  of  us  have  rubella  handicapped  sib- 
lings this  did  not  appear  to  affect  the  general 
consensus  of  opinion.  No  hard  and  fast 
decision  was  reached  but  the  point  was 
made  that,  although  it  is  of  course  wise  to 
plan  for  the  future,  now  may  not  be  the  time 
to  either  fling  open  or  slam  the  door.  Sense 
seems  to  manage  with  its  present  system  of 
answering  needs  where  they  arise  and 
where  feasible. 

We  also  talked  about  society's  attitudes 
to  our  disabled  brothers  and  sisters  and  to 
differences  from  the  perceived  norm  in 
general.  This  was  approached  from  our 
own  situations  and  experiences  but  also  on 
a  broader  level.  We  felt  that  social  integra- 
tion is  the  key  to  changing  perceptions  as 
we  all  learn  most  quickly  and  lastingly  from 
direct  experience.  This  of  course  applies  to 
all  areas  of  prejudice  and  discrimination. 
Perhaps  we  are  all  more  able  to  accept 
other  people's  differences  because  of  our 
experiences  as  outsiders.  We  have  proba- 
bly all  felt  'different'  at  some  point,  however 
fleetingly,  and  despite  the  best  efforts  of 
those  around  who  care  for  us.  Certainly 
those  of  us  fortunate  enough  to  live  in 
communities  where  our  disabled  siblings 
are  accepted  have  felt  the  benefit  of  this 
unspoken  support.  Being  'special'  is  all  very 
well  but  the  novelty  wears  off  after  a  while 
and  can  become  a  burden. 

A  couple  of  our  'regulars'  were  missing 
and  missed,  greetings  from  us  to  you;  you 
know  who  we  are.  One  of  them  said  in  Oc- 
tober that  he  was  surprised  how  much  dif- 
ference it  made  not  being  able  to  come.  It 
wasn't  that  there  was  any  great  crisis  to 
agonise  about,  just  that  the  opportunity  to 
be  with  kindred  spirits  wouldn't  emerge  for 
another  year.  Simply  being  together  fulfills 
a  need  and  is  often  enough. 

I  am  heartened  by  the  compassion, 
understanding  and  support  that  flows 
through  our  little  group.  I'm  sure  you  can  all 
see  the  warmth  we  gain  from  each  other  by 
the  amount  of  social  time  we  choose  to 
spend  together. 

The  Work  of  the 
Abbots  Leigh  Society 

Jane  Evans  spoke  during  the  Weekend 
Away  of  the  'origins'  of  The  Abbots  Leigh 
Society  which  evolved  from  work  started  in 
1 960  by  a  group  of  volunteers  who  wanted 
to  assist  handicapped  people  to  take  part  in 
'normal'  activities. 

A  small  registered  charity  for  the  last 
eight  years,  its  aims  include  practical  help, 
recreation,  sport  and  holidays  for  multi- 
handicapped  people,  including  those  with 
dual  sensory  impairment. 

The  Society  aims  to  provide  a  range  of 
services  which  include  help  with  odd  jobs, 
outings,  transport  and  telephone  contacts. 
It  believes  that  disability  need  not  prohibit 
and  organises  sports  and  recreational 
opportunities  which  enable  participants  to 
enjoy  their  own  choices. 

The  Society's  wholly  flexible  attitude  is 


carried  through  to  its  holiday  tours.  Those 
taking  part  are  encouraged  to  contribute 
their  own  ideas  to  the  holiday  programme. 

The  Society  has  long  recognised  the 
need  for  respite  care  and  seeks  to  provide 
short  term  care  in  times  of  need. 

The  first  Leigh  centre  will  open  in  1990, 
in  Glastonbury,  Somerset.  It  is  based  in  a 
ten-bedroom  house  with  a  village  shop  at- 
tached. Full  time  permanent  residential  care 
will  be  provided  52  weeks  a  year,  in  a 
homely  environment,  for  twelve  sensory 
impaired  multi-handicapped  young  adults, 
with  two  temporary  places  for  respite  care. 

Each  resident  will  be  encouraged  to 
develop  their  full  potential,  and  their  prog- 
ress and  activities  will  be  regularly  reviewed. 

Further  education,  training  and  work 
experience  will  be  provided,  including  in- 
volvement in  the  running  of  the  village  store. 
They  will  enjoy  recreational  and  sporting 
activities. 

Staff  will  be  given  an  induction  course 
and  the  needs  of  the  young  people  will  be 
reflected  in  the  number  of  staff. 

Report  by  Pat  Machin 

Education  Seminar 

Jessica  Hills  opened  this  session  by  review- 
ing the  development  of  Sense  and  its  work 
in  education.  She  introduced  Charles  Byrne, 
Director  of  Education. 

Charles  told  the  meeting  that  much  had 
been  achieved  during  this  year,  mainly  as  a 
result  of  the  great  efforts  which  had  been 
put  in  by  the  members  of  Sense  over  many 
years.  There  was  still  a  long  way  to  go  but 
nevertheless  recent  developments  were 
heartening  and  the  general  goodwill  which 
was  being  expressed  towards  deaf-blind 
children  throughout  the  educational  system 
was  extremely  pleasing. 

Sense  and  the  DES  Circular 

Charles  reminded  the  meeting  that  during 
the  year: 

•  the  DES  had  recognised  the  existence 
and  the  needs  of  deaf-blind  children  in  a 
policy  statement  'Educational  Provision 
for  Deaf-Blind  Children'; 

•  the  DES  had  stated  that  teachers  of 
deaf-blind  children  must  hold  an  appro- 
priate qualification  (DES  Circular  18/89). 

•  there  had  been  the  inclusion  of  training 
to  meet  the  special  educational  needs  of 
pupils,  who  have  both  disabilities  of 
hearing  and  sight,  within  the  national 
priority  areas  of  the  local  education  au- 
thority training  grant  scheme  1990-91 
(DES  Circular  no  20/89). 

To  support  the  DES  Policy  Statement, 
Charles  has  spoken  with  all  of  the  Standing 
Regional  Conferences  for  special  educa- 
tion throughout  England.  He  has  discussed 
the  ways  in  which  Sense  can  help  them  to 
respond  positively  to  the  DES  recommen- 
dation that  LEAs  should  co-operate  to  make 
reasonable  provision  fordeaf-blind  children. 
In  general  the  LEAs  showed  considerable 
goodwill  towards  the  Policy  Statement  and 
also  towards  Sense.  Many  of  them,  recog- 
nise that  the  DES  Survey  did  not  identify  all 
deaf-blind  children  and,  as  it  is  judged  to  be 
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out  of  date,  are  carrying  out  a  new 
survey  based  upon  the  Question- 
naire developed  by  Sense  some 
years  ago.  In  criticising  the  figure  of 
800  deaf-blind  children  identified 
within  the  DES  Survey,  one  officer  in 
the  West  Midlands,  who  had  carried 
out  some  work  of  his  own.  estimated 
that  it  should  be  closer  to  1300. 
Charles  said  he  considered  this  to  be 
still  too  low. 

Turning  to  teacher  training  Char- 
les said  that  LEAs  have  asked  for 
help  in  training  their  teachers  and  a 
number  of  awareness  days  have 
already  been  arranged.  It  was  won- 
derful that  the  Birmingham  Univer- 
sity Course  is  already  over-sub- 
scribed and  that  there  are  sufficient 
applicants  to  fill  it  for  the  next  few 
years. 

The  DES  Policy  Statement  was 
regarded  as  a  good  document,  de- 
spite some  mistakes. 

Practical  guidance  on  the  ways  in 
which  these  principles  can  be  trans- 
lated into  practice,  by  local  authori- 
ties co-operating  in  establishing 
regional  provision,  will  be  included  within  a 
guidance  document  to  be  prepared  by  Sense 
jointly  with  some  other  voluntary  bodies. 

Already  16  out  of  about  100  local  au- 
thorities have  taken  positive  action  to  de- 
velop appropriate  education  for  deaf-blind 
children.  This  includes  secondment  to  the 
Birmingham  University  Course,  appointment 
of  teachers  to  support  deaf-blind  children  in 
the  LEAs,  planning  of  provision  for  deaf- 
blind  children  and  one  authority  has  already 
earmarked  £1 00,000  to  enhance  the  exist- 
ing provision  which  they  have. 

Charles  considered  that  all  bodes  well 
for  the  future  and  we  have  to  do  our  utmost 
to  help  them  further.  However,  it  should  be 
remembered  that  some  authorities  are 
dragging  their  heels  and  under  no  circum- 
stances should  parents  lessen  the  pressure 
they  place  upon  the  local  authorities  in 
seeking  appropriate  education  for  their 
children. 

The  work  of  the  Family  Advisory  Service, 
referrals  and  demand  for  in-service  training 
have  all  increased  since  the  publication  of 
the  Policy  Statement  and  his  visits  to  re- 
gions and  LEAs  around  the  country.  He 
expects  that  this  increase  will  continue.  As 
no  one  else  can  fulfil  this  role,  there  is  a 
possibility  that  the  Family  Advisory  Service 
will  expand  to  provide  a  contractual  service 
to  a  number  of  authorities  who  will  be  un- 
able to  develop  one  for  themselves. 

Arguments  for  Specialist 
Teacher  Training 

Tony  Best  discussed  changes  in  the  train- 
ing of  teachers  of  deaf-blind  children  and 
the  importance  of  specialist  training  such  as 
the  course  that  he  runs  for  training  teachers 
of  deaf-blind  children. 

Tony  described  the  different  kinds  of 
training  which  have  been  available  over  the 
years  supported  by  the  DES.  The  recent 
acceptance  of  training  of  teachers  of  deaf- 
Wind  children  within  the  LEA  training  grant 
me,  is  of  vital  importance.  For  the  first 
time  teachers  may  be  seconded  to  a  course 
which  will  provide  them  with  the  specialist 
<;/:,<.-•  '..-;  -  : .■;■■;.■/*' j  to  deal  with  deaf-blind 


children.  The  Circular  (DES  Circular  75/89) 
clearly  indicates  the  special  needs  of  the 
children,  it  gives  priority  for  the  training  of 
teachers  of  deaf-blind  children  and  it  en- 
courages the  development  of  training. 

However,  DES  Circular  22/89,  which 
makes  it  mandatory  that  teachers  of  deaf- 
blind  children  should  have  a  specialist 
qualification,  does  not  wholly  meet  the  need 
for  the  following  reasons.  First,  the  manda- 
tory requirement  only  applies  to  teachers  of 
classes  of  deaf-blind  children.  Second,  it 
does  not  apply  to  peripatetic  or  support 
teachers  who  go  round  and  help  deaf-blind 
children  in  schools  or  at  home.  Third,  if  there 
is  no  teacher  trained  to  teach  deaf-blind 
children  available  to  take  a  class,  then  the 
Head  may  employ  a  teacher  qualified  to 
teach  either  the  blind  or  the  deaf.  This 
assumes  that  a  teacher  trained  to  teach  the 
blind  or  the  deaf  has  the  expertise  and  is 
capable  of  teaching  children  who  are  both 
deaf  and  blind.  Experience  has  shown  that 
this  is  not  necessarily  so. 

Tony  Best  suggested  that  what  this  real  ly 
means  is  that  the  mandatory  requirement  to 
complete  a  course  in  the  teaching  of  deaf- 
blind  children  is  still  not  mandatory  and  will 
not  be  as  long  as  teachers  with  the  wrong 
kind  of  qualifications  may  take  on  this  task. 

An  after-thought  is  that  if  the  head  teacher 
of  the  school  chooses  to  call  the  class  a 
multi-handicap  unit,  even  though  it  may  be 
made  up  of  children  who  are  deaf-blind, 
then  there  is  no  need  at  all  to  employ  a 
teacher  with  any  kind  of  qualification  for  the 
education  of  children  with  a  sensory  handi- 
cap. 

The  funding  for  teachers  who  are  to  be 
seconded  on  the  Birmingham  Course,  within 
Circular  20/89  has  been  included  in  cate- 
gory 7  —  which  is  to  do  with  the  training  of 
teachers  of  children  with  severe  learning 
difficulties.  It  is  regrettable  that  the  DES 
have  not  given  a  separate  category  to  the 
training  of  teachers  of  the  deaf-blind  and  it 
also  means  that  the  deaf-blind  have  been 
again  associated  with  severe  learning  diffi- 
culties in  an  inappropriate  way. 

Tony  gave  us  further  information  about 
training  plans  in  Birmingham,  which  include 


a  3-year  project  to  look  at  the  ways  in 
which  distance  training  may  be  given 
to  staff.  He  went  on  to  point  out  that 
mainstream  teachers  who  have  deaf 
children  in  their  classes  also  have 
enormous  problems  and  not  enough 
authorities  are  seeking  to  train  these 
teachers  to  undertake  their  respon- 
sibilities. 

Tony  urged  that  we  ask  authori- 
ties to  consider  nominating  now 
applicants  for  courses  beginning  in 
1990.  He  suggested  that  it  is  very 
difficult  for  the  teachers  to  make  the 
case  for  themselves.  It  is  up  to  par- 
ents and  organisations  like  Sense  to 
do  so. 

Regarding  the  development  of 
classes  of  deaf-blind  children,  Tony 
posed  a  number  of  questions.  How 
many  children  constitutes  a  class? 
What  happens  when  a  small  deaf- 
blind  class/unit  becomes  unviable? 
Is  there  a  way  that  a  class  can  be 
registered  so  that  it  can't  be 
changed?  Regrettably,  the  answer 
to  this  last  question  is  no.  Would  it  be 
possible  for  a  statement  of  needs  of 
a  child  to  indicate  that  a  teacher  with  the 
mandatory  requirement  must  be  employed? 
Tony  concluded  by  urging  parents  not  to 
forget  that  every  child  has  a  statement  and 
that  if,  as  parents,  you  are  not  happy  with 
the  statement  then  you  can  have  it  changed 
by  appeal.  The  new  Circular  on  Assess- 
ments and  Statements  gives  greater  power 
to  parents,  but  it  is  important  that  they 
monitor  their  child's  education  and  ensure 
that  their  own  views  are  heard  whenever 
the  statement  of  needs  is  reviewed. 


Usher  Syndrome 
School 

Three  speakers  from  a  deaf  school  at  Bos- 
ton Spa  spoke  about  their  management  of 
four  students  with  Usher  Syndrome,  aged 
between  1 1  and  1 6  years,  in  the  school. 

Sister  Catherine  explained  that  all  new 
entrants  to  the  school  are  tested  at  a  local 
hospital  for  visual  problems  such  as  dis- 
tance, colour  and  night  vision.  She  spoke  of 
the  carefully  planned  classroom  layout  with 
its  special  lighting  and  seating  arrange- 
ments. Green  boards  are  used  in  place  of 
blackboards  to  provide  better  contrast. 
Classes  are  kept  to  a  one  to  one  ratio  when- 
ever possible. 

Stuart  Wright  spoke  on  Child  Care,  which 
included  Emotional  and  Parental  Consid- 
erations and  Staff  Awareness.  There  was  a 
joint  Staff/Parent  Committee  which  dis- 
cussed topics  like  safety  of  areas,  useful 
ideas  and  gathering  information. 

David  Phipps  said  that  pupils  were  en- 
couraged to  take  up  sport;  football  was 
most  popular  and  pupils  with  Usher  Syn- 
drome favoured  playing  goalkeeper.  During 
dark  evenings  the  children  wore  bright  and 
reflective  clothing.  Torches  helped  to  give 
confidence  in  movement  and  they  found  a 
cap  with  a  light  on  it  like  a  miner's  helmet 
was  useful  as  it  allowed  the  hands  to  be 
free. 

Russ  Palmer 
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What  Can  Social 
Services  Offer? 


Emlyn  Cassam  — 

Director  of  Social  Services,  Norfolk 

This  talk  began  by  establishing  what  local 
authorities  wanted  for  disabled  adults  and 
children.  Mr  Cassam  suggested  that  al- 
though parents'  experiences  may  not  sup- 
port his  theory  —  most  local  authorities  do 
want  the  same  things  for  disabled  adults  as 
their  parents. 

These  are:  for  people  to  lead  as  normal 
a  life  as  possible;  to  be  supported  with 
dignity,  and  for  the  disabled  person  and  the 
carer  to  be  consulted. 

Parents  had  described  problems  of  com- 
munication and  particular  attitudes,  with 
some  horrific  examples.  Perhaps  these  ex- 
periences were  partly  caused  by  many  of 
the  professionals  that  parents  were  now 
dealing  with  having  been  trained  as  long  as 
30  years  ago.  They  had  been  trained  from 
a  body  of  professional  knowledge  which  led 
to  someone  getting  what  they  need  not 
what  they  want. 

It  is  now  generally  recognised  that  the 
recipients  of  help  from  social  services  may 
know  better  than  the  'professionals'  what 
practical  assistance  is  required.  A  recent 
social  services  conference  with  the  title 
'listen  to  what  users  are  telling  you'  illus- 
trated this  point.  This  change  had  also  been 
reflected  in  an  increase  in  the  number  of 
organisations  of  disabled  people  instead  of 
for  disabled  people.  A  good  example  of  this 
had  also  been  in  Norfolk  where  they  had 
employed  elderly  retired  people  to  stay  for 
a  week  and  give  their  views  of  what  it  meant 
to  live  in  an  Elderly  Persons  Home. 

It  might  be  a  good  idea  if  services  took 
notice  of  all  the  people  who  used  them  and 
asked  people  how  they  felt  about  the  serv- 
ice. Some  departments  are  fearful  of  doing 
this  in  case  parents  demands  are  unrealis- 
tic. Emlyn's  experience  led  him  to  believe 
that  no-one  was  asking  for  unreasonable 
services?  This  led  back  to  the  question  of 
'what  can  social  services  offer?' 

Information 

Under  the  Disabled  Persons  Act  it  states 
that  social  services  should  offer  information 
on  their  own  services  and  those  of  other 
departments  and  any  other  organisation 
(e.g.  Sense)  that  can  help  them. 

Counselling 

A  service  that  is  much  maligned  and  misun- 
derstood. Social  workers  are  geared  to  help 
people  cope  with  guilt  and  other  feelings. 
This  can  be  seen  particularly  in  the  recent 
disasters  as  Lockerbie  and  Hungerford.  He 
urged  parents  to  seek  help  if  they  want  it. 
The  morning  session  where  parents  had 
been  talking  about  their  experiences  had 
illustrated  that  there  was  often  a  communi- 
cation problem. 

Assess  the  ability  of  carers 

If  parents  are  unable  to  look  after  the  child 


then  Social  Services  must  provide  alterna- 
tive care. 

Relief  Care 

This  can  be  provided  for  so  many  hours  a 
week  or  a  year  and  can  be  arranged  direct 
with  the  carer  in  a  voucher  system. 

Help  in  the  Home 

These  can  be  adaptations,  suitable  bed- 
room or  bathroom  facilities.  For  example,  if 
a  child  is  so  disruptive  that  they  need  to 
sleep  somewhere  away  from  other  chil- 
dren. Parents  may  even  be  surprised  in  the 
ways  in  which  social  services  can  help. 

Further  Education 

Social  services  should  maximise  the  skills 
that  a  young  adult  may  have  through  formal 
or  informal  further  education.  They  should 
also  provide  people  to  communicate  with 
the  young  adult  and  training  necessary.  It 
may  be  that  social  services  do  not  provide 
all  services  directly  but  draw  on  other  agen- 
cies. Further  education  can  come  from  lei- 
sure facilities  provided  by  the  local  author- 
ity. Transport  will  need  to  be  adapted  to 
enable  this.  They  can  also  influence  mem- 
bers of  the  local  community  to  make  use  of 
interpreters,  braille  material,  etc. 

How  do  you  make  things 
happen? 

As  a  general  guide,  parents  should  go  to 
local  authorities  with  a  copy  of  'Breaking 
Through',  the  report  by  the  Deaf  Blind  Serv- 
ices Liaison  Group  and  ask  if  that  is  what  is 
happening  in  their  area.  Making  things 
happen  is  particularly  difficult  against  a 
background  of  restrictions  in  public  spend- 
ing and  a  return  to  the  'Victorian  values  of 
giving'.  Local  authorities  need  to  look  at  the 
high  risk  client  groups.  These  are  people 
who  might  die  or  be  severely  harmed  unless 
services  are  offered. 

In  conclusion,  all  parents  and  local  au- 
thorities want  the  same  things  for  the  chil- 
dren. If  they  communicate  with  each  other 
they  will  travel  together. 


The  following  questions  were  asked: 

What  do  you  do  when  there  is  no  fund- 
ing? 

Don't  believe  them.  Norfolk  has  a  net  budget 
of  £40  million  per  year.  One  percent  would 
help  solve  your  problem.  It  can  be  moved 
around  to  be  made  better  use  of.  There  is 
money  there,  it  is  a  question  of  who  gets  it. 

What  do  you  do  if  your  deaf  social  worker 
and  your  blind  social  worker  aren  't  com- 
municating? 

Complain,  just  as  you  would  in  a  shop.  See 
a  senior  worker.  Local  authorities  are  huge. 
Managers  don't  necessarily  know  what  all 
their  staff  are  doing  and  need  to  be  told. 

Where  do  you  see  the  future  of  organisa- 
tions like  Sense? 

It  doesn't  matter  who  provides  services, 
local  authorities,  private  organisations  or 
charities  like  Sense.  Because  of  the  low 
incidence  of  deaf-blindness  Sense  is  in  a 
rather  strong  position  to  provide  services. 
Particularly  following  the  government  com- 
munity care  policy  where  there  is  an  incen- 
tive for  local  authorities  to  contract  out  to 
organisations  like  Sense. 

Resources 

Statistically  there  are  few  people  who  are 
deaf-blind,  compared  to  other  client  groups. 
The  relative  cost  of  providing  a  good  local 
authority  service  is  modest.  1%  of  current 
expenditure  on  home  helps  and  residential 
care  would  make  massive  in-roads  into 
providing  a  satisfactory  service  for  deaf- 
blind  people. 

Action 

If  you  don't  receive  an  adequate  service, 
then  complain!  First  to  your  Director  of  Social 
Services;  then  to  your  local  councillor;  then 
your  MP;  then  the  Ombudsman  (Senior 
Officers  and  Councillors  do  not  like  being 
investigated  by  the  Ombudsman!)  As  a  last 
resort,  try  the  local  media,  but  you  would  do 
better  via  an  organisation  like  Sense  rather 
than  doing  it  as  an  individual. 
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Annual  General  Meeting 


Chairman's  Report 


In  introducing  Sense's  Review  of  the 
year  to  March  1989,  Jessica  Hills  spoke 
of  the  death  of  Beverley  Lewis  and  of  the 
services  which  Sense  is  campaigning 
for,  all  of  which  comprehensively  failed 
Beverley. 

Earlier  this  year,  a  young  deaf-blind 
woman  called  Beverley  Lewis  died  of  star- 
vation while  living  at  home  with  her  mentally 
ill  mother.  What  is  Sense  doing  and  what 
could  Sense  have  done  to  prevent  such  a 
disaster  happening  again? 

If  Beverley  were  a  child  now,  her  family 
could,  under  the  Disabled  Persons  Act, 
have  had  the  support  of  our  Family  Advisory 
Service:  expert  advice  not  only  for  her  par- 
ents but  also  support  for  her  wider  family 
and  for  the  professionals  involved  with  her. 
What  was  wrong  with  our  publicity  that  she 
did  not  receive  it?  Our  service  is  not  yet 
reaching  all  the  children  who  need  it.  In 
order  to  expand  it,  local  education  authori- 
ties must  be  prepared  to  pay  for  such  serv- 
ices. We  are  trying  to  work  out  the  best  way 
of  funding  the  service  without  taking  it  out  of 
the  reach  of  families. 

If  the  dramatic  changes  on  the  education 
scene  had  happened  in  time  for  Beverley, 
she  might  have  had  a  school  or  Unit  with 
appropriately  qualified  teachers  and  staff. 
Sense's  efforts  over  several  years  have 
borne  fruit  this  year,  and  Charles  Byrne, 
Director  of  Education,  is  now  discussing 
with  LEAs  the  kind  of  provision  that  Bever- 
ley and  so  many  other  children  never  had. 

After  school,  deaf-blind  young  people 
have  found  places  at  The  Manor  House, 
Poolemead.  Sense-in-the  Midlands,  Over- 
bridge,  and  Henshaw's  —  excellent  Further 
Education  programmes  leading  towards  life- 
skills,  communication,  independence,  com- 
munity living.  Beverley  had  none  of  this. 
She  is  by  no  means  the  only  one. 

Even  for  those  we  know  of,  there  are 
now.  for  a  time,  no  places  left  in  Further 
Education.  Those  who  lost  places  because 
of  lack  of  funding  know  how  traumatic  this 
is.  For  those  without  placements,  and  for 
their  carers,  Sense  needs  to  develop  an 
Adult  Service  similar  to  that  provided  for  our 
young  families.  Ewa  Stefanowska,  Sense's 
Residential  Projects  Officer,  is  developing 
the  next  stage  on:  long-term  housing  devel- 
opments in  a  number  of  places  which  will 
continue  to  provide  life-skills,  education  and 
vocational  training.  Such  a  place  would 
have  taken  the  burden  of  responsibility  of 
caring  for  Beverley  from  her  mother,  a  re- 
sponsibility which  rightly  belongs  to  the 
Local  Authority 

Breaking  Through,  the  report  of  the  Deaf- 
Blind  Services  Liaison  Group  on  develop- 
ing Local  Authority  Services  for  deaf-blind 
people,  provides  all  the  information  neces- 
sary for  setting  them  up.  We  in  Sense  must 
continue  to  follow  up  this  document  and 
ensure  that  LAs  are  fully  aware  of  the  deaf- 
blind  members  in  their  community  and  take 
steps  to  assess  them  and  provide  for  their 
needs. 


Our  developing  national  and  regional 
strategy  is,  we  feel,  the  best  way  to  achieve 
this  because  local  knowledge,  expertise 
and  links  can  be  called  upon,  using  the 
influence  of  people  who  know  how  to  bring 
about  change.  Scotland  is  showing  it  can  be 
done.  Sense  South  West  is  at  the  starting 
line,  along  with  Northern  Ireland  we  hope, 
chasing  after  Sense-in-the-Midlands  and 
Sense  East.  There  is  still  so  much  to  be 
done  in  all  these  regions  —  planning  must 
be  co-ordinated  and  carefully  financed  to 
ensure  that  services  that  are  set  up  can  be 
maintained. 

If  we  had  known  about  Beverley,  could 
we  have  helped  the  family  and  her  Local 
Authority  and  prevented  her  death?  I  would 
hope  that  we  could  and  that  we  and  all  Local 
Authorities  will  learn  from  her  tragic  death. 

Sense  is  growing  fast  and  achieving 
wonderful  things  for  which  'thank  you'  to  all 
her  extraordinarily  hard  working  staff  and 
volunteer  supporters,  committees  and 
Council  —  but  we  still  have  a  long  way  to  go. 

Apologies  for  absence 

Amongst  the  apologies  received  were  two 
notable  ones.  Alf  and  Win  Warracker, 
members  from  Sense's  earliest  day,  were 
busy  celebrating  their  Golden  Wedding 
Anniversary.  The  meeting  sent  its  congratu- 
lations. John  and  SheenaTulloch  were  also 
unable  to  be  present  but  the  meeting  sent  its 
congratulations  to  Sheena  who  was 
awarded  the  MBE  in  the  Queen's  Birthday 
Honours  for  her  work  for  Sense-in-Scotland 
and  other  disability  organisations. 

Accounts 

Derek  Pernak,  the  Association's  Finance 
Manager,  explained  the  accounts.  He  re- 
minded members  that,  although  profit  is  an 
indicator  of  success  in  industry,  this  is  not  so 
for  charities.  Income  is  meant  to  be  spent, 
but  expansion  and  contingencies  have  also 
to  be  planned  for. 

Total  revenue  was  increased  by  40% 
over  the  previous  year,  with  income  from 
covenants  showing  a  36%  increase  due  to 
the  expansion  of  the  Appeals  Department. 
Fees  and  allowances  show  an  88%  in- 
crease. Grants  are  down  32%,  mainly  due 
to  the  closure  of  MSC  schemes.  The  net 
surplus  from  fundraising  activities  is  800% 
up  on  the  year  before.  Rentals  are  down  by 
12%. 

Of  the  operating  expenses,  Rehabilita- 
tion and  Training  show  a  70%  increase, 
Welfare  and  Information  a  23%  decrease 
(allied  to  closure  of  MSC  schemes),  Educa- 
tion a  41%  increase.  Administration  costs 
have  been  kept  down  to  less  than  6p  for 
every  pound  received,  and  the  overall  defi- 
cit is  down  by  46%. 

Balance  Sheet 

There  have  been  no  new  freehold  proper- 
ties acquired  this  year.  The  total  worth  of  the 
Association  has  increased  by  29%. 

The  Finance  Manager  expressed  his 
pleasure  with  the  year's  financial  results, 


and  hoped  that  the  Association  will  do  even 
better  during  the  current  year. 

The  Accounts  were  accepted  by  the 
meeting. 

The  Chairman  informed  members  that 
Emrys  Lloyd,  the  Association's  Treasurer, 
retired  this  year.  He  is  greatly  missed,  and 
the  Meeting  wished  him  all  the  best  in  his 
retirement. 

Council  Elections 

No  election  was  needed  this  year.  Barbara 
Reid  and  Philippa  Russell  retired,  as  did 
Trevor  Smith  because  of  pressure  of  work. 
George  Farnham  (co-opted  during  the  year), 
Barry  Jones  and  Margaret  White  also  re- 
tired and  were  re-nominated.  Other  nomi- 
nations were  Gill  Kilby,  Moira  Leahy  and 
Keith  Maloney;  thus  for  the  six  places  to  be 
filled  six  nominations  had  been  received. 
The  meeting  gave  their  approval  to  the 
nominations  to  the  Council  of  Management, 
and  the  newly-appointed  members  were 
welcomed  by  the  Chairman.  The  full  Coun- 
cil of  Management  is  now: 
Chairman  Jessica  Hills 

Vice-chairman    Margaret  White 
Treasurer  Vacant 

Members  Tony  Best 

Gini  Cloke 
Andrew  Congreve 
George  Farnham 
Barry  Jones 
Gill  Kilby 
Moira  Leahy 
Keith  Maloney 
Catherine  Peckham 
Richard  Temple  Cox 
John  Todd 
Peter  Turner 
Secretary  Rodney  Clark 

Consultant  Mike  Hudson 

Election  of  Chairman 

The  Chairman  is  appointed  every  three 
years.  Last  year,  Jessica  Hills  retired,  but 
the  election  was  not  concluded  in  time  for 
the  AGM  because  of  the  postal  strike. 
Members  were  subsequently  elected,  but 
too  late  for  the  AGM  to  elect  the  Chairman. 
Jessica  Hills  was  therefore  elected  for  one 
year  by  the  subsequent  meeting  of  the 
Council  of  Management. 

Margaret  White  proposed  that  Jessica 
Hills  be  the  Association's  Chairman  for  the 
next  two  years.  Gini  Cloke  and  Peter  Free- 
man seconded  the  proposal,  and  the  ap- 
pointment was  unanimously  carried. 

Auditors 

Messrs  Letchfords  were  appointed  as  the 
Association's  Auditors  for  a  further  year. 
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What  is  the  Matter  with  my  Eyes? 

During  the  Usher  Syndrome  Mini-conference  at  Warwick  University  in  August,  Professor  John  Marshall, 
Ophthalmologist  at  Moorfields  Hospital,  explained  the  effects  of  Retinitis  Pigmentosa. 


Trouble  with  eyesight  is  not  rare.  In  fact, 
everyone  in  the  general  population  has 
some  deterioration  in  their  eyesight  during 
their  lifetime.  For  some  this  may  just  be  mild 
deterioration,  due  to  age,  which  is  left  un- 
corrected; for  others  this  results  in  wearing 
glasses  to  correct  the  fault.  Unfortunately 
with  retinitis  pigmentosa  (RP)  where  the 
mistake  is  greater,  the  fault  cannot  just  be 
corrected  with  glasses. 

Sighted  people  tend  to  ignore  their  eyes. 
However,  since  about  70%  of  the  informa- 
tion we  receive  comes  to  us  through  vision, 
for  people  with  sight  difficulties  there  is  a 
problem  with  receiving  information.  Less 
information  is  taken  in  as  the  sight  deterio- 
rates further.  For  most  people  the  loss  of 
sight  in  one  eye  causes  only  problems  with 
distances  —  the  difficulty  comes  when  the 
sight  in  both  eyes  deteriorates. 

We  use  0.1  mm  in  diameter  in  each  eye 
to  see  detail  —  this  is  our  central  vision  or 
macula.  The  central  foveal  region  has  the 
best  vision — the  rest  is  actually  rather  poor. 

There  are  two  types  of  light  sensitive 
cells  in  the  retina  at  the  back  of  each  eye: 

rod  cells:  120  million  in  each  eye; 

cone  cells:  6  million  in  each  eye. 

Rod  cells  enable  us  to  see  at  night  and  to 
perceive  black  and  white.  They  are  situated 
mainly  around  the  outer  edges  of  the  retina. 


Cone  cells,  which  enable  us  to  read  and 
see  colour,  are  situated  mainly  in  the  centre. 
The  fovea  is  made  up  only  of  cone  cells. 

RP  is  a  disease  of  the  rod  cells.  They 
start  to  die  first  at  the  edges  and  then 
progress  towards  the  centre.  Therefore, 
night  and  peripheral  vision  are  gradually 
lost  as  rod  cells  begin  to  lose  function. 
There  are  other  diseases  which  can  affect 
the  cone  cells  where  central  vision  is  lost  as 
in  Muscular  Dystrophy. 

The  outer  portion  of  rod  cells  can  be 
likened,  surprisingly  enough,  to  a  packet  of 
biscuits!  Every  day  three  to  five  new  biscuits 
are  made  but,  at  the  same  time  each  morn- 
ing when  we  first  open  our  eyes,  some  of  the 
old  biscuits  get  eaten  up  by  the  voracious 
pigment  epithelium  cells.  Therefore,  a  bal- 
ance is  achieved.  In  retinitis  pigmentosa 
new  biscuits  are  made  but  the  'rubbish 
clearing'  process  fails  and  the  old  biscuits 
are  not  eaten  up.  A  build-up  of  rubbish  (the 
dead  rod  cells)  occurs  and  so  the  light 
sensitive  portion  becomes  shorter  and 
shorter  and  the  sight  deteriorates  accord- 
ingly. 

The  failure  of  the  pigment  epithelium 
cells  to  function  properly  in  people  with 
retinitis  pigmentosa  is  a  genetic  (i.e.  inher- 
ited) cause,  which  makes  it  very  difficult  to 
identify  and  therefore  do  something  about. 
The  development  of  every  cell  in  the  body  is 
controlled  by  genetic  material  —  each  cell  is 


made  up  of  a  nucleus  with  a  genetic  code 
(DNA).  Before  a  cell  divides  its  DNA  is 
divided  into  paired  structures  called  chro- 
mosomes which  are  made  up  of  many 
genes.  'Man'  has  22  pairs  of  chromosomes 
plus  a  23rd  —  the  sex  chromosome. 

If  all  the  DNA  in  one  person,  was  taken 
out  of  the  body  and  lined  end  to  end  it  would 
stretch  a  staggering  three  and  a  half  times 
to  the  moon  and  back.  Therefore  to  locate 
an  abnormal  gene  is  an  extremely  difficult 
task  —  rather  like  looking  for  a  needle  in  a 
haystack.  Some  inherited  disorders  are  due 
to  chromosomal  abnormalities  e.g.  Downs 
Syndrome  where  chromosome  21  is  in  trip- 
licate instead  of  a  pair;  some  are  due  to 
genetic  abnormalities,  e.g.  cystic  fibrosis. 

Each  parent  contributes  one  member  of 
a  pair  of  chromosomes  and  its  fabric  of 
genes.  Genes  can  be  recessive  or  domi- 
nant. For  example,  eye  colour — one  parent 
may  contribute  the  gene  for  blue  and  the 
other  the  gene  for  brown.  As  the  brown 
gene  is  dominant  the  child  will  have  brown 
eyes  —  somehow  the  blue  gene  is  su- 
pressed.  Only  if  both  parents  supply  a  blue 
gene  will  the  child  have  blue  eyes. 

A  recessive  character  will  appear  only  if 
it  is  represented  by  both  chromosomes  of  a 
pair,  but  a  dominant  character  needs  only 
one. 

Retinitis  pigmentosa  is  an  inherited  dis- 
ease caused  by  a  fault  in  the  genes.  Re- 


Figure  1: 
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searchers  in  Dublin  have  located  the  domi- 
nant gene  that  causes  some  types  of  retini- 
tis pigmentosa.  Once  the  defective  gene 
has  been  located  in  the  DNA.  one  can  begin 
to  correct  it. 

The  type  of  retinitis  pigmentosa  in  Usher 
Syndrome  is  caused  by  a  a  defective  reces- 
sive gene  which  means  a  child  will  only 
develop  Usher  Syndrome  if  BOTH  parents 
carry  the  Usher  Syndrome  gene,  although 
the  parent  may  not  have  Usher  Syndrome 
themselves. 

At  present  there  is  no  way  of  knowing 
which  person  also  carries  the  Usher  Syn- 
drome gene.  This  recessive  gene  has  not 
been  located  yet,  however,  gene  localisa- 
tion may  not  be  too  far  ahead. 

Work  in  genetics  is  progressing  in  all 
spheres,  particularly  in  locating  the  defec- 
tive genes.  Work  on  finding  the  message 
that  is  taken  to  the  cells  (RNA),  and  putting 
the  cell  biochemistry  straight  is  also  under- 
way. 

If  an  abnormal  gene'  can  be  located  and 
tested  for,  then  it  can  be  eliminated  in  the 
future  e.g.  screening  ova  and  sperm  and 
then  replanting.  When  the  recessive  genes 
causing  Usher  Syndrome  are  found  it  will  be 
possible  to  prevent  future  births  with  Usher 
Syndrome.  As  a  result  of  molecular  genet- 
ics we  shall  be  able  to  reduce  the  incidence 
of  the  disease. 

Moreover,  when  the  recessive  genes 
causing  Usher  Syndrome  are  located,  work 
can  start  on  developing  a  treatment  for 
people  who  already  have  it. 

Usher  Syndrome  could  be  due  to  a  defi- 
ciency in  the  gene  that  controls  ciliated 
cells.  Ciliated  cells  are  present  in  the  eyes, 
ears,  nose,  and,  in  males,  in  sperm  cells. 
Research  shows  that  when  examined  the 
cilia  in  the  nose  of  Ushers  are  defective. 

Despite  the  transplant  theory  in  the  USA, 
eye  transplants  are  not  possible  and  neither 
are  rod  or  cone  transplants.  However,  it  is 
possible  to  transplant  epithelial  cells.  Rats 
with  inherited  retinal  disease  that  have  had 
pigment  epithelium  cells  transplanted  even- 
tually grow  and  replace  poor  cells.  There  is 
still  much  research  and  work  to  be  done 
before  Usher  Syndrome  can  be  prevented 
or  cured  but  at  least  slow  steps  are  being 
made  in  the  right  direction. 

Report  by  Sarah  Chippindale 


Figure  2:  The  eye 
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Figure  3:  Diagram  of  a  cell 
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Creative  Arts  Weekend 


Factsheets 


Support  Groups 


Spring  into  action  on  the  Usher  Syndrome 
Creative  Arts  Weekend.  Have  you  ever 
wanted  to  try  clay  work,  needlecraft,  wood- 
work or  mime  and  movement?  Why  not 
come  and  join  us  from  March  9  —  111 990, 
in  the  beautiful  setting  of  the  Caer  Llan 
Conference  Centre  near  Monmouth  in 
Wales.  The  weekend  will  provide  the  oppor- 
tunity to  try  a  new  activity,  under  the  guid- 

>.'  'S:  '.'  ':/:,':'  '■'  'SA  '':hr/^-r.      n  3  <h\H/<^A 

family  atmosphere.  Interpreting  and  creche 
facilities  will  be  available  and  transport  will 
be  provided  from  London. 


My  thanks  to  all  of  you  who  have  so  far 
returned  your  Factsheets.  Liz  is  steadily 
entering  your  data  into  our  computer,  the 
information  is,  of  course,  confidential  to 
Sense  and  will  not  be  disclosed  to  any  other 
organisation.  Could  those  of  you  who  have- 
n't yet  returned  their  form  please  do  so. 

Many  of  you  have  sent  additional  com- 
ments which  are  very  useful  as  they  reveal 
something  of  your  lives  and  needs. 

Mary  Guest 


Do  you  or  a  friend  or  member  of  your  family 
have  Usher  Syndrome?  Would  you  be  inter- 
ested in  meeting  with  others  who  have  been 
personally  affected  by  the  condition?  The 
Usher  Syndrome  Project  at  Sense  is  in  the 
process  of  helping  to  form  some  Usher 
Syndrome  Support  Groups.  The  groups  will 
be  small  and  informal  and  will  provide  the 
opportunity  to  meet  with  others  who  share 
your  concerns  about  the  condition.  If  you 
live  in  London  or  the  South  East  and  feel 
that  you  would  like  to  join  a  group,  or  just  find 
out  more,  please  contact  Liz  Cook. 


For  more  information  contact  Usher  Syndrome  Project,  Sense  London  office,  01-278  1005 


>;. 
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Assessment  —Do  we  get  it  right? 

This  was  the  subject  of  discussion  at  regional  meetings  in  Glasgow  ,  Dundee  and  Edinburgh  recently.  The  aim 

was  to  explore  how  families  experience  the  many  and  varied  contacts  they  have  with  professionals  of  all  sorts 

and  how  this  might  influence  future  decisions.  As  each  group  continues  to  meet,  each  has  developed  its  own 

character  and  this  issue  was  addressed  in  very  different  ways. 


In  Tayside  we  asked  a  parent  and  a  profes- 
sional to  share  their  experience  of  assess- 
ment. Jean  Nicol,  mother  of  Brian,  high- 
lighted two  main  points:  seeing  a  different 
doctor  every  time  they  went  to  the  clinic,  the 
difficulty  in  getting  any  information  from  the 
professionals  and  the  feeling  that  it  was 
herself  that  was  being  assessed.  Kathy 
Patterson,  a  senior  care  worker,  spoke  of 
her  contact  with  Brian,  as  a  professional, 
pointing  out  how  difficult  it  is  to  examine 
anyone  with  multiple  disabilities  and  that  it 
may  be  very  difficult  to  find  any  cause  of  a 
person's  behaviour.  Other  problems  arose 
from  a  placement  which  was  seen  as  totally 
inappropriate.  Subsequently  Brian  was 
accepted  into  Overbridge  which  has  proved 
highly  successful. 

In  the  discussion  which  followed,  it  was 
pointed  out  that  early  diagnoses  can  be 
unreliable  and  yet  once  written  are  like 
'tablets  of  stone'.  Another  opinion  was  that 
assessment  should  be  a  continuing  proc- 
ess. It  was  pointed  out  that  parents  often 
feel  confused  and  isolated  by  the  process 
and  although  an  assessment  is  made,  dif- 
ferent interventions  will  have  different  impli- 
cations. Someone  asked  what  school  provi- 
sion is  available  for  deaf-blind  children  and 
the  general  response  was  that  there  is  little 
special  provision  or  training.  It  is  heartening 
to  hear  about  places  like  Overbridge,  but 
there  is  a  pressing  need  for  further  centres. 

In  Lothian,  the  issue  of  assessment  was 
addressed  by  two  parents,  Myra  Maini  and 


Fundraising  Fun 

A  crowd  of  deaf-blind  youngsters  and 
helpers  volunteered  to  appear  before 
40,000  people  to  receive  a  cheque  for 
over  £2,500.  The  occasion  was  the 
Rangers-Aberdeen  football  match  and 
the  money  was  raised  by  blind  Rang- 
ers supporters.  Everyone  had  a  great 
time  and  we  now  have  some  keen 
converts  to  football  in  our  midst!  Two 
University  students  cycled  the  West 
Highland  Way  on  mountain  bikes  for 
us.  The  journey  was  fraught  with 
obstacles  and  so  the  bikes  ended  up 
being  carried  over  20  miles.  Not  to 
mention  the  discos,  coffee  mornings 
and  collections  which  have  been  tak- 
ing place.  Many,  many  thanks  to  eve- 
ryone involved. 

The  summer  also  saw  the  opening 
of  a  second  shop  in  Glasgow,  which 
we  hope  will  spread  our  name  to  the 
south  side  of  the  city.  To  oversee  the 
running  of  both  shops,  we  have  ap- 
pointed Margaret  Anderson  as  Shop 
Manager.  Welcome  Margaret,  we  hope 
you  enjoy  your  work  with  the  volun- 
teers. 


Diana  Muirhead.  lain  Prain,  Principal  of 
Muirburn  Lodge  at  the  Royal  Blind  School  in 
Edinburgh,  also  gave  his  views.  Both  Diana 
and  Myra  talked  of  the  early  years;  the 
continuous  round  of  appointments,  of  tests 
and  of  diagnoses  expressed  in  strange 
medical  terms.  Both  also  recognised  the 
tremendous  support  they  received  from 
family,  friends  and  'sympathetic'  profes- 
sionals, lain  recognised  that  the  medical 
diagnosis  is  usually  paramount  to  the  par- 
ents but  wanted  to  look  at  educational 
assessments.  He  feels  it  is  not  only  impor- 
tant to  look  at  what  a  child  is  doing,  but 
rather  to  assess  how  the  child  got  there  and 
how  progress  can  be  made.  Since  parents 
observe  the  development  of  their  children 
lain  suggested  that  an  advisory  approach  to 
assessment  should  be  adopted ;  a  co-active 
process  between  parents  and  profession- 
als with  the  aim  of  co-ordinating  assess- 
ment, provision  and  evaluation  to  create  a 
better  child  service. 

The  discussion  which  followed  high- 
lighted the  problem  of  talking  about  assess- 
ment; everyone  uses  the  word,  but  has  a 
different  idea  of  what  it  means.  As  an  ex- 
ample, it  was  suggested  that  what  is  often 
seen  as  assessment  is  in  fact  a  series  of 


visits  to  a  specialist:  no  real  assessment 
can  take  place  until  a  suitable  placement  is 
made.  Looking  back  to  the  parents'  experi- 
ences, the  question  was  asked  whether 
advocates  would  not  help  in  coping  with 
professionals,  or  must  the  parents  rely  on 
the  specialist's  sensitivity.  The  meeting 
closed  with  the  thought  that  there  are  too 
many  missed  opportunities  from  the  mo- 
ment a  mother  leaves  hospital  with  her 
child. 

The  Strathclyde  meeting,  the  youngest 
of  our  groups,  concentrated  on  the  role  of 
Sense  in  Scotland  and  how  best  it  might  be 
able  to  contribute  to  support  parents  on  the 
West  coast  of  Scotland.  Parent  liaison  had 
declined  with  the  establishment  of  the  office 
in  Glasgow,  partly  due  to  the  assumption 
that  the  office  would  do  the  work.  Sense  in 
Scotland  must  of  course  take  much  of  the 
work  and  also  a  lot  of  the  worry  away  from 
the  families  but  it  is  also  vital  that  the  fami- 
lies feel  able  to  relate  to  the  organisation, 
and  contribute  and  criticise.  Equally,  Sense 
in  Scotland  must  improve  itself  to  ensure 
parents  are  better  informed  and  to  improve 
services  generally. 

Thanks  to  all  our  speakers  and  in  par- 
ticular to  the  parents  who  spoke. 


Annual  Review 

On  26th  October  1989  Sense  in  Scotland  welcomed  over  70  people  to  its 

second  Annual  Review  in  Glasgow.  Among  a  varied  gathering  of  parents, 

volunteers  and  professionals  we  were  particularly  delighted  to  be  able  to 

share  the  day  with  our  patron,  Mary,  Countess  of  Strathmore. 


We  began  with  the  formal  business  and 
presentation  of  accounts.  This  was  an 
opportunity  for  our  Chairman,  Dr  John 
Tulloch,  to  thank  everyone  who  sits  on  our 
committees  for  their  interest  and  commit- 
ment to  our  work  and  to  recognise  the 
support  of  the  statutory  agencies,  other 
voluntary  organisations,  trusts  and  individu- 
als. In  giving  the  Director's  report,  Gillian 
Morbey  outlined  some  of  the  developments 
which  have  taken  place  over  the  last  19 
months  and  the  plans  for  the  future. 

Parents'  session 

We  are  very  grateful  to  Brian  Crown,  Eliza- 
beth Cox  and  Hilary  Smith  for  agreeing  to 
share  their  hopes  and  fears  for  their  chil- 
dren with  us.  The  main  concerns  which 
arose  were: 

•  the  difficulty  in  letting  go'  —  of  agreeing 
to  a  residential  school  place; 

•  the  importance  of  holidays  and  of  respite 
care  and  the  difficulty  in  finding  suitable 
respite  schemes; 

•  the  difficulties  faced  by  able-bodied  broth- 
ers and  sisters; 


•  the  long,  degrading  fight  for  benefits  and 
allowances; 

•  the  need  for  information  and  the  impor- 
tance of  sharing  ideas. 

The  greatest  fear  was  what  happens  after 
school  Having  given  the  children  a  taste  of 
independence,  they  must  never  be  sen- 
tenced to  life  in  an  institution. 

Carnbooth  School 

Marion  McLarty  related  the  brief  history  of 
the  school  before  going  on  to  explain  the 
ideas  behind  the  teaching  methods  used. 
The  aim  is  to  create  order,  of  time,  of  place 
and  of  people;  initially  through  the  near 
senses  of  touch,  taste  and  smell.  Gradually 
the  children  are  encouraged  to  make  the 
most  of  any  residual  hearing  or  vision  and 
eventually  language  is  introduced  as  a 
means  of  communication,  through  what- 
ever method  is  seen  as  most  appropriate. 
Equally  important  is  the  introduction  of  the 
concept  of  time,  initially  through  the  crea- 
tion of  a  'day  rhythm',  but  broadening  to 
cover  timetables  perhaps  of  a  week  or  a 
month  or  a  year.  This  provides  a  framework 
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for  planning,  anticipating  and  remembering 
and  creates  situations  which  can  encapsu- 
late the  abstract:  ideas  such  as  memory  or 
emotion.  All  this  is  done  through  direct 
experience  and  is  a  process  which  takes  a 
lot  of  time  and  patience. 

Overbridge 

Dr  Geoff  Aplin  spoke  about  Overbridge 
which  has  now  been  open  for  two  years.  He 
was  delighted  to  learn  he  was  working  along 
similar  lines  to  Carnbooth.  One  remarkable 
achievement  has  been  the  reduction  in  drug 
regimes  -  the  legacy  of  institutional  care  - 
and  this  has  brought  about  significant 
changes  in  behaviour.  All  the  students  are 
progressing,  some  to  a  modest  degree, 
others  beginning  quite  complex  training  pro- 
grammes. Furtherdevelopments  are  hoped 
for  with  the  appointment  of  teaching  staff, 
the  greatest  challenge  being  to  create  an 
environment  of  total  communication  based 
on  sight,  hearing,  touch  and  smell.  An 
adventure  garden  is  being  developed  out- 
side. Overbridge  is  the  only  Centre  of  its 
kind  in  Scotland  and  we  must  look  to  devel- 
oping both  Overbridge  and  other  resources 
to  offer  a  choice  of  placements. 

A  Personal  View 

Graham  Hicks,  Development  Officer  for 
Sense  UK.  described  his  school  years  as  a 
blind  child  with  hearing  impairment.  He  felt 
he  was  rarely  educated  in  a  suitable  setting 
—  no  one  recognised  that  a  dual-sensory 
loss  is  a  distinct  disability .  Graham  acknowl- 
edged that  life  is  certainly  not  straightfor- 
ward or  easy  and  he  is  fortunate  working  for 
Sense  in  getting  support  that  many  deaf- 
blind  people  do  not  get.  The  greatest  prob- 
lem is  communication  and  access  to  infor- 
mation. Support  is  not  always  forthcoming 
for  deaf-blind  people,  but  it  is  hoped  "Break- 
ing Through"  and  the  1986  Disabled  Per- 
son's Act  will  bring  the  issues  to  the  atten- 
tion of  local  authorities  and  that  change  will 
come  about  and  result  in  real  services  and 
more  resources  being  available  to  deaf- 
blind  people. 

Report  by  Ben  Spencer 


Thanks 


Sense  in  Scotland  once  again  ran  three 
week-long  holidays  this  summer. 

Thanks  to  our  holiday  leaders  and  vol- 
unteers. Thanks  to  the  staff  at  the  Atholl 
Centre  and  the  Barcaple  Centre  who 
mucked  in'  to  help,  to  make  the  holidays 
such  a  success.  Roll  on  next  summer. 


Apologies 


With  regard  to  the  feature  on  the  Scot- 
tish Conference  in  the  Autumn  edition  of 
Talking  Sense',  Sense  in  Scotland 
wishes  to  apologise  for  any  embarrass- 
ment caused  by  the  reports  or  any  inac- 
curacies in  them.  It  should  be  noted  that 
the  speakers'  contributions  were  sum- 
marised and  in  doing  so,  some  content 
may  have  been  taken  out  of  context.  The 
summaries  were  noted  by  recorders' 
and  are  therefore  not  directly  attribut- 
able to  the  speakers. 


Reflections  After  a  Visit  to 
Overbridge 

Else  Hoest  heads  the  Danish  equivalent  of  Overbridge,  our  centre  in 

Glasgow.  She  describes  how  she  came  to  visit  Overbridge  and  how  the 

collaboration  has  grown  between  the  two  centres. 


Students  from 
Overbridge  on 
holiday  last 
summer 


Two  and  a  half  years  ago,  a  very  tall  serious 
man  from  Glasgow  appeared  in  Aalborg,  a 
city  of  about  1 00,000  people  in  the  northern 
part  of  Jutland.  Aalborg  is  the  centre  for  the 
training  of  deaf-blind  children  and  adults  in 
Denmark  and  it  is  here  that  'Ungdomshjem 
for  Doevblinde'  provides  residential  care  for 
the  1 8  to  24  year  olds.  The  man  was  Geoff 
Aplin  who  had  just  been  appointed  to  estab- 
lish a  centre  for  an  equivalent  age  group  in 
Glasgow.  He  felt  that  first  hand  experience 
of  this  work  in  Denmark  would  help  to  clarify 
how  the  work  in  Scotland  should  develop. 
During  a  week  he  saw  every  aspect  of  our 
activities  and  departed  with  copious  notes 
backed  by  several  spools  of  film. 

Over  the  next  15  months  there  was 
regular  correspondence  and  we  were  de- 
lighted on  two  separate  occasions  to  wel- 
come staff  members  from  Overbridge  to 
study  our  work. 

I  was  very  interested  to  see  Overbridge. 
The  opportunity  finally  came  this  year  when 
Sense  kindly  agreed  to  underwrite  a  consul- 
tancy visit.  This  visit  was  intriguing.  Like  my 
centre  in  Denmark,  Overbridge  deals  with  a 
small  group  of  students  with  a  very  wide 
range  of  ability  and  handicap.  Both  follow 
the  same  idea  that  whatever  their  level,  the 
common  ground  is  deaf-blindness  and  it  is 
this  which  requires  very  special  techniques 
and  pedagogical  methods. 

One  clear  difference  between  the  centres 
is  in  the  previous  training  experience  of  the 
students.  In  Denmark  most  of  them  have 
been  trained  and  educated  from  a  very 
young  age  in  the  deaf-blind  department  of 
the  Aalborgskolen,  our  neighbouring  deaf 
school.  In  contrast,  the  majority  of  Overbr- 
idge students  come  from  mental  handicap 
hospitals  having  had  little  or  no  previous 
training.  The  range  of  approaches  required 
do  make  very  heavy  demands  on  a  staff 
group  who  have  no  previous  training  in  work 
with  the  deaf-blind.  Overbridge  clearly  has 
come  a  long  way  since  it  opened.  Geoff  is 
working  to  establish  a  carefully  structured 
educational  training  programme  which  is 
capable  of  offering  individualised  training 


for  each  student.  Every  staff  member  in- 
cluding the  secretary  and  cleaning  lady  are 
actively  involved  in  the  training  and  a  wide 
range  of  complementary  skills  are  develop- 
ing steadily. 

I  saw  many  good  things:  the  develop- 
ment of  mutual  help  between  the  students 
(it  is  easy  to  make  the  students  wholly 
dependent  on  the  trainer);  the  extensive 
use  of  sign  language  both  for  partially  sighted 
and  blind  students;  the  development  of 
mobility  skills  in  the  centre  and  in  the  com- 
munity and  a  wide  range  of  activities  such 
as  swimming,  horseriding  and  music  —  all 
of  which  can  be  so  very  stimulating  to  the 
young  people. 

One  area  of  the  pedagogical  develop- 
ment of  Overbridge,  which  I  was  very 
pleased  to  contribute  to,  was  the  develop- 
ment of  'day  planner'  systems.  These  have 
been  developed  extensively  in  my  centre 
and  are  very  valuable  aids  to  prompting 
memory  and  anticipation,  awareness  of 
sequencing  and  of  time  and  in  particular 
communication  skills. 

We  considered  box  systems  for  those 
without  sight  and  symbol  boards  with  pho- 
tographs or  pictures  for  those  with  some 
sight.  We  devised  a  catalogue  of  activity 
symbols  and  discussed  routines  for  carry- 
ing these  into  practice.  We  also  had  a  lively 
discussion  about  the  location  of  these  sys- 
tems deciding  that  the  living  room  as  the 
hub  of  unit  activity  is  the  best  place  for  them. 

There  were  many  other  topics  which  we 
discussed  during  my  visit  but  space  does 
not  allow  me  to  mention  them  here.  Rather 
I  will  conclude  by  saying  Overbridge  has 
now  established  a  clear  direction  and  has 
gathered  together  a  highly  committed  and 
enthusiastic  staff  group.  Everyone  works 
extremely  hard  and  I  have  no  doubt  that  the 
tall  serious  man  and  his  very  able  staff  will 
succeed  in  building  an  excellent  centre  for 
the  deaf-blind  young  people  in  Scotland. 

Else  Hoest 

Ungdomshjem  for  Doevblinde  in 

Denmark 
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Richard  Holman 

Richard  is  now  getting  on  for  eleven  and  we 
are  beginning  to  realise  he  is  growing  up 
physically  as  well  as  mentally  and  hopefully 
emotionally.  Eleven  is  possibly  a  time  to 
pause  and  reflect:  the  traumas  and  dramas 


J9 fL. 


of  the  early  years  are  over;  the  operations 
are  over;  out-patient  appointments  are  now 
thankfully  annual  check-ups.  One  big  break- 
through in  the  last  two  years  has  been  to  get 
Richard  dry  at  least  during  the  day.  Even 
more  useful  —  he  will  use  strange  loos  and 
perform  quite  happily  when  we  are  out  for 
the  day  or  travelling. 

Fortunately  for  us,  Richard's  education 
has  never  been  a  worry.  He  has  been  at  the 
Royal  School  for  the  Deaf  in  Exeter  since  he 


was  three  and  a  half  and  hopefully  will  be 
there  until  he  is  19.  For  almost  two  years 
now  he  has  been  a  weekly  boarder.  He  took 
to  boarding  like  a  duck  to  water  and  thor- 
oughly enjoys  the  company  of  the  other 
children  and  the  evening  activities.  It  was 
Mum  and  Dad  who  were  left  feeling  lost  — 
as  though  a  part  of  us  was  missing!  In  retro- 
spect it  was  an  excellent  move  for  the  whole 
family.  We  have  a  breathing  space  and  can 
go  out  during  the  week  and  look  forward  to 
having  Richard  home  at  the  weekend.  As 
always  we  are  indebted  to  the  staff  at  the 
Royal  School  for  the  Deaf  for  all  their  hard 
work.  It  is  thanks  to  them  that  Richard  is 
slowly  but  surely  making  progress. 

There  are  problems  of  course.  Like  a  lot 
of  deaf-blind  children,  Richard  gets  frus- 
trated and  has  traumas  and  head-butts. 
Sometimes  you  can  pinpoint  what  is  upset- 
ting him,  sometimes  there  seems  to  be  no 
reason  for  his  outbursts  at  all. 

Also,  like  a  lot  of  families  with  deaf-blind 
children,  we  could  do  with  suitable  respite 
care.  We  have  been  on  a  waiting  list  for  well 
over  eighteen  months  now  and  quite  frankly 
I  don't  have  a  lot  of  faith  in  our  local  Social 
Services  coming  to  our  aid  in  the  foresee- 
able future. 

This  is  a  fairly  calm  period  in  all  our  lives. 
At  the  moment  we  manage  and  are  coping 
but  time  never  stands  still.  Richard  will  get 
bigger  and  stronger,  Peter  and  I  will  get 
older  and  as  always  at  the  back  of  our  mind 
is  the  niggling  question,  where  next?  What 
happens  when  Richard  leaves  school?  I 
was  interested  at  the  Annual  Conference  to 
hear  Rodney  Clark  say  that  by  the  year 
2000  there  should  be  long  term  care  avail- 
able for  all  deaf-blind  young  adults.  I  do 
hope  so  because  that  is  the  year  our  son  will 
come  of  age. 

Mary  Holman,  15a  Powderham  Road, 
Newton  Abbot,  Devon  TQ12  1EV 


Richard  Tulloch 

Richard  is  now  a  large 
young  man,  as  you  can 
see  from  the  family 
photograph.  It  was 
taken  at  our  backdoor 
by  Richard's  new  friend 
Guy.  Guy  is  a  post- 
graduate student  who 
comes  by  courtesy  of 
the  Voluntary  Service 
Bureau  to  give  Guy 
some  young  male 
company  twice  a  week 
during  holidays. 

Richard  is  still  at 
Pathways  Senior  Unit 
and  living  at  High  Win- 
dows. He  is  being  as- 
sessed at  the  moment 
by  the  Further  Educa- 
tion Unit  and  we  hope  someone  will  find  a  place  for  him.  He  is  so  happy  there  and  making 
progress  that  we  hope  he  can  stay  until  a  future  place  is  found  for  him. 

Richard  has  seven  nieces  and  nephews  and  another  baby  is  due  on  Christmas  Day.  I 
mention  this  to  note  that  he's  not  keen  on  small  wriggly  babies  (or  puppies  or  kittens)  but  once 
they  are  on  their  feet  he's  delighted  to  have  them  around. 

This  year  Richard's  'away  from  school'  achievement  is  to  attain  the  grade  2  'Riding  for 
the  Disabled'  Certificate. 

John  &  Sheena  Tulloch,  Parklands,  Edzell,  Angus  DD9  7TF 


Christine  Harrison 

Christine  is  now  32  years  old  and  her  health 
seems  better  than  ever.  About  five  years 
ago,  she  went  into  hospital  for  dental  treat- 
ment, which  was  quite  extensive  but  since 
then  her  health  and  appetite  have  improved 
tremendously.  She  now  weighs  seven 
stones,  over  a  stone  heavier  than  she  has 
ever  been.  We  have  also  managed  to  wean 
her  off  phenobarbitone,  which  she  had  been 
taking  since  the  age  of  1 3  years,  when  she 
developed  epilepsy.  It  is  a  long  time  now 
since  she  last  had  a  fit.  We  feel  sure  that 
leaving  the  drugs  off  has  also  contributed  to 
her  well-being. 


Christine  attends  a  day  centre  locally, 
which  enables  her  to  travel  daily.  It  is  a  fairly 
new  centre,  which  was  designed  to  encour- 
age self-help  and  since  attending  this  centre, 
I  feel  that  she  has  progressed  steadily. 

Last  December,  we  were  thrilled  when 
she  was  asked  to  be  a  bridesmaid  at  her 
brother's  wedding.  She  really  enjoyed  the 
occasion  and  coped  very  well. 

Finally  may  I  say  how  very  much  she 
enjoys  her  holidays,  especially  the  one  in 
August,  provided  by  Sense.  Many  thanks  to 
all  involved  for  giving  Christine  so  much 
pleasure. 

Margery  Harrison,  6  Tidal  Lane 
Padgate,  Warrington,  Cheshire 

P.S.  I  still  haven't  been  successful  with  the 
Mobility  Allowance,  but  keep  battling  on. 


Members'  News  is  for 
parents  and  families.  Don't 
be  too  shy  to  write.  We  aren  t 
bothered  about  style  or 
spelling  but  we  do  want  to 
hear  about  the  progress  and 
changes  in  the  children  s 
lives. 
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Jenny  Leahy 

It  is  some  time  since  I  last  wrote 
to  Members  News  about  Jenny. 
Jenny  is  now  nearly  eight  years 
old. 

Some  of  you  may  recall  that 
Jenny  has  a  rare  condition  called 
Charge  Association.  She  is  par- 
tially sighted  but  her  sight  is  too 
poorto  enable  herto  lipread.  She 
is  also  partially  hearing  and  prone 
to  frequent  ear  infections.  Last 
year  these  were  so  frequent  and 
severe  that  Jenny  found  the  use 
of  hearing  aids  impossible.  Jenny 
also  has  a  balance  problem.  She 
was  born  without  semi-circular 
ear  canals  which  keep  us  lesser  mortals 
upright. 

Jenny's  balance  and  visual  impairment 
require  close  supervision  and  her  dual 
sensory  impairment  necessitates  one-to- 
one  intervention  at  home  and  at  school. 

Education? 

Since  Jenny  started  at  the  Deaf-Blind  Unit 
in  Leeds  she  has  gone  from  strength  to 
strength.  She  has  been  lucky  in  receiving 
an  education  appropriate  to  a  deaf-blind 
child. 

Jenny's  manyachievements  include  now 
being  able  to  fingerspell  the  alphabet,  writ- 
ing her  name  and  recognising  a  growing 
number  of  written  words.  Most  important  of 
all.  her  signing  and  verbal  skills  are  steadily 
increasing  thus  gradually  edging  her  away 
from  a  world  of  isolation.  We  are  justifiably 
proud  of  her  and  so  grateful  for  the  dedica- 
tion shown  by  staff  at  the  Deaf-Blind  Unit. 
Those  early  years  of  continuous  feeding  by 
nasal  gastric  tube  and  frequent  vomiting 
seem  another  lifetime  away. 

Our  jubilation  at  persuading  our  own 
Local  Education  Authority  to  send  Jenny  to 
Leeds  was  short  lived  when  we  discovered 
within  a  short  time  of  her  starting  there,  that 
Leeds  planned  to  close  the  unit  down. 

Eighteen  months  campaigning  followed 
with  endless  letters  to  the  Department  of 
Education  and  Science,  local  councillors 
and  MPs.  Active  interest  was  taken  by  Derek 
Fatchett  MP  and  support  given  by  Charles 
Byrne.  Director  of  Education  at  Sense. 

In  March,  to  our  delight,  the  DES  finally 
issued  their  policy  statement  on  the  educa- 
tional needs  of  deaf-blind  children.  Surely  it 
made  LEAs  more  aware  of  our  children's 
needs? 

We  still  await  a  definitive  response  to  this 
policy  statement  from  Leeds  and  our  edu- 
cation authority  —  North  Yorkshire.  Issues 
that  still  need  resolving  include  the  Unit's 
precise  future,  the  question  of  Regional 
support  and  under-resourcing.  The  unit 
doesn  t  even  possess  a  computer! 

Respite  Care? 

In  April  this  year,  my  husband  John  was 
involved  in  a  serious  car  accident.  The 
injuries  have  included  damaged  nerves  to 
the  muscles  of  his  eyes,  tinnitus  and  short- 
term  memory  loss.  Doctors  have  said  it  will 
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He's  lucky  to  be  alive. 

Shortly  after  his  accident,  we  received  a 
kind  letter  from  our  local  social  services 


office  asking  if  they  could  help  in  any  way. 
I  was  touched.  Here  I  must  digress: 

When  Jenny  and  Laura  were  both  a  lot 
younger,  I  had  asked  my  GP  for  assistance 
in  caring  for  Jenny.  A  meeting  ensued  and 
we  were  subsequently  informed  that  if  I 
could  not  cope  I  should  place  Jenny  in  a 
mental  handicap  hospital  -  one  week  after 
the  health  authority  announced  its  proposed 
closure! 

Four  years  ago  following  a  bout  of  hepa- 
titis, John  and  I  managed  a  short  holiday  on 
our  own  with  Jenny's  paediatrician  agree- 
ing to  care  for  Jenny  in  hospital  in  the 
children's  ward.  I  think  Jenny  proved  a  lively 
challenge.  One-to-one  is  usually  provided 
only  in  intensive  care!  Anyway,  on  our  re- 
turn, he  suggested  we  would  be  better 
seeking  alternative  provision. 

We  eventually  managed  to  'attract'  a 
family  under  a  family  based  respite  care 
scheme  but  they  could  not  offer  the  one-to- 
one  that  Jenny  needed  and  we  eventually 
had  to  withdraw  her. 

Last  year  social  services  did  fund  Jenny 
on  a  one  week  Sense  holiday,  after  my 
writing  about  the  difficulties  I  was  having 
coping  during  the  summer  holiday  with  Jenny 
and  Laura  .  Encouraged  by  this  and  the 
letter  we  received  following  John's  acci- 
dent, we  invited  the  social  worker  to  visit, 
putting  past  experiences  behind  us.  I  ex- 
plained that  I  didn't  really  need  a  homehelp 
—  after  all  I'm  not  disabled  and  a  vacuum 
cleaner  rids  meof  frustration  and  the  house 
of  dirt.  Being  able  to  maintain  my  identities 
as  housewife,  mother,  wife  and  me  are  also 
every  bit  as  important  to  me  as  being  Jenny's 
mother,  carer,  intervenor  and  friend.  I  don't 
want  Jenny's  needs  to  submerge  my  other 
roles. 

Not  obviously  aware  of  deaf-blindness,  I 
explained  again  to  the  social  worker  about 
Jenny's  needs  as  a  deaf-blind  child.  I  sup- 
plied a  copy  of  the  article  in  Talking  Sense 
on  the  DES  statement,  which  called  for 
social  service  planning  from  the  age  of  two. 
She  also  took  away  a  copy  of  an  article  by 
John  Mclnnes  on  Intervention  programmes 
in  operation  in  Canada  and  I  drew  particular 
attention  to  the  model  service  accompany- 
ing the  DES  statement  which  also  included 
an  intervention  programme. 

Subsequently  this  social  worker  agreed 
to  fund  Jenny  on  one  Sense  holiday  this 
summer  because  of  our  'exceptional  circum- 
stances'. We  could  reapply  again  in  three 
years  —  I  admit  to  laughing  when  I  put  the 
phone  down  —  they  appeared  to  have  no 
idea!  Was  she  really  being  serious? 


Jenny  with  her  sister  Laura 


Joint  services? 

In  July  a  public  meeting  was 
held  in  York  in  order  to  obtain  a 
response  to  a  joint  policy  state- 
ment and  action  plan  produced 
by  my  health  authority  and  so- 
cial services  department  on 
'Physical  Handicap  and  Sensory 
Disability'.  Apart  from  a  refer- 
ence at  the  beginning  to  a  DHSS 
circular,  there  was  no  specific 
reference  or  plans  addressing 
the  particular  needs  of  the  sen- 
sory impaired.  Indeed,  after  the 
meeting,  two  Yorkshire  Regional 
Health  Officers  acknowledged  the  absence 
of  any  appropriate  provision.  I  used  that 
meeting  to  mention  'Out  of  Isolation'  and 
'Breaking  Through'  hoping  it  might  jog  a 
social  service  memory  or  two.  At  a  meeting, 
called  by  my  education  authority  to  review 
Jenny's  continuing  placement  at  Leeds,  I 
pleaded  for  them  to  intervene  with  their 
social  services  counterparts.  I  forwarded 
fnemacopyofthe  report 'Breaking  Through'. 
Sheila  Houston,  Family  Advisory  Teacher 
for  Sense,  wrote  a  letter  based  on  Sense 
holiday  experiences  with  Jenny  —  explain- 
ing the  difficulties  a  deaf-blind  child  like 
Jenny  faces  and  those  of  her  family  in  en- 
deavouring to  maintain  'a  kind  of  normality 
in  family  life.  We  are  still  awaiting  a  re- 
sponse. 

Asking  too  much? 

Life  has  been  particularly  difficult  since 
John's  accident.  It  isn't  just  the  physical 
caring  for  Jenny  but  also  the  emotional 
costs  of  caring  for  Jenny,  Laura  and  John 
which  I  find  so  exhausting.  At  times  I  have 
despaired. 

Cardiologists  have  categorically  assured 
us  that  Jenny  will,  very  sadly,  not  survive 
her  teens. 

The  'system'  doesn't  appear  to  be  de- 
signed to  cater  for  Jenny.  Even  if  officials 
appear  sympathetic  too  many  people  from 
different  departments  and  authorities  need 
to  co-operate  even  before  things  can  hap- 
pen. Of  course  there  is  also  the  question  of 
resource  or  lack  of  it  and  indeed  a  lingering 
doubt  in  my  mind  as  to  whether  the  costs 
involved  in  attending  to  the  needs  of  all  our 
Jennys  is  not  regarded  by  planners  as  a 
'qualitative',  'cost-effective'  exercise.  The 
status  quo  is  cheaper  after  all  and  every- 
thing is  judged  on  priority.  We  are  so  few  in 
number. 

Is  it  really  too  much  to  ask  for  Jenny  to  be 
allowed  to  reach  her  true  potential? 

Is  it  too  much  to  ask  for  her  to  live  at 
home  with  her  family  for  the  rest  of  her 
expected  short  life  span? 

Are  we  asking  too  much  when  we  ask  for 
an  adequate  degree  of  support  for  Jenny 
and  the  rest  of  the  family? 

Is  it  too  much  to  expect  the  'profession- 
als' in  the  business  of  providing  advice, 
support  and  'services'  to  be  aware  and 
knowledgeable  about  Jenny's  particular 
needs? 

Moira  Leahy,  3  Bedfords  Fold,  Hillam 
Nr  South  Milford,  Leeds  LS25  5HZ 
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Liam  and  Tara  Kemekki 

Liam  is  doing  great,  and  has  come  on  in  leaps  and  bounds  over  the  last  year.  He  is  really 
showing  great  promise,  still  has  bouts  of  bad  moods  but  so  far  short  lived. 

Tara  also  slowly  progressing,  and  easier  in  her  behaviour  than  Liam,  is  walking  stronger 
as  is  Liam,  and  starting  to  understand  more  and  more  what's  going  on  around  her. 

I  have  now  heard  from  a  few  other  Joubert  Syndrome  families  and  they  have  good  reports 
too.  E  A  Kemekki,  18  Pembroke  Ave,  Margate  CT9  5EA 


Jill  McManus 

We  are  so  proud  of  our  little  girl  Jill,  we  feel 
this  news  should  make  the  world  headlines 
though  somehow  I  think  there  would  be  a 
lack  of  interest! 

However  I  know  our  readers  will  be  inter- 
ested —  JILL  IS  OUT  OF  NAPPIES!!  And 
with  relative  ease.  She  can't  tell  us  when 
she  needs  to  go  yet  but  she  does  control 
herself  until  we  'put  her  on'. 

Some  of  you  will  know  exactly  how  we 
feel  and  I  hope  we  will  give  a  bit  of  hope  to 
others  —  don't  give  up! 

We  are  all  off  to  The  Family  Centre  in 
Ealing  again  soon,  won't  they  be  pleased 
with  Jill's  progress?  They  told  us  we  would 
manage  it  and  they  were  right. 

Thanks  to  The  Family  Advisory  Service 
one  more  time.  They  are  a  very  valuable 
service  to  us  here  in  Northern  Ireland.  Per- 
haps now  that  a  new  Development  Officer  is 
'in  the  offing'  it  won't  be  too  long  before  we 
have  our  own  Family  Centre. 

Jim  and  Anne  McManus,  8  Galwally 
Avenue,  Belfast  BT8  4AJ 


We  have  received  the  following  letter  from  Dizzy  who 
formerly  lived  at  John  Groom's  at  Edgware  but  now 
has  her  own  flat: 

"The  flat  beautiful.  Kitchen  and  the  sitting  room.  My  own 
bedroom,  the  bathroom.  Lovely  flat.  The  new  post  box. 
My  flat  -  sitting  room  for  bed  sofa  for  friend  sleeping  and 
helpline  for  staff.  John  Groom  leave  on  March  1 1  th  1 989. 
Home  on  March  11th  until  17th,  1  week. 

My  Mum  is  been  work  for  helping  on  March  13th  and 
1 6th.  5  days  for  my  friend  Mrs  King.  My  flat  -  cooker  and 
freezer  -  and  wash  up  myself. 

Battery  chair  outing  and  battery  chair  up  and  down  lift 
to  my  flat. 

We  have  been  party  for  people  house. 

We  have  been  for  meeting  Linda  and  John.  Flat  15.  I 
am  happy.  I  have  happy  flat. 

Love 

Dizzy 

Dizzy  Scott,  Flat  9,  Shinewater  Court 
Milfoil  Drive,  Eastbourne  BN23  8ED 


Many  parents  and  children  featured  in 
local  publicity  following  the  Beverley 
Lewis  inquest.  This  lovely  picture  of  Molly 
Francis  and  Carl  Fellows  appeared  with  an 
extensive  article  in  the  Wiltshire  Times. 


Obituary 

James  Nicolas  Rogers 
(11.3.82  —  19.11.89) 

Readers  of  Talking  Sensewill  be  very  sad 
to  learn  of  the  death  of  Jamie  Rogers 
whose  parents,  Jane  and  Peter,  have 
been  actively  involved  with  Sense  for 
about  seven  years. 

Jamie  had  Lebers  Amaurosis  and  was 
profoundly  deaf.  He  had  a  very  striking 
personality  and  despite  his  very  severe 


disabilities,  not  least  of  which  was  his  physi- 
cal delay,  he  managed  to  contact  all  of  the 
people  he  met  and  give  them  a  sense  of  his 
involvement  with  them. 

In  1985  Jamie  featured  in  one  of 
Desmond  Wilcox's  series  of  programmes 
entitled  'The  Visit'.  Jamie  and  his  family 
were  shown  at  home  and  at  the  Ealing 
Fan  lily  Centre  where  they  were  seen  work- 
ing together  to  improve  Jamie's  develop- 
mental skills.  As  a  result  of  his  appearance 
in  'The  Visit'  more  than  40  families  were 
referred  to  the  Family  Advisory  Service. 


The  love  and  warmth  which  sur- 
rounded Jamie  throughout  his  life  en- 
abled him  to  achieve  many  measurable 
skills.  The  immeasurable  effects  of  his 
life  will  probably  never  be  known.  Our 
love  and  thoughts  go  to  the  Rogers  family 
now.  Jamie  will  always  be  with  us.  We 
thank  them  all  for  enriching  our  lives. 

Jamie  will  be  buried  with  just  his  family 
present.  Typically,  Jane  and  Peter  have 
decided  to  hold  a  service  of  thanksgiving 
for  his  life. 

Lindy  Wyman 


Talking  Sense  Winter  1989 


31 


Strategy  for  1990 

With  ever  increasing  demands  on 
Sense's  services  and  the  need  to  de- 
velop new  ones  it  is  clear  that  money  and 
the  raising  of  it  must  take  a  more  central 
and  important  role  within  Sense.  In  the 
current  climate,  how  are  we  to  provide 
services  without  first  ensuring  that  the 
money  is  available?  Ian  Wratislaw,  Head 
of  Appeals,  explains  future  fundraising 
plans: 

The  Appeals  Department  will  be  developing 
its  activities:  Direct  Mail  (appeal  letters 
through  people's  doors)  will  be  used  more 
frequently  and  become  more  sophisticated. 
We  shall  be  actively  seeking  legacies  and 
expanding  our  work  with  Grant-making 
Trusts.  Sponsorship  will  be  used  where 
possible  and  bigger  and  betterspecial  events 
planned.  We  are  hoping  to  set  up  more 
supporters'  groups  and  expand  our  regional 
activities  by  employing  more  regional  Ap- 
peals Managers. 

All  this  increase  in  activity  means  that 
there  is  increasing  danger  of  duplica- 
tion of  approach  with  any  Branches 


who  may  be  considering  applying  to 
certain  Trusts  like  BBC  Children  in  Need 
or  Telethon.  If  you  are  considering 
applying  to  any  of  these  please  li- 
aise with  John  Anderson-McDougall, 
Appeals  Manager  for  Industry  & 
Trusts. 

Part  of  our  work  in  Appeals  involves  pre- 
senting ourcause — ourservices.ourclients 
and  our  organisation  —  to  supporters  and 
potential  supporters  in  a  way  that  is  brief, 
arresting,  understandable  (free  of  jargon), 
sympathetic  and  appealing.  There  will  al- 
ways be  a  tension  between  promoting  deaf- 
blind  people  as  positively  as  we  all  expect  to 
be  presented,  and  persuading  the  public 
that  we  do  actually  need  the  money.  Inevi- 
tably we  shall  arouse  the  displeasure  of 
some  people  as  we  do  so.  As  the  saying 
goes,  'You  cannot  please  all  of  the  people 
all  of  the  time'.  We  shall  have  our  successes 
and  on  occasions  we  shall  be  less  success- 
ful. We  hope,  though,  that  we  can  count  on 
your  support  and  understanding  as  we  seek 
to  raise  the  money  needed  to  maintain,  and 
we  hope  increase,  our  work. 


Mayor  to  help  out 

The  current  Lord  Mayor  of  Peterborough 
has  committed  himself  to  serving  on  a 
business  appeals  team  with  other  local 
business  people  from  next  year  to  help 
raise  funds  for  Sense.  His  expertise  in  help- 
ing us  to  approach  industry  for  support  will 
be  invaluable. 

Next  year  Norwich  Hoteliers  Association 
are  keen  to  work  with  Sense  to  put  a  collec- 
tion envelope  in  all  their  hotel  rooms.  We 
hope  that  lots  of  generous  business  people 
will  visit  Norwich  in  1990! 

Graham  Hall 

Regional  Appeals  Manager  —  East 


The  Great  Sense 
Ice  Skate 


Can  you  help? 

Our  Appeals  Department  would  like  par- 
ents and  teachers  to  think  of  success 
stories  and  anecdotes  about  their  chil- 
dren which  could  be  used  for  our  direct 
mail  letters.  The  best  stories  are  happy 
and  positive  ones  —  achievements  big 
or  small  or  just  memorable  moments. 
Photographs  are  also  welcomed. 

Direct  mail  is  sent  to  thousands  of 
people  some  of  whom  have  helped 
Sense  or  shown  an  interest  before.  A 
large  proportion  of  Sense's  income 
comes  from  letters  like  this.  They  also 
help  to  make  many  more  people  under- 
stand about  having  a  deaf-blind  child.  If 
you  have  an  idea  or  would  like  to  see 
what  is  involved  please  contact  Philip 
Stockley  in  the  Appeals  Department  of 
Sense's  London  Office. 


Profile 


David  Harkerjoined 
SenseinJulyas  Ex- 
ecutive Director.  He 
is  in  overall  charge 
of  finance,  admini- 
stration, personnel 
and  Sense's  shops 
and  training  activi- 
ties. In  addition,  he 
is  responsible  for 
co-ordinating  the 
development  of  services  outside  of  our 
existing  regions,  for  forward  planning  and 
for  statutory  fund-raising. 

Dave  has  had  a  varied  and  interesting 
career  bridging  the  worlds  of  finance  and 
management  and  that  of  working  with 
people.  For  the  last  five  years  he  practised 
as  a  management  consultant  —  working 
with  charities,  businesses  and  central  and 
local  government. 

Before  that  he  was  head  of  Lady  Marga- 
ret Hall  Settlement  —  a  south  London  char- 
ity— where  he  helped  develop  employment 
and  training  schemes  for  young  people  with 
learning  difficulties  and  supervised  the  move 
to  a  new  building. 


Beneficiaries 
Working  Party 

This  Working  Party  was  set  up  by  the  Coun- 
cil of  Management  to  establish  which  groups 
of  beneficiaries  Sense  is  currently  serving 
and  what  the  effect  of  extending  this  group 
would  be.  This  follows  considerable  discus- 
sion within  the  organisation  over  the  past 
year  about  whether  Sense  should  work  with 
a  wider  group,  perhaps  the  multi-handi- 
capped deaf  and  the  multi-handicapped 
blind.  The  Working  Party  is  to  research 
widely  and  produce  a  document  for  consid- 
eration by  Council  at  their  December  meet- 
ing. 

It  was  agreed  that  the  task  of  the  group 
is  to: 

(a)  establish  the  present  beneficiaries  of 
Sense  services; 

(b)  identify  possible  alternative  client 
groups  and  the  outcomes  of  adopting 
those  client  groups; 

(c)  identify  and  follow  an  appropriate 
process  to  achieve  a  decision  on  Sense's 
client  group; 

(d)  to  report  and  make  a  recommenda- 
tion to  Council. 


Nineteen  teams  from  City  companies 
took  part  in  the  Sense  in  the  City  Ice 
Skate.  The  scene  was  the  impressively 
floodlit  open  air  ice  arena  at 
Broadgate,  next  to  Liverpool  Street 
Station. 

Whilst  City  ladies  and  gents  in  fancy 
dress  whizzed  round,  Sense  bucket- 
shakers  extracted  donations  from 
sightseers.  Amazingly,  £60,000  has 
been  raised  by  sponsorship  of  this 
event;  our  thanks  to  all  who  made  this 
such  a  success  by  taking  part  and  by 
giving,  especially  Kitcat  and  Aitken 
who  did  the  most  laps  and  Warburgs 
,who  raised  the  most  money. 


v 
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Sense  East  Survey 

To  work  out  a  regional  strategy  we  decided 
we  must  first  get  information  from  those 
who  would  be  affected.  Parents  and  carers 
needed  to  be  consulted  not  only  on  the 
services  Sense  may  provide  but  also  any 
collaborative  projects  with  other  agencies 
such  as  local  authorities  and  health  authori- 
ties. 

A  short  questionnaire  was  sent  to 
members  throughout  the  Sense  East  Re- 
gion (Leicestershire,  Lincolnshire,  Notting- 
hamshire, Northamptonshire,  Cambridge- 
shire, Norfolk,  Suffolk,  and  rural  areas  of 
Essex).  We  aimed  to  obtain  their  views 
about  the  needs  of  a  young  multi-sensory 
impaired  person. 

Emotional  support 

Many  important  issues  were  raised  but  one 
of  the  most  significant  was  the  need  to 
provide  support  directly  to  the  family.  This  is 
'support'  in  the  widest  sense.  A  high  priority 
was  given  to  'Emotional  Support'  and  it  was 
interesting  to  see  the  views  on  how  this 
should  be  provided.  Families  were  equally 
divided.  One  group  felt  that  they  wanted  this 
support  from  other  parents,  whilst  others 
preferred  to  receive  it  from  a  trained  coun- 
sellor. 

Respite  care 

The  provision  of  short  term  respite  care  was 
a  subject  of  concern.  Most  families  wanted 
this  service  to  be  available  at  a  small  resi- 
dential facility  as  near  as  possible  to  their 
home.  Some,  mostly  those  with  younger 
children,  preferred  this  to  be  provided  by 
other  families. 

Ideas  for  and  increased  access  to,  wider 
opportunities  for  day  time  activities,  occu- 
pations, leisure  and  recreation  were  raised. 
A  small  number  of  families  felt  that  these 
areas,  particularly  the  leisure  opportunities, 
were  relevant  to  the  family  as  a  whole,  or  to 
brothers  and  sisters. 

When  looking  at  support  going  into  the 
home,  families  saw  a  significant  shortfall  in 
the  provision  of  aids,  adaptations  and  struc- 
tural alterations  to  the  house,  as  well  as  a 
lack  of  home  help. 

Trained  intervenors 

The  overwhelming  demand  was  for  the 
provision  of  a  trained  person  to  work  directly 
with  the  sensory  impaired  person  at  home 
or  in  the  local  community  (for  example, 
taking  him  or  her  to  a  social  event,  or 
working  on  a  communication  programme). 
Just  over  a  half  of  families  wanted  this  form 
of  help. 

Four  out  of  ten  families  asked  for  'relief 
care'  at  home,  to  allow  parents/carers  an 
evening  off  to  go  shopping  or  to  attend  an 
important  function. 

A  big  thanks  to  all  the  parents  and  carers 
who  contributed  much  valuable  information 
to  our  Regional  Survey.  Your  effort  and 
involvement  is  very  much  appreciated. 

A  full  copy  of  the  Survey  Report  is  avail- 
able on  request  from  the  Sense  East  Re- 
gional Office  at  The  Manor  House,  72  Church 
Street,  Market  Deeping,  Peterborough  PE6 
8AL.  Tel:  0778  344921. 

David  J  Ford 

Regional  Director,  Sense  East 


New  plans  and  offices  in  the 
South  West 

The  day  finally  dawned  and  the  Regional 
Office  effectively  moved  from  a  back  bed- 
room to  its  new  spacious  office  in  Newton 
Abbot. 

The  fact  that  the  Region  now  has  an 
effective  base  from  which  to  work  is  both  a 
morale  booster  for  its  workers  and  a  more 
realistic  presence  within  the  community. 

A  great  deal  of  time  has  been  spent 
carving  out  a  place  within  the  Region,  build- 
ing on  the  many  aspects  of  Sense's  work 
previously  carried  out  by  the  Branch. 

There  are  many  priorities  and  targets  for 
the  future,  and  it  is  difficult  to  assess  which 
should  head  the  hypothetical  list,  for  they 
are  all  priorities  to  different  people.  Appro- 
priate long-term  care,  full-time  education, 
respite  care,  intervention,  more  funds, 
awareness  and  understanding  of  needs;  all 
are  important  to  different  parents  or  profes- 
sionals at  different  times. 

A  'light  switch'  idea 

We  would  not  get  very  far,  however,  if  we 
did  not  tell  people  what  we  are  doing.  The 
new  mobile  information  unit  being  set  up  for 
the  1990  season  is  part  of  the  process 


which  will  enlighten  the  public  on  pressing 
local  needs. 

It  all  started  from  one  of  those  'light 
switch'  ideas  and  after  a  bit  of  investigation 
we  found  a  second-hand  caravan.  Having 
prepared  a  plan  the  Branch  (bless  them  all) 
agreed  to  purchase  the  caravan  and  have  it 
sprayed  and  sign-written  to  advertise 
Sense's  regional  development. 

Sponsorship  was  gained  from  the  firm 
selling  the  caravan  (and  agreement  to  store 
it  free  of  charge),  for  towhooks  for  the  cars, 
for  sign-writing  and  from  local  authorities, 
which  has  effectively  held  the  costs  of  the 
project  down. 

It  is  now  being  prepared  for  next  year 
and  venues  are  being  discussed;  the  Devon 
County  Show,  Royal  Cornwall  Show,  air 
days  at  Chivenor  and  St  Mawgan  and  other 
such  events  provide  captive  audiences  for 
our  campaigns. 

It  will  be  interesting  to  observe  the  re- 
sults from  the  efforts  of  the  first  season  to 
see  what  improvements  can  be  made. 

This  project  is  a  demonstration  of  the  co- 
operation which  can,  and  should,  be  devel- 
oped between  existing  and  established 
branches  and  new  developments  such  as 
Regional  Officers. 

Peter  Holman 


Sense  in  Northern  Ireland 

David  Harker,  Sense's  newly  appointed 
Executive  Director  describes  our  hopes 
and  plans  for  the  future  of  Sense  in 
Northern  Ireland. 

The  key  to  progress  and  development  in  the 
regions  lies  with  the  people  on  the  spot.  This 
is  why  Sense  has  adopted  a  policy  of  trying, 
wherever  possible,  to  appoint  regional  de- 
velopment officers. 

Why  Northern  Ireland? 

Northern  Ireland's  particular  problems  are 
well  known.  One  of  them  is  caused  by  a 
feeling  of  isolation.  At  a  pinch,  and  nobody 
thinks  it  is  ideal,  we  could  continue  to  serve 
Wales,  for  example,  from  centres  in  Eng- 
land. The  Irish  Sea  makes  that  difficult  if  not 
impossible.  It  increases  both  the  travelling 
time  and  the  expense. 

Families  do  come  to  the  Ealing  Family 
CentreinWestLondon.LindyWyman,head 
of  the  Ealing  Centre  and  other  Sense  staff 
do  travel  to  Northern  Ireland  as  often  as 
possible.  But  there  is  no  substitute  for  re- 
gionally based  services  and  a  regional 
centre.  Northern  Ireland  is  a  priority,  but  we 
hope  to  develop  other  regions  soon,  Wales 
in  particular. 

What  is  already  happening  in  Northern 
Ireland? 

There  is  an  active  branch,  Muriel  Mathers, 
the  secretary,  will  be  well  known  to  many 
readers  of  Talking  Sense.  She  and  other 
branch  members  are  also  well  known  in 
Northern  Ireland  for  their  campaigning  and 
awareness  raising  work. 

Specialist  provision  is  almost  non-exis- 
tent, Jordanstown  Schools  cater  for  some 
dual  sensory  impaired  children  with  special 
learning  difficulties  (SLD).  Even  when  staff 


are  well  motivated,  they  lack  specialist 
advice  and  support.  For  the  post-school 
age  young  person  and  for  the  adult,  there  is 
little  or  nothing. 

Thanks  largely  to  the  work  of  Norman 
Brown,  Sense's  Parent  Liaison  Officer,  the 
Northern  Ireland  DHSS  is  keen  to  help 
Sense  develop.  During  the  Summer  it  ap- 
proved a  grant.  It  was  less  than  we  applied 
for  and  is  less  than  we  need,  but  on  the 
basis  of  receiving  it  we  have  decided  to  go 
ahead. 

Margaret  Dodds  has  been  appointed 
Regional  Development  Officer  (Northern 
Ireland)  and  will  begin  work  early  this  year. 
Sense-in-Northern  Ireland  will  have  offices 
in  the  Ulster  Institute  for  the  Deaf  in  the 
centre  of  Belfast. 

Our  Model 

Sense-in-Scotland  is  our  model.  We  hope 
that  Sense-in-Northern  Ireland  will  develop 
in  the  same  exciting  way. 

It  was  only  as  recently  as  1985,  that  we 
appointed  a  research  officer  based  in  Glas- 
gow and  funded  by  the  Scottish  Office.  By 
1 989  Sense-in-Scotland  had  a  staff  of  seven 
running  a  range  of  programmes  and  jointly 
running  Overbridge,  a  12  place  residential 
project  for  young  adults. 

As  in  Scotland,  we  see  the  key  starting 
points  as: 

*  establishing  contact  with  known  deaf- 
blind  people  and  their  families  and  offering 
them  support. 

*  setting  out  to  find  those  we  don't  yet  know 
and  identifying  their  needs. 

Only  then  will  we  be  ready  to  draw  up  a 
development  plan  for  our  services  in  North- 
ern Ireland,  and  to  begin  the  struggle  to 
establish  what  is  needed  to  meet  the  needs 
of  each  and  every  deaf-blind  person  in  the 
Province. 
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It  Can  Be  Done! 

We  described  the  Independent 

Living  Fund  in  our  Spring  '89 

edition,  but  it  has  been  said  that  it 

is  difficult  to  prise  money  out  of  it 

so  it  is  encouraging  to  be  able  to 

report  a  success  story  . . . 

Lesley  Montgomery  has  back  problems 
and  was  finding  it  increasingly  difficult  to  get 
Kimberly  her  daughter  in  and  out  of  the 
bath.  This  is  what  she  did.  'I  applied  to 
Social  Work  to  install  a  hoist  in  the  bath- 
room. They  were  willing  to  do  this,  but  the 
problem  was  that  the  bath  was  behind  the 
door  and  it  would  have  been  almost  impos- 
sible to  use  the  hoist.  We  needed  the  whole 
bathroom  moved  around.  We  also  required 
a  steel  bath,  because  as  Kimberly  became 
heavier,  her  bath  aid  could  have  gone 
through  a  plastic  bath.  Social  Work  were  not 
prepared  to  pay  for  any  more  than  the  hoist. 

I  decided  to  apply  to  the  Independent 
Living  Fund  for  the  cost  of  moving  the 
bathroom  around.  The  social  worker  from 
the  ILF  visited  us  and  the  application  was 
made.  She  also  included,  unsolicited,  the 
cost  of  eight  hours  care  a  week.  We  waited 
with  baited  breath,  a  letter  arrived  from  the 
ILF  awarding  Kimberly  the  eight  hours  care, 
but  with  no  mention  of  the  bathroom.  I  then 
telephoned  the  ILF  in  Nottingham  and  was 
informed  that  they  only  provide  support  for 
care  and  not  for  bathrooms  or  other  altera- 
tions. 

I  said  that  that  was  fine  and  that  I  would 
be  re-applying  to  the  I LF  for  full-time  care  for 
Kimberly,  provided  at  home  from  6am  until 
at  least  midnight,  as  I  would  be  seeking  full- 
time  employment  to  fund  the  bathroom 
myself.  The  lady  at  ILF  said  'you  can't  do 
that;  and  I  said  'watch  me'. 

I  also  indicated  that  I  would  be  in  touch 
with  Mrs  Thatcher,  my  MP,  the  Minister  of 
the  Disabled  and  anyone  else  I  could  get 
hold  of.  In  short,  I  had  a  controlled  'freak 
out'.  After  that  Jack  McGregor  (of  the  Dis- 
ablement Income  Group  in  Edinburgh)  came 
to  see  me  like  a  shot  and  my  application 
went  before  the  Trustees  again  and  was 
passed.' 

As  Lesley  points  out,  no-one  should  have 
to  proceed  like  that  to  back  up  a  perfectly 
legitimate  claim,  but  she  saw  her  position 
threatened  and  the  danger  of  Kimberly  going 
back  into  care.  The  primary  aim  of  the  ILF 
is  to  prevent  severely  disabled  people 
from  being  admitted  to  institutional  care 
by  making  payments  for  someone  to 
look  after  the  disabled  person,  or  for 
someone  to  help  with  housework  or  for 
buying  something  that  enables  you  to 
manage  with  less  help. 

Even  though  Lesley's  claim  seems  to  fall 
into  the  last  category,  it  has  been  regarded 
as  a  breakthrough  and  has  set  a  precedent 
for  other  people  with  similar  circumstances 
to  apply.  If  your  application  is  refused,  don't 
accept  'No'  for  an  answer  and  take  the 
action  you  feel  necessary  to  pursue  your 
claim. 

DO  APPLY  TO  THE  FUND,  YOU  HAVE 
NOTHING  TO  LOSE  BY  DOING  SO. 

Independent  Living  Fund 

PO  Box  183 

Nottingham  NG8  3RD 


The  Toxoplasmosis  Trust 

Toxoplasmosis  is  an  infection  caused  by  a 
parasite  Toxoplasma  gondii,  which  affects 
almost  all  animals,  and  humans.  Main 
sources  of  infection  are  cat  excreta,  soil, 
unwashed  fruit  and  vegetables,  raw  and 
undercooked  meat. 

The  effect  of  Toxoplasmosis  on  healthy 
adults  is  minimal  —  probably  only  slight  flu 
symptoms,  at  worst  it  can  be  a  debilitating 
glandular-fever  type  illness.  It  is  only  dan- 
gerous to  humans  if  their  immune  system  is 
undeveloped,  as  in  the  unborn  child,  or  not 
healthy,  as  with  AIDS  sufferers  or  those  on 
immuno-suppresant  drugs. 

If  a  pregnant  woman  catches  the  dis- 
ease there  is  a  risk  that  her  child  will  be- 
come infected.  If  the  disease  is  caught  early 
in  pregnancy  the  effects  on  the  foetus  are 
more  serious.  Babies  born  with  Toxoplas- 
mosis (usually  infected  between  the  third 
and  sixth  month  of  gestation)  may  develop 
hydrocephalus  and/or  brain  lesions,  both  of 
which  can  cause  severe  mental  handicap 
and  epilepsy.  A  third  possible  symptom  is 
chorioretinitis,  which  damages  the  retina  of 
the  eye,  causing  blindness.  Some  affected 
children  are  born  apparently  normal  but 
may  develop  symptoms  later. 

The  Toxoplasmosis  Trust  is  therefore 
being  established  with  the  following  aims 
and  objectives: 

1 .  To  bring  the  disease  to  the  public's  atten- 
tion. 

2.  To   provide   support  for  sufferers  of 


Trust 


Toxoplasmosis  and  their  families. 

3.  To  provide  an  up-to-date  advice  centre. 

4.  To  promote  the  screening  of  women  for 
Toxoplasmosis. 

5.  To  assist  with  the  funding  of  research  to 
establish  the  extent  of  the  disease  and  the 
need  for  early  diagnosis. 

6.  To  assist  with  the  funding  of  research  for 
a  possible  vaccination  against  the  disease. 

Mr  and  Mrs  Teuten  are  founders  of  the 
Trust;  their  daughter  Natasha  has  the 
disease.  Their  priority  is  to  educate  those 
most  at  risk  and  to  inform  and  advise  those 
who  suffer  from  the  disease.  They  have  pro- 
duced two  factsheets  —  one  a  general 
factsheet  on  Toxoplasmosis  and  the  other 
for  pregnant  women.  Another  in-depth 
factsheet  for  sufferers  and  their  families  in 
in  preparation. 

To  obtain  these  factsheets  and  nay  fur- 
ther information  about  the  Toxoplasmosis 
Trust  contact  Mrs  Bea  Teuten  at  46  Ash- 
burnham  Place,  London  SE10  8UG.  Tele- 
phone 01-692  2599. 


Lickey  Grange  School 
for  the  Blind, 
Bromsgrove 

Applicants  are  invited  from  suitably  quali- 
fied and  experienced  teachers,  to  take 
charge  of  the  newly  created  Deaf/Blind  Unit, 
at  this  school. 

It  is  proposed  to  develop  this  area  of 
provision  over  the  coming  years,  and  the 
successful  applicant  will  play  a  major  part  in 
this  development. 

The  school  offers  excellent  therapeutic 
and  other  facilities,  and  the  successful 
applicant  will  be  expected  to  co-operate 
and  liaise  with  therapeutic,  medical  and 
other  teaching  staff. 

Salary  will  be  main  scale  plus  B  allow- 
ance initially. 

Prospective  applicants  are  welcome  to 
make  an  appointment  to  visit  the  school  to 
discuss  the  post,  although  applications  (no 
forms),  together  with  a  curriculum  vitae  and 
the  names  and  addresses  of  two  referees, 
should  be  sent  as  soon  as  possible  to  The 
Principal,  Lickey  Grange  School,  Old  Bir- 
mingham Road,  Bromsgrove,  Worcs.  B60 
1NP. 


Special  Needs 
Satisfied  by  MERU 

The  Medical  Engineering  Research  Unit 
(MERU),  based  at  Queen  Mary's  Hospital 
for  Children  in  Carshalton,  Surrey,  have 
produced  an  attractive  colour  leaflet  about 
their  work. 

MERU  works  with  a  team  of  full  time  and 
volunteer  engineers  to  maintain  a  constant 
contact  with  doctors,  nurses  and  the  chil- 
dren to  find  the  best  solutions  for  the  individ- 
ual problems  of  disabled  children. 

Whilst  continuing  to  develop  whatever  is 
required  for  the  children  and  staff  at  Queen 
Mary's,  it  also  wants  to  communicate  with 
other  establishments  involved  with  handi- 
capped children.  They  hope  that  by  ex- 
panding their  service  more  questions  will  be 
answered,  more  problems  will  be  solved 
and  special  needs  satisfied. 

Further  details  are  available  from 
Geoffrey  Sheppard  or  Malcolm  White  at  the 
Medical  Engineering  Research  Unit,  Queen 
Mary's  Hospital  for  Children,  Carshalton, 
Surrey.  Telephone  01  -643  3300 

MENCAP  News 


Deaf-Blind  Gardeners 


Is  there  a  deaf-blind  gardener,  who  lives  conveniently  for  London,  and  would  like  to  represent 
the  views  of  deaf-blind  gardeners  on  a  committee? 

SRAB,  South  Regional  Association  for  the  Blind,  have  such  a  committee  and  Reg  Cove 
would  like  to  hear  from  you.  The  address  is: 

SRAB,  55  Eton  Avenue,  London  NW3,  Tel:  01-722  9703 
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The  freedom  to  look  after 

your  own  financial  affairs 

-FREE  from  Nat  We  St. 

See  for  yourself. 


Our  confidential  Braille  Department 
gives  you  a  personal  service  for  all 
your  banking  needs. 

Statements,  Correspondence,  a 
cheque  writing  template,  Servicetill 
and  Rapid  Cash  Till  details  are  all 
available  in  Braille. 

The  Service  is  FREE  through  over 
3000  Branches.  For  more  details  call 
in  at  your  local  NatWest  Branch, 


telephone  01-480  2285  or  write  to: 

General  Administration  Services 
National  Westminster  Bank  PLC 
1  Prescot  Street,  London  El  8RN. 

Our  booklet  'Make  NatWest  Work 
For  You;  in  Braille,  will  tell  you  all  we 
can  do  for  you. 

Bank  with  NatWest 
and  bank  on  a 
better  service. 


A  NatWest  The  Action  Bank 
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Satisfied  Holidaymakers 

Peggy  and  I  recently  spent  adelightful  week 
at  the  Sense  South  Wales  caravan  at 

Dinas  near  Fishguard,  West  Wales.  We  had 
a  relaxing  week  with  some  walking  and 
some  sightseeing.  In  the  autumn  the  hedges 
were  full  of  colour  and  luscious  blackberries 
and  the  fields  had  mushrooms!  The  cara- 
van is  very  well  equipped  and  is  on  a  splen- 
did site  close  to  the  Country  Club  where  one 
is  given  a  very  friendly  welcome.  In  the 
season  there  is  a  heated  pool  in  the  grounds. 

The  surrounding  district  has  many  at- 
tractions. It  is  all  within  the  Pembrokeshire 
National  Coast  Park. 

For  walkers  there  are  designated  coast 
paths  and  for  naturalists  there  is  plenty  of 
opportunity  for  bird  watching  and  looking  for 
wild  flowers. 

Access  to  the  area  is  easy  from  London, 
along  the  M4  and  then  the  A40  —  good 
roads  all  the  way.  From  the  Midlands  the 
routes  are  more  tortuous  —  but  very  scenic. 

Why  not  try  a  holiday  there — we  strongly 
recommend  it  —  contact  Mr  E  Jones,  10 
Heol  Cardig,  Tonna,  Neath,  W.  Glamorgan, 
the  caravan  organiser  for  Sense  South 
Wales. 

Peter  Freeman 
88  Meddins  Lane 
Kinver,  Stourbridge 
West  Midlands  DY7  6DD 


£n 


The  Environment  and 
Handicapped  People 

As  a  teacher  of  a  deaf-blind  pupil  looking  for 
inspiration  I  have  been  researching  into 
ways  of  stimulating  the  understanding  of 
the  environment.  I  discovered  a  notice  which 
referred  to  a  project  funded  by  the  RNIB  and 
others  to  establish  a  'national  environmental 
interpretation  service  for  the  visually  handi- 
capped'. I  got  the  report,  'The  Sensory'  — 
and  discovered  several  other  project  re- 
ports and  directories. 

There  seems  to  be  a  number  of  schools 
with  small  scale  'nature  trails'  and  many 
communities  too  have  renovated  footpaths 
and  trails,  giving  improved  access  to  green 
or  reclaimed  areas.  Outside  the  school 
based  projects  adapting  for  people  with 
disabilities  seems  to  mean  wheelchair 
access,  audio  cassettes  and  fragrant  or 
tactile  plants. 

I  telephoned  eight  council  leisure  and 
parks  departments;  all  had  some  form  of 
trail',  and  were  proud  of  their  efforts.  Some 
knew  of  provision  by  community  or  special- 
ist groups  but  had  no  detailed  information. 
I  asked  about  the  suitability  for  deaf-blind 
people.  None  knew  or  understood  quite 
what  that  meant,  nor  could  they  offer  sug- 
',<■/:  ons. 

The  Secretary  of  State  for  Education  and 
' /.  <■/  '.'-.  ■  ■■/.  "j ■/.'<:<■/>  »l  h\  the  environment 
should  be  a  major  cross-curricular  theme  in 
our  children's  education.  I  feel  that  it  is  time 
to  investigate  how  environmental  and  na- 


ture experiences  are  being  offered  to  deaf- 
blind  people  of  all  ages,  to  record  and 
promote  success  and  to  consider  how  these 
experiences  might  be  extended  and  devel- 
oped. Perhaps  we  could  publish  a  list  of 
facilities  with  guidelines  and  suggestions 
for  local  groups  to  use  in  projects  of  their 
own  and  to  use  in  lobbying  for  provision  at 
community  level. 

We  assume  that  there  is  a  valuable  and 
therapeutic  experience  to  be  gained  from 
the  environment  for  deaf-blind  people.  My 
own  tentative  experiments  have  resulted  in 
a  great  deal  of  pleasure  and  stimulation. 

Among  Talking  Sense  readers,  there  is 
undoubtedly  experience  of  this  kind  of  activ- 
ity, and  knowledge  of  local  sites  and  trails 
which  have  been  adapted  or  could  be  im- 
proved for  deaf-blind  use.  I  would  like  to 
hear  from  anyone  who  has  such  knowl- 
edge, or  interest  with  a  view  to  preparing 
some  detailed  research  and  future  publica- 
tion. 

Robert  Morgan 

Lyncroft 

257  Clydach  Road 

Morriston 

Swansea  SA6  6QJ 


The  following  letter  was  written  by  Jan 
Revell's  mother  to  her  MP. 

'I  am  at  the  moment  staying  with  my  daugh- 
ter, who  is  deaf-blind  and  physically  dis- 
abled. She  lives  in  her  own  flat  and  to  help 
her  to  live  a  very  normal  and  independent 
life  she  has  the  use  of  a  guide/help  and  also 
a  home  help. 

Today  Jan's  social  worker  called  to  see 
her  and  upon  finding  me  here  asked  her 
whether  she  had  told  the  Social  Services 
Department.  Apparently,  if  Jan  has  anyone 
to  stay  here  then  her  services  are  to  be  cut 
and  the  visitor  is  expected  to  take  over. 

This  is  absolutely  diabolical !  If  someone 
stays  in  your  house  do  you  hand  them  a 
mop  and  bucket?  So  what  is  the  difference? 

Jan  has  several  friends  who  live  a  long 
way  away — some  in  other  countries — and 
is  informed  that  if  they  come  to  stay  with  her 
they  have  to  do  her  work  for  her.  I  am 
absolutely  fuming,  this  is  very  much  a  back- 
ward step  and  an  insult  to  anybody's  dig- 
nity. 

Because  I  have  recently  undergone  major 
surgery  and  a  slipped  disc  I  am  being  al- 
lowed to  stay  and  not  work  but  next  time  I 
come  Jan  has  to  give  them  notice  .  .  .Oh! 

Needless  to  say  that  my  daughter  is 
extremely  upset  about  this,  and  says  she 
will  have  to  cancel  other  visits.  How  can  she 
ask  her  friends  to  do  her  housework  and 
shopping?' 

The  Cambridgeshire  Social  Services  at 
Peterborough  have  confirmed  that  the 
home  help  (only)  will  be  withdrawn  dur- 
ing periods  when  a  visitor  is  staying. 


Care  Services  and  Black 
Families 

We  are  a  group  of  Education,  Health  and 
Social  Care/Work  Professionals  working  in 
statutory  and  voluntary  agencies,  who  are 
concerned  about  the  case  of  Beverley  Lewis 
who  died  in  Gloucester. 

The  Ethnic  Study  Group  Coordinating 
Centre  for  Community  and  Health  Care  — 
ESG  (CCHC),  in  its  term  of  reference,  has 
as  its  objective  the  promotion  of  mental 
health  in  the  community  particularly  by: 

1.  The  study  of  psychological  and  social 
factors  which  impinge  on  the  human 
condition  in  multi-racial  and  multi-cul- 
tural society; 

2.  The  study  of  the  appropriateness  of  care 
in  such  environments; 

3.  And  the  study  of  the  provision  of  services 
to  communities  living  there. 

The  CCHC  will  co-ordinate  any  activities 
aimed  at  rectifying  such  deficiencies  and 
alleviating  the  problems  experienced  by  the 
communities. 

We  are  primarily  concerned  with  issues 
relating  to  Black  people  in  the  area  of  the 
quality  of  care  and  good  practices. 

The  case  of  Beverley  Lewis  has  high- 
lighted major  concerns  regarding  the  lack  of 
care  and  provision  which  led  to  the  tragic 
death  of  a  young  Black  woman. 

Our  concern  is  that  once  again  the  Care 
Services  have  failed  to  meet  the  needs  of 
this  Black  family  both  the  Mother  and  the 
Daughter  on  several  grounds  and  in  numer- 
ous ways. 

As  a  group  of  professionals  we  are 
appalled  that  community  care  is  not  working 
for  the  population  in  general  and  Black 
people  in  particular. 

This  case  demonstrates  the  essential 
need  for  consultation  with  Black  profes- 
sional groups. 

Ethnic  Switchboard 
2B  Lessingham  Avenue 
Tooting,  SW1 7  8LU 
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Thanks 

Win  andAlf  Warracker  are  very  long  stand- 
ing active  members  of  Sense.  Win  was 
Chairman  of  Sense's  Eastern  Branch  until 
last  year. 

'How  very  kind  of  Sense  to  send  such  lovely 
flowers  and  to  remember  our  Golden 
Wedding  Anniversary.  Alf  and  I  were  really 
delighted  not  to  say  surprised.  Please  thank 
everyone  for  the  lovely  gesture  and  good 
wishes. 

God  bless  for  all, 

Win  and  Alf.' 

21  Eastwood  bury  Crescent 

Southend  on  Sea 

Essex 
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Parents'  Forum 

I  would  like  to  expand  on  the  write-up  of  my 
contribution  to  the  Parents'  Forum  at  the 
Scottish  Conference  in  the  Autumn  edition 
of  Talking  Sense  because  a  point  I  was 
trying  to  make  may  not  have  come  over  loud 
and  clear!  I  tried  to  illustrate  the  fact  that  a 
substantial  proportion  of  regional  education 
authority  budget  for  salaries  has  been 
wasted  by  a  number  of  non-teaching  pro- 
fessionals who  have  been  allocated  to  my 
son  Aillil's  case.  They  have  attended  meet- 
ings and  generally  made  nuisances  of  them- 
selves without  contributing  anything  of  any 
value  to  Ailill,  to  ourselves  orto  his  teachers. 
I  singled  out  educational  psychologists  as 
best  illustrating  this  anomaly  because  they 
are  seen  as  having  the  most  power  over 
final  decisions  and  are  yet  most  often  the 
least  informed  on  the  implications  of  dual 
sensory  impairment.  We  have  therefore 
relied  heavily  on  Sense  and  on  specialists 
in  the  field  of  deaf-blindness  who  we  have 
met  through  Sense.  Ailill  would  not  be  in  the 
so  far  very  successful  educational  setting 
he  is  in  now  without  the  informed  support 
we  were  given  to  get  him  there.  Yet,  to  my 
knowledge,  Lothian  Region  has  made  no  fi- 
nancial commitment  to  Sense,  unlike  some 
other  Scottish  local  authorities  and  despite 
Lothian's  recognition  of  Sense's  input  to 
Ailill.  This  leaves  us  in  a  vulnerable  position 
because  a  local  authority  can  take  or  leave 
advice  given  by  the  voluntary  sector  unless 
parents  are  very  vigilant  and  insist  that  this 
advice  is  acted  upon.  The  authority  can 
continue  to  inappropriately  finance  the  in- 
volvement of  members  of  staff  responsible 
for  special  needs  who  lack,  because  of,  at 
best,  heavy  workloads  to  provide  the  spe- 
cific expertise  needed  by  deaf-blind  chil- 
dren. I  was  basically  making  a  plea  for  local 
authorities  to  take  more  seriously  the  need 
for  financing  a  specialised  centre  for  deaf- 
blind  children,  their  families  and  profession- 
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Robert  Jones 

Sadly  we  have  to  report  the  early  death 
of  Robert  Jones,  at  the  age  of  fifty,  in 
September.  Robert  attended  the  first 
Sense  holiday  for  people  with  Usher 
Syndrome  which  was  held  in  1 985  at  the 
Roughmoor  Centre  in  Wiltshire. 

Robert  was  profoundly  deaf  from  birth 
and  became  severely  visually  impaired 
early  in  life.  He  used  braille,  Moon  and 
finger  spelling  to  communicate. 

Despite  great  efforts  by  his  mother  to 
get  all  the  resources  that  were  available 
at  that  time  to  help  Robert  they  were  few 
and  as  a  result  he  lived  a  very  restricted 
life. 

Robert  was  patient  and  thoughtful; 
he  will  be  missed  by  all  who  knew  him 
and  especially  by  his  friends  in  the  deaf 
community. 

We  send  our  sympathy  to  Margaret 
Thomas,  his  mother,  in  Porthcawl,  and 
to  Deborah  his  sister. 


als  in  Scotland,  so  that  we  are  not  just  left  to 
the  luck  of  the  draw  in  terms  of  the  profes- 
sionals allocated  to  the  assessment  and 
decision  making  processes  so  crucial  to  the 
education  of  our  children. 

I  would  like  to  take  issue  with  one  profes- 
sional's response  to  my  tirade  against  edu- 
cational psychologists.  The  response  was 
something  along  the  lines  of:  'What  a  pity 
that  you  have  had  such  bad  experiences  as 
it  has  obviously  left  you  feeling  very  bitter 
and  it  must  be  difficult  for  you  to  trust  any- 
body now'.  The  answer  is  No,  we  live  in 
hope.  I  think  that  I  have  always  given  the 
benefit  of  the  doubt  to  any  newcomers  to 
Ailill's  case  because  we  are  so  desperate 
and  it  is  very  important  to  encourage  any- 
body who  may  have  something  to  offer.  The 
problem  is  that  too  many  people  have  noth- 
ing to  offer  and  won't  admit  it  I  As  for  psycho- 
logical services  I  know  that  there  are  excep- 
tions embodied  in  very  conscientious  and 
special  people,  but  for  all  of  us  who  do  not 
have  access  to  such  people,  the  problem 
remains.  The  remit  of  educational  psycholo- 
gists regarding  children  with  special  needs 
should  be  clarified  and  defined.  Their  in- 
volvement with  dual  sensory  handicap,  or 
even  one  sensory  handicap,  should  be 
nationally  recognised  as  a  specialism  and 
not  something  to  be  dabbled  with  when  a 
child  happens  to  appear  in  their  area. 

Carolyn  Finlayson 

49  Westgate,  North  Berwick 

East  Lothian  EH39  4AG 


Sibling  Power! 

Sometimes,  in  our  efforts  to  be  caring  and 
cautious,  we  think  for  people  who  can  think 
for  themselves.  For  the  last  two  years  a 
'rule'  has  been  applied  to  the  Brothers  and 
Sisters  meetings  at  the  Weekend  Away: 
'These  workshops  aim  at  providing  support 
and  communication  for  siblings.  The  ses- 
sions are  primarily  for  brothers  and  sisters 
aged  16  and  over'.  Suzanna  Vandervelden 
put  pen  to  paper  to  protest. 

Dear  Sense, 

Would  you  please  tell  the  person  that  made 
that  rule  that  I  do  not  think  it  is  fair  that  only 
people  who  are  1 6  and  over  should  get  sup- 
port from  the  siblings  group.  I  have  been 
going  to  the  meetings  since  I  was  about  9  or 
10  and  only  once  did  anyone  make  any 
rules  saying  how  old  you  had  to  be  to  go  and 
even  then  the  whole  group  said  that  they 
were  angry  about  it.  I  think  that  all  brothers 
and  sisters  over  10  ought  to  be  able  to  go. 
If  they  do  not  understand  it  or  do  not  expe- 
rience the  same  feelings  it  will  be  boring  for 
them  and  they  will  not  come  again.  I  am 
nearly  13  now.  I  think  I  am  the  only  one  in 
the  group  under  16  and  I  do  not  like  being 
chucked  out  just  because  someone  has 
stuck  an  age  limit  on. 

Suzanna  Vendervelden 

Cathy  Brown  who  runs  the  group  says  'Don  t 
worry,  the  brothers  and  sisters  have  been 
wise  enough  to  ignore  the  'rule' anyway.  We 
know  who  we  are 


OBITUARY 

Professor  Alastair  Dudgeon 
CBE,  MC 

It  is  with  sadness  that  we  learned  of  the 
death  of  Professor  Dudgeon  on  9  Octo- 
ber1989.  We  in  the  Association  knew 
him  well.  Outside  the  Association  there 
are  many  thousands  of  women  who  have 
never  heard  of  him  —  but  who  have  rea- 
son to  be  eternally  grateful  to  him.  For  it 
was  he  who  played  a  major  part  in  this 
country  in  the  development  of  the  'Ru- 
bella' vaccine  and  in  formulating  the  UK 
policy  for  its  use. 

Our  first  contact  with  Dr  Dudgeon,  as 
he  was  then,  must  have  been  nearly  25 
years  ago.  We  were  so  pleased  when  in 
1 968  he  wrote  to  say  that  as  a  group  of 
parents  we  might  be  able  to  assist  in  the 
work  preceeding  the  general  use  of  the 
vaccine.  I  know  that  subsequently  some 
of  us  with  our  'Rubella'  children  did  go  to 
Gt.  Ormond  Street  for  blood  tests.  When 
the  vaccine  came  into  general  use  in 
1 970  no  one  group  of  people  could  have 
been  more  thankful  than  we  parents.  He 
played  an  important  part  in  the  National 
Congenital  Rubella  Surveillance  Pro- 
gramme which  monitored  the  effective- 
ness of  the  vaccine  in  the  following  years. 
From  1972  onwards  he  was  Consultant 
Adviser  in  Infectious  Diseases  to  the 
World  Health  Organisation. 

The  Association  was  honoured  when 
he  agreed  to  become  a  Vice-President 
and  in  1 979  when  we  held  a  conference 
on  'Congenital  Rubella'  (our  contribution 
to  the  Year  of  the  Child)  not  only  did  he 
assist  in  the  planning,  arrange  for  the 
event  to  take  place  in  the  Institute  of 
Child  Health  of  which  he  was  then  Dean, 
but  he  gave  a  most  masterful  summary 
of  the  proceedings.  When  later  on  we 
could  no  longer  have  the  use  of  the 
'Province  of  Natal'  Child  Health  Clinic  for 
our  committee  meetings  he  arranged  for 
us  to  use  a  room  in  the  Institute.  Commit- 
tee members  of  that  period  will  I  am  sure, 
remember  how  he  used  to  pop  in  to  say 
hello  and  hear  our  latest  news. 

On  a  personal  note  Peter  and  I  have 
reason  to  be  grateful  to  the  Professor  for 
when  our  six  months  old  grandson  sud- 
denly developed  a  very  serious  double 
hernia,  he  was  able  to  get  him  into  Gt. 
Ormond  Street  hospital  quickly  where 
the  operations  were  done  by  a  top  sur- 
geon. 

We  in  'Sense'  will  not  forget  Profes- 
sor Dudgeon.  For  one  of  our  prime  aims 
in  setting  up  the  original  'Rubella  Group' 
was  to  highlight  the  harm  the  virus  could 
do  to  the  unborn  baby  and  to  encourage 
those  concerned  to  do  something  about 
prevention.  This  he  did  most  success- 
fully so  that  today  only  a  very  few  of  our 
new  members  are  'Rubella'  children.  He 
once  described  us  as  a  valuable  group 
—  I  doubt  if  a  value  could  be  put  on  a  man 
but  for  whose  dedicated  work  many  chil- 
dren now  enjoying  a  normal  happy  life, 
might  well  have  been  coping  with  seri- 
ous disabilities. 

Peggy  Freeman 
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Children  with  Profound 

Handicaps:  Parents'  Views  and 

Integration  Philip  Seed,  Falmer 

Press  1988  ISBN  185000  384  X 

Paperback. 

In  the  early  1980s  the  Friends  of  Pitfodels 
(SLD)  School  in  Aberdeen  sponsored  Dr 
Seed  to  undertake  a  study  of  parents'  views 
on  the  school  and  the  services  it  offered; 
that  survey  forms  the  basis  of  this  very 
interesting  book,  though  Dr  Seed  has  also 
expanded  his  brief  to  include  discussion  of 
many  related  topics  which  grew  out  of  the 
parents'  initial  responses.  In  its  focus  upon 
a  real  school  and  real  families  (including 
individual  case  studies  of  six  children)  the 
book  places  the  'special  education  versus 
integration'  debate  in  a  very  practical  con- 
text. In  discussing  the  importance  of  inte- 
gration and  the  value  of  special  education, 
the  author  compares  the  school's  view  of 
what  it  offers  with  those  of  the  parents 
whose  children  attend. 

The  school's  tentative  moves  towards 
integration  are  contrasted  with  provision  in 
a  local  special  unit  within  a  mainstream 
school  where  integration  has  been  a  long- 
standing policy;  he  considers  the  educa- 
tional needs  of  children  and  also  the  unique 
social  needs  of  each  individual  family.  Fi- 
nally he  explores  some  thoughts  about  the 
need  for  consultation  in  the  development  of 
regional  policy. 

This  book  points  up  many  more  ques- 
tions than  it  is  able  to  begin  to  answer,  and 
the  author  himself  suggests  that  his  study 
should  be  regarded  only  as  a  pilot  project  to 
be  followed  by  deeper  and  broader  surveys 
commissioned  by  other  parent  groups.  The 
books  is  extremely  well-written  and  though 
concerned  with  multiply-handicapped  chil- 
dren has  relevance  to  the  field  of  deaf-blind 
education,  where  there  is  a  currently  un- 
fashionable emphasis  upon  the  need  for 
specialist  provision. 

David  Brown 
Advisory  Teacher 
Family  Advisory  Service 
London 

Letting  Go  Ann  Richardson 

and  Jane  Ritchie.  Open 

University  Press. 

ISBN  0335  15840  4  Paperback 

ISBN  0335  15841  2  cased. 

This  book  is  exactly  as  the  title  states  —  it  is 
about  Letting  Go',  and  the  feelings  of  par- 
ents of  children  with  learning  difficulties 
when  they  confront  the  idea  of  their  'child' 
'of  any  age)  leaving  home. 

It  would  seem  that  these  feelings  are 
totally  individual  —  there  appears  to  be  no 
road  to  follow.  Each  family  has  to  make  its 
own  decisions.  Some  parents  refuse  even 
to  contemplate  the  idea  of  their  child  leav- 
ing, going  as  far  as  to  wish  that  their  handi- 
capped child  will  die  with  them.  Others  put 
off  any  decision,  hoping  that  somewhere 
surtable  will  'turn  up'  or  because  their  child 
does  not  wish  to  leave  home  plan  moves  in 


stages  and  some  others  have  already  found 
another  home  for  their  child. 

It  seems  that  parents  are  unanimous  in 
wanting  their  children  to  live  in  a  pleasant 
homely  environment  and  not  an  institution. 
There  seem  to  be  many  places  where  par- 
ents send  their  children  only  because  there 
is  no-where  else. 

There  is  a  great  scarcity  of  suitable 
places,  most  parents  want  their  child  within 
easy  visiting  distance,  which  is  not  always 
possible  and  there  is  not  only  a  lack  of 
choice  of  place  but  a  lack  of  any  place  at  all 
for  the  more  severely  handicapped  people. 

There  are  no  answers  given  in  this  book 
and  it  seems  that  the  questions  are  only  too 
clear:  where  are  the  pleasant,  small,  home- 
like facilities  in  which  people  with  learning 
difficulties  can  live,  neartotheirfamilies  and 
friends? 

Three  adults  with  learning  difficulties  who 
live  in  the  'ideal'  community  care  home  in 
which  I  work  have  read  the  book  with  me 
and  were  loud  in  condemnation  of  those 
who  would  not  let  their  children  do  anything 
in  case  they  got  hurt  —  they  laughed  at  the 
complaint  of  one  parent  who  didn't  like  staff 
being  young  and  called  by  their  christian 
names.  It  was  a  most  useful  experience  — 
they  suddenly  became  very  appreciative  of 
their  home  after  finding  out  what  the  alter- 
natives are. 

Gill  Kilby 

The  Wheelchair  Child  Philippa 

Russell,  Published  by  Souvenir 

Press  (Human  Horizon  Series), 

London  WC1  3PA.  Paperback 

Price  £8.95 

Philippa  Russell'scomprehensivebookwas 
first  published  in  1 978.  It  contains  a  wealth 
of  information  covering  all  aspects  of  wheel- 
chair living.  Her  text  flows  easily  with  a 
practical  and  sensitive  handling  of  hints  and 
reassurance  that  will  be  of  great  value  to 
parents. 

There  are  chapters  covering  the  help 
available  from  hospital  and  community,  from 
birth  through  to  adult  life.  The  practical 
aspects  of  choosing  aids  to  mobility  and 
coping  with  the  problems  of  housing  a 
wheelchair  and  self-care  are  comprehen- 
sively discussed.  The  emotional  difficulties 
of  accepting  handicap,  of  facing  growth  of 
sexuality  and  independence  are  sympa- 
thetically handled. 

Financial  provision  is  updated  in  this 
third  edition  and  the  great  changes  in  edu- 
cation that  are  in  progress  are  included  in 
chapters  nine  and  ten.  The  author  has  at- 
tempted to  provide  information  on  all  as- 
pects of  the  life  of  the  wheelchair  child 
within  the  family  and  society.  This  topic  is 
huge  and  although  effectively  covered  in 
the  first  edition  it  has  been  difficult  to  en- 
compass all  the  many  areas  of  progress 
and  change  since  1978.  Much  of  the  prac- 
tical information  is  informative  and  valu- 
able, however,  many  reference  are  out- 
dated and  there  is  little  reference  to  prog- 
ress within  the  past  five  years.  Further 
reading  gives  almost  entirely  pre- 1980 
books.  The  changes  in  ALAC,  and  the 


amalgamation  of  remedial  gymnasts  and 
physiotherapists  are  two  points  that  have 
not  been  updated. 

It  would  be  useful  if  the  next  edition  mighl 
be  multi-author,  so  that  chapters  covering 
such  enormous  topics  as  education,  medi- 
cal conditions,  wheelchair  choice  might  be 
researched  in  greater  depth. 

I  can  recommend  this  book  which  pro- 
vides excellent  background,  authoritative 
information  for  parents,  who  should  alsc 
take  care  to  check  on  more  recent  ad- 
vances. 

Judith  Peters 

Physiotherapy  Adviser,  Ealing  Family 

Centre 

Senior  Paediatric  Physiotherapist, 

Ealing  Community 


New  Series  of  Books 

I  Have  Down's  Syndrome 

I  Have  Asthma 

I  Am  Blind 

I  Have  Cerebral  Palsy 

I  Have  Cystic  Fibrosis 

I  Am  Deaf 

I  Have  Spina  Bifida 

Illustrated  with  colour  photographs. 

Franklin  Watts  1989  £5.95  each. 

An  important  new  series  which  looks  at  the 
everyday  life  and  experiences  of  younc 
people  with  disabilities.  Each  book  focuses 
on  an  individual  who  tells  their  story  in  thei 
own  words.  The  aim  of  the  series  is  to  help 
appreciation  of  the  nature  of  the  disability 
and  to  ensure  acceptance  of  people  with 
special  needs  in  society. 

Available  from  the  MENCAP  Bookshop 
1 23  Golden  Lane,  London  EC1 Y  0RT.  Tele 
phone  01-253  9433. 


The  Parents  Directory  lists  about  800 
organisations  which  exist  to  answer 
problems  and  satisfy  the  needs  of  par- 
ents and  families.  It  contains  five  sec- 
tions: 

Family  Welfare 

Health 

Handicap 

Education 

Leisure 

Each  entry  gives  the  aims  and  activity  of 
the  organisation,  together  with  contact 
name,  address  and  telephone  number. 

The  Parents  Directory  compiled  by  Fiona 
MacDonald,  114  pages,  paperback. 
Price  £5.5  or  £6.70  by  post.  ISBN  0 
7199  1235  0. 

From  bookshops  or  by  post  from  the 
distributors:  Harpers  &  Row  Distribu- 
tors Limited,  Estover  Road,  Plymouth 
PL6  7PZ. 
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ICEVH  EUROPEAN 
CONFERENCE 

Europe  Into  the  Nineties! 

Friday  6  April  —  Wednesday  1 1  April 

1990 

at  the  University  of  Warwick,  Coventry, 

UK. 

This  Conference  will  consider  issues 

relating  to  young  visually-handicapped 

persons  at  the  transitional  stage  of 

completing  education,  further  education 

and  entering  employment. 

Expert  speakers  from  Europe  will  include 
Professor  Werner  Boldt  who  will  give  the 
Keynote  address. 

Conference  themes  will  examine: 

1)  The  educational  challenges  for  visually 
handicapped  adolescents  in  the  Euro- 
pean context. 

2)  Curricula  development  and  delivery. 

3)  Social  and  personal  development  with 
regard  to  personal  efficiency  and  self- 
direction. 

4)  The  relationship  between  educational 
and  vocational  opportunities  and  the 
interface  between  relevant  supporting 
services. 

5)  The  implications  of  technology  in  educa- 
tion and  development  for  the  visually- 
handicapped. 

6)  Leisure  and  cultural  activities  for  visu- 
ally-handicapped young  people. 

Conference  fee  £290.00 

Applications  forms  available  from  Miss  G. 
Howse,  Chandos  Cottage,  12  The  Bank, 
Stoneleigh,  Coventry  CV8  3D  A. 

RNIB  Courses 

18  January 

The  National  Curriculum:  Cross 
Curricular  Activities 

AIMS:  To  identify  the  special  needs  of 
pupils  with  a  visual  handicap.  To  consider 
practical  methods  of  ensuring  access  to 
the  curriculum. 
Venue:  RNIB  Armitage  Hall.  Fee  £25. 

25  January 

The  National  Curriculum:  Multi- 
Handicapped  Children 

AIM:  To  discuss  the  practical  application 
of  the  curriculum  to  fulfil  the  special 
educational  needs  of  additionally 
handicapped  children. 
Venue:  TSB  Management  College, 
Solihull.  Fee:  £30. 

30  January 

Assessment  and  Remedial  Work  in 
Visual  Perception  in  the  Primary 
Education  Setting 

AIM:  To  consider  the  practical  application 

of  some  assessment  methods  including 

the  new  'Look  and  Think'. 

Venue:  University  of  Birmingham.  Fee: 

£30. 


8  March 

The  Assessment  of  Functional  Vision 
in  Multi-Handicapped  Young  Children 

AIM:  To  consider  practical  approaches  to 

assessment  in  the  presence  of  additional 

handicaps. 

Venue:  UMIST,  Manchester.  Fee:  £30. 

13  March 

The  Development  of  Motor  Skills  and 
Mobility  in  Pre-School  Children 

AIMS:  To  raise  awareness  to  the 
implications  of  visual  handicap  in  motor 
development.  To  examine  some  practical 
methods  of  encouraging  mobility. 
Venue:  Postgraduate  Medical  Centre, 
Princess  Margaret  Hospital,  Swindon. 
Fee:  £30. 

21  March 

The  Special  Needs  of  Deaf-Blind 
Children  (Birth  -  6  Years):  The 
Developmental  Needs  and  Medical 
Aspects 

Organised  in  conjunction  with  Sense,  this 
course  will  be  especially  relevant  for 
medical  practitioners. 
AIM:  To  promote  understanding  of  the 
developmental  consequences  of  dual 
sensory  impairment  with  reference  to 
cognitive  and  social  development. 
Venue:  RNIB  Armitage  Hall.  Fee:  £25. 

31  March 

The  Sensory  Curriculum 

AIMS:  To  examine  the  needs  of  multi- 
handicapped  children  who  also  have  a 
visual  handicap.  To  consider  practical 
approaches  to  curriculum  planning. 
Venue:  The  West  of  England  School, 
Exeter.  Fee:  £30. 

3  May 

The  Special  Needs  of  Deaf-Blind 
Children:  The  Educational  Needs 

Organised  in  conjunction  with  Sense.,  this 
course  will  be  of  particular  interest  to 
Education  Advisers  and  Advisory 
Teachers. 

AIMS:  To  discuss  the  implications  of  the 

recent  national  policy  document.  To 

consider  the  needs  for  staff  support  and 

resources. 

Venue:  RNIB  Armitage  Hall.  Fee:  £25. 

All  courses  relate  to  visual  handicap  and 
usually  run  from  10am  —  4pm.  Lunch  is 
inclusive  unless  otherwise  stated. 
Programmes  of  each  day  and  details  of 
speakers  are  available  on  request. 

Parents  are  welcomed  at  our  courses. 

Early  application  is  advised  to: 

Administrator,  RNIB  Education 
Courses,  Marlborough  House,  Holly 
Walk,  Leamington  Spa  CV32  4XP.  (Tel: 
0926  452868). 


Third  Canadian  Conference 
on  Deaf-Blindness 

August  15-  18,  1990 
Deaf-Blindness  in  the  1990s 
•  The  Future  is  Now 

Venue:  The  University  of  Manitoba, 
Winnipeg,  Manitoba 

Call  for  Papers 

Deadline  for  Submissions:  Feb  1 ,  1 990 

Length  of  Abstract:      200  -  250  words 

We  call  upon  you  to  share  with  colleagues, 
related  professionals  and  parents  the 
work  in  which  you  are  currently  involved. 
The  following  themes  have  been  selected 
to  reflect  the  total  approach  to  the  educa- 
tion and  development  of  the  deaf-blind 
throughout  Canada  and  North  America: 

Deaf-Blindness  in  the  90s: 

Definitions,  medical  concerns  and  up- 
dates, Usher  Syndrome 

Intervention: 

In  the  home,  school,  community 

Programming: 

Communication,  behavioural  concerns, 
visual  and  auditory  stimulation,  methods 
and  techniques 

Deaf-Blindness:  Impact  on  the  Fam- 
ily, Community  &  Professionals: 

Stress  management,  advocacy,  parent- 
ing, sexuality,  siblings 

Please  mail  submissions  to: 

Conference  '90 

Program  Committee 

c/o  Miss  Linda  Mamer 

The  W.  Ross  Macdonald  School 

350  Brant  Avenue 

Brandford,  Ontario 

Canada  N3T  3JP 

Telephone:  (519)  759  0730 


Talking  Sense  In  Braille 

Talking  Sense  is  available  in  braille  and 
also  in  a  photocopied  large-print  version, 
if  you  would  like  to  receive  a  copy  of  either 
of  these  versions  please  write  to  Graham 
Hicks  at  the  Sense  London  office. 

Talking  Senselspubiished  quarterly.  Con- 
tributions for  our  next  edition  should  be 
sent  to  Colette  Mercer  at  31 1  Gray's  Inn 
Road,  London  WC1X  8PT.  Photographs 
are  copied  and  returned. 


Editor:  Colette  Mercer 
Assistant  Editor:  Peter  Bennett 


The  views  expressed  in  the  magazine  are 
not  necessarily  those  of  Sense,  the 
National  Deaf-Blind  and  Rubella 
Association. 

Typeset  and  designed  by  Irtlertype  London  N10 

Printed  by  Adept  Prats,  273  Abbeydale  Rond.  Wembley.  MMdi 
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^     Gradually  the  holiday  makers 
w9      started  getting  to  know  their 

volunteers,  the  volunteers 
started  getting  to  know  other 
volunteers  and  we  all  started  getting 
mixed  up  and  thrown  together  —  like  a 
human  cocktail.  It  was  great! 

Under  the  leadership  of  John  Hatton 
and  his  deputy  Malcolm  Mathews 
Edgbaston  Two'  was  underway. 

At  the  Botanical  Gardens  Gerry 
Gaffney  showed  a  window  cleaner  how 
to  do  his  job!  The  window  cleaner 
soaped  and  sponged  down  the  plate 
glass  window  in  the  Cafeteria.  Now  it 
may  well  have  been  the  cream  cakes 
that  drew  Gerry  to  the  window,  but 
once  there  she  became  mesmerised  by 
the  neat  actions  of  the  rubber  blade 
taking  off  the  soap.  She  stepped  in, 
deftly  removed  the  instrument  from  the 
man's  hand  and  sprang  into  action.  We 
told  her  she  was  on  holiday,  but 
nothing  would  stop  her! 

I  think  the  highlight  of  the  holiday 
started  with  the  evening  trip  to  Cannon 
Hill  Park  to  listen  to  the  Steel  Band. 
The  music  got  people  excited.  Bruce 
was  bewitched.  However,  it  was  later, 
back  home  in  the  lounge  that  it 
happened.  People  were  sitting  around 
relaxing,  drinking  coffee,  when 
someone  started  up  a  clapping 
rhythm.  Bruce  picked  up  the  beat  and 
clapped  heartily.  Then  he  went  round 
to  everyone  in  turn,  until  they  were  all 
clapping,  he  dragged  Mark  out  of  the 
kitchen  and  got  him  clapping  and  even 
got  shy,  quiet  Ann  to  clap  too.  It  was 
fabulous.  Everyone  was 
laughing  in  rhythm!  And  so 4M| 
the  holiday  rocked  on!        -7-7 


All  in  a  day's  holiday  at 
Edgbaston 
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